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Abstract

Family physicians (FPs) care for the majority ofmntounity patients approaching end of
life. Variations among FPs in care activities tltoese patients have potential implications
for equitable access to care. This thesis usecdnirethods to explore how FPs in
southwestern Ontario, Canada care for these pstiantl what shapes the variations. In
the primary study, using grounded theory basednedepth interviews, FPs described
differing in the timing, location and purpose okithactivities. These variations were
shaped by a process of ‘making it fit’, in whichsdFReighed the implications of choices
in their unique contexts. In the second studye@msdary analysis of family physician
survey data, FPs reported differences in their ni@tie availability to provide care to
community patients at end of life. Attitude towd8 participation in palliative care at
home and remuneration by alternate funding planewmath strongly associated with
potential availability.

Keywords
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Chapter 1

1  Studying Family Physicians’ Patterns of Care for
Community Patients at End of Life

1.1 Thesis Overview

This thesis explores the variety of ways in whiegmily physicians in southwestern
Ontario, Canada organize their care activitiesclmmmunity-dwelling patients who are

approaching end of life, and what shapes this trana

Chapter one articulates the context for the rebestuedies by providing an introduction

to the topic, a summary of key literature, and a@raiew of methodologic approach.

Chapter two describes this thesis’ primary reseamaect: a grounded theory study
based on in-depth interviews with family physicialescribing a spectrum of patterns of
care for community patients at end of life, and thiduences that have shaped those

particular patterns.

Chapter three describes a related study reportisgcandary analysis of survey data to
examine family physicians’ self-reported availapilito provide medical care to

community patients at end of life.

Chapter four then seeks to integrate the findinfjshese two studies, and suggests
elements of a program of research to further erplois topic.

1.2 The terminology of end of life care

Death is not an easy subject. Using indirect laggu(alternative terms, metaphors,
euphemisms) is a common strategy people use whalinglewith difficult subjects.
While indirect language may have an important $acike to play, it is not necessarily

helpful for clarifying meaning or deepening undansting.

In health care, we have our own indirect languamyedfscussing the care of the dying.

We provide palliative care, or hospice care, or ehdife care, or supportive care, or



terminal care to patients with life-threatening, lkifie-limiting, or progressive, or

advanced, or incurable illnesses.

In Canada, the most widely used terminology isligte care’. Derived from the Latin
palliare, meaning to cloak or cover, the phrase was coingde 1970s by Dr. Balfour
Mount, a Montreal urologist who wanted to find entehat worked well in both French
and English. Palliative care has since becoméntieenationally accepted idiom for care

focused on quality, rather than quantity, of life.

However, the phrase ‘palliative care’ shares sohtheweaknesses of indirect language.
It is a rich term, but not a precise one. Pallatcare is a polyseme; a word with
multiple, related, contextually-dependent meanin@se cannot be sure of a polyseme’s

intended meaning without understanding the contewthich the word is used.

The term ‘palliative care’ is commonly used withledst four different meanings. First,
it may refer to any care given in the absence oatote expectations. In this usage,
‘palliative care’ stands in contrast to ‘curativare’ (e.g. ‘palliative’ instead of ‘curative’
chemotherapy). Second, palliative care may be sgednymously with end of life care,
referring to any care given in the final stageitd.| Third, it may refer specifically to
care provided in a manner consistent with the jples of hospice palliative care,
emphasizing open communication, patient-centredsibecmaking and quality of life
Fourth, the term is used to refer specifically hose specialized healthcare providers

whose work is focused exclusively on this patiespydation.

The subject of this thesis is npalliative careper se The focus was not on the intent of
care given, as in the first and third definitionso@e, nor on care given early in the

trajectories of incurable illnesses, nor the rofespecialized providers of palliative

*

In this third usage of the term, the criteriothie philosophy of care rather than the timing.liRale
care, when used in this sense, need not be resttictthe end of life, and may be appropriate gtsaage
of a potentially life-limiting illness, includingmultaneously with curative-intent interventions.
Conversely, not all care at end of life is necdabspalliative care (by this third definition). €atments
administered even on the last day of life are tptille’ only when offered in a manner consistentwihe
philosophy and principles of palliative care.



medicine. The goal of this thesis project was $ymp explore how family physicians
organize care for one segment of their patient [@bjoumn: community patients
approaching end of life. For this reason, thisihevill use the term ‘end of life care’
where possible and appropriate. Where the phiaaléative care’ appears, it is used

advisedly and is not assumed to be synonymousesidhof life care.

1.3 Family physicians and community-based end of life
care

1.3.1 The need for community-based end of life care

With our aging population comes an increasing nurobeeaths. Population projections
from Statistics Canada forecast a steadily grovangual number of deaths for the next
forty years, with a plateau being reached after0285a number approximately double

our current annual rate

The need for community-based services is compounaedhe trend toward de-
institutionalization of end of life care. In Camadthe proportion of deaths which
occurred in hospital rose steadily throughout madsthe 20th century, peaking in the
mid-1990s at 80.5% The trend has since reversed sharply, and b¢ 8@ proportion

of hospital deaths in Canada fell to 60%6%ealth system planners continue seeking to
increase the proportion of deaths which occur & ¢community both because home-
based care at end of life is less costly than haispased café, and because most

patients tell us that home is their preferred liocafor end of life car,
1.3.2 Family physician provision of community-based end of life care

In Canada, family physiciafﬁsare responsible for the primary medical care ef vhst
majority patients in the communify Even (perhaps especially) for patients dealiith w

complex ilinesses requiring hospitalizations anelcggist visits, such as congestive heart

f Throughout the thesis, ‘family physician’ will sesfboth to general practitioners and certificarftthe
College of Family Physicians of Canada.



failure or cancer, family physicians remain centoatheir care and provide the bulk of

medical servicdd!

