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Abstract 
This article applies a micro-meso-macro analytical framework to understand clinicians’ 
experiences and perspectives of using patient-reported outcome and experience measures 
(PROMs and PREMs) in routine hospital-based palliative care. We structure our discussion 
through qualitative analysis of a design and implementation project for using an electronic 
tablet-based tool among hospital-based palliative clinicians to assess patients’ and their 
family caregivers’ quality of life concerns and experiences of care. Our analysis identified 
three categories of practice tensions shaping clinicians’ use of PROMs and PREMs in 
routine care: tensions surrounding implementation, tensions in standardization and 
quantification, and tensions that arose from scope of practice concerns. Our findings 
highlight that clinicians necessarily work within the confluence of multiple system 
priorities, that navigating these priorities can result in irreducible practice tensions, and that 
awareness of these tensions is a critical consideration when integrating PROMs and PREMs 
into routine practice. 
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Introduction 

Patient-reported outcome measures (PROMs) and patient- reported experience measures 

(PREMs) consist of standard- ized, validated questionnaires for assessing well-being, as well as 

their experiences with health care. The use of PROMs and PREMs in clinical practice has been 

studied for several decades, including primary studies and systematic reviews focused 

specifically on palliative care (Antunes, Harding, & Higginson, 2014; Catania et al., 2016; 

Catania et al., 2015; Etkind et al., 2015; Hughes et al., 2003; Simon et al., 2012). Although 

comparative effectiveness studies for evaluating the use of PROMs and PREMs in clinical prac- 

tice have focused on benefits to different stakeholder groups (e.g., patients, clinicians, 

administrators, researchers, and policy makers), a lack of explicit theoretical grounding may 

mask heterogeneity within complex health care systems and assume shared perspectives across 

stakeholder groups. As a result, there has been limited development of comprehensive 

explanations for why expected outcomes are (or are not) achieved when integrating PROMs and 

PREMs into routine care. Consequently, although perspectives of organizational change 

(Antunes et al., 2014; Bausewein et al.,2016), complex interventions (Boyce, Browne, & 

Greenhalgh, 2014; Catania et al. 2016; Catania et al. 2015; Santana et al., 2015), and symbolic 

interactionism (Donaldson, 2008; Lohr & Zebrack, 2009) have provided critical insights, a 

further need remains for theoretical development that reflects the diversity of perspectives and 

experiences of stakeholders (Boyce, Browne, & Greenhalgh, 2014; Catania et al., 2015). In this 

article, we draw upon a micro-meso-macro framework to elucidate clinician-stake- holder 

perspectives of using PROMs and PREMs within system complexities specific to hospital-based 

palliative care. In so doing, we contribute a qualitative perspective to research on PROMs and 

PREMs implementation (Vandermause et al., 2017) by contextualizing clinicians’ experiences 

in new ways that promote successful long-term integration of these tools in routine palliative 

care. 

 

Micro-, Meso-, and Macro-Level Analysis 

     Contemporary health care consists of many interdependent influences, relationships, and 

practices that together form a complex whole or system. One established way of studying 

the interconnections that constitute these types of social systems is by distinguishing 

between micro-, meso-, and macro-level considerations. Although these levels necessarily 

have porous boundaries in real life, they are useful in identifying differentiated yet inter- 

connected stakeholders, organizational levels, and priorities in health care, and are 

commonly used in policy development and health research (Caldwell & Mays, 2012; T. 

Greenhalgh & Stones, 2010; Schultz & Kitson, 2010). Nearly 25 years ago, Sutherland and 

Till (1993) found this multilevel framework useful in identifying how quality of life 

assessments based on the use of PROMs and PREMs could inform decision making for 

allocating health care resources on individualized, group, and population-based levels. 

Micro-level considerations in health care focus on interactional individual user 

experiences that take place inside and around clinical encounters. The priorities of palliative 

care at the micro level are concerned with facilitating person-centered care through 

individualized therapeutic relations that emphasize patients’ and family members’ choices, 

desires, and needs in treatment and care planning. Meso-level considerations in health care 



 

focus on the intermediate organizational aspects of regulating health in specific 

populations, communities, and groups. The priorities of palliative care at the meso level are 

to improve the quality of life of patients with advanced life-limiting illness(es) and that of 

their families through the organization and regulation of specialist care teams, care settings, 

scope of practice understandings, and best practice initiatives. Macro-level considerations in 

health care focus on the highest levels of the aggregate health care system for organizing 

specific responses to structural and social determinates of health at the overall population 

level. The priorities of pallia- tive care at the macro level are expressed through 

governmental priority setting mediated through, and transformed within, regional health 

authorities and professional regulatory bodies. At the macro level, pallia- tive care 

standardizes, extends, and makes cost-efficient practices to organize compassionate and 

efficient care for those with advancing life-limiting illness. 

A micro-meso-macro framework can contribute to theoretical development regarding the 

use and uptake of PROMs and PREMs in routine palliative care by fore- grounding the 

contextual plurality of health care priori- ties. It attends to the situated positions of, and 

interplay between, heterogeneous stakeholders in health care pro- vision as a necessary 

antecedent to designing and implementing interventions that seek to improve patient and 

family care and health outcomes, and thereby complements existing models for anticipating 

successful practice change. In the following section, we situate literature on PROMs and 

PREMs integration within a micro-meso- macro framework, and give particular attention to 

the palliative care context. 

 

Literature Review 

     Existing scholarship highlights how integration of PROMs and PREMs into palliative 

clinical practice can achieve concurrent health care goals for different stakeholder 

groups. At the micro level of day-to-day clinical encounters, the anticipated benefits of 

using PROMs and PREMs focus on individualized person-centered processes for 

patients and their social networks. At the meso level, palliative care clinicians’ use of 

PROMs and PREMs is constructed as a practice to facilitate person-centered care, 

enhancing their ability to engage in whole-person care while simultaneously meeting 

organizational requirements to streamline workflow and advance administrative 

monitoring for quality improvement. At the macro level, expected benefits of integrating 

PROMs and PREMs into care center on aggregate outcomes data for evaluating and 

comparing outcomes, efficacy, and costs of caring for critically ill, multimorbid 

populations within and across health systems. Accordingly, PROMs and PREMs are 

increasingly advocated as standardized indicators of the quality of palliative care across 

all health systems levels. 

