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INnvITED COMMENTARY

Commentary: Copyright Restrictions Versus
Open Access to Survey Instruments

Ron D. Hays, PhD,* Robert Weech-Maldonado, PhD, MBA,{ Jeanne A. Teresi, EdD, PhD, 1§
Steven P. Wallace, PhD,|| and Anita L. Stewart, PhDY

graduate student was threatened with a lawsuit and retraction of a published paper unless she paid

thousands of dollars and signed a retroactive license for having used a measure without paying the
fee. A doctoral student who complied with all the survey licensing requirements was not allowed to
share her instrument with her dissertation committee nor provide examples of survey items in her
dissertation. An investigator asked a measure developer for permission to use a measure; after not
receiving a reply, she published an article which was later retracted by the journal when representatives
of the measure developer complained that explicit permission had not been obtained.! These and other
similar cases? motivated us to write this commentary.

Although there are good reasons for imposing restrictions on use of published survey measures,
there is not a consensus on what is reasonable versus excessive. But aggressive pursuit of “infringers”
can hinder the advancement of knowledge. In this commentary, we advocate fewer restrictions on the
use of published self-report measures for scientific research. We summarize issues of copyright, per-
mission and restrictions, fees for use, transparency, and the consequences of noncompliance with
restrictions. Recommendations to address raised concerns are made for developers, researchers (users),
publishers, and funders.

Copyright protects the commercial interests of the holder while balancing a public interest in
knowledge.* Copyright “exists automatically when a literary or artistic work is fixed in some tangible
medium of expression,”* whether the author desires it or not.> Waiving copyright protection requires an
active process of authors notifying users that they abandon copyright and place the work in the public
domain.® Copyright protection thus applies regardless of whether (or not) a copyright notice appears on
the survey measure or is registered with the copyright office.” The copyright owner has exclusive rights
and can authorize others to: (1) reproduce the copyrighted work; (2) create derivative works based upon
the copyrighted work; (3) distribute copies of the copyrighted work to the public by sale or other transfer
of ownership, or by rental, lease, or lending; and (4) display the copyrighted work publicly. Copyright
holders can choose to authorize others to use their work without or with cost to others.

3

PERMISSION NEEDED TO USE INSTRUMENTS CAN VARY
FROM NONE TO COSTLY

In our experience, many authors allow for noncommercial use of their tools by researchers without
requiring written permission, a license, or a fee. For example, surveys developed at the RAND Cor-
poration are freely available and no permissions are needed: “All of the surveys from RAND Health are
public documents, available without charge. Please provide ‘an appropriate citation when using these
products...”. There are no further permissions necessary.”®
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Some authors request or require that you obtain explicit
approval to use their measures even if there is no cost. This
can be motivated by a desire to keep track of how widely a
scale is being used and to make sure the user has the most
recent version and understands the correct way to apply the
tool. For example, the Kidney Disease Quality of Life
(KDQOL) surveys are provided without charge to those who
register at: http://gim.med.ucla.edu/kdqol/kdqol_register.php.

Other instrument developers use the copyright status to
put limitations on modifications and translations. For example,
Qoltech’s site notes: “All of our questionnaires are copyrighted.
They may not be altered, sold, translated into another language
or adapted for another medium (eg, computer, internet) without
... permission. Warning: Some versions of our questionnaires
found on other websites may be unauthorised and may contain
serious errors and must not be used.””

Similarly, for HealthMeasures instruments, which in-
clude the National Institutes of Health (NIH) Toolbox, Patient
Reported Outcomes Measurement Information System
(PROMIS), Neuro-Quality-of-Life (Neuro-QoL), and Adult
Sickle Cell Quality of Life Measurement Information
System (ASCQ-Me), the “user agrees not to adapt, alter,
amend, abridge, modify, condense, make derivative works, or
translate HealthMeasures instruments without prior written
permission from the (Department of Medical Social Sciences).
In cases where permission is granted, user will be expected to
evaluate the impact of approved modifications.”!”

Some authors charge fees for using published instruments;
fees can include a licensing fee, administration fee, and/or fee
for obtaining scoring algorithms. For example, use of the Patient
Activation Measure (PAM), developed with funding by the
Robert Wood Johnson Foundation, requires a licensing fee.!! As
a result, researchers are looking for other alternatives such as the
Altarium Consumer Engagement (ACE) Measure.'?

In cases where a measure was developed and tested
without NIH or other grant funding, the fees can help defray
some of the development costs. However, per respondent
charges for using a single scale can make the cost of research
expensive very quickly, especially if several such scales are
used in a study. In these cases, potential users must decide if
the charges are worth it.

