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Abstract

Background Patient-centred measurement (PCM) emphasizes a holistic approach wherein the voices of patients
are reflected in the standardized use of patient-reported outcome and experience measures and are represented
throughout the continuum of measurement activities. Given the challenges of routinely integrating patient self-
reports into clinical care decisions, the perspectives of all healthcare system stakeholders, especially patients, is
necessary to advance the science of PCM. The purpose of the analysis we report on here was to identify patient-
driven research priorities for advancing the science of PCM.

Methods We analyzed data from seven focus groups that were conducted across British Columbia, Canada and that
included a total of 73 patients, using qualitative inductive analysis and constant comparative methods.

Results We found that the patients conveyed a desire for PCM to contribute to healthcare decisions, specifically
that their individual healthcare needs and related priorities as they see them are always front and centre, guiding all
healthcare interactions. The patients'commentaries highlighted intersecting priorities for research on advancing the
science of PCM that would help transform care by (1) enhancing the patient-provider relationship, (2) giving voice
to patients’stories, (3) addressing inclusivity, (4) ensuring psychological safety, (5) improving healthcare services and
systems to better meet patient needs, and (6) bolstering healthcare system accountability.

Conclusions These priorities provide direction for future research efforts that would be positioned to make progress
towards better health, better care, and better use of resources for individuals and for society.

Keywords Patient-reported outcome measures, Patient-reported experience measures, Patient-centered
measurement, Measurement, Research priorities, Patient engagement, Qualitative

Background
Patient-reported outcome and experience measures
(PROMs and PREMSs) are tools used to capture the
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PROMs promote improvements in patient-clinician com-
munication and clinical decision-making [3-9]. PROMs
also show promise when findings are applied to efforts
to improve healthcare utilization [10], quality of life [9],
clinical outcomes, and even survival [11-13]. Though
PROMs have largely been used in research, they are
increasingly collected in clinical settings at the point of
care [8]. PREMs are self-report surveys or questionnaires
that measure a patient’s perceptions of various elements
of the healthcare and services they received [14]. PREMs
seek to record what occurred to a patient, from their
perspective, and are typically structured around specific
dimensions recognized as important to patients [14, 15].

Despite the potential benefits of PROMs and PREMs,
much remains to be learned about the experiences and
outcomes that matter most to patients to drive the devel-
opment and use of these measures in different disease,
clinical, and geographic contexts. Moreover, challenges
to routinely integrating PROMS and PREMS into clinical
care and healthcare service delivery have been identified,
including logistical concerns, measurement challenges,
technological barriers, and a lack of focus on the use of
data [16-18]. Efforts to overcome these challenges have
included the development of user guides and recommen-
dations by the International Society of Quality of Life and
the use and tailoring of conceptual models and frame-
works specific to implementation (i.e., the Consolidated
Framework for Implementation Research, Integrated
Framework for Promoting Action on Research Imple-
mentation in Health Services) [19-21].

The term patient-centred measurement (PCM) has
emerged to emphasize a holistic approach wherein the
voice of patients is not only reflected in standardized
measurement tools (e.g., PROMs and PREMs), but also
is represented throughout the continuum of measure-
ment activities with patients meaningfully involved dur-
ing all stages (i.e., design and selection of instruments,
reporting, interpretation, and use of the data) [22].
The American Institutes for Research [23] conceptual-
ized PCM as healthcare measurement that is driven by
patients’ expressed preferences, needs, and values that
informs progress toward better health, better care, and
lower costs, wherein “health care measurement” referred
to any type of health, health status, or healthcare-related
measurement and the word, “measurement’, indicated
a focus beyond developing measures. PCM additionally
requires that patients be engaged at all stages of design-
ing and implementing activities for measuring aspects
of what matters about their health and healthcare expe-
riences. Reflecting on prior PCM definitions, the PCM
Methods Cluster of the British Columbia (BC) Support
for People & Patient-Oriented Research & Trials Unit
(BC SUPPORT Unit — part of the Canadian Institutes of
Health Research Strategy for Patient-Oriented Research),
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integrated the focus on experiences and outcomes rel-
evant to patients’ quality of life to contextualize PCM as:

‘driven by a desire to understand and improve
health-related experiences and outcomes of rel-
evance to patients’ quality of life by identifying,
quantifying, and validating what matters to them in
order to inform progress towards better health, bet-
ter care, and better use of resources for individuals
and for society” [22].

