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The much-awaited release of the Patient-Cen-
tered Outcomes Research Institute’s (PCORI) pri-
orities and research agenda lacks specifics and fails 
to answer concerns that its research findings will 
ultimately be used to limit treatment options. 

The PCORI was created in the Patient Protec-
tion and Affordable Care Act (PPACA) to advance 
comparative effectiveness research (CER). The 
PCORI Board of Governors includes 19 members 
representing key players in health care, appoint-
ed by the Government Accountability Office, as 
well as the directors of the Agency for Healthcare 
Research and Quality and the National Institutes 
of Health, who are presidentially appointed. While 
the PCORI is statutorily prohibited from linking 
its research findings to coverage recommendations, 
its creation, in conjunction with the overall expan-
sion of government in the financing and delivery of 
health care in PPACA, makes CER a tempting tool 
to use to drive down future health care costs. 

The Good and the Bad of CER. According to 
PCORI Executive Director Joe Selby, “When you 
put the issue of patients’ and clinicians’ need for 
information at the center, that’s just not a partisan 
issue.”1 He is correct that providing better informa-
tion to make decisions is a laudable goal. Informa-
tion on comparative effectiveness has the potential 
to better inform doctors and patients to make more 
personalized decisions. However, it also has the 

potential to allow government to control access to 
certain treatments. 

Including input from patients and stakeholders 
in the direction of the research does not ensure that 
findings will advance true patient-centered care, 
which requires that each patient’s lifestyle, prefer-
ences, and values be taken into account and that 
patients and their doctors control decision-making. 
PCORI’s only real influence over whether CER is 
used in ways that harm patient choice and physician 
autonomy is more or less limited to how it decides 
to allocate its relatively small financial resources.

PCORI’s Unclear National Priorities and 
Research Agenda. The first draft of this new report 
highlights the national priorities set by PCORI and 
its research agenda.2 Priorities include comparing 
options for prevention, diagnosis, and treatment 
for specific health problems; improving health care 
systems; informing patients and other stakeholders; 
addressing disparities among patient populations 
and health outcomes; and designing research to be 
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patient-centered. The institute will fund research 
and work to inform doctors, patients, and other 
stakeholders of the findings.

The PCORI research portfolio will extend beyond 
research on the effectiveness of different treatments 
and into the effectiveness of health systems and 
information dispersal and use. In fact, only 40 per-
cent of the institute’s funding will go toward tradi-
tional CER. 

Beyond this, though, the draft provides almost 
no detail on the specifics of PCORI’s research port-
folio, doing little more than elaborating on its role 
and objectives as already outlined in PPACA. This 
presents several problems. 

More specificity is needed. The statute seems to 
indicate that more details were expected in requir-
ing the institute to outline priorities and an agenda, 
including information on which conditions and dis-
eases would be prioritized in the research.3 PCORI 
purposefully excluded this information, avoiding 
controversy on the subject. This tactic will allow 
researchers and stakeholders wider latitude in the 
focus of their proposals.

But PCORI has finite financial resources, and it 
remains to be seen how, everything else being equal, 
the institute will determine who receives fund-
ing for proposals on different conditions. As the 

National Pharmaceutical Council’s Robert Dubois 
asks, “If they get 1,000 grants submitted on 400 
different topics, who is going to make the deci-
sion on, say, whether they should fund a project on 
low back pain, but not one on multiple sclerosis?”4 
More insight into PCORI’s research portfolio will 
not be available until mid-2012, when it begins to 
announce funding decisions.

Cost will be a factor. One factor is made clear 
by the draft: The institute will advance cost-effec-
tiveness information. The only statutory restric-
tion PPACA places on cost-effectiveness research is 
that PCORI is not to develop a “dollars-per-quality 
adjusted life year.” But the legislation also indicates 
that, in identifying national priorities, PCORI is to 
consider “the effect on national expenditures asso-
ciated with a health treatment, strategy, or health 
condition.”5 Moreover, one of the criteria put forth 
by PCORI for application review and funding deci-
sions is, “Will more information in this priority area 
help…get better health outcomes for the money 
invested?”6 Placing greater research focus on cost 
information will make CER increasingly enticing 
as a budgetary constraint tool, especially in Medi-
care or other government programs—potentially 
harming quality of care and personalized medical 
decision-making.
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Broad scope creates conflicting goals. One of 

the priorities put forth by PCORI is to communi-
cate and disseminate research so that it can be used 
to assist in the decision-making done by patients 
and doctors, but part of the institute’s role is also to 
address practice variations and disparities in out-
comes. It will be difficult to develop a research port-
folio that allows the patients and doctors directly 
involved in each case to make decisions while also 
streamlining care. The risk of forcing health care 
into one-size-fits-all standards and the subsequent 
negative impact on patient care is especially acute 
when combined with the expansion of the Medicare 
bureaucracy and other changes under PPACA.

Another one of PCORI’s national priorities is to 
improve health care systems. The institute claims, 

“New system-level strategies are developed and 
implemented that have not been rigorously evalu-
ated or tested and are not yet ready for full-scale 
implementation.” Nowhere is this truer than in the 
new health care law itself, which uses several of 
the examples PCORI provides (performance mea-
surement, quality improvement, use of incentives, 
and protocols of treatment) to try to improve qual-
ity, reduce costs, and ultimately standardize care. 

Several studies, including a recent report from the 
Congressional Budget Office, have already shown 
some of these strategies to be ineffective.7 It will 
be important to note whether PCORI research will 
come to similar conclusions or whether the insti-
tute will merely serve as an echo chamber to sup-
port PPACA.

Protecting Against Government Rationing 
Means Ending Obamacare. Advancing compara-
tive effectiveness research can help patients and 
strengthen the practice of medicine without risk-
ing government rationing of care. Achieving this 
requires focusing on all of PPACA and the infra-
structure it creates for increasing bureaucratic con-
trol of medicine, not just on PCORI and the research 
it produces. Full repeal of the health law must be 
followed by an overhaul of existing modes of cen-
tral planning and top-down micromanagement in 
the delivery of health care.8 Empowering patients 
and their doctors to make the right decisions is the 
only way to advance research and reduce spending 
without limiting patient choice.
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