Family physician participation in community-baseud ef life care is consistent with the
principles and philosophy of family medicii@®. Family physicians frequently describe
their participation in community-based end of ldare as important, valuable, and
professionally rewardirf§®>. More importantly, patients want their family pgians to
be involved in their end of life c&®*. Family physician participation in community
end of life care also impacts patient outcomesmilyaphysician engagement reduces
emergency room usatfe reduces transitions between care setfihgand greatly
increases the likelihood of achieving a home d#&th For all of these reasons,
provincial and national policy leaders have embda®ision of community-based end of
life care which is built upon a foundation of fayngihysician provisioft *2

But family physician participation in community-lemsend of life care is not universal.
In the 2010 National Physician Survey, only 45.7%family physician respondents
reported providing palliative medicine to their ipats®. The proportion of family
physicians who report participating in palliativare varies in other surveys. In Quebec
City, Canada 62% and in Sydney, Australia 75% ofilia physicians describe providing

at least some palliative c&fé>

Interpretation and comparison of these figures aslendifficult, however, by at least two
important factors. First, these surveys do notirdisish family physician respondents
who practice solely in specific areas (such astspwoiedicine or emergency medicine)
where they are unlikely to have primary respongibibr the care of community patients
at end of life. Second, we do not know precisehatieither the surveyors or respondents
intended with the use of the term palliative cafes used in the surveys, did ‘palliative
care’ simply mean providing medical care to peoplth incurable illnesses? Did it
imply the provision of house calls? Was intentcafe important? It is likely that the
term would be interpreted variously by respondemizking it difficult to know exactly

what care they were or were not claiming to provide



Regardless of some of the difficulties in interptiin, results from these surveys clearly
suggest that engagement in the provision of mediaad for community patients at end
of life varies among family physicians. The obsgion begs the questions: how does
care of this patient population vary among famitygicians, and why?

1.4 Research aim

The goal of this thesis was to explore the vanmstithat exist among family physicians in
the way that they organize provision of care formownity-dwelling patients
approaching the end of life. In Canada, family pbians are independent professionals
with wide latitude to arrange their practices asytlsee fit to provide care for their
patients. Each family physician has habits, sfiiate processes and procedures which
they use to arrange their activities. These omyagi strategies may be formal or
informal, malleable or inflexible, but together yheonstitute thepattern by which that
family physician provides care to his or her pasgen

The phrase ‘physician patterns of care’ has beed uariously in the research literature.
Sometimes it refers to a physician’s proclivityniake a particular therapeutic choice in a
specific clinical situatioff*”. Alternatively, it has been used to describe dbkective
behaviour of groups of physicidfi§®> Neither of these represent the meaning with
which the phrase is used in this thesis. In thésis, the phraspatterns of care'refers

to the manner in which individual family physiciamganize the activities by which they

care for his or her practice population.

Variations among family physicians in how they onga the care of community patients
at end of life (i.e. variations in their patterrfscare) may have implications for access to
care, quality of care, care costs or patients’ g@gpee of the health care system.
Understanding the nature of these variations iditbestep to determining their potential

significance. This thesis’ research question wdmt shapes family physicians’ patterns

of care for community patients at end of life?



1.5 Methodologic approach

1.5.1 Premises embedded in the research question

The starting point for this enquiry was the prentisat family physicians’ patterns of
care must be understood at both the individualllewel the system level. Family
physicians are independent professionals with Watide in how they provide care for
their patients. Each family physician makes hiher own individual decisions about
who their patients are, and when, where and hoprawide care for these patients. To
understand variations in patterns of care, we rieezkplore differences at the level of
individual family physicians. Stange et al, inittexonomy of family medicine enquiry,

would call this the ‘inner, individual’ perspectife

However, family physicians do not operate in isolatfrom the broader health care
system. The scope, timing, and quality of carevided by family physicians are likely

to have implications for other components of thalttecare system. Family physicians’
patterns of care for community patients at endfefdre also important to the system —
what Stange et al would call the ‘outer, collectiVe A rich understanding thus seeks to

incorporate both individual and system-level pectipes.