The PCM Methods Cluster sought to advance the sci-
ence of PCM, that is, to consider how to transform the
data from PROMs and PREMs into relevant information
for healthcare providers, health service decision mak-
ers, patients, and researchers, to foster action that would
result in improved care, patient outcomes, resource uti-
lization, and ultimately better quality of life [24, 25].
To guide their work, this Methods Cluster conducted
stakeholder consultation that sought the perspectives of
patients, clinicians, researchers, decision makers, and
policymakers about methodological concerns that need
to be addressed for advancing the science of PCM — that
is, advancing the way PCM is done. The purpose of our
analysis was to identify patient-driven research priorities
for advancing the science of PCM, drawing specifically on
the qualitative data arising from the patient focus groups.
The term patient in this paper is inclusive of individuals
with personal experience of a health issue and informal
caregivers, including family and friends [26].

Methods

Setting and study recruitment

This research was conducted in the province of BC, Can-
ada, where a publicly funded healthcare system provides
universal coverage for medically necessary healthcare
services based on patient needs. This study was approved
by The University of British Columbia, Research Ethics
Board and all participants provided written informed
consent. Participants were recruited via employees with
accountability for patient experience measurement work-
ing in the five regional health authorities, the Provincial
Health Services Authority, and the First Nations Health
Authority in the province, and included people who had
lived experience of the BC healthcare system as a patient
or family member and who spoke English. Participants
were recruited via the distribution of fliers and posters in
healthcare facilities, online forums, and websites.

Data collection procedures

Two BC SUPPORT Unit investigators (R.S. and L.C.)
conducted in-person focus groups with participants
during the fall of 2018. Since familiarity with PCM was
not an inclusion criterion, each focus group began with
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an introduction about what PCM entails, including the
process of designing surveys, administering the surveys,
analyzing the data, reporting results, sharing results and
action planning. To provide structure, the focus group
guide was constructed to correspond with this introduc-
tion, where participants were asked to comment on how
they saw patients being involved at each stage of the pro-
cess and what the participants identified as important to
be addressed. The experienced focus group facilitators
expressly worked together to ensure that participants
had the opportunity to share their perspectives about
patient priorities at each stage of the process. They also
actively sought diverse perspectives by fostering a safe
environment for expressing opinions and encouraging
individual input from all participants. Apart from focus-
ing on each stage of the process, all questions were inten-
tionally open-ended, not leading, and loosely followed
a semi-structured guide (see Table 1). The focus groups
lasted between 60 and 120 min, were digitally recorded,
and transcribed verbatim. A total of 10.5 h of transcribed
focus group data were collected.

Data analysis procedures

We analyzed the focus group data using inductive, the-
matic analysis, and constant comparative methods
[27, 28]. Two investigators not involved in conduct-
ing the focus groups (A.F.H. and L.W.) highlighted what
appeared to be of greatest importance to the patients
within and across the focus group transcripts. Based on
readings of the transcripts, we inductively developed
an initial coding frame of our interpretations related to
patient-driven priorities for research on advancing the
science of PCM. The coding frame was revised based on
study team deliberations and then applied to transcripts
using the qualitative data management software program
NVivo™ version 12. We then compared and contrasted
[29] analytic codes into broader categories and emergent
themes until we were confident that we had captured
the predominant ideas, interpretations, and perspec-
tives evident in the focus groups. As a research team we
refined these themes and several versions of the written
text for clarity and completeness. We identified research
priorities that were broadly reflective of the perspectives
expressed in the focus groups rather than make compari-
sons between individuals or groups in the focus groups.

Results

A total of 73 patients from across seven focus groups par-
ticipated. The average age was 59 years (range 21-88),
and the majority identified as female (72.6%), with greater
than a high school education (69%), married (54%), and
White (70%), though individuals who were Black, Indig-
enous, and/or Asian also participated (see Table 2).
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Overall, the patients conveyed a desire for PCM (their
self-reports of their experiences and their outcomes) to
contribute to healthcare decisions, specifically that their
individual healthcare needs and related priorities as they
see them are always front and centre, guiding all health-
care interactions. The patients’ commentaries highlighted
intersecting priorities for research on advancing the sci-
ence of PCM that can be seen to collectively lead to the
generation of the evidence necessary to address what
matters most to them as individuals. The patients saw
these priorities as having the potential to help transform
care by: (a) enhancing patient-provider relationships, (b)
giving voice to patients’ stories, (c) addressing inclusivity,
(d) ensuring psychological safety, (e) improving health-
care services and systems to better meet patient needs,
and (f) bolstering healthcare system accountability (see
Fig. 1). Across these priorities, the patients articulated
the importance of engaging with patient and family part-
ners as research team members right from the research/
project idea generation stage and throughout all research
phases. Moreover, the patients described the need for
capacity building for both patients and researchers in
the form of education and training that fosters patient
engagement in PCM research.

