










































































































































































































































































































































































































































































































































































Data Management and Preservation

O. DOI should provide routine support for the development and maintenance of Health
Information Systems in the territories—American Samoa, Guam, Commonwealth of the
Northern Mariana Islands, and U.S. Virgin Islands, as well as the Freely Associated
States—Federated States of Micronesia, Republic of the Marshall Islands, and Republic
of Palau.

Ongoing assistance should be provided to the insular areas to guide them in effectively budgeting funds
for the routine maintenance and upgrading of IT hardware and software systems. The initial purchase of
new hardware and software for this recommendation is a starting point which will bring the computer
infrastructure of insular areas up to current standards of data entry and analysis but without ongoing
maintenance and upgrading of equipment this infrastructure will quickly become strained and
incompatible with external systems. The maintenance and improvement of data systems is most
economically managed when it is planned in specific cycles of upgrades and replacement.

P. DOI should negotiate agreements with HHS to develop a data sharing strategy of data
collected in the U.S. Territories.

Ownership of data collected on the insular areas was a cited as a concern in face-to-face interviews.
Agencies are encouraged to develop a data sharing program that allows the insular areas to receive copies
of datasets based on the territories and Freely Associated States.

Researchers and planners both inside and outside the insular areas who seek to address the needs and
concerns of these regions need to have equitable access to data collected with taxpayer dollars. The
quality of the data needs to be evaluated, errors and inconsistencies need to be addressed, commonalities
need to be identified, and existing data needs to be analyzed and reported so we can learn from the
investment of time, energy, talent, and tax-payer dollars. There has been a growing recognition of the
unrecovered costs associated with research data collected with federal funds that is never shared with the
broader research community. In response to this concern, both the National Science Foundation and the
National Institutes of Health have established guidelines that require data preservation and data sharing
plans that are formal elements of all grant applications to these agencies. Many federal agencies that do
primary data collection, such as CDC, NCHS, and the Census Bureau, have a long standing practice of
providing and promoting the use of their research data in public use formats that allow for independent
research without compromising the confidentiality of research subjects in these studies. Both of these
approaches have resulted in a flood of original research from investigators who obtained secondary access
to data collections in the public domain, often through centralized government distribution centers such as
the NCHS and Census websites or from data repositories such as ICPSR. Extensive experience in data
sharing argues persuasively that research data can be safely distributed to the broader community for
responsible analysis, the generation of new knowledge and a deeper understanding of the population
studied.

11-7

http://prd.psc.isr.umich.edu



Q. DOl should support the archival and preservation of data on the insular areas.

Increasingly, data collected with federal funds must have a data preservation plan as an integral aspect of
the data collection effort. These requirements have resulted in both a significant reduction in the loss of
research data due to neglect or outdated storage mediums and the benefit of having more data available
for research and replication. Currently, data collected in insular areas has no such process by which data
is archived and preserved and, in fact, it is quite difficult to identify the exact number of studies which
have be fielded in the U.S. Territories and Freely Associated States.

Preservation and the controlled use of data, even those representing relatively small geographic areas,
offer benefits to the population of interest that far outweigh any minimal risks to confidentiality. The
archival process not only insures the long-term protection and storage of research data, surveys, and
administrative data, but it also provides invaluable opportunities to increase our understanding of
understudied populations.

The archival process is a science, not to be undertaken lightly. Organizations such as the Inter-university
Consortium for Political and Social Science (ICPSR) at the University of Michigan have a long history in
leadership in the science of electronic data preservation data, protection, and controlled data distribution
for valid research purposes (ICPSR, 2005). The process of preserving research data from the insular areas
should be undertaken as a partnership with organizations that represent longstanding expertise and the
infrastructure required to perform these functions.

Archived data should be seen and treated as a legacy to the insular areas and an ongoing resource they and
others can use for research and education. Archieved data increases the ability of the insular areas to
perform guided policy research which leads to the reduction of health disparities and the improvement of
overall quality of life.

R. DOI should support the development of broadband connectivity in the insular areas.

Broadband connectivity represent major positive implications for health workforce development, health
services management and coordination, as well as collaboration related to Health Information Systems
(HIS) in the U.S. Territories, Freely Associated States and United States.

S. DOl should support the development of Internal Review Boards (IRB) in the territories
and Freely Associates States.

There is a growing need for local stakeholders to implement policies that ensure the protection and safety
of respondents in the territories. While researchers operating out of US based universities and research
institutions are routinely required to submit their research plan to their local IRB for review and approval.
In fully evolved research organizations this process is followed regardless of the funding source or type of
research if it involvs human subjects and such a review is mandatory when federal research dollars are
employed for a study. The quality and consistency of the IRB process in the territories and Freely
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Associated States is not clearly defined at the present time, particularly for research originated and fielded
by local researchers. While it is generally assumed that ethical researchers make all efforts to protect their
human subjects from risk regardless of where they are based and where they do their work, the clear
documentation of how these risks are minimized represents an essential element of the research process.
Using existing programs as a foundation, the creation, training and maintenance of local IRB’s for the
region represents a core part of a sustainable research system. Such a formalized system would help
reinforce and ensure the ongoing protection of human subjects and offer the additional benefit of
simplifying collaborative efforts between institutions based in the US and those operating in the territories
or the Freely Associated States.
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