A second premise embedded in the methodologic approsed in this thesis is the belief
that an open, exploratory posture is required. r& lesome literature on this topic, but it
is not sufficiently developed to provide adequatetext for narrowly-focused research
guestions. The current need is for research degigmgenerate hypotheses and propose

theories in order to inform subsequent outcomentek studies.
1.5.2 Mixed methods

A mixed methods approach is well-suited to thissiieresearch question. By
thoughtfully utilizing distinct qualitative and guotitative lenses to explore a common
topic using separate data sources, mixed methadiest have the potential to bridge
Stange’s different ‘ways of knowing’. Insights gad through the qualitative lens may

shed new light on our interpretation of the quaiiie results, owvice versa In mixed



methods research, findings from one methodology ocwenfirm, extend, or contextualize
the findings from another. Mixed methods have pbéential to increase the depth of

understanding of results, and overcome some dftttigtions of each method alote?

The research question for this thesis (What shegmesy physicians’ patterns of care for
community patients at end of life?) was framed imanner intended to reflect both an
exploratory posture, and an openness to multipl¢hog®logies. A mixed method
approach was facilitated by access to an existatglshse containing family physicians’
responses to a survey which included items releteatite research question. A feasible
mixed methods design was thus possible based ocotleetion of new qualitative data

supplemented by secondary analysis of existingtifative (survey) data.

Under the broad umbrella of ‘mixed methods studiggeside a spectrum of
methodological combinations suited to a varietypofposes. According to Creswell
the assortment of mixed methodology can be categmriby four characteristics:
implementation sequence (the chronologic order imckv study components were
conducted), priority of methodologies (the relativeighting of findings from different
study components to the conclusions of the studg a$ole), level of integration (the
stage of design or interpretation at which the methogies are brought together), and

theoretical perspective (referring to the undedyassumptions of the researcher).

According to Creswell’'s taxonomy, this thesis ddms a mixed methods study with
simultaneous implementation, qualitative-dominanorgy, integration at the level of

interpretation, and a constructivist theoreticakpective.
Simultaneous Implementation

A simultaneous implementation mixed methods stgdgrie in which both components
are undertaken concurrently. Neither part of thelysis dependent on progress in the

other and both halves proceed in parallel.



Qualitative-Dominant

Mixed methods studies may be designed with onegrgirand one secondary method, or
with both halves considered to be of equal impaganOf the two portions of this thesis,
the qualitative study (grounded theory based ordepth interviews with family
physicians) was considered primary. It was exgketbat the qualitative study would
provide the greatest insights into the researchstgue The quantitative study
(secondary analysis of family physician survey Hatas expected to offer separate
insights into the same topic, less rich in scopmugim still important to the project as a

whole.
Integration at the Level of Interpretation

While both of the studies which comprise this themidress the same research aim, the
two were treated as separate studies with respébeir specific research questions, data
collection and data analysis. Integration of ihssgfrom the two studies occurred
primarily at the stage of interpretation, only aftata collection and analysis for each
study had been completed. One noteworthy adjudtmvas made to the quantitative
study on the basis of preliminary qualitative fimgs. This is discussed in the thesis’

fourth chapter.

Constructivist Theoretical Perspective

The constructivist theoretical perspecfi\mfnphasizes that an understanding of people’s
interactions with the world is not achieved by disering facts, but by articulating shared
insights. Each person perceives the world an@vents through the lens of their own
age, gender, beliefs, cultural touchstones, anédlivexperiences. The research
participants and the researcher (who comes wittohiser own lens) interact with one
another using shared symbols in the form of languagmbolic interactionism) The

result is the development (or construction) of aretl understanding. Knowledge

: The content of this paragraph draws upon mulsiplerces including Charm#zCorbin & Strauss,
Miller & Crabtre€®, and Richards & Morsé



generation, from a constructivist perspective,as an matter of simple discovery; it is a

process of co-creation.

“...concepts and theories acenstructedby researchers out of stories that are
constructed by research participants who are trigngxplain and make sense out
of their experiences and/or lives, both to the aes®er and themselves. Out of
these multiple constructions, analysts construcinetbing that they call
knowledge.” (Corbin & Strausdy page 10)

1.5.3 Grounded theory and the literature review

The specific methodology adopted for the qualigtigortion of this thesis was
constructivist grounded thedfy The details of this method, and the rationaleif®
selection, are outlined in the next chapter. Oh#he principles of classical grounded
theory as first described by Glaser and Str¥uss that the literature review should be
conducted only aftecompletion of the analysis. Glaser and StraukdHat achieving
novel insights would be less likely if the analysre unduly influenced by other authors’
work. Modern grounded theorists recognize the evaiufamiliarity with the literature at
the outset of a grounded theory study, and so thecpption against the pre-project
literature review is not as strong as it once wakwever for this thesis we chose to
follow the classical approach to this aspect of thethodology; the formal literature
review was conducted after the completion of theugded theory analysis. The
description of the literature review and its reswdte found in the discussion section of

the qualitative chapter of the thesis.
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Chapter 2

2  What shapes family physicians’ patterns of care for
community patients at end of life? A grounded theory
study.

2.1 Introduction

2.1.1 Background

Developing systems of services to provide adeqcate for rapidly growing numbers of
people requiring end of life care in the commumstyne of the major challenges facing
Canadian health care systems. Between 1994 ar #@9proportion of total deaths in
Canada which occurred outside of hospital (i.eti@ community) nearly doubléd

