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Editorial

Patient  Reported  Outcome  Measures:  What  Is  Their  Importance?�

Medidas de desenlace reportadas por el paciente: ¿ cuál es  su importancia?
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The broad concept of patient reported outcome measures

(PROM) includes measurements reported by those who  have a

disease. These cover a  spectrum that ranges from evaluating symp-

toms, adherence to treatment, functional capacity, health status

and quality of life to quality of care aspects.1

In the mid  1970s a  movement began to  include the perspective

of the patient as part of the necessary assessments to determine

the health of people. In the beginning, this concern arose because of

differences between administrators and those who  made decisions

regarding health.2 The medical center was supposed to be a  patient

center environment, taking into account the family context. PROM

is a journey from the administrative to the true essence of clinical

work. It is also an ethical dimension that attempts to incorporate

the patient’s perspective in assessing health.3 Therefore, at least

two fundamental questions arise: who can better assess the patient

health and disease status and the changes they both suffer, and in

the  end, who makes decisions about the patient’s health?

Models of Patient Care

There are two models that have dominated health care in recent

decades. On the one hand, the medical model, which is  character-

ized by a paternalistic behavior, with the physician conceived as an

expert, where obtaining patient information in conjunction with

biomedical knowledge will lead to  a correct diagnosis and appro-

priate treatment. On the other hand, the patient-centered model

is presented as a dialogue between doctor and patient. The main

objective of this model is  to take into account the patient’s expe-

rience to gain a  better understanding of the fears, expectations,

thoughts, beliefs and socio-cultural context in which the illness and

decision-making by the patient and their families are carried out.4

Listening to the patient’s voice is  useful to build outcome measures

that integrate both models. These movements are  reflected in  the

development of outcome measures as evidence in clinical practice,

as well as the so-called evidence-based medicine. This movement

is closer to the model focused on biomedicine, and a  small part
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includes measures from the patient’s perspective, though with lit-

tle representation has provoked fierce criticism.5,6 There is  also

alternative and complementary medicine movement based on nar-

ratives, which raises and gets to know the patient’s perspective

from a  more humanistic approach and a methodology that tends

more toward quality than to quantification.7–9

These positions are  not  without problems and limitations, so

several questions have been identified. The skepticism regarding

the clinical use of PROM has led  to criticism of the value of  a  stan-

dardized and written measurement and led to  the direct question of

how to make the patients assess their health status. It  has objected

to  the comparison of the numerical scale selected by  the patient to

an evolution parameter (pain, for example), and the patient’s nar-

rative. The dilemma seems reasonable, but PROM possibly takes

the results to a  level that allows for comparison between patient

groups regarding the benefits and risks of medical interventions.

This information would be  useful for the doctors, both in  their

daily practice in the evaluation of different interventions (whether

routine or new) and in the daily exercise of their profession. The

measurement does not  replace or minimize the patient’s narra-

tive on their health; rather what occurs is  an objectification of  a

subjective patient.2

There is  another important issue. This is related to difficulties in

performing these measurements in  daily practice, given the time

constraints determined by the health system for medical care.  In

addition, the problems with the use of patient time to  complete

the questionnaires related to PROM that this activity entails. It also

involves the difficulty of filling, qualifying and managing the result-

ing information. The latter implies the need to acquaint both the

clinician and the patient with the filling of the questionnaires.

Based on the above, we highlight the importance of PROM at

different levels.

Clinically, including the patient in  a  drug PROM allows more

participation by including all those affected in  the clinical act, that

is, the doctor, patient and family members. Medicine has probably

forgotten its reason of existence, the patients and their well-being,

focusing on objectifying clinical practice, that is, favoring the mea-

surement, only considering the perspective of the physician as

an “expert”, and ignoring the patient. By involving the patient’s

perspective, as well as the measurement, we begin to be com-

plementary, also promoting a  more comprehensive evaluation of

the clinical event. Thus, the information verbalized by  the patient
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during the clinical consultation is  complemented by the standard-