Enhancing patient-provider relationships through PCM

A priority for research on advancing the science of PCM
apparent across focus groups was the desire for evidence
to guide how PCM could be integrated into their care to
enhance a patient’s relationship with their provider. The
patient-provider relationship was greatly valued, with
the desire for PCM data to strengthen trust, respect, and
reciprocity. PCM was framed as a potential mechanism
by which a provider could be made aware of a patient’s
individual priorities, which might differ from the priori-
ties of other people or groups, so that what matters most
to the individual patient is addressed in all interactions.
Given the personal nature of questions about health and
healthcare experiences, the patients emphasized that it
takes time to build a relationship to the point where a
patient sufficiently trusts their provider to feel safe and
give honest responses. The significance of trust in the
patient-provider relationship that was communicated by
the patients draws attention to the importance of find-
ing ways of establishing, sustaining, and enhancing trust
through PCM approaches.

“If you [healthcare provider] have a scripted survey,
you are kind of asking things that you think that
are important to them [the patient], not what they
would like to share with you. And sometimes, those
conversations cannot happen right away. In other
work, we talk about how it might take a little bit of
time to build a relationship for somebody to have
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Table 2 Focus group participant demographics

Totaln=73

Age (yrs)

Mean 59

Range 21-88
Sex

Male 20 (27.4%)

Female 53 (72.6%)
Ethnicity

Black 2(2.7%)

Chinese 5 (6.8%)

Indigenous 9(12.3%)

South Asian 5 (6.8%)

West Asian 1(1.4%)

White 51 (70%)
Highest Education

Elementary School 1 (1.6%)*

High School 17 (27 .9%)*

Some college 18 (29.5%)*

Baccalaureate Degree 12 (19.7%)*

Master's Degree 0 (0%)*

Doctoral Degree 12 (19.7%)*

Other 0 (0%)*

No answer 13 (17.8%)
Marital Status

Single 0 (0%)*

Never married 11 (18%)*

Common-law 1 (1.6%)*

Married 33 (54.1%)*

Divorced 8 (13.1%)*

Widowed 5 (8.2%)*

Separated 2 (12.7%)*

No answer 13 (17.8%)
Health Authority

Fraser Health Authority 10 (13.7%)

First Nations Health Authority 6 (8.2%)

Vancouver Coastal Health Authority 11 (15.1%)

Vancouver Island Health Authority 12 (16.4%)
13 (

Interior Health Authority 17.8%)
Northern Health Authority 9 (12.3%)
Provincial Health Services Authority 12 (16.4%)

*Total calculation of percentage does not include PHSA population as this
information was not collected (n=61)

the confidence and the trust in that relationship to
be able to tell you or to be able to start the work that
needs to happen” — Focus Group #2.

Further, the patients wanted PCM to be the impetus for
helping their provider(s) genuinely hear their individual
concerns and engage in dialogue to build a respectful
partnership.

“We are emotional; we engage in the person. This
person’s got our life and health in their hands, and
we want them to like us. We want this to sort of be
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almost a spiritual relationship. If you have cancer or
a life-threatening disease, this is very heavy stuff” —
Focus Group #1.

The patients also advocated for a personal commitment
from providers and the healthcare system for sustained
and respectful engagement. This respectful engage-
ment appeared to be a key aspect of PCM that bolsters
greatly valued patient-provider connections. Further,
the patients wanted some assurances that their informa-
tion was going to be used constructively, including con-
tributing to positive changes to healthcare services and
systems.

“Doing something like measuring the care and want-
ing to make any kind of changes, from my perspec-
tive, the first thing would be commitment, not just
from you guys who are going to be trying to make
these changes, but from the people you are working
with as well, from the doctors and the nurses and
from the health practitioners. If they are going to
say, “Yes, we want to be a part of this, and we want
to effect change. I am committed to this, and I will
always be” — Focus Group #2.