Between 2010 and 2050, the total number of anneathd in Canada is projected to

increase by over 90%

While specialty palliative medicine services exist some cities, family physicians
continue to be the primary (and in many communitaly) resource for provision of
medical care for community-dwelling patients apptoag end of life. That family
physicians maintain a central role in this caredssistent with patient preferen¢ésthe
values of many family physiciah¥’ and the philosophy of family medicine as a
discipliné®*°. Family physician engagement is associated weithuced emergency room

utilization and more home deaths for communityees at end of lif€ 2>

Family physician provision of care for communitytipats at end of life is not

®28 |n the 2010 National Physician Survey, less thalfi of Canadian family

universa
physician respondents reported providing palliataes®. However, because the survey
did not define palliative care, it is likely thabet term would have been interpreted
variously by respondents, making it difficult tderpret the results. The term ‘palliative
care’ is used in at least four distinct ways. #ymefer to interventions given with non-
curative intent (e.g. ‘palliative’ in contrast tourative’ chemotherapy), care in the final
phase of life (i.e. synonymous with end of life ejarcare which is provided with the

intent of the principles of hospice palliative céaeany stage of a potentially life-limiting
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illness, possibly including simultaneously with fative intent’ interventions), or care
provided by specialized providers whose focus @westvely on this patient population.

A binary survey question is likely to oversimpléypotentially complex phenomenon.

Demographic and health service utilization trenaipleasize the need to understand how
family physicians provide care to their communisgtipnts approaching end of life, but
insights provided by much of the existing literatware limited by varying uses of the
term ‘palliative care’, and a failure to account fine potential complexity of the
phenomenon. That some family physicians reportignog palliative care while others
do not may reflect varying interpretations of theem, but it may also suggest the
existence of more than one pattern of providing tfog care of community patients
approaching the end of life. What is requiredrefme, is an exploratory approach to
understanding the spectrum of family physiciansegaractices for community-dwelling

patients approaching end of life.
2.1.2 Research questions

The aim of the current study was to explore théedéhces in family physicians’ patterns
of care for community patients at end of life, dralv these differences come to be for

individual family physicians. The research questiovere:

1. How do patterns of care for community patiesttend of life differ among family

physicians?
2. What shapes the development of these diffes&hce
2.1.3 Selection of methodology

Each of the research questions could, in princifle, approached from either a
guantitative or qualitative perspective. A quaatite approach could be used to measure
the magnitude of differences in patterns of carethe relative influence of various
factors which affect the development of these diifiees. However, such quantitative
approaches require an priori understanding of what differences should be meassur

and the extant literature does not provide thigll@f guidance. The need, therefore,
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was for open-ended, exploratory research for wlachualitative approach was best
suited. The topic of study is at a stage whichuireg qualitative theory-building, not
guantitative hypothesis-testing.

The goal of the first research question (how doepas of care differ?) was to understand
the nature, not the degree, of differences in patef care. The goal of the second
research question (what shapes these differenves®)to explore the principles and
processes which lie behind the differences destribethe first. Grounded theory,
originally articulated by Glaser and Straiisss a methodology designed to explicate the
processes which underlie social phenomena. Thehadelogy emphasizes that
development of the researcher’s ideas must, atyesteage from sampling through to
theory-building, be directly derived from (i.e. @mded’ in) the study’s data, which are
most often collected in the form of in-depth infews. Grounded theory methodology is
sensitive to both the structure of relationshipsoagnrelevant concepts articulated by
research participants, and the process of how andtiings change over time. Other
gualitative techniques are designed to addressr difpes of questions, such as the
perceived meaning or lived experience of a pauwiculncident or condition
(phenomenology), or the values and behaviours afigs within society (ethnography).
Of the major qualitative methodologies, groundeebtly was best suited to the goals of

the current project.

Grounded theory methodology has been used extéynsind evolved substantially since
Glaser and Strauss’ original description. Fordheent study, the researchers adopted a
constructivist grounded theory approach as destrilyeCharma?. The constructivist
approach arose from a post-positivist paradigm ackhowledges that the knowledge
generated by grounded theory research is not tiseodery’ of independent, objective
truth. Rather, grounded theory researchers, tegathth their research participants,
actively constructthe findings through the research process. Gredrideory research

results inevitably bear the fingerprints of thesi@ghers.

In order to simultaneously make explicit and mimaenithis inevitable tendency for

researchers to insert themselves into their reBefinclings, constructivist grounded
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theory emphasizes two practices: grounding anéxeity. Grounding is the practice of

returning continually to the data at every stagéhefresearch process (‘sticking close to
the data’), to ensure that new ideas, insights, @tdntial connections exist in the data,
and not merely in the researcher's mind. Reflaéxivs the researcher’'s practice of
constant reflection on, and writing about, how driher own ideas, beliefs, assumptions
and values may shape their perception and intejwat of the data. A statement of

reflexivity appears in the discussion section o fraper.

