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Patient defined outcomes

Allyson Ross Davies

In medical care delivery systems the question
is being asked: "What works?" Purchasers and
payers need to know what value they are
getting for dollars spent in benefits, not just
their total expenditures; case managers and
hospital administrators must decide which
services can be substituted or eliminated to
control costs while maintaining quality; and
clinicians and patients try to select from
different treatment options those that will
improve health, not just reduce length of stay.
Informing such choices and trade offs requires
".... the improvement of methods for identi-
fying key features of medical care that are
associated with favourable patient outcomes (my
emphasis), so that these features can be
preserved despite the constraints imposed by
an increasingly cost-conscious healthcare
environment."'
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Outcomes defined
The recent surge of interest in outcomes
actually represents a resurgence of attention to
the results of medical care. For generations we
have used indicators of mortality, morbidity,
and expenditure when describing and evalu-
ating the performance of individual clinicians,
provider groups, hospitals and other health
care organizations, and the health care system
in general. We have measured, tracked,
reported, and often attempted to alter rates of
death, disease, and - in particular -

expenditure.
From this previous database of activity

various factors combine to move us to an

expanded database with which to examine the
performance of clinicians, hospitals, managed
care plans, and other providers in the health
care system. During the past decade the
definition of outcomes has expanded to
include patients' assessments of their own

health and their evaluations of the care and
services they receive. This expanded definition
recognises a precept stated almost 30 years
ago by Donabedian, that "achieving and
producing health and satisfaction (my
emphasis) is the ultimate validator of the
quality of care."2
For many health care organizations a longer

tradition lies behind collecting patients'
assessments of care and services than
obtaining their assessments of their own health
status. The assessments of care and services
generally request patients to rate the
favourableness or unfavourableness - or

quality - of overall care or various features of
care and services (for example, access,
availability, interpersonal aspects, and
continuity)3 or of the insurance or health
plan (for example, benefits, information

provided, and cost).6 7 In the past patient
"satisfaction" studies were often done by
marketing departments or by outside
consultants hired to do special purpose
surveys. More recently, many health care
organisations have begun to collect customers'
assessments of care and services routinely -

that is assessments by patients, physicians, and
employees - with standardized surveys that
permit comparison and benchmarking across
organizations. When this shift occurs, it often
supports a continuous improvement pro-
gramme8 that recognises the centrality of the
patient's viewpoint in examining quality of
care.4 9

This paper focuses on patient based health
status: it offers a comprehensive model for
measuring health status from the patient's
viewpoint, summarises the factors that explain
increased attention to patients in assessing
health, and indicates how the data on
outcomes assessment are being used in the
United States and world wide.

The three Ms of outcomes
Outcomes assessment comprises three distinct
functions: measurement, monitoring, and
management. The term "outcomes manage-
ment," coined by Ellwood'0 in his seminal
article on the renewed importance of including
patients' assessments of results, is often used
to refer to all three functions. Brief descrip-
tions are given here to reduce confusion and to
underscore the distinctions and interdepen-
dencies among these functions (box).

Monitoring differs from point in time
measurement in that it repeats the assessments
and permits causal inferences about what

Three Ms of outcomes: measurement,
monitoring, management"
* Outcomes measurement: the assessment, at a

point in time, of one or more of the variables
defined as "outcomes" or results of the
interaction between a patient and the health
care delivery system

* Outcomes monitoring: the repeated
assessment, over time, of variables defined
as "outcomes" or results of interactions
between a patient and the health care
delivery system, in a manner that permits
causal inferences about what (care, services,
resources) produced the observed results

* Outcomes management: the use of information
and knowledge gained from outcomes
monitoring activities and related sources
(for example, clinical trials) in the processes
of clinical decision making, patient care
management, and service delivery to achieve
optimal patient outcomes
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produced changes. Currently, most organ-
isations with outcomes assessment pro-
grammes focus on measurement and
monitoring; outcomes management, or
improvements in clinical and administrative
processes for delivering care to produce desired
outcomes, is at an early state of development.