Giving voice to patients’ stories through PCM

The patients’ remarks across focus groups suggested that
the generation of research evidence that facilitates giving
voice to patients’ stories was a priority. Patient perspec-
tives, collected through PCM tools that complement and
supplement clinician-reported indicators and data were
framed by the patients as key to communicating patients’
experiences and health status. Several of the patients sug-
gested that there are some aspects of human experience
that elude numerical measurement but that nonetheless,
measures are vital to capture and communicate to their
clinicians, to policymakers, and to people who evaluate
healthcare services or programs. Patient stories, their
narratives, their poems, the qualitative data, free-text
comments collected through surveys and patient journey
mapping were all suggested as ways to both “humanize”
and contextualize, or illustrate, numerical data. These
narrative and qualitative data were positioned as a means
of enabling patients to communicate their priorities,
in part because numerical data could “fall on deaf ears,’
while story-like formats were considered by participants
to be a more effective means of reaching various audi-
ences. The patients did not want to be seen as “just a
data point,” and believed their stories could help foster an
appreciation of patients’ experiences and enhancement of
connection with providers and peers.
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Fig. 1 Intersecting priorities for research for advancing the science of PCM

“If you rattle off a bunch of numbers to me, it does
not mean anything, but if that is encompassed in
a story, then it is more relatable. It is something
I will remember. I will not remember that 92% of
people said “Blah, blah, blah’; but I will remember
the story. 1 think that is being a little bit more stra-
tegic about it because you are also able to connect
with your audience, whether it’s the doctors or the
patients. I think being able to connect with the sto-
ries will mean more, and you will get more out of it”
- Focus Group #7.

Addressing inclusivity through PCM
The patients described PCM that addresses inclusivity as
a priority, suggesting this area is a priority for research

v PRIORITIES V

ADVANCING

THE SCIENCE
A OF PCM A
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on advancing the science of PCM. They referred to inclu-
sivity when speaking about individuals and groups who
experience marginalization or vulnerability related to
their age, gender, sexual orientation, ability, and health
status, but also to social and structural influences of rac-
ism, colonialism, sexism, stigmatization, and discrimina-
tion. They highlighted how such individual differences
and the intersections of social and structural factors cre-
ate different health and healthcare experiences for peo-
ple, which should be considered in PCM. Suggestions
for enhancing inclusivity focused on ensuring a diversity
of individuals and perspectives are represented through
PCM and including family and communities in PCM.
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Ensuring a diversity of individuals and perspectives are
represented through PCM

The patients rejected a one-size-fits-all approach, high-
lighting accessibility and representation of diversity
as conditions for inclusive PCM. They articulated the
importance of ensuring accessible formatting and tim-
ing of assessments. There was consensus that both
accessible paper and electronic means of responding to
measures were necessary to ensure that those who do
not use digital communication can respond. Additional
yet undeveloped accessible formats were identified as
required to accommodate different patient abilities, such
as those with physical, neurocognitive, or other impair-
ments. There was a range of opinions about the optimal
timing to collect information reflecting the complexity
of individuals’ situations. Providing information dur-
ing or shortly after a healthcare encounter was deemed
necessary for some, while for others, having time to think
about their responses was key to ensuring their replies
reflected their experiences and priorities.

“I can speak for my son. He has very bad short-term
memory, so if he has been involved in a meeting with
someone, sometimes he is able to give an impression
right away and a response. He will have just for-
gotten the whole thing two hours later. With other
things, the cognitive process has to take place, and it
takes a while. Lots of times, I will speak to him on the
phone, and he will not say anything, but then half an
hour later, he will say, “Oh, this, this and this] but it
actually took some time for him to process all that” -
Focus Group #7.

Moreover, the patients highlighted how devising ways to
involve individuals to support patients to provide their
perspectives was key to ensuring accessibility in PCM,
especially for those who experience cognitive challenges
or unfamiliarity with providing personal views. Numer-
ous instances were recounted where they assisted oth-
ers in completing PCMs by reading questions out loud,
explaining or interpreting questions, and engaging in
discussion or dialogue to ensure the responses accurately
represented the patient’s experiences.

“I was collecting data for the [name] survey... I found
it challenging because there were too many choices
for a lot of the clients. So, when they were not sure,
they were like, “Oh, we are here somewhere” Then
I would have to breach protocol and kind of give
them the options. It is hard to be true to the meth-
odology sometimes when you are in real life with
the subjects... I know that you want to discriminate
finely amongst responses, but with some populations
— and certainly the population in complex care — 1
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found it very challenging for them to be able to sort
out all these choices.” - Focus Group #4.

Beyond support, the involvement of a proxy indi-
vidual, often a family member or caregiver, was com-
monly flagged as vital for obtaining accurate and valid
information.

Creating ways to ensure PCM is relevant and repre-
sents the diversity of individuals who experience a wide
range of health challenges was a priority across focus
groups. As one patient described, traditional approaches
to measurement were not always developed from the
perspectives of those for whom a measure was intended.

“I think society, in general, has a bias that affects all
marginalized groups; that we look at somebody in a
wheelchair as the perspective of somebody who can
walk. We look at gay and lesbian people from the
perspective of people who are straight. We look at
folks who have disabilities, be they physical or cogni-
tive, from the perception of somebody who is normal,
whatever the heck is” - Focus Group #5.

