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Comments by Sharon Terry, President and CEO, Genetic Alliance
Comment Topic: The public's need for access to publicly funded research

Comment: Genetic Alliance transforms health through genetics. We integrate individual, family, and community perspectives to improve health systems and services. We bring together diverse stakeholders to create novel partnerships in advocacy. We promote individualized decision-making through increased access to information.

We applaud the Congress in its wisdom for enacting the policy expressed in Division G, Title II, Section 218 of PL 110-161 (Consolidated Appropriations Act, 2008) and National Institutes of Health (NIH) for implementing this mandatory open access policy.

Consumers must be empowered to make medical decisions about their health and the health of their loved ones. Especially for those with rare diseases, the cutting edge research performed at NIH provides insight into to the nature of these conditions and can provide medical professionals with further information on the most advanced treatments and interventions available.

However, access to these vital research findings has been limited to the select few who are able to finance costly subscriptions to journals containing published research. As a result, consumers are adding financial worries to their already heavy plates in an effort to access these findings.

The consumer community was heartened by NIH’s voluntary policy two years ago to deposit research findings into a free, online database. However, less than 5% of individual researchers elected to submit their findings. As a result, public access to research findings was impeded. The finding from this experiment was that this is not an area that will thrive on voluntary submission.

The mandatory policy directed by Congress in fiscal year 2008 appropriations legislation is a necessary step towards ensuring that NIH tracks its investments and corresponding results in federally funded research. It will also enhance public access to these assets by maintaining a complete research archive.  Genetic Alliance supports resource sharing, community commons, and strengthening of the broad networks empowered by information. This is a decisive step in the direction that will enable novel partnerships to accelerate translation of biomedical research into better health.

We are aware of a proposal for an alternative implementation of the Public Access Policy, in which NIH would act as a dark archive and provide links to publishers' Web sites. This proposal would NOT achieve a major goal of the NIH, which is to provide a permanent, stable archive of its research. For a database to be effectively curated and for the quality of material it contains to be preserved, it must be used regularly. 

American taxpayers are entitled to open access. Widespread access to the information contained in these articles is an essential, inseparable component of our nation's investment in science.

Comment Topic: Advocates need for immediate access to research findings

Comment: I am writing to you to encourage your support of a mandatory open access policy at the National Institutes of Health (NIH).

Genetic Alliance’s network includes hundreds of disease-specific advocacy organizations and is in partnership with universities, companies, government agencies and policy organizations. The network is an open space for thousands of shared resources and creative tools, and dozens of focused programs.

The organizations we represent have varied needs: technical assistance, building and maintenance of robust information systems, and public policies that promote the translation of basic research into therapies and treatments. In particular, Genetic Alliance identifies solutions to emerging problems and works to catalyze the rapid and effective translation of research into accessible technologies and services that improve human health.

Advocacy organizations such as those we represent lead entire research endeavors and so spend countless hours building research consortia, developing registries, managing blood and tissue banks, and initiating and managing clinical trials. Despite our nation's significant spending on biomedical research through NIH, these organizations face numerous hurdles in accessing articles that report the results of this taxpayer-funded research. We uniformly pay $30 or more per single article.

We should not spend hundreds of extra dollars each year simply to access the results of research funded by our tax dollars. Open access policy is a necessary step in the right direction. In fact, we believe that 12 months is too long. Information as critical as this should be available immediately. Understanding that there are logistical issues and also acquiescing to the need for a transition period, we support a 6-month period embargo at this point, and look to the day when we can access these results instantaneously.

We applaud Congress for mandating the deposit of NIH-funded research findings into a free, online database.