Despite extensive research on their potential benefits, integration of PROMs and PREMs 

in all care settings remains limited, including palliative care. In turn, primary (Bausewein, 

2011; Hughes et al., 2003; Simon et al., 2012; Tavares et al., 2017) and synthesis studies 

(Antunes et al., 2014; Catania et al., 2016) specific to palliative care have identified key 

considerations that shape implementation and have provided recommendations for fostering 

use that have subsequently been incorporated into best practice guidelines (Bausewein et al., 

2016). Within these studies, micro-level considerations address individual clinicians’ 



 

personal perspectives, beliefs, and values about the use of PROMs and PREMs. Most 

commonly, this includes clinicians’ skepticism regarding the efficacy of routine use of 

PROMs and PREMs to facilitate improved patient outcomes, clinical value in relation to 

existing assessment practices, and the validity and veracity of patient self-reports, fear of 

change, disinclination to engage with potentially difficult topics, and/or belief that use is 

primarily for performance surveil- lance (Antunes et al., 2014). Other micro-level 

considerations include clinicians’ concerns that use decreases ability to develop therapeutic 

relationships, adds to patient burden, and/or can cause harm by triggering emotional 

distress in patients (Hughes et al., 2003). Finally, attention has been given to micro-level 

considerations from the patient perspective, including concerns about symptom burden, 

questioning whether all patients necessarily want to talk about their quality of life issues 

with health care providers, and/or have the literacy to do so (Bausewein et al., 2011; Simon 

et al., 2012). 

Meso-level considerations emphasize clinicians’ inexperience with using PROMs and 

PREMs, including their limited knowledge about routine implementation, interpretation of 

scores, and clinical and organizational benefits (Antunes et al., 2014; Bausewein et al., 2011;  

Catania   et al., 2016; Simon et al., 2012). Other significant meso- level aspects address the 

perception that use complicates clinical workflow and increases workload (Bausewein et al., 

2011; Hughes et al., 2003), and the need for resources and training in responding to 

information from PROMs and PREMs (Antunes et al., 2014; Bausewein, 2011; Catania et 

al., 2016; Hughes et al., 2003; Simon et al., 2012; Tavares et al., 2017). Resource and 

training recommendations for addressing these micro- and meso-level implementation 

concerns include pedagogical initiatives regarding assessment validity and benefits to clinical 

prac- tice, practical training in use of measurements, increasing managerial support, 

engagement initiatives, developing shared protocols for acting on measurement results, and 

how to efficiently integrate use into workflow. 

Embedded within these and broader discussions of PROMs and PREMs implementation 

in clinical care are varying degrees of emphasis on the need for a broader systems 

perspective that encompass micro, meso, and macro levels. One end of the spectrum focuses 

on the need for framing implementation within a whole systems approach (Greenhalgh, 

2009), or as occurring within nested microsystems (Donaldson, 2008). Others mention 

divergent system-level or user priorities (Boyce, Browne, & Greenhalgh, 2014; Greenhalgh, 

Long, & Flynn, 2005; Valderas et al., 2008); point to the need for balancing standardization 

with diversity in care (Simon et al., 2012); identify implementation as a complex intervention 

(Catania et al., 2016); call for future research to attend to the wider social, cultural, and 

structural contexts that shape daily practice (Hughes et al., 2003); or acknowledge that 

clinical settings are “dynamic systems” populated by heterogeneous individuals (Antunes et 

al., 2014). At the other end of the spectrum, there remains little or no discussion of system or 

stakeholder heterogeneity, and macro-level health care system considerations center on 

practical and technical challenges regarding integration with records management systems, 

confidentiality of data, licensing fees, and in the United States, issues of reimbursement. 

Further research on stakeholders’ experiences of using PROMs and PREMs within 

complex health care systems has been articulated as a precondition for more robust 

understandings as to why integration into routine care, including palliative care, remains 



 

elusive (Boyce, Browne, & Greenhalgh, 2014; Catania et al., 2016; Greenhalgh   et al., 2005; 

Hughes et al., 2003). In this article, we present the findings of an implementation study that 

elicited clinicians’ perspectives and experiences of integrating an electronic tablet-based tool 

into practice to facilitate routine assessment of patients’ and family members’ quality of life 

and experiences of care (using PROMs and PREMs). Here we frame local-level findings of 

our analysis within micro-, meso-, and macro-level health care systems considerations of 

practice tensions. In so doing, our aim is to contribute theoretical understandings of how 

hospital palliative care clinicians relate to different health care system priorities when 

integrating PROMs and PREMs into their practice. 

 

Project Background 

     This analysis is part of an overarching applied health services research initiative 

involving the design, implementation, and evaluation of an electronic Quality of Life  

Assessment and Practice Support System (QPSS) in community- and hospital-based 

palliative care settings (Sawatzky, Cohen, Laforest, Voth, & Stajduhar, 2014; Schick-

Makaroff et al., 2017). The initiative combines implementation science, knowledge 

translation strategies, mixed qualitative and quantitative methods, and user-centered design 

to develop much-needed knowledge about the integration and routine use of electronic 

quality of life assessments, based on PROMs and PREMs, with patients who have chronic 

life-limiting ill- nesses and their family members. 

The tablet-based QPSS provides a means for patients and their family caregivers to 

respond to well-established, standardized questionnaires about their symptoms; their 

physical, psychological, social, and existential/spiritual well-being; and their experiences 

with health care. Responses are immediately summarized and presented back to health care 

professionals who can use this information to monitor and address any revealed health care 

needs or concerns. The analysis presented herein focuses on clinicians’ use of the QPSS 

within a hospital-based acute palliative care unit in Western Canada over a period of 18 

months in 2014–2015. Ethics approval was obtained from Trinity Western University 

(14F05) and Fraser Health (FHREB 2014-032), and all participants provided written 

informed consent.  

 

Method 

Setting, Sample, and Inclusion Criteria 

The 10-bed palliative unit serves patients with complex needs who require specialized 

interdisciplinary team sup- port, and is part of a larger 300-bed suburban acute care hospital. 

Staff included nurses (n = 19), a patient care coordinator, a unit clerk, a social worker, a 

pharmacist, and two palliative care physicians, totaling 25 clinician- participants. Clinicians 

had a median age of 43 years, most were female (80%), had a permanent position (76%) with 

a median of 8 years of experience (ranging from 1–26 years), and were born in Canada 

(72%). 

All clinicians (including those in administrative or managerial positions) were eligible to 

participate and were offered the opportunity to use the QPSS with consenting patients and 

family members. We described the overall goal of the study to clinicians as obtaining input 



 

on design and use of the QPSS to support improved person-centered care, including their 

perspectives about using PROMs and PREMs at the point of care. Participation in using the 

QPSS, focus groups, and/or interviews was voluntary. 