A key question was, how can PCM reflect the perspec-
tives and priorities of those experiencing vulnerability or
marginalization from their own point of view and not the
dominant gaze. To be inclusive, an important focus was
to advance approaches for tailoring PCM to the social
and cultural context and health literacy of historically
excluded individuals.

Including family and communities through PCM

The patients drew attention to ways of conceptualiz-
ing PCM that were inclusive of family members and
communities. Thus, efforts that extend PCM to target
the outcomes and experiences of family members and
communities appeared to be a priority for research on
advancing the science of PCM. This was positioned as
key to assessing how health and illness affect the patient’s
natural supports, such as “family members, friends, and
loved ones,” and highlights a shift to care of the family as
within the purview of the healthcare system. The patients
also explained that PCM assessment and subsequent care
should include a focus on communities, and not just indi-
viduals or families.

“We were talking about birth protocol and death
and dying protocols. Who is the patient in that situ-
ation? If a youth commits suicide in a community,
who is the patient in that situation? ... I like to learn
to approach things from a both hands [two-eyed see-
ing] perspective and try to balance this out” - Focus
Group #2.



Howard et al. BMC Health Services Research (2024) 24:735

Thus, PCM that includes family members, community
members, and the broader community was endorsed out
of recognition of the need for approaches and interven-
tions at all levels.

Ensuring psychological safety through PCM

The patients commonly expressed concern that the pro-
cess of collecting and utilization of PCM information has
the potential to cause harm to individuals and commu-
nities. Potential harms mentioned included difficult or
distressing thoughts or emotions, disrespectful or unfair
interactions with clinicians and healthcare organizations,
and barriers accessing or utilizing healthcare services.
As such, factoring safety into PCM was considered cru-
cial. This pertained to how patient responses are gath-
ered (e.g., the way questions are asked, how often, and
by whom), the nature of the information collected, and
data utilization. The patients articulated an asymmetrical
dynamic such that patients and families are largely pow-
erless and vulnerable to reprisal when asked about their
care experiences. At the same time, healthcare provid-
ers and programs were described as holding positions of
power. It was apparent in the patient narratives that this
power imbalance is potentially exacerbated in a health-
care context with poor access to primary and specialized
services, long procedure waitlists, and dependence on
providers for care. The patients described fear of reprisal
and recounted numerous instances where they felt they
had been punished for providing feedback that was criti-
cal of a healthcare provider.

“If you give negative feedback, you are worried that
this feedback might make the program shut down.
So, then you feel a little forced or coerced into giv-
ing positive feedback. Also, when you give feedback
to a doctor or a program, you worry about being
recognized... Even if you are anonymous, but you
write comments that may be identifying... It has
happened to me when I gave feedback, and I received
negative consequences... The doctor said this never
happened, that I was a liar... So, it made me learn
that if I give feedback, that is something that is going
to happen to me. Actually, it seems like that project
or their program does not want to deal with me at
all” — Focus Group #3.

If safety is not ensured throughout all aspects of PCM,
the patients indicated that, at best, patients would not
provide any information or would not provide honest
information. At worst, forthcoming patients felt they
could be at risk of being inappropriately confronted,
treated poorly, or denied care. Thus, devising means by
which PCM is conducted, implemented, and interpreted
and used in ways that are safe for patients stood out as
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a research priority. The patients were acutely aware of
the challenges of ensuring confidentiality and anonym-
ity when collecting, analyzing, and using the informa-
tion to improve care. However, solutions to overcome
these challenges were considered critical to ensure that
patients can provide feedback in a way that does not
make them fearful of retaliation, secondary trauma, or
loss of trust in providers. Further, appropriate means
of integrating supports, champions, and advocates into
PCM data collection were highlighted when considering
individuals who experience mental health or substance
use stigma, dependence for basic needs and activities of
daily living (i.e., in extended care), racism, and discrimi-
nation. Though primarily discussed as a safety issue, this
was also deemed key to obtaining accurate information
through PCM.

“What is a really important factor in collecting
information from patients is peer work... Someone
that they know and that they can trust... because
with a lot of people, that is how you are going to get
the truth” — Focus Group #7.

Improving healthcare services and systems to better meet
patient needs through PCM

A priority for research on advancing the science of PCM
apparent across focus groups was the desire for evidence
that provides guidance for how best to integrate PCM
to improve services and systems of care. The patients
commonly characterized the state of healthcare in BC
and Canada as strained. The patients often reported
facing challenges accessing primary and specialist care
promptly, discussing complex health issues in the limited
time available, transitioning from one provider/service to
the next, coordinating care between different providers/
services, and obtaining follow-up and results from inves-
tigations. Without careful consideration of how to inte-
grate PCM into existing healthcare services and systems,
the patients expressed concern that existing strains could
be exacerbated for both patients and providers.