ized measurement of outcomes from the perspective of patient

and physician. Having these different measurements enables better

decision-making by participants.10

There has been improvement from the level of clinical research,

with improved PROM measuring the impact of the disease from

the perspective of the sufferer. In this way it is  possible to assess

whether new health interventions are effective and efficient for the

core of clinical care, the patient. This takes into account not only the

evaluation by the physician. This comprehensive assessment mea-

sures, among other things, regional and ethnic differences of the

different groups involved in  clinical trials. Furthermore, the devel-

opment of the PROM must follow a  combined approach. That is,

through qualitative studies and impact assessment of the disease it

should begin with methods to get the concepts, ideas, values and/or

beliefs of patients and families. In a  next step, this information

will allow the development of instruments that meet these crite-

ria, and psychometric measures allowing accurate measurement

(quantitative study) in different populations.10,11

These aspects have been considered in guidelines for the devel-

opment of measures from the perspective of the patient for drug

approval authorities (Food and Drug Administration).10 This means

that researchers from different disciplines (clinical researchers,

statisticians and researchers in  psychosocial areas) can collabo-

rate for the development of these measurements. In addition to

the above, it has been reported that PROM assessment may  be

influenced by the sociocultural context of the patient, the shape

and location of the application of questionnaires, by the familiarity

of patients in answering these questionnaires and by the relation-

ship they may  have with the clinician–researcher (unlike ethnic,

socioeconomic, gender and other aspects).2,12 Nothing is free from

bias (measurement errors). However, the act of looking at different

measures together would reduce biases inherent in  each of them

separately.

From an ethical perspective, PROM offer elements to reinforce

the idea of patient autonomy and beneficence by the physician

through improved communication and decision making. It also

allows the opportunity to  assess the welfare of the patient from

his or her own perspective and from the doctors. It  also supports

the idea that by identifying improvements or opportunities for

improvement of care, it is  contributing to  a  better quality of care

and comply with the fundamental ethical precept of “no harm”.2,4

At the decision-making and health policymaking levels, there

are reports that indicate the efforts of governments of devel-

oped countries to  have these  patient derived outcome measures.

It is important that these publications are available for the

general population, as is the case of Patient Reported Out-

comes Measurement Information System (PROMIS) (available at:

www.nihpromis.org/default.aspx). PROMIS is an effort by the

National Institutes of Health of the United States of America. It  aims

to provide the clinician and the researcher with measures of health

outcomes and well being from the perspective of patients. These

measures should be valid, reproducible, flexible and inclusive. In

the UK there is NICE (National Institute of Clinical Excellence). It is

an independent institution that has among its objectives to provide

the patient, health professionals and the general public a guide to

the best available medical practice. The guides include quantitative

information, which dominated its creation in  1999–but in recent

years, these guidelines are recommendations based on both quan-

titative and qualitative studies. The latter aims to take into account

at the same time the prospects of the patient and society.1

To summarize, we conclude that PROM are critical, relevant, and

complementary in doctor–patient interaction. It is also important

to highlight that it is  fundamental to  know the information that the

patient expressed in  clinical practice. This information is  necessary

for making decisions on their treatment and/or on new interven-

tions that go beyond the clinical act, which implies integrating

social and political decision making in relation to  health.

Conflict of Interest

The author declares no conflicts of interest.

References

1. Berger ML,  Bingefors K, Hedblom EC, Pashos CL, Torrance G,  editors. Health care,
cost, quality, and outcomes. ISPOR books of terms. 2003. USA.

2. Lohr KN, Zebrack BJ.  Using patient-reported outcomes in clinical practice: chal-
lenges and opportunities. Qual Life Res. 2009;18:99–107.

3.  Sullivan M. The new subjective medicine: taking the patient’s point view health
care and health. Soc Sci Med. 2003;56:1595–604.

4. Evans RG. Patient centred medicine: reason, emotion, and human spirit? Some
philosophical reflections on  being with patients. J  Med  Ethic: Med  Human.
2003;29:8–15.

5. Lambert H. Accounting for EBM: notions of evidence in medicine. Soc Sci Med.
2006;62:2633–45.

6. Lambert H, Gordon EJ, Bogdan-Lovis EA. Gift horse or Trojan horse? Social science
perspectives on evidence-based health care. Soc Sci Med. 2006;62:2613–20.

7. Greenhalgh T,  Hurwitz B.  Narrative based medicine. London: Wiley, John &  Sons,
Incorporated; 1998.

8. Hurwitz B, Greenhalgh T, Skultans V. Narrative research in health and illness.
London: Wiley, John & Sons, Incorporated; 2004.

9.  Charon R, Wyer P. The art  of medicine. Narrative evidence based medicine. The
Lancet.  2008;371:296–7.

10. Frost MH,  Reeve BB,  Liepa AM, Stauffer JW,  Hay  RD. Mayo/FDA PRO consensus
meeting. What is  sufficient evidence for the reliability and validity of patient-
reported outcome measures? Value Health. 2007;10:S94–105.

11. Hewlett SA. Patients and clinicians have different perspective on  outcomes in
arthritis.  J  Rheum. 2003;30:877–9.

12. Campbell R, Quilty PD. Discrepancies between patients’ assessments of out-
comes: qualitative study nested within a randomised controlled trial. BMJ.
2003;326:252–3.

http://www.nihpromis.org/default.aspx

	Patient Reported Outcome Measures: What Is Their Importance?
	Models of Patient Care
	Conflict of Interest
	References