 

Data Collection 

The project was designed in two phases. The first phase of the project involved conducting 

focus groups with the clinicians to ascertain the desired operational characteristics of the 

system and identify barriers and facilitators regarding its routine use in practice. The 

second phase involved obtaining feedback from clinicians through focus groups and 

individual interviews regarding the use of quality of life assessment instruments and, 

subsequently, the QPSS, to inform its ongoing development and use in practice. We 

conducted five clinician focus groups and 24 clinician interviews regarding the desirable 

features of the QPSS and its use in daily practice. Focus groups and interviews were 

recorded and transcribed verbatim. Clinicians chose three patient-focused assessment tools 

for use on the tablet: the Edmonton Symptom Assessment System– Revised Version 

(ESAS-r) (Bruera, Kuehn, Miller, Selmser, & Macmillan, 1991; Watanabe et al., 2011), 

McGill Quality of Life–Revised Version (Cohen, Mount, Strobel, & Bui, 1995; Cohen et 

al., 2017), and the Canadian Health Care Evaluation Project Lite Questionnaire (Heyland, 

Jiang, Day, Cohen, & Canadian Researchers at the End of Life Network, 2013). The most 

commonly used was the ESAS-r, which assesses pain, tiredness, nausea, depression, 

anxiety, drowsiness, appetite, well-being, and shortness of breath. The tablet was used at 

least once by 11 clinicians registered on the system.  

Analysis 

Analysis included all focus groups and clinician inter- views. Initial data analysis for the 

overall project focused on QPSS design considerations, clinicians’ experiences and 

considerations of initial QPSS use, and their perspectives regarding use of PROMs and 

PREMs in day-to-day palliative care. We employed an iterative process based on 

inductive principles and constant comparison within and between transcripts to generate 

codes that were subsequently developed into a thematic taxonomy and provisional 

codebook. To further refine emergent findings and to strengthen analytic rigor, two team 

members then revisited and double-coded the transcripts, which were then compared 

and discussed by the whole team. At the end of the project, team members met to 

mutually challenge the fitness of our themes across the data, to locate findings within the 

existing body of knowledge regarding PROMs and PREMs implementation, and to 

situate our explanatory framework with reference to broader literatures in health and 

social science. Transcripts were organized and coded using NVIVO 11. 

This article reports on the concept of “practice tensions", a theme that arose from ongoing 

consideration of apparently contradictory data. We define a practice tension in two ways: 

(a) to describe the stretching or strain when clinicians con- currently hold and/or value 

differing perspectives, beliefs, and/or behaviors about a specific clinical practice, and (b) as 

an effect of clinicians’ ongoing requirement to negotiate the, at times incommensurate, 

micro-, meso-, and macro-level goals and priorities expressed by heterogeneous 

stakeholders within complex health systems. We define practice tensions not as 



 

contradictions but as ambivalences, situated in the lived experiences of hospital palliative 

care clinicians as they routinely attempt to balance considerations such as patient/family 

member’s desires for aggressive treatment in relation to evidence-based practices, provide 

holistic care in contexts that prioritize task-based care and rapid discharge pressures, support 

families as part of the circle of care while wrestling with complex family dynamics, and 

develop individualized therapeutic relationships in tandem with increasing practice 

standardization. 

The theoretical framework of this article emerged from our observation that clinicians’ 

discussions of the QPSS were context dependent, and indelibly conflated with power 

dynamics and institutional priorities. Robust analysis of clinicians’ perspectives about 

the QPSS therefore required both attention to inductive findings and theoretically 

situating them within a framework that referenced their situated context, including 

clinicians’ perspectives of standardized assessments more generally. Consequently, we 

chose a micro-meso-macro framework as a theoretical perspective as it gives equal value 

to systems considerations and clinicians’ considerations of lived practice. 

 

Results 

     Three main categories of practice tensions shaped clinicians’ interest in, and capacity for, 

using PROMs and PREMs in routine care: tensions during initial QPSS use, tensions in 

standardization and quantification, and tensions that arose from scope of practice concerns. 

The nature of the tensions became increasingly nuanced as clinicians gained familiarity with 

the use of the QPSS. Clinicians’ grounded their discussion within preexisting practice 

considerations; yet these considerations also appeared to evolve as the project unfolded. 

Consequently, we position the following tensions as practice oriented within a processual 

context. 

 

Growing Recognition of Tensions in QPSS Use 

Although some clinicians had relatively fixed opinions about the effectiveness of using 

PROMs and PREMs throughout the QPSS project, the opinions of others were more fluid 

and influenced by different periods of initial use. In the first-phase focus groups, participants 

spoke spontaneously and enthusiastically about the desirability of statutory use, with 

particular reference to being able to simultaneously address micro-, meso-, and macro-level 

concerns. 

 

Clinician 2: I think [formally assessing quality of life and care experiences] is super useful 

in our setting . . . 

 

Facilitator: Can you anticipate any other type of benefit that you might see from this? 

 

Clinician 1: Well, just the ultimate of better patient/family care. 

 

Clinician 3: Satisfaction, job satisfaction. To know that you assessed your patient properly 

and were able to act on it. 



 

 

Clinician 1: Really did your best. 

 

Clinician 5: And maybe to see patient outcomes that you’ve implemented a certain type of 

treatment—oh my goodness, it’s working. 

 

Clinician 3: Yeah. 

 

Clinician 5: Patient’s feeling better. (Focus Group 1) 

 

In later focus groups and in subsequent one-on-one interviews after initial use of the QPSS, 

clinicians increasingly framed QPSS use through referencing both the “ideal” of palliative 

care philosophy and the “real” of palliative care provision. In these instances, clinicians often 

oscillated between understanding PROMs and PREMs primarily as (a) tools to facilitate 

person-centered care to make visible patients’ and family members’ quality of life and 

experience of care considerations (to meet micro- level concerns), (b) clinician-driven tools 

for discretionary use to identify issues relevant to care and treatment (to meet meso-level 

concerns), and (c) administrative-driven data collection tools mandated by organizational and 

governmental policies (to meet macro-level concerns). In early focus groups, clinicians were 

enthusiastic about using the assessment tools and discussed the potential of PROMs and 

PREMs to bridge these different stakeholder priorities. In subsequent one-on-one interviews 

and later focus groups, however, clinicians increasingly referenced practice considerations 

that simultaneously supported and minimized their interest in using standardized quality of 

life assessment tools. 

 

Clinician 4: It’s [quality of life or experiences of care] being turned into a numerical digit 

that . . . that allows us  to track in a potentially more accurate way . . . but sometimes 

[results] can be misleading as well. But I think that’s where it’s useful is over time because 

we know [a patient] might be feeling very distressed because she just had an argument with 

her husband [an hour] ago, and that can be an anomaly, seeing it over a week, that a certain 

thing is poor over a whole week, then that gives us the [bigger picture] . . . 

 

Clinician 6: Well, it’s always nice to have a resource, like to back up whatever you are 

saying you need to do. But we have been [doing this] a long time, so we know how the team 

works. [But] for me, it’s always nice to repeat . . . 

 

Clinician 7: Yeah, and even newer employee nurses on our unit wouldn’t need it for long. 