“It is a double-edged sword. The physician is going to
get as many people in as they can for servicing, and
at the same time, the patient is going to want a lot of
time, and if they are asking [questions] that they will
not completely understand, the physician has got to
be patient enough to expand on that and to get them
to understand [the questions]” - Focus Group #1.

As such, the patients advocated for PCM that is respon-
sive to individual patient needs first and foremost, but
also promotes an effective and efficient healthcare sys-
tem. They commented on aspects of PCM that warranted
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further investigation, including the optimal timing of
patient-reported assessments (i.e., before or after a care
encounter), the frequency of patient-reported assess-
ments and how a single assessment fits in a person’s
overall care journey (i.e., concerning different treatment/
therapy or stages of illness), the location where patient’s
complete patient-reported assessments (i.e., hospital ver-
sus home), and the method of collecting information (i.e.,
online/remote versus in person). The patients collectively
voiced a desire for patient-reported assessments that are
integrated in a manner that works well for the patient
and the healthcare provider, is coordinated and commu-
nicated to enhance continuity of care, and reduce rather
than create bureaucracy.

“One of the main things is coordination between all
these different factions. You go to one, and you are
told one thing, or you have a result with one person
and you assume that this other person, who is deeply
involved, will be advised. “No,” and so you have to
start all over again. There is no coordination, speak-
ing of a systemic thing, but how many systems are
there going to be, and how is that decided? That is a
huge thing” — Focus Group #7.

The patients implied that integrating patient-reported
assessments in ways that improve healthcare services and
the system could prevent patients from having to answer
the same questions multiple times, inspire patients to
complete assessments knowing they will be shared with
members of their healthcare team, and streamline the
flow of information so that providers have the informa-
tion they need, when they need it, to address the patient’s
health concerns.

Bolstering healthcare system accountability through PCM

The patients’ remarks across focus groups drew atten-
tion to the potential role that PCM could play in bol-
stering accountability at the healthcare system level. Yet,
the patients raised numerous questions about zow PCM
could bolster this accountability and ensure that patient
feedback is heard and acted upon, indicating a prior-
ity for research on advancing the science of PCM. There
were different perspectives among patients who com-
mented on the accountability of individual healthcare
providers versus the team, versus the healthcare sys-
tem, raising questions about whether patients ought to
report on their experiences with individual providers, the
healthcare team, or the system. Regardless, the patients
articulated preferences for clear, transparent, and upfront
communication, specifying how information and patient
feedback would be used. Some individuals raised con-
cerns about the responsible and ethical use of patient-
reported data, such that information is used in the ways
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intended and agreed on by those providing it. Across the
focus groups, it appeared that accountability included
ensuring that PCM data are transparently reported to all
relevant stakeholders, yet the patients raised questions
about how this could be done.

“How do we actually display the information in
a way that is going to be useful for many different
audiences? Everything from the general public, peo-
ple like you, patients, as well as policymakers, gov-
ernment leaders, clinicians. What... how do we dis-
play the information in the way that is most useful
for each audience? Then how do we actually dissemi-
nate the results? How do we share them and make
them available?” - Focus Group #6.

Aspects of PCM that appeared key to bolstering health-
care system accountability included taking action, mak-
ing tangible changes based on the information, and
demonstrating to patients how PCM data led to action
and changes. Several of the patients commented on their
frustration having provided input that was ignored or
they felt made no difference.

“There is a bit of a lack of trust in the system, and
it is very difficult to engage people when they do not
feel that their voice is respected and listened to, or
that there will be any results. There is lots and lots
of information that gets asked, and not just within
healthcare, but in many different places in our lives.
Where we are asked to give information, and we
never see results. And so, it is very difficult. So that
is one thing that kind of needs to change” - Focus
Group #6.

Thus, the patients wanted to know how their input would
meaningfully inform “actionable” changes, ultimately
increasing the accountability of the healthcare system to
the patient.