2.2 Methods

2.2.1 Design

The present study employed the qualitative mettagdolof constructivist grounded
theory®, using in-depth interviews with practicing famiphysicians as the primary

source.
2.2.2 Sampling and recruitment

The study was approved by Western University’s the@tiences Research Ethics Board
(Appendix A). Potential participants were familjhysicians in active practice in
southwestern Ontario, regardless of their pattefnsare for community patients at end
of life. Potential participants were identifiedrabigh the personal networks of the
investigators, recruited via letters and telephoalés and invited to participate in an in-
depth interview at a location of the participantisoosing. Recruitment information
included a full description of the study. All paipants provided written, informed
consent. Sampling was purposeful, initially by maxm variation (e.g. seeking family
physicians at different career stages, rural visany. Ongoing recruitment was guided
by theoretical sampling, which is the grounded thigwactice of focusing on the sample
of ideas rather than people. The goal of theaksampling is to incorporate the full
range of ideas relevant to the topic, not to gdreearepresentative cross-section of
participants. Sampling and data collection contthuatil the point of saturation at which

new participants provided no new additional consepkevant to the central theme.
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2.2.3 Data collection

Data collection occurred between January and Sdyer2011. In-depth interviews

lasting between 45 and 65 minutes were conductdde®ich participant by the principal

investigator. Each interview was conducted acogydb a semi-structured interview
guide focused on two topics: a) a descriptionhaf participants’ patterns of care for
community patients at end of life and b) an expgloraof how those particular patterns
came to be. Participants were also asked to destiie general context of their current
practice (location, duration, size, etc.). An exsengd the semi-structured interview guide
is provided in Appendix B. Probes and clarifyingegtions were used frequently to
confirm, extend, and deepen participants’ respongesccordance with the principles of
theoretical sampling, the semi-structured interviguide and the contents of each
interview evolved over the course of the projeEteld notes, describing reflexivity and

other contextual elements not captured on the avelbording, were made by the
researcher immediately following each interviewudfotapes were transcribed verbatim,
checked for accuracy by the investigator who cotetl¢he interview, and personal

identifiers removed prior to analysis.
2.2.4 Analysis

Analysis of transcripts was supplemented by refezdn field notes and proceeded in an
iterative, step-wise fashion according to constamhparative method%*® as emerging
concepts were continually checked against the dfatiae interviews. NVivo softwaré
facilitated management of the analysis processitialinline-by-line coding of each
transcript, intended to capture the full ranged®as expressed by each participant, was
conducted independently by two investigators (thedidate and one thesis supervisor).
Initial codes from each investigator were compaed merged prior to focused coding,
in which initial codes were sifted and sorted tentify concepts which were common
and relevant to the research questions. Axialrmpdivhich concentrated on elaborating
the relationships among categories, followed foduseding. Overlap of coding steps

occurred naturally as analysis was undertaken cograly with ongoing data collection.
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Joint coding sessions, in which both investigatdiscussed emerging concepts, were

interspersed with periods of individual analysis.

Memoing and diagramming were used by the principakstigator throughout the

analysis process to summarize ideas, identify ioglghips between concepts, and
describe the properties and dimensions of emetbieiges. Rigour was strengthened by
use of techniques such as questioning, seekingdfative case, and focusing on words
denoting relationship or temporality. The involham of two analysts of separate
disciplinary perspectives (one family physiciang @pidemiologist) at each stage of the
analysis also fostered thorough analysis. Cratlitof the findings was strengthened by
confirming interpretations of the participants’tstaents with them through the course of
the interview, keeping and frequently referringade data and written memos, and using
the participants’ language in the analysis wherssiibe. Reflexivity was fostered

throughout the analysis process by ‘journalingtha form of field notes and memos, and

discussions with the co-investigator during joiatimg sessions.

The findings of a well-conducted grounded theondgtgo beyond a summarization of
the themes articulated by participants. Groundiedry requires not just categories, but
concepts which are then put into a framework dbsagithe relationships among them.
The end product of a project utilizing groundedottyemethodology is a grounded
theory; a description of key concepts and the iciahips among them. Good grounded
theory findings are marked by credibility, origiitg] resonance and usefuln&ss The
goal of the analysis process for the current stwdg thus to summarize the research

findings in such a theory, each element of whick vigorously grounded in the data.
2.3 Findings

2.3.1 Sample

A total of nine family physicians (five male andufofemale) in southwestern Ontario
were interviewed. Participants came from bothalr@nd urban settings, reflected a
variety of career stages, and included full-timadmmnic family physicians, part-time
clinical faculty, and community family physicianstivno university appointment. All
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participants described caring for community (i.en+institutionalized) patients at end of

life.
2.3.2 Different patterns of care

Participants consistently described their caredmmmunity patients at end of life in
terms of activities that they carried out for thegose of providing this care. Patterns of
care manifested as patterns of activities, andetlpadterns varied among participants.
The differences among patterns of activities dbesdiby participants fell into three
dimensions: location, timing and purpose (Figur®).2Location of activities referred to
physicians’ availability to meet patients’ needdifierent physical locationsTiming of
activities referred to when during the week physisi made themselves available to
perform care activities. Purpose of activities referred to the way in which family
physicians intended their actions to address patieeeds. Each of these dimensions is

characterized in detail below.

Location of Activities

Timing of Activities Purpose of Activities

Figure 2-1: Dimensions of family physicians’ pattens of activity for community patients at end of
life.

The depiction of the three dimensions in this fastdoes not imply that they are quantifiable oedin It
is intended to offer a visual illustration of howadlability can span from lesser to greater foites in
each dimension.