 

Clinician 8: And plus, the mentorship on the unit is pretty stellar in terms of new people 

coming to the unit. They’re never left to just kind of figure it out, right? And even if 

somebody doesn’t know how to do something, we often consult each other as to what to do 

next or, you know, “I tried this and this, but I can’t think of any other options. What do you 

do?” . . . 

 



 

Clinician 7: And if we didn’t know, we would bring it up in rounds. (Focus Group 4) 

 

This quote evidences how, during the latter project stages, considerations of ongoing use 

were ambivalently framed, with clinicians invoking practice experiences and/or 

hypothetical understandings that highlighted positive individual outcomes while expressing 

uncertainty regarding efficacy in statutory PROMs and PREMs use across their entire 

patient population. Clinicians also framed assessment use through ambivalent 

considerations about standardizing quality of life and care experiences. 

Standardization and Quantification Tensions 

Clinicians articulated many positive considerations when framing their perspectives of using 

PROMs and PREMs to standardize practices for assessing patients’ (and family members’) 

quality of life and care experiences. These considerations included PROMs and PREMs 

providing knowledge about individuals’ unique (and changing) quality of life concerns, 

serving as a standardized conversation starter about potentially sensitive or overlooked 

concerns, consistently including family members in the circle of care, and as providing a tool 

for strengthening patients’ and family members’ capacity to direct care planning. Meso-level 

clinical benefits primarily centered on how PROMs and PREMs could make visible quality 

of life concerns within a biomedical setting dominated by physical symptom management 

priorities. Clinicians identified how use of PROMs and PREMs could improve patient care 

through identifying areas for clinical intervention, for tracking quality of life over time to 

determine the relationship between interventions and quality of life, for generating a shared 

understanding of issues within the interdisciplinary team setting, in aiding new staff who do 

not yet have established assessment skills, and for informing non-palliative health care 

providers. Organizational meso- and macro-level benefits referenced systematic collection of 

data for administrative tracking, quality improvement, and outcomes evaluation relevant to 

their ward, the hospital, and the larger health authority. In particular, clinicians identified 

how evidence of improved care outcomes could operate as a form of administrative 

justification for further infrastructure development and resource expenditure requests within 

the larger health authority. Finally, when mentioned specifically, macro- level benefits 

referenced how PROMs and PREMs use could enable larger cross-systems comparisons. 

Although early focus group participants referenced some concerns about standardization 

of practice and quantification of quality of life and care concerns, these became increasingly 

predominant in later focus groups (as evidenced in the previous quote), and in subsequent 

one- on-one interviews once the QPSS had been put into practice. In these contexts, 

clinicians expressed significant reservations about the efficacy of PROMs and PREMs in 

routine clinical practice and, at times, referenced all experience and outcomes measurements 

as a unitary whole. At a micro level, some clinicians questioned relevance to individual 

patient outcomes given the limited routine integration of information from PROMs and 

PREMs in rounds or care planning by the multiprofessional health care team. Other micro-

level considerations included concerns of patient burden (both physical and emotional), that 

many patients are not able to respond adequately due to confusion around instructions, 

fluctuating symptoms, or, at times, may consciously respond untruthfully to achieve 

inaccurate results to facilitate specific care outcomes (such as early or delayed discharge). 



 

Simultaneous to these expressions of uncertainty and concerns, however, clinicians also 

continued to articulate how routine use of PROMs and PREMs could enhance their capacity 

to engage in person-centered care, including references to promoting patient voice, as 

evidenced in the following quote taken from an interview with a clinician near the end of the 

project. 

 

For those who want another way to voice their experiences, it’s fantastic because a lot 

of people . . . you know, by the time they kind of come to us within their journey of 

health care and transitioning through the disease process, a lot of people don’t feel like 

they’ve been listened to. 

 

Clinicians also expressed ambivalences in meso-level purposes of PROMs and 

PREMs use, asserting that their palliative expertise already encompassed routine 

conversational and observational quality of life assessments, and engendered robust 

interdisciplinary communication. Participants expressed meso-level concerns that man- 

dated use could limit their clinical autonomy and skill building, predominantly in 

relation to developing therapeutic relationships. Finally, many expressed concern that 

routine use of standardized assessment tools may be driven by “misguided” macro-level 

policies and an example of yet another mandated “top down” initiative. All three levels 

of these concerns are highlighted in the following excerpt from an interview with a 

nurse near the end of the project. 

 

Clinician: I do think that in nursing in general that we tend to rely too much on tools and 

protocols and not enough on personal communication and just quality assessments. And 

in my heart I think although these are validated tools, I think they’re validated under 

certain conditions. Like for the ESAS for instance, a quality tool that’s definitely been 

validated, but I think that [we use it] in a way that is not validated, for instance, and 

accreditation would be one reason . . . I don’t think that any tool should be something 

that’s a mandatory thing . . . And I think actually a lot of these tools are robbing nursing 

of the art of nursing . . . I can explore these things in a conversation that is far less 

clinical, probably more inviting to the person—although at times I think probably they 

would like the more anonymity of just interacting with a piece of paper or a tablet—but I 

find that I can do an assessment myself, talking to a patient, seeing their facial cues, you 

know, their body language and things like that, and get more out of it than somebody 

simply circling a scale of 0 to 10. 

 

Yet, even as this particular clinician comprehensively lists concerns about use, she also, 

at the same time, acknowledges that some patients may appreciate the possibility of 

anonymity afforded by standardized tools. This ambivalence regarding the routine use 

of PROMs and PREMs was also echoed by clinicians in discussions about scope of 

practice in hospital palliative care. 

 

Tensions in Scope of Practice 

     In early focus groups, clinicians identified how use of PROMs and PREMs could 



 

simultaneously support micro-, meso-, and macro-level improvement in palliative care. As 

evidenced in the quote below, clinicians articulated that use could further person-centered 

palliative care by minimizing clinical assumptions about patients, including fam- ily members 

in the circle of care, and enabling internal audits as well as larger research initiatives to 

support the development and expansion of palliative care. 

 

Clinician 5: I can’t remember how many times we come into rounds and we’re making an 

assumption about how a person is perceiving themselves, in rounds, we do that a lot . . . 

 

Clinician 2: And family, I think that’s a huge piece too. (Several people chorus their 

agreement to this) . . . 

 

Clinician 6: Because we’re using this data to help us do our job better to help our patients 

and families, but it’s also going in another direction for possible research, audit and all these 

other things . . . (Focus Group 1) 

 

Clinicians also referenced general macro-level positives such as how results could 

showcase the benefits of palliative care, thereby generating wider interest in this form of 

care. With respect to the meso level, clinicians strongly identified that appropriate palliative 

care required consistent and explicit attention to patients’ and family members’ quality of life 

and experiences of care concerns to achieve adequate scope of practice. On a micro level, 

clinicians acknowledged that they—at times—make incorrect assumptions about patient 

experience, that consistent assessment did not always occur in their regular practice, and that 

using standardized tools could help to ensure their achievement of person-centered care. 

