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ANALYSIS

SPOTLIGHT: PATIENT CENTRED CARE

Patient reported outcome measures in practice

Scores of tools to measure outcomes that matter to patients have been developed over the past
30 years but few are used routinely at the point of care. Nelson and colleagues describe examples
where they are used in primary and secondary care and argue for their wider uptake to improve
quality of care

Eugene C Nelson professor'?, Elena Eftimovska researcher’, Cristin Lind patient advocate®, Andreas
Hager patient advocate®®, John H Wasson professor', Staffan Lindblad professor®’

'Dartmouth Institute for Health Policy and Clinical Practice, Geisel School of Medicine, Dartmouth College, 35 Centerra Parkway, Suite 300, Lebanon,
NH 03766, USA, 2Dartmouth-Hitchcock Health, Lebanon, NH, USA ; * Department of Learning, Informatics, Management and Ethics, Karolinska
Institutet, Sweden ; “Rare Diseases Sweden, Stockholm, Sweden ; *Genia, Stockholm, Sweden ; ®Hansen Law, Stockholm, Sweden ; "Quality

Register Centre, Stockholm, Sweden

Clinicians’ understanding of the effect of disease and treatment
on patients’ daily lives is poor.' In response to this problem,
over the past three decades, hundreds of standardised measures
have been developed to capture patient reported outcomes,
including symptom status, physical function, mental health,
social function, and wellbeing. However, the patient reported
outcome measures (PROMs) movement has largely been driven
by the agenda of researchers or service payers and has failed to
focus effectively on improving the quality of care from the
patient’s perspective (box 1). We use two examples to show
how the use of PROMs in everyday practice has the potential
to narrow the gap between the clinician’s and patient’s view of
clinical reality and help tailor treatment plans to meet the
patient’s preferences and needs.?

Barriers to routine use

Evidence shows that the systematic use of information from
PROMs leads to better communication and decision making
between doctors and patients and improves patient satisfaction
with care.>” There is also evidence that patients report better
outcomes—for example, improvement in depression.® However,
research on attempts to embed measurement of patient reported
outcomes into routine practice has revealed many technical,
social, cultural, legal, and logistical barriers to successful
adoption.”"

Clinicians are often reluctant to use PROMs routinely because
they fear it will add to their workload rather than make them
more efficient and effective. Furthermore, many clinicians who
do spend time talking to patients contend that they already
understand their patients’ problems and do not need additional
information from them.
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Patients generally welcome systems that routinely use PROMs.
However, they say that patient reporting systems must be used
well and not misdirect the focus of the clinical encounter, burden
patients, or focus only on factors that have value to clinicians
(box 2).

Any system designed to assess and respond to patient reported
outcomes must include relevant and validated measures. These
must be analysed and reported appropriately and the response
to them made explicit in the notes. Identifying the best way to
incorporate PROMs in pre-existing medical record systems
while safeguarding privacy is challenging. The best design will
vary for different patient populations, practice types, and clinical
settings.

Below we present two cases from Sweden and the United States
that show routine use of PROMs in primary and secondary care.
Both systems were developed by experienced, practising
physicians and share similar objectives but the design differs.

Swedish rheumatology quality registry

The Swedish rheumatology quality registry was established in
1995 and contains data on over 66 000 patients, about 85% of
people in Sweden with rheumatoid arthritis.'* Data generated
by patients is fed into a user friendly “dashboard” and used to
support care. Patient reported outcome measures are tracked
over time in relation to ongoing treatment. Patients input
information on both disease specific and general measures of
function and health, helping clinicians to provide more
appropriate and patient centred care. The dashboard displays
trends and is used to guide treatment, shared decision making,
and self management. Experience suggests that the registry
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Box 1: Uses of PROMs
Health system
Performance assessment

Value for money

Healthcare provider organisation
Benchmarking

Quality improvement

Clinical trials
Screening

Treatment outcomes
Clinical practice
Diagnosis
Monitoring progress
Information for patients or clinicians

Choice of provider

Choice of treatment

Box 2: Views of patient advocates

For most patients there is no systematic or effective method for communicating what happens outside the clinical encounter, such as
perceived needs, symptoms, response to treatment, undesirable side effects, effect on function, and what matters to patients and their
families. Like clinicians, patients want better outcomes for individuals and communities, and better professional development and system
performance, although we might not use those same words to describe them.

PROM systems have the potential to enable improvement by providing information that can bridge the gap between the clinical reality and

the patient world, triggering learning as well as the right next action.

PROM systems must be codeveloped by patients, the public, and professionals to obtain maximum value. They should be integrated with
the rest of the patients’ healthcare information and patients should be able to use the information when and where they choose, including

for research to benefit others with their condition.

dashboard helps engage and empower patients and increases
their confidence that they can manage and control their
condition."