TRANSPARENCY VERSUS CONFUSION ABOUT
WHEN PERMISSION IS NEEDED

The status of restrictions on a survey measure may
change over time, making it confusing for researchers to know
what they currently are. For example, some measures were
initially available at no cost, but charges and other restrictions
on use were imposed later. For instance, the Mini Mental State
Examination (MMSE) was published in 1975.13 The actual
questions (although they were not standardized) were included
in an appendix with no claim to copyright, providing implicit
permission to use it. At the time of publication, US copyright
law required that a copyright notice be included to claim
coverage; the standard changed to passive coverage with the
US entry into the Berne Convention in 1988.°

However, in June 2000, the MMSE owners transferred
copyright to a company, MiniMental, LLC, and that company
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transferred exclusive publication rights to Psychological As-
sessment Resources (PAR) Inc. in March 2001. PAR im-
plemented strict restrictions on use of the MMSE including
requesting existing users to retroactively remove brief
wording of the items on websites and in published docu-
ments. There is a fee of about $1.48 for each administration of
the MMSE (paid to PAR).!* The transfer to PAR is referred to
as a stealth transfer because it occurred after an instrument
was in use for a long period of time. In fact, it had become the
most widely used cognitive screening measure (with over 2
million unique references in the literature), including being
part of electronic medical records such as in Kaiser Perma-
nente and the Veteran’s Health Administration systems.!> In a
perspective in the New England Journal of Medicine in 2011
about the MMSE, Newman and Feldman'*®?**® summarized
its widespread clinical (bedside) use because of its simplicity
and ubiquity and asked what researchers could do “to ensure
that our colleagues can use the tools we develop to improve
patient care?” Newman'® elaborated on this in 2015, lamenting
on the demise of a ubiquitous bedside tool. In response to these
restrictions, Tsoi et al'7 summarized alternatives to the MMSE,
enabling the scientific advancement of measurement of cognitive
functioning. Although the MMSE is slowly being replaced by
other screening measures, many researchers have lost the ability
to compare newer data with those from earlier studies, and a
generation of clinicians for whom the MMSE was a familiar,
memorized benchmark, have had to modify their assessment
routines.

VARIATION IN CONSEQUENCES

The consequence of not obtaining appropriate permis-
sion to use a measure can vary. For example, some journals
will not publish a paper if the authors do not provide proof
that they have permission to use the measures in their study.
The naive user of a copyrighted measure may also be subject
to financial penalties. Discussions of fair use practices suggest
that: “If someone has good reason to believe that a use is
fair—but later finds herself on the wrong end of a court order—
she is likely to be considered an innocent infringer at worst.
Innocent infringers often don’t have to pay any damages to the
copyright owner, but do have to cease the infringing activity and
sometimes must pagf the owner for the reasonable commercial
value of that use.”

Nonetheless, innocent infringers have been the target of
threatened lawsuits and faced demands of large sums of
money for retroactive permission. For example, those using
the Morisky Medication Adherence Scale (MMAS) without
permission (infringers) have been aggressively pursued, despite
the original 4-item scale being published in Medical Care in
1986' and most of the information about the 8-item scale
appearing in a research journal in 2008%° that acknowledged
NIH support. Infringers of the MMAS copyright have recently
been pursued for very large payments and, in some cases,
had to retract published articles, as documented by the Centers
for Disease Control and Prevention.! The current MMAS
website which was established in 2016 (www.whois.com/whois/
morisky.org) states clear restrictions on use but provides no
information on licensing fees: “Permission for use is required.

Copyright © 2017 Wolters Kluwer Health, Inc. All rights reserved.
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A license agreement is available from MMAS Research LLC.”
The aggressive pursuit of those without licenses or permission
appears to serve financial interests, and can hinder the ad-
vancement of knowledge. Because science involves incremental
advances that build on past studies, the ability to use and modify
existing measures is essential. For example, health disparities
research often requires modifications of existing measures to
ensure cross-cultural comparability across different racial/ethnic
and language subgroups of the population.

RECOMMENDATIONS FOR DEVELOPERS
OF MEASURES

For those developing measures and wishing to be clear
about the conditions of use, we suggest using the Creative
Commons (https://creativecommons.org/) to document re-
quirements of use with widely acknowledged language and
links to the site of the survey instrument itself. “Creative
Commons helps you legally share your knowledge and cre-
ativity to build a more equitable, accessible, and innovative
world. ... Creative Commons provides free, easy-to-use
copyright licenses to make a simple and standardized way to
give the public permission to share and use your creative
work on conditions of your choice.” This is ideally done from
the start but can be done any time after the measure is
developed and published. Newman and Feldman'4®244®
describe this as “the principle of ‘copyleft’ from the open-
source technology movement to encourage innovation and
access while protecting authors’ rights.”