Patient based health status assessment
Health status, defined in terms of the patient's
functioning and wellbeing, is mistakenly
considered to be a relatively recent addition to
the outcomes lexicon. In fact, recognition of
the importance of health status outcomes -

"the extent to which changes in a patient's
functioning or wellbeing meets the patient's
needs or expectations - dates back at least
to surgical quality assessment approaches
advocated by Nightingale during the Crimean
war'3 and by Groves in Great Britain'4 and
Codman in Boston before the first world
war.'5 More recently - but still 40 years ago -
Lembcke stated that "the best measure of
quality is not how well or how frequently a
medical service is given, but how closely the
result approaches the fundamental objectives
of prolonging life, relieving distress, restoring
function and preventing disability."'6

INTEREST IN PATIENT BASED HEALTH STATUS

Several factors account for the current
attention to health status evaluated by
patients. Studies showing unexplained
variations in practice patterns have led to
efforts to determine the relation between
different practice styles and patient out-
comes.'7 20 Concerns over the high costs of
health care have helped to create the need to
ensure that services, treatments, procedures,
and technologies are truly effective in
producing desired outcomes. The marketplace
increasingly seeks to obtain and document
value in healthcare purchases. As employers
and community coalitions seek to evaluate the
benefits achieved for patients by their
healthcare expenditures, providers attempt to
demonstrate and improve the value of their
services.7 21 Plans for health care reform call
on purchasers and patients to make choices
based on value, and they highlight the role of
the consumer in evaluating quality of care in
terms of outcomes achieved. Finally, the
development of reliable and valid patient
based instruments for measuring health status
has provided new opportunities for
implementing outcomes assessment in clinical

22-24settings.
The reintroduction of health status

outcomes recognises two facts. Firstly, the
commonly tracked indicators of physiological
or organ specific functioning should be
supplemented with data on functional status
and wellbeing to capture the full impact of
health problems and their treatment on
patients.25 Secondly, disease specific clinical
indicators do not permit useful and important
comparisons of the impact of disease and
illness across case types.26 Thus, a comprehen-
sive examination of health care outcomes for
today's hospital includes patient based

assessments of health status in terms of
functioning and wellbeing.

A MODEL OF HEALTH STATUS

By the early 1990s, a comprehensive definition
of health included three types of measures:
biological, general, and disease specific.27
Biological measures of health status focus on
the physiology and functioning of organs and
organ systems (or subsystems), and are
commonly used during diagnosis as well as to
monitor treatment effects. In many cases a
given biological measure is closely associated
with a particular disease or condition (for
example, glycated haemoglobin and diabetes,
blood pressure and hypertension, and serum
creatinine concentration and kidney disease).

General measures assess aspects of health
status that are relevant regardless of individual
characteristics (for example, ages, sex, disease,
condition). Being generic rather than specific
to diseases, conditions, or procedures, most
current general health measures reflect the full
range of health states, from limitations and
disability to wellbeing.26 Advanced general
health status measures capture at least four
concepts: physical function, mental health,
social and role function, and general health
perceptions. Measures of physical function
commonly focus on limitations, disabilities,
capacities, and abilities in those bodily
behaviours that are common to everyday life -
for example, self care, walking, and running.
Others reflect bodily pain and physical
wellbeing. Measures of mental health focus
chiefly on frequency and intensity of psycho-
logical distress; increasingly, they also include
assessments of psychological wellbeing and
cognitive functioning. Social and role func-
tioning measures capture the frequency and
nature of social contacts and relationships,
and the capacity to engage in activities
common to a given role (for example,
employment, school). Increasingly, these
measures capture the impact of physical and
mental health problems on social functioning
and role performance. Finally, general health
perceptions measures are the most generic of
all health status measures, reflecting patients'
own beliefs and perceptions about health
overall, rather than its distinct physical,
mental, social, or role aspects.
Although generic measures of health status

