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Abstract

Context—There is a growing call to integrate palliative care for patients with advanced heart 

failure (HF). However, the knowledge to inform integration efforts comes largely from interview 

and survey research with individual patients and providers. This work has been critically important 

in raising awareness of the need for integration, but it is insufficient to inform solutions that must 

be enacted not by isolated individuals but by complex care teams. Research methods are urgently 

required to support systematic exploration of the experiences of patients with HF, family 

caregivers, and health care providers as they interact as a care team.

Objectives—To design a research methodology that can support systematic exploration of the 

experiences of patients with HF, caregivers, and health care providers as they interact as a care 

team.

Methods—This article describes in detail a methodology that we have piloted and are currently 

using in a multisite study of HF care teams.

Results—We describe three aspects of the methodology: the theoretical framework, an 

innovative sampling strategy, and an iterative system of data collection and analysis that 

incorporates four data sources and four analytical steps.

Conclusion—We anticipate that this innovative methodology will support groundbreaking 

research in both HF care and other team settings in which palliative integration efforts are 

emerging for patients with advanced nonmalignant disease.
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Introduction

Problem Statement

Worldwide rates of chronic heart failure (HF) are epidemic and increasing, with the number 

of deaths from advanced HF also increasing with an aging population.1–4 Amidst a growing 

call for the integration of palliative care into the care trajectory for patients with HF,5–12 

research methods are required to support the systematic exploration of the experiences of HF 

patients, family caregivers, and health care providers, as they interact as a care team. Such 

research is fundamental to support the development, implementation, and assessment of 

palliative care integration initiatives that are responsive and resilient to the team conditions 

in which HF care is negotiated.

Background

Research and policy support for the integration of palliative care is expressed in a number of 

recent guidelines and reviews put forward by the heart specialist community,13–19 the 

primary care community,20–22 and the cardiac nursing community.23,24 Integration is 

variously defined, but usually involves both “upstreaming” the provision of chronic disease 

management and palliative care and a continuum of care that spans diagnosis to end of life 

to bereavement.25–27

This call for palliative care integration in HF care is based on evidence derived from studies 

of individual patients and providers. Interview and survey studies with patients with 

advanced HF find that they have physical, psychological, social, spiritual, and informational 

needs.28–33 These needs are similar to those of patients with advanced cancer;34 however, 

patients with HF understand less about their illness, have fewer choices regarding end-of-life 

care, and have more limited access to palliative care.35,36 Patients may desire 

communication that they do not receive: one study found that not one of 20 patients had 

discussed disease progression or advanced care planning with staff members.31 Similarly, 

patients report experiences in which prognosis communication is deferred by their 

physicians, although they would prefer it to occur at diagnosis or during optimal function.37 

Although the majority of patients with HF die in hospital,4 patients may not be given 

sufficient choice regarding the place of death.38 In one study, 40% of patients received 

invasive life-sustaining treatments in the final days of life although their family members 

perceived they would have preferred palliative care.39

The needs, attitudes, and knowledge of individual providers also have been studied. 

Providers report HF prognostication as a key challenge because of the unpredictable HF 

trajectory.32,40–45 When unable to make accurate end-of-life predictions, physicians are 

reluctant to integrate palliative care conversations and services.19,29,46–48 Physicians may 

avoid discussing palliative care out of concern for destroying hope,49 or because of 
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unfamiliarity with its principles and practices.50,51 Providers may hold the perception that 

palliative care is only relevant for patients who are clearly dying, as a result of its association 

with cessation of interventional treatment.44

The most popular proposed solutions to achieve palliative care integration are improved 

communication and coordination of services. Improved communication is called for in 

virtually every report in this domain.52 All the guidelines address communication,13–19 as do 

the conclusions of many empirical studies that recurrently call for sensitive and effective 

communication practices around end-of-life issues8,16,52,53 and improved interprofessional 

communication.19 However, as Jordan et al.54 have argued, “It is easy to say, ‘the issue is 

communication,’ and it is easy to say ‘we have to talk to each other.’ But it is hard to …

create conversation that facilitates sense making and learning.”54(p. 11) For example, 

communication has been reported to be complicated when patients with advanced HF are 

unwilling to have end-of-life conversations at all.55,56

Calls for improved coordination center on a collaborative approach5 that would target points 

of “transfer and transition of care”57 and draw palliative specialists into the HF care team at 

critical junctures.58 Models proposed include new health care roles, such as the advanced 

practice nurse with both HF and palliative care specialization;59–61 an HF outreach model 

for community care;62 standard palliative care consultations for patients with advanced HF;
63 and multi-professional HF management programs that formalize partnerships among 

cardiology, specialist palliative care, and general practice.13 A need for clear HF clinic 

staffing guidelines, systems of monitoring, and funding models also have been called for.64 