     References to scope of practice constraints became increasingly common by the third 

focus group. Macro- level tensions focused on working in resource-constrained health 

systems with increasingly challenging acute and multimorbid older adult populations. 

Correspondingly, on the meso level, clinicians identified acute palliative care as increasingly 

prioritizing physical symptom management, stabilization, and discharge which demands 

primarily task-based care, often leaving little time for patients’ concerns about quality of life, 

much less family members’. Clinicians also identified their scope of practice as being shaped 

by ongoing restructuring and practice changes often lead to “burnout” and cynicism. They 

also cited increasing workloads, a lack of resources for efficiently sharing results and 

addressing patient and family member concerns once identified, discomfort in dealing with 

emotional distress, and/or belief that these issues are primarily the professional domains of 

social work and/or spiritual care. We offer a particularly strong articulation of these 

concerns taken from an interview conducted during Stage 2. 

 

Clinician: I think it [quality of life and experience of care assessments] should be done 

maybe by either social worker or spiritual care coordinator, people that can sit down and talk 

about that, because I would feel that I’m not compassionate enough . . . Sometimes you ask 

one patient or one family member one question that requires a yes or no answer and they 

would go into like 10 minute conversation, which also pushes you back from what’s 

waiting for you out there, the bells are ringing and stuff. I cannot relax in knowing that my 



 

other people are having pain and I’m sitting here listening to a life story that has nothing to 

do with a patient. And I’ve learned, it’s actually a learned skill, to kind of interrupt the 

conversation and say, “Oh, so sorry. I just need to run.” But some of them are really hard. If 

somebody’s really upset, struggling with like husband or father of three young kids dying, 

then . . . I just rather not put myself into those shoes that I ask the question and then I can’t 

fulfill that, so I’d rather not even initiate that conversation, because I know if I do, and 

maybe it’s not the best practice, but I feel if I start, I need to finish, and I can’t, and then I feel 

really bad . . . [and] when I leave, I have to put that smile back on and go to next room and 

pretend that nothing happened in the next room. 

 

Interviewer: So if you were to do assessments that would make your job harder? 

 

Clinician: Definitely. 

 

Finally, on the micro level, some clinicians questioned the assumption that all patients 

nearing the end of life want to discuss potentially sensitive issues and/or have the capacity 

to do so due to disease progression. 

 

Discussion 

Our analysis reflects three categories of practice tensions that framed hospital clinicians’ 

complex perspectives when discussing the considerations of using PROMs and PREMs in 

day-to-day palliative care: growing recognition of tensions in QPSS use, tensions in 

standardization and quantification, and tensions that arose from scope of practice concerns. 

Analyzing these findings within a local context that references the “complexity of the real 

pallia- tive care world” (Catania et al., 2015) and employing a micro-meso-macro 

framework provides an innovative theoretical contribution to existing research. Of 

particular interest is that, in most instances, clinicians did not completely collapse their 

understanding of PROMs and PREMs to a unified position, either pro or con, but instead 

situated their perspectives within an explanatory frame- work that simultaneously, if 

differentially, referenced diverse characteristics and purposes of the tools within micro-, 

meso-, and macro-level considerations. We suggest that this positionality evidences 

clinicians’ requirement to navigate multiple overlapping—but not always commensurate—

understandings of practice purpose and outcomes among heterogeneous stakeholders in 

complex system environments. We consider and extend three aspects of our analysis and 

findings to suggest how they may be utilized to inform further research. 

 
Awareness That Clinicians May Not Have Equal Familiarity With the Purpose of PROMs 
and PREMs Across Micro, Meso, and Macro Levels 

Clinicians primarily focused on meso- and micro-level considerations when framing their 

desires, concerns, and experiences of using PROMs and PREMs. As we high- lighted in the 

literature review, this micro-meso focus is also reflected in much of the implementation 

literature with attention focused on developing engagement strategies, training sessions, 

management champions, and protocols and practice support aids to support PROMs and 

PREMs use. Further attention to macro-level considerations may help frontline clinicians 



 

better understand how routine use of PROMs and PREMs supports person- centered care 

well beyond the immediate clinical context. We suggest that future integration initiatives 

ground clinicians’ understanding within research that evidences the value and importance of 

PROMs and PREMs data to macro-level policy development and population health decision 

making for “improving quality, effectiveness, efficiency and availability of palliative care” 

(Bausewein et al., 2016) in an era increasingly influenced by big data. In turn, increased 

awareness of the benefits and drivers of PROMs and PREMs use at this level may help 

clinicians better understand that results from “top down” initiatives can facilitate macro-

level resource allocation for service improvements that strengthens clinical practice at the 

meso level, and supports improved patients’ well-being on the micro level (Lee et al., 2013). 

 
Recognition That Palliative Clinicians Negotiate Care Within Heterogeneous Micro-, Meso- 
, and Macro-Level Health System Priorities Which Generate Intrinsic Practice Tensions 

Concerns about patients’ and family members’ quality of life and experiences of care have 

been central features of palliative care since its inception, as evidenced in both its earliest and 

most recent definitions (World Health Organization, 2015), and have been instrumental in 

shaping contemporary understandings about appropriate care for those with advancing life-

limiting illnesses. With the success and expansion of palliative care, however, clinicians are 

increasingly engaging with new and multimorbid populations and providing advanced 

treatment interventions that simultaneously increase quality of life and prognostic 

uncertainty. Promoting patient and family member involvement, while desirable, can also at 

times increase complexity in care. Complicating matters further, these changes are being 

enacted within the rise of economic priorities driving current health care systems, where the 

impetus for care is influenced by requirements for organizational efficiency and cost 

containment as much as by concerns to promote person-centered care. This framing 

valorizes a “bureaucratic model” of task- based care over therapeutic relationship building, 

where palliative clinicians are institutionally rewarded for adhering to economic and 

managerial priorities rather than patient or even clinician preferences in end-of-life care 

(Bruce & Boston, 2008). Hospital clinicians’ ability to assess and address quality of life and 

care experiences are therefore shaped by systems that require them to simultaneously meet 

the needs of their patients, the patients’ networks of relations, fellow health care providers, 

the institutions of care, their own professional regulatory bodies, and larger governmental 

interests. Due to this complexity, clinicians are often pulled in competing directions 

(Mikesell & Bromley, 2012; Röing, Holmström, & Larsson, 2018). Consequently, instead of 

situating clinicians’ beliefs of PROMs and PREMs as uniformed or contradictory, our 

analytic framework provides insight as to how future implementation research may also be 

strengthened by attending to tensions embedded within the provision of care shaped by not 

always commensurate micro-, meso-, and macro-level priorities. 