provide an important "common denominator"
for defining health outcomes across diseases
(and in terms particularly relevant to
individual patients), they do not always
provide enough detail or reflect all the aspects
of health affected by a given disease or
condition. Because most outcomes measure-
ment and monitoring activities focus by design
on defined clinical groupings, generic
measures are typically supplemented by
disease specific or condition specific
measures.28 Like the biological measures, they
are commonly specific to a single disease or
condition; unlike biological measures, they
capture the patient's perspective regarding
some aspect of that condition or its effect on
general health. For example, disease specific
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measures may focus on particular functions
affected by the disease (mobility of fingers or
pain in arthritic patients) or the experience of
symptoms indicative of the disease or its
treatment (nausea and vomiting in cancer
patients). Others may be measures of the
general health concepts identified above, with
the attribution of any limitation, problem, or
disability reported to the particular disease,
condition, or procedure under study (for
example, pain due to back problems;
limitations in role functioning due to dialysis
treatment).

USES OF HEALTH OUTCOMES INFORMATION
Several uses of patient based health status data
can be identified, each of which underscores
the relevance of this patient defined outcome
to assessing the quality of care and services, as
follows.
* Managing patient care and services
* Improving care delivery system processes
* Monitoring the health of populations
* Recording the efficacy and effectiveness of

clinical therapies and practices
* Evaluating the impact of interventions or

policies.
In most hospitals, particularly those that

have embraced continuous quality improve-
ment precepts, patient defined outcomes are
used to manage and improve care and delivery
(T Hammonds, unpublished report).29`3- As
hospitals and physician groups, alone or in
networks, serve increasing numbers of
managed care patients, population monitoring
becomes ever more important. The last two
uses of patient defined outcomes characterise
clinical and evaluative research of outcomes
and effectiveness, whether sponsored by foun-
dations; pharmaceutical companies; or state,
regional, or national government agencies.
Importantly, the results of this research inform
health policy reform agendas at all levels of
government.

International approaches to health status
assessment
Interestingly, multinational approaches to
health status assessment seem to be
increasing. Efforts to develop and validate
standardised measures of health from the
patient's viewpoint reflect the importance of
such information to multinational clinical
trials of new drugs and procedures. Use of
such measures in these trials and in routine
monitoring of population health status has
been prompted in large part by government
demands (at least in Western European
countries) for information on health related
quality of life when approving and reimbursing
new therapies and tracking the impact of social
policies.
The World Health Organisation, through its

division of mental health, sponsors an ongoing
project - WHOQOL - designed to produce a
quality of life (QOL) assessment for use in
healthcare settings." A multicultural effort,
involving countries in developing countries as
well as Western Europe and the United States,
the pilot phase of this project currently focuses

on developing the content and structure of the
assessment and testing protocols for its use.
The EuroQOL instrument, a multidimen-
sional, generic health status assessment
designed for use in monitoring population
health status,33 is being validated in England,
the Netherlands, Norway, and Sweden. Also
the SF-36 health survey, a multidimensional,
generical health status assessment designed for
use in population monitoring and health care
delivery, is currently being translated and
validated in 21 countries world wide in the
collaborative international quality of life
assessment (IQOLA) project.34 35 To date, the
British SF-36 has been published36; the
German and Swedish versions will appear later
in 1994.37 38
While these projects currently emphasise

research activities, their empirical results - and
the standardised, patient based health status
assessments they yield - will directly benefit
quality of care assessment activities in health
care organisations world wide.

This paper is based on a presentation delivered at the Quality
'93 conference, London, England, November 1993, adapted in
part from Davies et al." The section on the types of health
status measures was based largely, with permission, on Bungay
and Ware.27 Preparation of the presentation was partially
supported by the Measurement and Monitoring Initiative, New
England Medical Center, Boston, Massachusetts, where ARD
formerly was senior program advisor.
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