
n engl j med 365;26 nejm.org december 29, 2011

PERSPECTIVE

2447

to share in the savings from ac-
countable care, which can foster 
greater consumer engagement and 
support for these delivery reforms.

The fourth challenge is to 
learn what works — and what 
doesn’t — and then to use that 
new understanding to inform 
policy and practice. Assuming 
responsibility for spending, qual-
ity, and health outcomes repre-
sents a major shift for most U.S. 
providers and requires changes to 
information systems, care pro-
cesses, staffing, governance, lead-
ership, and approaches to patient 
engagement. Implementing such 
changes is particularly challeng-
ing for ACOs that face mixed 
payment models ranging from 
fee for service to capitation, with 
many alternatives in between. De-
veloping and testing multipayer 
ACOs will be important. Funding 
agencies and foundations should 
also support a comprehensive ef-
fort to track and evaluate both 
public and private ACO initiatives 
so that policymakers can make 
midcourse corrections and ACOs 
and payers can be better informed 
about successful strategies.

Finally, the fifth challenge is 
clarifying and reinforcing the path 
forward. The ongoing debate 
about the future of health care 

reform may encourage some pro-
viders to adopt a “wait and see” 
approach. But the current politi-
cal debate is unlikely to slow what 
appears to be an inexorable tran-
sition in both public and private 
insurance programs away from 
traditional fee-for-service reim-
bursement. Opponents of the Af-
fordable Care Act support private 
payers’ efforts to implement pay-
ment reforms for accountable 
care. Consequently, it is more im-
portant than ever for providers to 
consider how they can demon-
strably improve care while lower-
ing costs and how they can use 
emerging payment methods to 
help them do so. Both the CMS 
and private payers should also 
continue to emphasize their com-
mitment to the same goal. A broad 
range of potentially reinforcing 
payment models (such as episode-
based and medical-home pay-
ments) can provide additional mo-
mentum for accountable care, 
especially when performance mea-
sures for these other payment 
models incorporate accountabil-
ity for overall costs and quality.

The success of the ACO model 
in any of its specific current con-
tractual structures is not ensured, 
but early results are promising.5 
Traditional fee-for-service models 

will almost certainly see contin-
ued cuts in payment rates — 
which will make physicians’ and 
other providers’ work even more 
difficult if they remain under 
this payment model. Additional 
steps to accelerate the transition 
toward accountable care offer the 
public and providers a better and 
more hopeful path.
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Building the Path to Accountable Care

Copyright and Open Access at the Bedside
John C. Newman, M.D., Ph.D., and Robin Feldman, J.D.

For three decades after its pub-
lication, in 1975, the Mini–

Mental State Examination (MMSE) 
was widely distributed in text-
books, pocket guides, and Web 
sites and memorized by count-
less residents and medical stu-
dents. The simplicity and ubiquity 
of this 30-item screening test — 
covering such functions as arith-

metic, memory, language compre-
hension, visuospatial skills, and 
orientation — made it the de facto 
standard for cognitive screening. 
Yet all that time, it was under 
copyright protection. In 2000, its 
authors, Marshal Folstein, Susan 
Folstein, and Paul McHugh, be-
gan taking steps to enforce their 
rights, first transferring the copy-

right to MiniMental, a corpora-
tion the Folsteins founded, and 
then in 2001 granting a world-
wide exclusive license to Psycho-
logical Assessment Resources 
(PAR) to publish, distribute, and 
manage all intellectual property 
rights.1,2 A licensed version of 
the MMSE can now be purchased 
from PAR for $1.23 per test. The 
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MMSE form is gradually disap-
pearing from textbooks, Web sites, 
and clinical tool kits.1

Clinicians’ response to this 
“lockdown” has been muted. A 
few commentators have expressed 
concern about continuing to use a 
now-proprietary tool in training2 
or about implications for the de-
veloping world,1 echoing debates 
about patented pharmaceuticals. 
In our experience, many clini-
cians are either unaware of the 
MMSE’s copyright restrictions or 
simply ignore them, despite the 
risk of copyright infringement.