The multidisciplinary team meeting is proposed as a communication forum to promote 

professional interchange regarding treatment strategies as goals of care change.8 Some 

coordination models are poised for trials of their effectiveness.63

In summary, the existing literature draws predominantly on interviews and survey methods 

with individual patients and providers. Although this research has produced compelling 

evidence about individual needs, attitudes, and practices, it provides little insight into how 

individuals work together in the complex system of an HF care team. If we base a complex 

organizational intervention such as palliative care integration on individuals’ knowledge 

alone, our efforts may yield unhelpful and uninterpretable outcomes.54,65 Therefore, we 

describe a robust theoretical framework and innovative methodology to support research into 

the experiences of patients with HF, family caregivers, and health care providers as they 

interactively respond to emergent palliative needs.

A Robust Theoretical Framework for Studying HF Care Teams

HF care is enacted within a system that includes the patient and their primary care and 

specialist physicians, nurses, social workers, homecare workers, and family caregivers. 

Although we use the term “HF care team” to refer to this complex system, we do not intend 

to imply coherence or stability. Indeed, HF care is delivered by a shifting roster of 

individuals who are often not well coordinated or connected; they are distributed across 

several institutions and settings in which values, routines, tools, and resources may differ. 

Furthermore, each individual participating in the HF care team also participates in other 

Lingard et al. Page 3

J Pain Symptom Manage. Author manuscript; available in PMC 2017 October 20.

C
IH

R
 A

uthor M
anuscript

C
IH

R
 A

uthor M
anuscript

C
IH

R
 A

uthor M
anuscript



subsystems, such as the primary care team and the HF clinic team. Interactions among these 

other “teams” are shaped by the often conflicting language of each subsystem, overlapping 

scopes of practice, and role ambiguities. This “nesting” of teams and settings complicates 

the deceptively straightforward call for palliative care integration in HF care.

To account for such nuances, complexity theory is one of two orienting theoretical lenses 

informing the methodology. The two fundamental premises of complexity are the 

interdependence of parts in a whole (nondecomposability) and the intrinsically dynamic 

nature of reality (nonlinearity).66,67 Nondecomposability refers to the inability to fully 

understand a complex system by attending to its individual components in isolation because 

these components are dynamic and entangled.68,69 For example, in the HF care team, 

relationships are not simply reducible to division of labor or specialization; 

interdependencies within and between the specialty roles exist, are shaped by personal and 

organizational history, routines, and relations, and, therefore, give rise to unforeseeable 

events.70–74 Nonlinearity refers to the way in which interrelations between system 

components tend to complicate the system’s response to external influence. Complex 

systems do not reflect a linear logic; rather, they comprise nonlinear interdependencies 

among diverse agents. Thus, predictable change is not achievable through top-down 

mandates, such as regulations or guidelines. It comes about more spontaneously, through 

what Kauffman75 calls “self-organization,” in which local interactions between agents affect 

the broader system even when no agent has the intention to create such effects.75 

Understanding such emergent properties is critical to any change effort, as they may 

reinforce existing patterns or facilitate system change in unpredictable ways.72,76 The theory 

of complex adaptive systems has been applied productively to the question of why practice 

interventions succeed or fail in the setting of primary care teams.54,65

Palliative care scholars have argued that complexity theory is particularly well suited to 

palliative care because suffering and quality of life are usefully approached as emergent 

properties that result from the interactions among all agents in the palliative care system, 

including the patient.77 This theoretical lens “honors the complex reality of human health”78 

and positions us to understand the system in a way that maximizes the chance of effective 

intervention.