22

Location of activities

Participants varied with respect to the range gfsgal locations where they engaged in
activities to care for patients at end of life. | Adarticipants provided office-based
palliative care for ambulatory patients, exceptdae participant who did not have any
office-based practice. Only some participants &doe patients in hospital or long-term
care settings. All participants in the sample pted house calls for community patients
at end of life, but they also described a cohoffadaiily physician colleagues who did not

offer this option.
Timing of activities

Participants varied regarding the timing of thentiaties to meet the needs of
community patients at end of life. Open accessedalng (same-day booking),
designating weekly protected timeslots (e.g. Wedagsafternoons for house calls), or
adding visits on to the end of the work day wenas®f the strategies used to create time
to respond to needs of community patients at entifaf After-hours activities also
varied widely, ranging from no after-hours physicavailability to 24/7 personal on-call

coverage.
Purpose of activities

All participants expressed a similar motivatiorhidp their community patients at end of
life. As succinctly expressed by one participétitt could be of any help | would do it.”
However, physicians varied in their perceptionstlté scope of their ability and/or
responsibility to further this goal, and the med#yswhich their actions could do so.
Accordingly, participants attributed differemiurposesto their activities. Some
emphasized direct care provision (e.g. undertakiaditional tasks traditionally in the
nursing domain, such as mouth and eye care), wiiihers perceived themselves
primarily in a facilitative role. One participadéscribed his role this way: “They [home
care] put in a plan of action for everything, arjthe family physician] sign it.” Different
participants identified a variety of specific go&ds their own activities which were not
necessarily shared by others (e.g. spiritual careltidisciplinary team coordination,
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facilitating completion of advance care planninguaiments). Thus while the overarching
goal was the same for all (help my patients), pigdints described a spectrum of

purposedor their individual activities.

In each of these three dimensions (timing, locatparpose), participants described their
normal extent of activitiesThe normal extent of activities was the rangaadifvities in
each dimension which they would provide for modigrdas at end of life under usual
circumstances: more or fewer locations of careatgreor lesser flexibility in timing of
care, broader or narrower conceptions of their psgp For each participant, the
combination of the normal extent of their acti\gtisn each of these three dimensions
together constituted their usual pattern of agésifor community patients at end of life.
In other words, each participant’s unique pattdraativities for community patients at
end of life could be characterized by their norewent of activities in each of the three
dimensions (Figure 2-2). A visual illustration eéch participant’s unique pattern of

activities is presented in Appendix C.

Participant E

Participant D

2 73 2" 73,

Figure 2-2: Family physicians’ patterns of activites for community patients at end of life.

The normal extent of each family physician’s atitdg in each of three dimensions (1. locationirginig,
3. purpose) is illustrated by the distance fromadbtre along the relevant axis. The dimensionsare
quantifiable, but are presented for conceptual gsgp only. Taken together, the normal extents of
activities in each of the three dimensions repreaqrattern of activities unique to each family gibian.
Patterns of activities for two participant famillrysicians are presented.

Participant D: Locations of activities: moderate-high range (fihouse calls, hospital); Timing of
activities: moderate-high availability (dedicatealfrdays, group 24/7 on-call coverage); Purposes of
activities: moderate range of purposes (expregeats and roles beyond basic symptom management)

Participant E:Locations of activities: low range (office, rareuse calls); Timing of activities: low
availability (rare ‘fit-in’ house calls, no on-calbverage); Purposes of activities: moderate rafge
purposes (expressed goals and roles beyond basm@yn management)
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Participants did not describe links between theerst of their activities in different

dimensions. Participants seemed to consider ttenexf activities of each dimension
independently. For example, participants who medi care in a greater number of
locations did not necessarily describe more deelittine, or a broader conception of the

purposes of their activities.
2.3.3 How different patterns of care are shaped

Participants’ insights into what shaped their indiinal patterns of activities are illustrated
in Figure 2-3, and described in detail below. eéflecting upon what shaped their own
patterns of activities for community patients adeof life, the overarching process
participants described could be summarizethaking it fit Fit described both state of
alignment(“Doing palliative care is a real fit for me.”) draprocessby which space is
made for these activities (“It fits in with everytly else that happens.”). Participants’
patterns of activities in the care of communityigras at end of life needed to fit, and
were made to fit, each participant’s unique circtanses.

Participants described three key aspects of thisrasehing process. First, they
emphasized theontextsin which their activities must fit. Second, thégscribed how
influencesarising from these contexts shaped their actwiti€hird, they articulated how
they responded to these influenceswmighing the impacdf potential changes in their
patterns of activities.
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Figure 2-3: Making it fit.

Family physicians’ patterns of activities for commity patients at end of life are again symbolizgdb
triangle, in this case representing a hypothepbgsician’s normal extent of activities in each dimaion
(location, timing, purpose). This pattern of aitids (triangle) exists in dynamic interaction witie
physician and healthcaoentextgdiscussed further below — represented here bslapging squares).
Physician’s practice activities are a subset ofiltbese contexts. The physician’s pattern of @iss
(triangle) is subject tmmfluencegdiscussed further below — represented here bgridywointing arrows)
arising from the physician and healthcare contdsjs also a product of choices made by physgcigimo
weigh the impacof potential changes to their patterns of actgtjoutward-pointing arrows). The
overarching theme afaking it fitconnotes both the interactive process of estahtigbatterns of
activities, and the adequacy with which these pagtenable the physician to meet the multiple deinarf
the physician and healthcare contexts.