 
Acknowledgment That Different Levels of Priorities Drive PROMs and PREMs 
Implementation and Use 

Previous research has identified that some groups of stakeholders are more interested in 

using PROMs and PREMs than others (Boyce, Browne, & Greenhalgh, 2014; 

Sutherland & Till, 1993; Valderas et al., 2008). The prevailing discourse, however, is 



 

that systematic use of these tools unproblematically meets the needs of, and equally 

benefits, individual patients and family members, clinicians, institutions of care, 

researchers, and larger regulatory and/or governmental-level interests. Yet, in spite of 

slow uptake, little discussion has been given to exploring how PROMs and PREMs 

have emerged as a 

best practice within specific social and historical contexts and economic demands that are 

not necessarily commensurate, including increased interest in person-centered care, the 

global rise of individualized surveillance in population health, the necessity of large datasets 

to undertake performance audits both locally and across geographic boundaries, and 

concerns for quality improvement and cost containment in organizing the health needs and 

out- comes of those with advanced life-limiting illnesses (Öhlén et al., 2017). These 

requirements have resulted, in some regions, in accreditation and health care funding 

becoming conditional on the provision of PROMs and PREMs data, even as some 

researchers suggest proceed- ing with caution due to insufficient and/or conflicting evidence 

(Boyce, Browne, & Greenhalgh, 2014; Santana & Feeny, 2014; Valderas et al., 2008). We 

suggest that implementation initiatives may benefit from publicly acknowledging that 

administrators, clinicians, researchers, patients, and family members may, at times, have 

legitimately different objectives and priorities in championing PROMs and PREMs. It is 

also important to acknowledge that those who are interested in using PROMs and PREMs do 

not necessarily have equal voice in deciding how and when they will be used. Without 

explicit acknowledgment and deeper understanding of situated motivations by different 

stakeholders, or what Boyce, Browne & Greenhalgh (2014) term “a high level of 

transparency,” we may exacerbate current tensions regarding the purpose and desirability of 

use to improve care outcomes.” 

We believe that further attention to these three aspects of PROMs and PREMs use may 

facilitate clinicians’ interest in weathering the inevitable challenges that come from 

integrating new practices into routine care within complex, and at times, contradictory, 

health systems settings that are organized by unequal relations of power. We therefore end 

by advocating a starting point for future research, one based on a shared recognition that 

PROMs and PREMs are not a neutral technology, and that implementation into clinical 

practice is shaped by a range of considerations constituted by a polyphony of system con- 

texts and differently enabled actors. We suggest that it is from this vantage point, where 

stakeholder and system differences are neither masked nor assumed, that we can best 

determine the possibilities for what the philosopher John Rawls (1987) has termed 

“overlapping consensus” to support successful implementation of PROMs and PREMs 

within routine clinical care. 

 

Limitations 

Different health care sites have their own particular histories and cultures that are 

generalizable to a greater or lesser degree. This particular research site was one in which 

there was a contested history of mandated use of the ESAS-r and in which clinicians 

expressed significant comfort with their own, and their team’s, existing tacit assessment 

capacities. These are context-specific considerations which limit transferability of findings, 



 

as is true of all small-scale qualitative analyses. However, we believe that institutional care 

provision occurs within organizational contexts that are always already constituted by these 

types of considerations, even as the specificity which constitutes them may differ. 

Increasing variety in working patterns, ongoing restructuring, and workload constraints 

are challenges when conducting research with health care providers. Consequently, not all 

clinicians participated in all focus groups, or in both focus groups and interviews. We 

acknowledge this “patchiness” in representation and that gaps in representation are 

unavoidable when the hospital unit as a whole, rather than individuals, are the primary site 

of research. Another representation constraint we consider here is the semipublic “front 

stage” space created by focus groups, where clinicians may have felt compelled to engage 

in idealized and/or normative narratives of practice, particularly as our groups included 

clinicians with managerial responsibilities. However, the themes addressed in this article 

were also well represented within private one-to-one interviews. A final consideration is 

that our micro-meso-macro framework was articulated only through reference to clinicians’ 

perspectives. A comprehensive insight of practice tensions will require that others involved 

in the provision and uptake of hospital palliative care be included. 

 

Conclusion 

Existing approaches to support PROMs and PREMs use in routine clinical care have 

generated a range of recommendations, with primary focus on a trifecta of educational 

initiatives, strong managerial involvement, and development of user protocols and practice 

support aids. We agree that these practical micro- and meso-level aspects are critical and 

necessary antecedents to successful implementation. We also agree that these considerations 

alone may not be sufficient, and introduce the concept of practice tensions within a micro-

meso-macro framework to generate new analytical insights regarding clinicians’ 

perspectives and experiences of using PROMs and PREMs in routine clinical care and to 

make evident the relevance of systems theorizing in tandem with pragmatic considerations. 

 

Acknowledgments 

The research was possible due to contributions from many QPSS (Quality of Life 

Assessment and Practice Support System)-initiative team members. The authors wish to 

explicitly acknowledge team members Dr. Neil Hilliard, GlendaKing, Judy Lett, Charlene 

Neufeld, Carolyn Tayler, Christie Walmsley, Sharon Wang, and Daphne Williscroft who, 

together with the entire palliative care team, provided extensive support for implementing 

the project at the palliative care unit. In addition, the authors acknowledge invaluable 

contri- butions from James Voth, CEO of Intogrey Research and Development and 

developer of the QPSS prototype. 

 

Author(s) Note 

Marian Krawczyk and Richard Sawatzky are also affiliated with Centre for Health 

Evaluation and Outcome Sciences, Vancouver, British Columbia. 

 

 



 

Declaration of Conflicting Interests 

The authors declared no potential conflicts of interest with respect to the research, 

authorship, and/or publication of this article 

 

Funding 

The authors disclosed receipt of the following financial support for the research, authorship, 

and/or publication of this article: The research was made possible due to support from the 

Canadian Frailty Network (Grant No. CAT2013-51) and the Canada Research Chairs 

program in funding Sawatzky’s chair in patient-reported outcomes. 

 

 

References 

Antunes, B., Harding, R., & Higginson, I. J. (2014). Implementing patient-reported outcome 

measures in pal- liative care clinical practice: A systematic review of facilitators and barriers. 

Palliative Medicine, 28, 158–175. doi:10.1177/0269216313491619 

Bausewein, C., Daveson, B. A., Currow, D. C., Downing, J., Deliens, L., Radbruch, L., . . . 

Higginson, I. (2016). EAPC White Paper on outcome measurement in palliative care: 

Improving practice, attaining outcomes and delivering quality services—Recommendations 

from the European Association for Palliative Care (EAPC) Task Force on Outcome 

Measurement. Palliative Medicine, 30, 6–22. doi:10.1177/0269216315589898 

Bausewein, C., Simon, S. T., Benalia, H., Downing, J., Mwangi-Powell, F. N., & Daveson, B. 