Karin A, who has rheumatoid arthritis, says: “Nowadays I work
together with my doctor and the computer for every change in
my treatment. I can check my disease at home between visits.
Before I go to see my doctor I report on and measure my own
health. It’s easy; I just click on the screen and enter how I feel

”

now.

Clinical outcome measures seem to improve after patients start
measuring, reporting, and sharing responsibility for the
management of their condition with their physician. Patients in
one region (Gévle County) that implemented routine use of
PROMs in clinic visits had less disease activity, as measured
by C reactive protein, than patients in regions where structured
communication with doctors was not necessarily part of routine
care.”

Patients have a personal identifier to access the registry, and
the system is easy for patients to use and input information. The
system also contains all the usual data used by medical staff to
track outcomes (blood test results, inflamed joint counts, etc)
so staff do not need to spend extra time inputting data or to
move from one screen to another. Because patients track their
outcomes between office visits and can communicate
electronically when there is a change, the timing of appointments
(urgent care for flare-up or routine follow-up) and their duration
and content can be preplanned by the office staff and guided by
patients’ needs and priorities. Registry data can also be
aggregated to examine population health, improve quality of
care and provide transparent public reports on patient outcomes
at the county level.

US primary care model:
HowsYourHealth.org

Developed in 1994 and disseminated on the internet since 1999
without charge to primary care practices, the HowsYourHealth
system provides an immediate and standard source of
information about patients’ function, diagnosis, symptoms,
health habits, preventive needs, capacity to self manage chronic
conditions, and their experiences of care.'® Patients enter all the
data themselves, mainly using tick boxes in response to
questions. For practice improvement the system also provides
a summary of all patient data (with national benchmarks) and
a secure registry to target interventions at groups of patients
with similar needs (such as those with diabetes, emotional
problems, or low confidence to self manage health problems).
The system is used by hundreds of practices in the United States
and Canada, and initiatives to increase uptake are under way in
Iowa, Massachusetts, and British Columbia. The system is
endorsed by several medical specialty organisations.

Patients usually access HowsYourHealth from home or within
the doctor’s office. They have the opportunity to share their
“check-up” data with the office staff, receive information
tailored to their needs, and create a personal health plan for
tracking and sharing their health status and behaviours. They
can also access tools to help build confidence and skill in self
management and better understand the risks and benefits of
treatment. The system collects generic patient reported
outcomes, including COOP/WONCA measures on pain,
mobility, mental health, age and sex specific preventive health
needs, and self management capacity for common risks and
conditions. Patients control their HowsYourHealth information
and its security, and it doesn’t require a personal identifier or
password.
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A controlled trial involving 45 primary care physicians and
1651 patients aged >70 years found that the HowsYourHealth
system significantly improved patient ratings of overall care
quality and their understanding of important risks (such as falls
and advance planning of care). Patients also reported that it
helped with daily activities, emotional issues, and social
support.” Another controlled trial involving 47 primary care
physicians and 644 adults with pain and emotional problems
showed sustained improvement when HowsYourHealth was
combined with a problem solving intervention supported by a
nurse educator.®

Practices typically build HowsYourHealth into the routine
“annual check-up,” and patients are usually happy to use it once
they understand how it helps their care and improve the practice.
James Bloomer, a family practitioner, describes his practice’s
approach:

“Our practice routinely asks all patients to complete
HowsYourHealth as part of their check-up. The tool often brings
to light important concerns that we are unaware of, such as
domestic abuse, and we spend no time actively collecting these
data.”

Empirical observations from practices are used to expand
knowledge about implementation and customisation. For
example, experience has shown that using patient volunteers
rather than practice staff to implement HowsYourHealth is often
more successful.

Other examples of PROMSs in practice

In England standard patient reported outcome measures are
being used to track the outcomes of patients with four common
surgical conditions."” ** In the Netherlands, care teams are using
web based applications and mobile health to monitor the quality
of life of children with cancer." In the United States, over 60
practices in the ImproveCareNow network are using patient
reported outcomes and clinical data to improve results for
children with inflammatory bowel disease. Since establishing
the network in 2007, remission rates have improved from 55%
to 77% for 17 000 patients, in 30 states.”

Looking to the future

Emerging information and communication technologies are
spurring the development of new systems designed to capture
and use the patient voice. However, the extent to which these
systems can improve care will depend on how

effectively clinicians respond to the patient voice.” * Future
systems for incorporating the patient voice and patient reported
outcomes into office practice need to be based on fundamental
principles of patient centred care such as the timely explanation
of information based on patient need and delivery of the
information in a way that can help patients take effective actions
to protect their health and wellbeing.
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