But then in March 2011, a 
promising new cognitive screen-
ing tool that was to be available 
through “open access,” the Sweet 
16 — a 16-item assessment of 
thinking, learning, and memory 
developed by Harvard’s Tamara 
Fong3 — was removed from the 
Internet at the request of PAR in 
an apparent copyright dispute.4 
The Sweet 16 includes orientation 
and three-object recall items, sim-
ilar to the MMSE’s, along with a 
digit-span item. This action, un-
precedented for a bedside clinical 
assessment tool, has sent a chill 
through the academic community; 
clearly, clinicians and researchers 
can no longer live in blissful igno-
rance of copyright.

Copyright derives from one of 
the few powers explicitly men-
tioned in the U.S. Constitution. 
Any new intellectual work is un-
der copyright protection automat-
ically from the moment it is fixed 
in a tangible medium of expres-
sion — a category now including 
blog posts, iPhone apps, and cog-
nitive screening tools. Copyright 
law grants the author (or owner, 
for copyright can be transferred) 
exclusive rights to copy the work, 
distribute it, make works deriva-
tive of it, and perform or display 
it publicly. These rights last for 

70 years past the date of the au-
thor’s death, or up to 120 years 
from the time of creation if the 
work was done “for hire.” This 
duration has been retroactively 
extended several times, so that 
works published as early as 1923 
may remain under copyright to-
day (and will until at least 2019).

For persons or entities other 
than the copyright holder to copy 
or distribute a work, they must 
have permission from the owner, 
usually in the form of a license. 
Copying or distribution without 
permission is copyright infringe-
ment and carries stiff civil or 
even criminal penalties. There is 
limited protection under “fair 
use” law for certain nonprofit 
uses of limited parts of a work 
— for example, for teaching or 
research — but that exception is 
narrower than it sounds. One 
need not have intended to infringe 
someone’s copyright to be sub-
ject to damages of up to $30,000 
per work, and willful infringers 
pay up to $150,000 — and may, 
under certain circumstances, be 
subject to a jail term.

For clinicians, the risk of in-
fringement is real. Photocopying 
or downloading the MMSE prob-
ably constitutes infringement; 
those who publish the MMSE on 
a Web site or pocket card could 
incur more severe penalties for 
distribution. Even more chilling is 
the “takedown” of the Sweet 16, 
apparently under threat of legal 
action from PAR (although PAR 
has not commented publicly). Are 
the creators of any new cognitive 
test that includes orientation ques-
tions or requires a patient to re-
call three items subject to action 
by PAR? However disputable the 
legal niceties, few physicians or 
institutions would want to have 
to argue their case in court.

The MMSE case may be a har-

binger of more to come. Many 
clinical tools we take for granted, 
such as the Katz Index of Inde-
pendence in Activities of Daily 
Living, fall into the same “benign 
neglect” copyright category as the 
MMSE did before 2000. At any 
time, they might be pulled back 
behind a wall of active copyright 
enforcement by the authors or 
their heirs.

What can researchers do to en-
sure that our colleagues can use 
the tools we develop to improve 
patient care? One option is to es-
sentially place works in the public 
domain by declaring free and 
open rights for all users. The Ger-
iatric Depression Scale, the Patient 
Health Questionnaire (PHQ-9) de-
pression scale, and the Saint Louis 
University Mental Status (SLUMS) 
cognitive assessment tool are all 
in the public domain. That do-
main, however offers no mecha-
nism for ensuring that authors 
are recognized or compensated 
and no means of guaranteeing 
that later improvements will be 
made freely available. The ability 
to improve a clinical tool is cru-
cial. Even licenses granting wide 
permission to copy, such as those 
of the Montreal Cognitive Assess-
ment and the Lawton Instrumen-
tal Activities of Daily Living (IADL) 
scale, while laudable, might still 
inhibit innovation by permitting 
legal challenges to improved tools 
perceived as derivative (as may 
have been the case with Sweet 16 
and the MMSE).