A., . . . PRISMA. (2011). Implementing patient reported outcome mea- sures (PROMs) in 

palliative care—Users’ cry for help. Health and Quality of Life Outcomes, 9(1), Article 27. 

doi:10.1186/1477-7525-9-27 

Boyce, M. B., Browne, J. P., & Greenhalgh, J. (2014). The experiences of professionals with 

using information from patient-reported outcome measures to improve the quality of 

healthcare: a systematic review of qualitative research. BMJ Qual Saf, bmjqs-2013. doi: 

10.1136/bmjqs-2013-002524 

Bruce, A., & Boston, P. (2008). The changing landscape of palli- ative care: Emotional 

challenges for hospice palliative careprofessionals. Journal of Hospice & Palliative Nursing, 

10, 49–55. doi:10.1097/01.NJH.0000306713.42916.13 

Bruera, E., Kuehn, N., Miller, M. J., Selmser, P., & Macmillan, 

K. (1991). The Edmonton Symptom Assessment System (ESAS): A simple method for 

the assessment of palliative care patients. Journal of Palliative Care, 7(2), 6–9. Retrieved 

from http://journals.sagepub.com/home/pala 

Caldwell, S. E., & Mays, N. (2012). Studying policy implemen- tation using a macro, meso 

and micro frame analysis: The case of the Collaboration for Leadership in Applied 

Health Research & Care (CLAHRC) programme nationally and in North West London. 

Health Research Policy and Systems, 10(1), Article 32. doi:10.1186/1478-4505-10-32 

Catania, G., Beccaro, M., Costantini, M., Timmins, F., Zanini, M., Aleo, G., . . . Sasso, L. 

(2016). What are the compo- nents of interventions focused on quality-of-life assessment 

in palliative care practice? A systematic review. Journal of Hospice & Palliative 

http://journals.sagepub.com/home/pala


 

Nursing, 18, 310–316. doi:10.1097/ NJH.0000000000000248 

Catania,  G.,  Beccaro,  M.,  Costantini,   M.,   Ugolini,   D.,  De Silvestri, A., Bagnasco, A., 

& Sasso, L. (2015). Effectiveness of complex interventions focused on quality- of-life 

assessment to improve palliative care patients’ out- comes: A systematic review. 

Palliative Medicine, 29, 5–21. doi:10.1177/0269216314539718 

Cohen, S. R., Mount, B. M., Strobel, M. G., & Bui, F. (1995). The McGill Quality of Life 

Questionnaire: A measure of qual- ity of life appropriate for people with advanced 

disease—A preliminary study of validity and acceptability. Palliative Medicine, 9, 207–

219. doi:10.1177/026921639500900306 

Cohen, S. R., Sawatzky, R., Russell, L., Shahidi, J., Heyland, 

D. K., & Gadermann, A. (2017). Measuring the quality of life of people at the end of 

life: The McGill Quality of Life Questionnaire–Revised. Palliative Medicine, 31, 120–

129. doi:10.1177/0269216316659603 

Donaldson, M. S. (2008). Taking PROs and patient-centered care seriously: Incremental 

and disruptive ideas for incorporating PROs in oncology practice. Quality of Life 

Research, 17, 1323–1330. doi:10.1007/s11136-008-9414-6 

Etkind, S. N., Daveson, B. A., Kwok, W., Witt, J., Bausewein, C., Higginson, I. J., & 

Murtagh, F. E. (2015). Capture, transfer, and feedback of patient-centered outcomes data 

in pallia- tive care populations: Does it make a difference? A system- atic review. 

Journal of Pain and Symptom Management, 49, 611–624. 

doi:10.1016/j.jpainsymman.2014.07.010 

Greenhalgh, J. (2009). The applications of PROs in clinical practice: What are they, do 

they work, and why? Quality of Life Research, 18, 115–123. doi:10.1007/s11136-008- 

9430-6 

Greenhalgh, J., Long, A. F., & Flynn, R. (2005). The use of patient reported outcome measures 

in routine clinical practice: Lack of impact or lack of theory? Social Science & Medicine, 

60, 833–843. doi:10.1016/j.socscimed.2004.06.022 

Greenhalgh, T., & Stones, R. (2010). Theorising big IT pro- grammes in healthcare: Strong 

structuration theory meets actor-network theory. Social Science & Medicine, 70, 1285–

1294. doi:10.1016/j.socscimed.2009.12.034 

Heyland, D. K., Jiang, X., Day, A. G., Cohen, S. R., & Canadian Researchers at the End of 

Life Network. (2013). The development and validation of a shorter version of the 

Canadian Health Care Evaluation Project Questionnaire (CANHELP Lite): A novel tool 

to measure patient and family satisfaction with end-of-life care. Journal of Pain and 

Symptom Management, 46, 289–297. doi:10.1016/j. jpainsymman.2012.07.012 

Hughes, R., Aspinal, F., Addington-Hall, J., Chidgey, J., Drescher, U., Dunckley, M., & 

Higginson, I. J. (2003). Professionals’ views and experiences of using outcome measures in 

palliative care. International Journal of Palliative Nursing, 9, 234–238. Retrieved from 

https:// www.magonlinelibrary.com/toc/ijpn/current 

Lee, H., Vlaev, I., King, D., Mayer, E., Darzi, A., & Dolan, 

P. (2013). Subjective well-being and the measurement of quality in healthcare. Social 

Science & Medicine, 99, 27– 34. doi:10.1016/j.socscimed.2013.09.027 

Lohr, K. N., & Zebrack, B. J. (2009). Using patient-reported outcomes in clinical practice: 

https://www.magonlinelibrary.com/toc/ijpn/current
https://www.magonlinelibrary.com/toc/ijpn/current


 

Challenges and opportuni- ties. Quality of Life Research, 18, 99–107. doi:10.1007/ s11136-

008-9413-7 

Mikesell, L., & Bromley, E. (2012). Patient centered, nurse averse? Nurses’ care experiences in 

a 21st-century hos- pital. Qualitative Health Research, 22, 1659–1671. 

doi:10.1177/1049732312458180 

Öhlén, J., Reimer-Kirkham, S., Astle, B., Håkanson, C., Lee, J., Eriksson, M., & Sawatzky, R. 