Intersection of themes

Together, the six themes intersected to illustrate the pri-
oritization of research in developing and implementing
comprehensive PCM, transforming individual patient
care, and fostering a patient-centred healthcare system.
Enhancing patient-provider relationships through PCM
highlighted trust, respect, and reciprocity, which might
be further enhanced with patients’ stories that provide
a more holistic view of patient experiences. Addressing
inclusivity through PCM emphasized the need for acces-
sible and adaptable approaches to various patients, which
could then in turn, foster respect and understanding.
Similarly, psychological safety through PCM appeared
crucial for trusting patient-provider relationships,
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allowing patients to provide honest feedback without
fear. Additionally, inclusive representation of diverse
patient experiences might enhance psychological safety
and promote responsive healthcare services and systems.
Psychological safety that fosters honest patient feedback
might further provide a mechanism to improve health-
care services and systems and bolster healthcare system
accountability through the transparent and actionable
use of PCM data. Participants emphasized that patient
input must lead to tangible changes in healthcare, dem-
onstrating their voices are heard and valued. Moreover,
accountability might help ensure PCM data are used
responsibly, ethically, and effectively, fostering trust in
the patient-provider relationship and encouraging patient
engagement throughout PCM. Together, these intercon-
nected themes could potentially help create a responsive,
inclusive, and trust-based healthcare environment, and
prioritize patient needs and experiences while ensuring
continuous improvement and accountability.

Discussion

To date, PCM research agendas have primarily focused
on PROMs and have been driven by researchers and
healthcare providers, with some formal priority-setting
efforts inclusive of more diverse stakeholders [30-33].
Though some of these efforts included patient perspec-
tives, rarely have patients’ opinions about priorities for
research to advance the science of PCM been the focus,
as they were in the focus groups across the province of
BC Canada, that led to the findings presented here. What
stood out in our findings was the ability of the patients to
articulate how important the function of PCM is in the
context of an individual’s health and healthcare. That is,
the patients’ commentaries suggested the prioritization
of research wherein PCM could potentially transform
an individual patient’s care and the broader healthcare
system.

This focus on the function of PCM, inclusive of the
ways in which PCM could influence an individual
patient’s care and the responsiveness of the healthcare
system to their needs, contrasts with the proliferation
of PROMs and PREMs research devoted to developing
specific health or experience outcomes, such as symp-
tom severity, patient satisfaction, and quality of life, and
evaluating the effectiveness of PROMs and PREMs use
on these outcomes. That is, researchers have focussed
on whether using specific PROMs or PREMs impacts
specific health or experience outcomes. For example,
does the use of a pain PROM contribute to a decrease
in pain. Our findings suggest that additional investiga-
tions, including realist evaluations, are warranted to dis-
cern how, for whom, and in which circumstances PCM
can be utilized to ensure that what matters to individual
patients is prioritized in all healthcare encounters [34].
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For example, how does the use of a pain PROM influ-
ence pain-related conversations with healthcare provid-
ers, exploration of the multidimensional consequences
of pain of importance to patients, or the offering of vari-
ous approaches to pain management valued by patients.
This aligns with a research focus on understanding and
explaining how PCM works, as articulated by Green-
halgh and colleagues [35], to influence the various com-
ponents of care.

The patients in our research, however, also went
beyond the “how” to emphasize the foundational nature
of the patient-provider relationship for quality healthcare
that meets their individual needs. They advocated for
PCM that would enhance this relationship. This finding
would align with research efforts that focus on the influ-
ence of PCM on various aspects of clinical care, such as
communication and shared decision-making. For exam-
ple, evidence suggests that PCM might increase symptom
awareness, prompt discussion, and create opportunities
for patients to elaborate on their problems, thus facilitat-
ing patient-provider communication [3, 5, 36]. Further,
improved communication, the provision of patient-
specific information, and a more holistic understand-
ing of the patient’s condition and experiences via PCM
might influence the therapeutic relationship between the
patient and the provider [6]. Our findings suggest that
these aspects of clinical care are important research foci,
but enhancing care through PCM could also be investi-
gated from a patient’s perspective, emphasizing concepts
such as cultural safety, trust, respect, reciprocity, feeling
heard, and partnership.

Further, our findings highlight the importance of data
and information that helps providers listen to and give
voice to patients’ stories to enhance appreciation of indi-
vidual experiences and a sense of connection, as also
articulated by Cuthbertson et al. [15]. Recognizing the
limitations of PROMs and PREMS, some have called
for research that enables the collection and utilization
of patient narratives in ways that present meaningful
insights into patients’ health and quality of life in com-
bination with metric scores [37]. This is a research area
wherein many research questions remain. For example,
how might patients’ stories or narratives be collected,
integrated with numerical data, presented, or used by cli-
nicians [37]?