RECOMMENDATIONS FOR RESEARCHERS
AND USERS

Researchers and other users of survey instruments
wishing to use an existing measure need to be vigilant and
check the complete history of item development and evalu-
ation. The onus is on the user to determine if explicit per-
mission or fees are required for use. They also need to obtain
permission and know the conditions of use. Locating the
copyright holder may not be possible (eg, contact information
has changed or the original developer is deceased). If a re-
searcher is unsuccessful in reaching the copyright holder,
using the measure is at the user’s own risk unless there is
clear evidence that it is in the public domain (eg, has an
appropriate creative commons license listed). It is also pos-
sible that a search leads one to a “rogue” website that includes
the instrument and scoring guide with no indication that
permission or registration is required. Thus, the search
process needs to be extremely thorough to ensure that any
restrictions on use of the measure are identified.

We suggest researchers use freely available instruments
and only pay for use of a measure if the cost is worth it to
them (eg, alternative measures have deficiencies). To the
extent that the fees are constraining, it is worthwhile to look
for measures that do not require payment, assuming equiv-
alent measurement properties of the substitutes. Exploring
alternatives can potentially result in finding a measure that is
more contemporary or has been designed to be appropriate for
a variety of population subgroups. As the online survey
platform “PsychData” notes, “In some cases a researcher will

Copyright © 2017 Wolters Kluwer Health, Inc. All rights reserved.

initially identify one measure for their project only to find that
the copyright holder is unwilling to permit use in an online
survey or that they will only permit use via their proprietary
online system .... In our experience, these researchers have
always been able to quickly identify an equivalent or better
alternative that was free or less restrictive.”?!

One benefit of researchers shifting to free measures is that
declining demand for a costly measure will decrease its market
value and reduce the attractiveness of charging for measures in
the future. Such efforts are emerging; for example, legal de-
partments within some universities are sending warnings to
faculty about the use of restricted measures. A collective effort
could help discourage developers from imposing undo re-
strictions and charging for use of their measures.

Similarly, measure developers who refuse to allow the
modifications that are needed to be appropriate for health
disparities populations or emerging data collection modalities
should be informed that their measures are not being used
because of those restrictions. Most measures have not been
developed or evaluated using samples that include health
disparities groups, so a blanket refusal to allow for mod-
ifications means that they are often inappropriate for use with
those groups.”? Copyright holders that block modifications
run the risk of impeding progress in understanding the health
issues of disparities populations, possibly rendering their
measures less relevant.

RECOMMENDATIONS FOR FUNDERS

The NIH has a public access policy for peer-reviewed
journal articles based on NIH-funded projects. All pub-
lications that result from NIH-funded research are now
required to submit an electronic version of their final, peer-
reviewed manuscripts upon acceptance for publication to the
National Library of Medicine’s PubMed Central to be made
publicly available no later than 12 months after the official
date of publication (https://publicaccess.nih.gov/policy.htm).
Some other funders, such as the Howard Hughes Medical
Institute (HHMI), have similar requirements, noting that they
have “long viewed the sharing of research materials and tools
as a fundamental responsibility of scientific authorship.”?

In addition, data sharing is now required for many re-
search efforts.>* For example, NIH proposals with over
$500,000 in direct costs in any year are required to include
information about how the data they collect will be made
publically available for others to use. There are also a
growing number of data repositories such as Harvard Data-
verse (https://dataverse.harvard.edu/).

However, these public access policies do not explicitly
apply to measures. We suggest that a similar policy be
adopted by NIH for instruments developed with NIH funds;
thus, a measure developed with NIH funding should be
made available to the research community without charge.
Such a policy could even include a requirement to post the
instrument to a publicly available website. To be effective
more broadly, we encourage other funders of measures/
instruments, such as the Agency for Healthcare Research
and Quality and Robert Wood Johnson Foundation, to adopt
a similar policy.
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RECOMMENDATIONS FOR PUBLISHERS

Medical Care includes a clause in the instructions to au-
thors that is consistent with this approach: “For articles de-
scribing development, validation, or testing of new measurement
instruments (eg, health-related quality of life, patient satisfaction,
case mix adjustment), the instruments, including items and
scoring instructions, must be available for research purposes to
investigators requesting them.” (http://edmgr.ovid.com/mdc/
accounts/ifauth.htm). Free access to measures is desirable be-
cause this is most likely to advance scientific knowledge.

CONCLUSIONS

Psychometrically sound self-reported measures are
cornerstones of research and clinical assessment. Measure-
ment development is a resource-demanding task and is often
externally funded. It is thus imperative that such investments
are not squandered through unnecessary restrictions that serve
narrow interests. Just as data sharing has become mandated in
many settings, it is also now time to advance measurement
sharing as a means to ensure the best use of scarce resources.
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