(2017). Person-centred care dialectics-inquired in the context of palliative care. Nursing 

Philosophy, 18(4), 1–8. doi:10.1111/nup.12177 

Rawls, J. (1987). The idea of an overlapping consensus. Oxford Journal of Legal Studies, 7, 1–

25. Retrieved from https:// academic.oup.com/ojls 

Röing, M., Holmström, I. K., & Larsson, J. (2018). A metasyn- thesis of phenomenographic 

articles on understandings of work among healthcare professionals. Qualitative Health 

Research, 28, 273–291. doi:1049732317719433 

Santana, M. J., & Feeny, D. (2014). Framework to assess the effects of using patient-reported 

outcome measures in chronic care management. Quality of Life Research, 23, 1505–1513. 

doi:10.1007/s11136-013-0596-1 

Santana, M. J., Haverman, L., Absolom, K., Takeuchi, E., Feeny, D., Grootenhuis, M., & 

Velikova, G. (2015). Training clini- cians in how to use patient-reported outcome measures 

in routine clinical practice. Quality of Life Research, 24(7), 1707-1718. doi: 10.1136/bmjqs-

2013-002524 

Sawatzky, R., Cohen, S. R., Laforest, E., Voth, J., & Stajduhar, 

K. (2014, September 9–12). The development and use of tablet-based quality of life 

assessment instruments in clini- cal practice. Presented at the 20th International Congress 

on Palliative Care, Montreal. 

Schick-Makaroff, K., Sawatzky, R., Laforest, E., Stajduhar, K., Krawczyk, M., & Cohen, R. 

(2017, October 18–21). Contextual considerations for introducing an electronic quality of 

life assessment and practice support system in palliative home care [Abstract]. Quality of 

Life Research, 26(1), 1–2. 

Schultz, T. J., & Kitson, A. L. (2010). Measuring the con-   text of care in an  Australian  acute  

care  hospital:  A  nurse survey. Implementation Science, 5(1), Article 60. doi:10.1186/1748-

5908-5-60 

Simon, S. T.,  Higginson,  I.  J.,  Harding,  R.,  Daveson,  B.  A., Gysels, M., Deliens, L., . . . 

Costantini, M. (2012). Enhancing patient-reported outcome measurement in research and 

practice of palliative and end-of-life care. Supportive Care in Cancer, 20, 1573–1578. 

doi:10.1007/ s00520-012-1436-5 

Sutherland, H. J., & Till, J. E. (1993). Quality of life assess- ments and levels of decision 

making: Differentiating objec- tives. Quality of Life Research, 2, 297–303. doi:10.1007/ 

BF00434801 

Tavares, A. P., Paparelli, C., Kishimoto,  C.  S.,  Cortizo,  S. A., Ebina, K., Braz, M. S., . . . 

Antunes, B. (2017). Implementing a patient-centred outcome measure in daily routine in a 

specialist palliative care inpatient hospital unit: An observational study. Palliative 

Medicine, 31, 275–282. doi:10.1177/0269216316655349 

Valderas, J. M., Kotzeva, A., Espallargues, M., Guyatt, G., Ferrans, C. E., Halyard, M. Y., . . . 

https://academic.oup.com/ojls
https://academic.oup.com/ojls


 

Alonso, J. (2008). The impact of measuring patient-reported outcomes in clinical practice: 

A systematic review of the literature. Quality of Life Research, 17, 179–193. 

doi:10.1007/s11136-007-9295-0 

Vandermause, R., Barg, F. K., Esmail, L., Edmundson, L., Girard, S., & Perfetti, A. R. (2017). 

Qualitative methods  in patient-centered outcomes research. Qualitative Health Research, 

27, 434–442. doi:10.1177/1049732316668298 

Watanabe, S. M., Nekolaichuk, C., Beaumont, C., Johnson,  L., Myers, J., & Strasser, F. 

(2011). A multicenter study comparing two numerical versions of the Edmonton Symptom 

Assessment System in palliative care patients. Journal of Pain and Symptom Management, 

41, 456–468. doi:10.1016/j.jpainsymman.2010.04.020 

World Health Organization. (2015). Palliative care (Fact Sheet No. 402). Retrieved from 

http://www.who.int/mediacentre/ factsheets/fs402/en/ 

 

Author Biographies 

Marian Krawczyk is a medical anthropologist with interest in prognostic uncertainty, 

practice change, and concepts of quality of life and suffering in end of life care, the history 

of palliative care, and organizational culture and systems modeling in health care. She 

recently has become a Lord Kelvin Adam Smith Fellow in the School of Interdisciplinary 

Studies at the University of Glasgow. 

Richard Sawatzky holds a Canada Research Chair in Person- Centred Outcomes at the 

Trinity Western University School of Nursing and is the Lead on Patient-Reported 

Outcomes at the University of British Columbia Centre for Health Evaluation and Outcome 

Sciences (CHEOS). He leads a program of research that focuses on the validation and use 

of person-centred health outcomes measures and quality of life assessment instruments, 

with a particular emphasis on integrating a pallia- tive approach to care for people who 

have chronic life-limiting illnesses. 

Kara Schick-Makaroff is an assistant professor at the Faculty of Nursing, University of 

Alberta, and a New Investigator with Can-SOLVE (Canadians Seeking Solution & 

Innovations to Overcome Chronic Kidney Disease) and KRESCENT (Kidney Research 

Scientist Core Education and National Training Program). The goal of her program of 

research is to enrich qual- ity of life, enhance person-centred care, and improve services for 

people living with chronic and life-limiting illnesses. 

Kelli Stajduhar, RN, PhD is a professor in the School of Nursing and Institute on Aging & 

Lifelong Health at the University of Victoria, and a research scientist with Fraser Health. 

She has worked in oncology, palliative care and gerontology for almost 30 years as a 

practicing nurse, educator, and researcher with a focus on health service needs for those at 

the end-of-life and their families, and on the needs of marginalized and vulnerable 

populations. 

Joakim Öhlén is a professor in nursing at the Sahlgrenska Academy at the University of 

Gothenburg in Sweden. He is leader of the research domain theoretical and practical 

development of person-centred care and primary investigator at the University of 

http://www.who.int/mediacentre/factsheets/fs402/en/
http://www.who.int/mediacentre/factsheets/fs402/en/


 

Gothenburg Centre for Person-Centred Care. He is also Scientific Advisor in Palliative Care 

for the Swedish Society of Nursing. 

Sheryl Reimer-Kirkham is a professor of Nursing and Director MSN program at 

Trinity Western University, with a research program in equity and diversity. She 

teaches health policy, qualitative methods, and knowledge translation. 

Esther Mercedes Laforest is a doctoral student at the Ingram School of Nursing, McGill 

University, and a Heart Failure Nurse Clinician at the Heart Failure Clinic of the Jewish 

General Hospital in Montreal, Quebec. Her research focuses on the integration of a 

palliative approach for advanced heart failure in nursing practice. 

Robin Cohen, Ph.D. is a professor in the Departments of Oncology and Medicine at 

Mcgill University, Research Director Palliative Care McGill, and an Investigator at the 

Lady Davis Research Institute of the Jewish General Hospital. Her research focuses on 

optimizing the quality of life of palliative care patients and that of their family 

caregivers. 