2.3.3.1 Contexts in which activities occur

For every participant, care for community patieattend of life was a subset of activities
within their overall practice activities. Partiaipts’ practice activities were, in turn, a
subset of the larggahysician contexhich included their lives outside of medicinedan
the healthcare contextwhich included the practice as a whole and thadtheare system
at large. Thehysicians’ practice activitiesonstituted the realm of overlap between the
physician and healthcare contexts. Each of theetkliimensions of patterns of activity
for care for community patients at end of life @dgon, timing and purpose) must fit

within these overlapping contexts.
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Physician Context

Participants described their patterns of activit@scommunity patients at end of life in
relation to their uniqu@hysician context The physician context included both practice
activities and those in life outside of medicin®ne participant illustrated the effect of
other practice activities this way: “When | firdsaded, and | literally had zero patients, |
had all kinds of time and probably did more visits home than | do now.” The
contextual importance of life outside of medicineaswdemonstrated by another
participant: “I wanted as much as | could to kindlimit my after-hours work and

exposure... | hate to say the word ‘lifestyle’, hig true.”

Participants also identified a range of other peasconditions which formed part of the
physician context, including:
* Personality
o ‘It fits my personality.”
* Values & Beliefs
o0 “l guess | would certainly put a part of my owntlfainto it too. | just sort
of feel that I'm called to help.”
* Family circumstances
0 “My husband’s understanding... I'm lucky that way.”
» Personal experiences
o0 “It's a combination of my experience in life andagphysician... [A] few

of my family members went through that.”

Patterns of activity to care for community patieatsend of life thus had to fit both with
the physicians’ other activities (both practiceiaties and in life outside of medicine),
and their unique set of personal conditions (peabin values & beliefs, family

circumstances, personal experiences).
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Healthcare Context

In addition to the physician context, participanpgitterns of activities for community
patients at end of life were simultaneously parthef healthcare contextThis context
includes the primary care practice and the heakhsgstem as a whole. Physicians’
practice activities, described above under the iglays context, were equally part of the
healthcare context and constituted the domain arlap between the two contexts
(Figure 2-3).

Participants described four key features of thdtheare context:
» Patients and their needs

o “Even if everything could have been done over thene, that actual face
to face visit with the patient or the family meaaslot... You can'’t
substitute that.”

» Professional expectations

o ‘I have to care for them. That's the whole reasdty I'm a doctor. To

me, it's just the spirit of family medicine.”
» Practice resources

0 “In the [Family Health Team] model that we have noWwcan provide
better service because | have a collaborative tehhave all the services
| need.”

0 “Sothe way | instruct my front desk staff, theywaknow by now whom
they would fit in right away, whom they would intept me during the
visit to talk to, or whom they would take a messtagen for me to answer
later.”

e System design & resources

o0 “The community nurses have become my eyes and sai®, speak, and
that has really made it easier.”

o “If it's an imminent death, then they [the homeecaystem] are very good
at responding...but when it's two or three months. sthare the people
that tend to, I think, get shafted a bit.”



28

Family physicians’ patterns of activity for commiynpatients at end of life had to fit,

and were made to fit, with all these aspects ohéedthcare context.
2.3.3.2 Influences governing the extent of activities

In order to understand the pattern of tides atstreside, one must recognize the context
(the lunar cycle), but also understand the natéitbeoinfluence (gravity) exerted by that
context upon the phenomenon of interest (tidalegpasf). In reflecting on what shaped
their patterns of care for community patients at eflife, participant family physicians
describednfluenceswhich arose from the physician and healthcareexdst Influences
were how the physician and healthcare contextteffiethe participants. Influences
were the forces exerted by the contexts, and aegatessures on participants to either
extend or to restrict the scope of their activiies community patients at end of life.
Growth influencegavoured an increase in one or more dimensiorsu activities (e.g.
by expanding to new locations of care, providingliadnal hours of coverage, or
addressing a broader range of needs) whitemizing influencebad the opposite effect.

Growth Influences

The primary growth influence was the perceived segfdcommunity patients at end of
life and their families. When asked how he cameadopt his particular pattern of
practice, one participant responded simply, “Beeatlee need was there.” Another
participant identified how patient needs shapeddeaeision to provide in-hospital care:
“In hospital situations, | really feel the palliati care patients need to be under a certain
type of physician — [either] their family physician a palliative care physician who visits

often. Otherwise they do get lost in the shuffle.”

Other growth influences arose from the healthcamtext. One participant described
how training in palliative care influenced his #lgito provide this service to his patients:
“l took some time to get additional [palliative e@itraining experience; therefore I'm a
bit more comfortable with it.” Practice structusan be another growth influence. One
participant reflected on how her role as a preaepdo family medicine residents



29

influenced her patterns of activities: “It is imsnt that these residents learn that

experience [house calls for community patientsndt & life] and have a role model.”