Because the HF care system is distributed across place and time, documents are central to 

interactions among team members. Rhetorical theories of genre are the second orienting lens 

informing the methodology to ensure sophisticated attention to this dimension of 

interactions on the HF care team.79–82 The central premise of these theories is that generic 

text types such as referral letters do not merely describe the clinical work, they also 

construct that work by what they allow or disallow. Genres provide their users with both 

resources and constraints, but they are not static. Whereas they reflect and reproduce cultural 

values and goals, they also can be used improvisationally to achieve less sanctioned less 

predictable goals. In this, genre theory is epistemologically compatible with complexity 

theory.

Lingard et al. Page 4

J Pain Symptom Manage. Author manuscript; available in PMC 2017 October 20.

C
IH

R
 A

uthor M
anuscript

C
IH

R
 A

uthor M
anuscript

C
IH

R
 A

uthor M
anuscript



The Methodological Context of the Innovation

This innovative methodology, which was developed in Ontario Canada, is situated within the 

constructivist grounded theory tradition,83,84 a theory that aims to develop a well-integrated 

series of concepts that provide a theoretical explanation of a social phenomenon.85,86 

Grounded theory has recently been called on to build more robust knowledge about 

palliative care integration in HF care46 because of its ability both to attend to local context, 

which is so important in the study of socially situated practices, and to develop theory that is 

likely to have analytical relevance, or transferability, beyond the local context. Constructivist 

grounded theory combines the use of sensitizing concepts from theory in the data collection 

and analytical procedures with a process of inductive theory-building.

An Innovative Sampling Method

The sampling strategy takes the patient as its focal point, and uses the patient’s sense of key 

members of their care team to build a series of HF team “sampling units.” Patients are 

recruited through HF clinics or primary care practices. Because patient gender, age, and 

severity of condition may influence the team’s attitudes toward and actions regarding 

palliative care, patients are sampled purposively for these characteristics. During the 

interview, a patient is asked to describe the people who play an important role in their care. 

With permission, these individuals are recruited for interviews. All participants are 

interviewed about the particular HF care team centered on the patient, providing a data set 

that maps congruence and conflict among expectations and experiences of palliative care.

Sampling units have been used successfully to gather multiperspective data in studies of 

patients with chronic obstructive pulmonary disease,87,88 but have not been widely used to 

study HF care teams. Although Kaasalainen et al.46 interviewed patient and family caregiver 

dyads recruited through health care professionals, their interviews with health professionals 

did not explore that particular patient’s situation. An HF team sampling unit consists of at 

least three interviews: the index patient and at least two other team members. Pilot work has 

demonstrated the feasibility of this sampling method to create rich sampling units (Fig. 1).

A Well-Triangulated Data Collection and Data Analysis Strategy

Following grounded theory principles, data collection and analysis proceed iteratively to 

support theoretical sampling across data sources, team sampling units, and study sites. Four 

kinds of data are collected (interviews, documents, repeat interviews, and return-of-findings) 

and a four-step analytical procedure is implemented to treat both individual interviews and 

teams as units, and to balance inductive analysis with analysis via sensitizing theoretical 

concepts. NVivo software89 (QSR International (Americas) Inc., Cambridge, MA) is used 

throughout the analysis to facilitate comparisons across analytical steps and coding 

categories. Analytical memo-writing according to grounded theory procedures is ongoing 

throughout the entire analysis. Fig. 2 illustrates the iterative process of data collection and 

analysis described in detail below.
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Data Collection: Initial Interviews

Initial, semistructured interviews with patients explore the patients’ experiences, goals, and 

concerns regarding their HF condition and care trajectory and identify their expectations 

regarding the roles of providers on their HF care team. Their sense of key documents also is 

explored. The interview guide is based on patient-centered interviewing techniques.90 

Because patients and family care-givers may not have had the idea of “palliative care” 

introduced to them previously in the care trajectory, or might not acknowledge its relevance 

to their situation, the interviewer does not introduce this terminology. Instead, the language 

of the functions of palliative care is used to pose broad questions about expectations, hopes, 

and fears for the future, recent changes in their health status (e.g., hospitalizations) and 

related needs (physical, psychological, social, spiritual, or practical), or experience of 

changes in their treatment plan (such as receiving an implanted cardiac defibrillator device).
91 If patients or family caregivers should explicitly introduce the concept of palliative or 

end-of-life care, the interviewer explores this explicitly.