A better solution is to apply 
the principle of “copyleft” from 
the open-source technology move-
ment to encourage innovation and 
access while protecting authors’ 
rights. Copyleft is intellectual ju-
jitsu that uses copyright protec-
tion to guarantee the right of 
anyone to use, modify, copy, and 
distribute a work, as long as it 
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and any derivatives remain under 
the same license. The author re-
tains the right to offer the work 
under a different license simulta-
neously — for example, giving a 
company specific license to com-
mercialize the work without copy-
left protections. Popular copyleft 
licenses include the Creative Com-
mons Attribution-ShareAlike li-
cense and the GNU Free Docu-
mentation License.

Google, Apple, Facebook, and 
Twitter all use open-source soft-
ware at the heart of their prod-
ucts, because there is a clear eco-
nomic benefit to using well-tested, 
well-validated, continually im-
proved software in the core of 
complex products. Similarly, there 
is a clear clinical benefit to using 
well-tested, well-validated, contin-
ually improved clinical tools in 
complex patient care — as dem-
onstrated by the MMSE’s use be-
fore 2000. In a sense, copyleft is 
how academic medicine has al-
ways been assumed to work.2 Re-
strictive licensing of such basic 
tools wastes resources, prevents 
standardization, and detracts from 
efforts to improve patient care.

We suggest that authors of 
widely used clinical tools provide 
explicit permissive licensing, ide-
ally with a form of copyleft. Any 
new tool developed with public 
funds should be required to use 
a copyleft or similar license to 
guarantee the freedom to distrib-
ute and improve it, similar to the 
requirement for open-access pub-
lication of research funded by the 
National Institutes of Health.5 
The solution can be as simple as 
placing a copy of the tool on the 
authors’ Web site, with a state-
ment naming or linking to the 
license. Clinicians and research-
ers would be free to use, copy, 
and improve the tool; improve-
ments would have to offer a sim-
ilar copyleft license, perpetuating 
the benefits. Yet authors would 
maintain ownership and copy-
right of their tool and could profit 
by licensing it for a fee to com-
mercial users or publishers who 
wished to include it in a non-
copyleft work.

The restrictions on the MMSE’s 
use present clinicians with diffi-
cult choices: increase practice costs 
and complexity, risk copyright in-

fringement, or sacrifice 30 years 
of practical experience and vali-
dation to adopt new cognitive as-
sessment tools. By embracing the 
principles of copyleft licensing, 
we can avoid such setbacks and 
build a more open future of con-
tinually improving patient care.
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are available with the full text of this arti-
cle at NEJM.org.
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The Road Less Traveled
Diane R. Fingold, M.D.

I worry that the primary care 
physician is a dying breed. 

Though it was once considered 
the noblest profession, U.S. med-
ical students today believe the 
work is too hard, the hours too 
long, the pay too low. So they’re 
choosing to hit the “ROAD” — 
the high-paying specialties of 
radiology, ophthalmology, anes-
thesia, and dermatology.

But if you think being a pri-
mary care doctor is hard, meet 
Mary. Not many people have it 

harder than Mary. She always leaps 
to mind when I consider how our 
health care system fails our pa-
tients — and why I chose primary 
care. I’m Mary’s doctor, and 
though I care deeply about her, 
seeing her name on my schedule 
evokes mixed feelings: irritation 
that I’ll be an hour behind sched-
ule the rest of the day; trepida-
tion over the 50-50 chance she’ll 
need to be admitted, disrupting 
my busy day; and fear about in-
tractable social problems.

Boston Irish, Mary has striking 
white hair and mischievous blue 
eyes; she’s feisty, funny, and ut-
terly determined. Her neighbor-
hood has seen generations of im-
migrants; its streets are lined 
with two-family homes and his-
toric red brick churches, and there 
are pubs on every corner. Born 
and raised not far from her cur-
rent apartment, she was stricken 
with rheumatic fever as a young 
girl. She remembers her youth as 
plagued by poor health, yet she 
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