The patient-driven priority for research for advancing
the science of PCM that attends to the diversity of patient
abilities and individual needs and ultimately contributes
to health equity parallels commentary by others. In their
call for inclusive and equitable patient-reported out-
comes, Calvert et al. [38] identified barriers to the com-
pletion of PROMs, including limited access to technology
and burdensome language, formats, or platforms for peo-
ple with disabilities, low literacy, or in poor health. They
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also argued that lack of representative PROM data limits
understanding of the impact of disease or treatment on
patients’ symptoms and quality of life, and thus the evi-
dence to inform clinical care, make regulatory decisions,
and inform health policy. Building on evidence of a mis-
alignment between what patients report as important
to them about their disease and treatment, and the data
typically collected, others have recommended expanding
collected data to include all impacts and concerns impor-
tant to patients, not only health outcomes [39]. What
these outcomes are, particularly for those historically and
currently not represented in PCM, remains to be deter-
mined. Further, integrating inclusivity and safety into
PCM will be a complex challenge, warranting research in
measurement conceptualization, development, and psy-
chometric testing, PCM implementation, and utilization
of information in clinical contexts.

The pragmatics of managing health and illness can be
immense for patients and families. Unsurprisingly, the
patients in our study greatly valued healthcare services
when the system worked for them. They wanted PCM to
be integrated such that services would be more respon-
sive to their individual patient needs, culturally safe,
effective, and efficient. Numerous barriers and challenges
that hamper PCM implementation into existing health-
care services have been identified. These include logisti-
cal and technological concerns related to staff workflow,
staff time and resource requirements, integration into
existing medical records, and processes that make data
actionable for clinical care [16]. While healthcare services
and systems that work well for staff might also improve
patient experiences, this is not guaranteed. Our findings
suggest that focusing on the implications of PCM imple-
mentation specifically for patients is warranted. Further,
there is growing recognition of the value of principles of
participatory research and integrated knowledge trans-
lation that engages all stakeholders, especially patients,
in designing and implementing systems to capture and
make PCM actionable [32]. Engaging patients is also
critical to developing mechanisms to communicate how
PCM will be used, ensuring patients feel safe to provide
input that informs actionable changes at a system level,
and ultimately increasing accountability to the patient.
There is evidence indicating that public reporting of
aggregate PROM data improves the quality of patient
care [40]. However, there is limited patient-perspective
evidence of the benefit of different reporting strategies.

Study results ought to be interpreted in context and
with study limitations in mind. This research was con-
ducted in BC, Canada, and thus, study insights are most
relevant to places with a publicly funded healthcare sys-
tem wherein the integration of PCM into clinical care
has not been routinely implemented across the health-
care system. The study sample was large for qualitative
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analysis and focus groups were held in each of the BC
health authorities thereby enhancing variation in patient
demographics and experiences. However, we could not
attribute individual quotes to specific participants with
known ethnicity or gender because the data were de-
identified to abide by our research ethics approval. Thus,
we cannot ensure that the voices of individuals from
equity-deserving groups were represented in the data,
though representativeness was not the goal of this quali-
tative research. This research aimed to identify research
priorities that were broadly reflected in the study focus
groups, and therefore, other individuals and groups
likely have somewhat different priorities or perspectives.
It is very likely that our results do not represent the full
diversity of patient perspectives nor do they represent all
groups of people who may have different opinions about
research priorities. This might also include patients who
do not speak English, who are uncomfortable voicing
their opinion, or who experience significant structural
vulnerability.

Implications for research

The study’s findings emphasize the importance of pri-
oritizing PCM research that aims to transform individual
patient care and the broader healthcare system. Addi-
tionally, the study underscores the foundational nature of
the patient-provider relationship for quality healthcare,
and the need for research that bolsters the use of PCM
as a tool to enhance communication, shared decision-
making, and trust. Novel means of integrating patient
narratives with numerical data warrant development as
a potential strategy to provide meaningful insights into
patients’ health and quality of life, helping clinicians
appreciate individual experiences and improve therapeu-
tic relationships. Finally, the study highlights the need
for research to explore and develop inclusive PCM that
addresses the diversity of patient needs and experiences,
particularly those from equity-deserving groups, and to
engage diverse patients in designing and implementing
PCM systems to make healthcare services more respon-
sive and accountable.

Conclusion

In conclusion, the shift from PROMs and PREMs to PCM
holds tremendous promise as a way to orient healthcare
and health systems around what matters most to indi-
vidual patients. The patient-driven priorities for advanc-
ing the way PCM is done that we identified in this study
underscore patients’ desires for their healthcare needs
and related priorities as they see them to always be front
and centre, guiding all healthcare interactions. The pri-
orities described in this study provide direction for future
research efforts that are grounded in patients’ perspec-
tives and, thus, positioned to truly make progress towards
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better health, better care, and better use of resources for
individuals and for society.
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