Initial, semistructured interviews with care-givers and health care professionals explore the 

participant’s expectations and experiences of palliative care in the patient’s care trajectory, 

including the responsibilities and involvement of various care team members. These 

interviews also seek to identify current communication and coordination practices, including 

documents in use that influence the team practice environment. Health care providers are 

asked to consult the patient’s medical record prior to the interview to facilitate discussion of 

palliative care needs in their particular case. In addition to patient-specific questions, health 

care providers are asked general questions that afford the opportunity to talk about the 

representativeness of this patient’s case in their professional experience and to consider 

other, anonymous examples of how palliative care can come about for patients with 

advanced HF. All interview transcripts are anonymized and assigned a study code for the 

team-sampling unit.

Data Analysis: Step 1

Analysis of individual interviews uses grounded theory’s constant comparative strategy to 

uncover emergent themes. Two or more researchers read each transcript independently and 

meet to compare and refine analyses. Following the strategy for theoretical sampling, such 

meetings occur after the initial two interviews and regularly thereafter to determine 

saturation of the themes and allow the interview guide to be refined to explore emergent 

issues. Analysis also attends to disconfirming data, which can signal tensions and 

nonlinearity.85

Data Collection: Documents

Documents that are collected are those identified by participants as important, and include 

both generic policy documents and items from specific patients’ charts, such as consultation 

requests and multidisciplinary progress notes.

Data Analysis: Step 2

Documents are analyzed by two or more researchers for features of content and structure, 

following genre theory’s premise that these shape the actions users can accomplish in their 
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daily work. Sensitizing concepts to be applied in the analysis include genre tensions 

(competing purposes at play in the structure of a genre), visual rhetoric (the way that layout 

shapes what it is possible to “say” in a template document), and genre sets82,92–94 (the 

relationships among multiple documents that make up a complete genre, such as the patient 

record).83,92–94

Data Collection: Repeat Interviews

Repeat interviews probe emergent themes and clarify ambiguities in team sampling unit 

data. For reasons of feasibility, we propose that an average of one member of a team 

sampling unit be asked to participate in a repeat interview; however, more than one team 

member could be approached for repeat interviews if they can provide rich reflection on the 

emergent issues arising in that team sampling unit.

Data Analysis: Step 3

To move the analysis from the consideration of individual transcripts to the exploration of 

the team unit, the third analytical step uses the first constant comparative interview analysis 

and the document genre analysis to create anonymized narrative team “profiles.” Lanham et 

al.65 have effectively used a similar “case summary” approach in their study of complexity 

in primary care. The profiles provide a map of areas of congruence and conflict in 

expectations, as well as strategies and actions regarding palliative care in advanced HF.

Data Collection: Return-of-Findings Interviews

A selection of narrative team profiles is presented to key informants to probe their 

reflections on the system issues they suggest. Key informants are purposively selected to add 

insight to the analysis based on disciplinary perspective (e.g., palliative care specialist), 

experience as a team member (e.g., a family physician involved in multiple team sampling 

units), or expertise regarding structural influences on the system (e.g., a regional care 

director).

Data Analysis: Step 4

Two or more researchers apply sensitizing concepts from complexity theory to the narrative 

team profiles and the return-of-findings interviews. Following Lanham et al.’s structure,65 

key issues to be considered in this analytical step include but are not limited to: 

interdependence (what are the patterns of interdependence among HF team members?), 

emergence (what complex phenomena emerge in the system that seem more than the sum of 

their parts?), self-organization (what stable patterns in the system occur without hierarchical 

or formal control mechanisms?), and nonlinearity (where might small changes generate large 

consequences?).

Conclusion

The HF care team is a complex adaptive system that has yet to meaningfully integrate 

palliative care clinically or empirically. Initiatives to achieve integration cannot proceed 

effectively in the absence of systematic, rigorous study of the team context. Research 

methods are required that can support this work. This article describes an innovative and 
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robust grounded theory methodology, framed by complexity science and genre theory, which 

we are currently using in a multisite research program studying how HF care teams negotiate 

emerging palliative care needs. We anticipate the methodology also could support innovative 

research in other team settings where palliative integration efforts are emerging for patients 

with advanced nonmalignant disease.
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Fig. 1. 
Team sampling units.
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Fig. 2. 
Data collection and analysis.
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