In addition to such growth influences from the Mieedre context, further growth
influences developed from the physician contexdrtiBipants identified personal beliefs
(“My religious beliefs would be a driving force a®ll.”) and sense of reward (“I enjoy

it. That why | do more of it.”) as important growitifluences.
Minimizing Influences

Minimizing influences were those which favouredtrieson of physicians’ activities in
any of the three dimensions. These operated samedusly with growth influences and

were similarly derived from both the healthcareteahand the physician context.

The healthcare context was the source of importanimizing influences identified by
participants:
» Other practice demands
o ‘I can't think of a way to still be able to takereaof people in their homes
and do everything else as a rural family doc. Sbingts got to give.”
» System issues
o “I know that [specialist palliative care physiciagrogram evolved
because family docs weren’t doing it. So somebodg b do it and
therefore they developed a system to do it, but tsvexcluding the

[family] docs who do want to do it.”

Minimizing influences also arose from the physictamtext:
* Family obligations
o0 “Sometimes | feel guilty when | take that time adndion’t come home to
be with my family for supper.”
» Discomfort with palliative care
o “Everyone has their weak points that they just rawe comfortable with.
And | think for a lot [of family doctors], palliate is not terribly

comfortable.”
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Direction of Influences Not Always Predictable

For some influences, the direction of effect (gtovar minimizing) was subject to
contextual factors unique to the individual phyasigiand thus not easily predictable. For
example, changes introduced by the provincial Mipisef Health in remuneration for
primary care activities (including community patiiee care) were perceived by some
participants as a growth influence, and by otheysaaminimizing influence. One
participant described the impact of the remunenativanges this way: “Now we can bill
mileage. You get gas money for doing house calts a huge incentive.” Another
participant, in describing the same Ministry of Heagreement, came to the opposite
conclusion: “Now with the primary care bonuses #mfinancial rewards it pays better,

obviously, to be in the office.”
Fixed Limits

While most growth and minimizing influences weréenpreted as relative or negotiable,
some of these influences were non-negotiable anefféct, set fixed limits on the extent
of activity in one or more dimensions. These fiXedits arose from the healthcare
context and governed a physician’s patterns ofiéies by defining either a minimum or

maximum extent of activity.

One participant cited an example of a fixed minimextent of activity imposed by her
practice structure: “When 1 joined [this practicdjere was no discussion of ‘Do you
want to do this or not?’ It was ‘This is the wag wlo it.’ It was presumed if you're
joining us, you're going to have a pattern of piccthat fits our pattern of practice.”
Another participant cited an example of systemilengosition of a fixed maximum
extent of activity: “l actually had privileges [gity hospital] for palliative care and that
vanished. | tried to admit someone and they hast iy file’ - lost all knowledge of my
existence. So that ended my inpatient palliativie.t In theory, it may have been
possible for physicians to overcome some of thiesigsl but the changes required were
either drastic (such as physically moving to aetdéht practice) or almost completely
outside of the physicians’ control (such as amempdiospital policy).
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2.3.3.3 Weighing the impact

In response to growth and minimizing influencestipgants needed to establish choices
about the extent of each dimension (location, tgnipurpose) of their activities.
Participants described a processvaighing the impaaodf their patterns of activities. In
considering potential changes to their own pattefretivities, physicians accounted for
the potential burdens and benefits for their comitgyratients at end of life, themselves,

and other stakeholders (such as the other patrettigir practice).

Benefits & Burdens

From the participants’ perspective, activities fmymmunity patients at end of life
provided two main benefits: better care for theigmas, and personal satisfaction for
themselves as care providers.
* Better patient care
o0 “It's more seamless when you're seeing them at ham&o | think it is
better care.”
» Personal satisfaction

o0 “It's a challenge, but it's extremely rewarding.”

Participants also recognized the potential for ¢hastivities to create burdens for
themselves, their patients, and others in the playsiand healthcare contexts. All
participants identified the cost in time as the andjurden they experienced in order to
care for community patients at end of life: “Sigiat the bedside for 45 minutes might
not be the most efficient use of time... But | fitnéit when | rush through things, | don’t
feel as good about what I've done.” Participant aecognized that activities for

community patients at end of life also had the piié to create burdens for those very
patients themselves: “We try to make a point ofregethem regularly, but not impose too

much on them.”

Participants also considered the burdens on ottadelsolders in the physician and
healthcare contexts. One participant articulatesl hiurden of these activities on her

family this way: “The driving is a big hassle atidht drive equates with time, which is
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time away from my family.” In the healthcare coxitgarticipants considered the impact
on their staff and other patients: “If | had founaltaneously dying...that would be a big
time commitment...for the office demands, becaus#'sthaooking time off my day
sheets so | can make sure | go there.”

The Process of Weighing the Impact

Weighing the impacivas the process by which influences (growth orimizing) were
perceived, interpreted, evaluated, and translatedn¢t) into changes in patterns of
activities. Being closely tied to influences andntexts, the language used by the
participants echoed that used to describe theitegtsn and influences, but here
emphasized the physician’s agency in the proceAs. illustrated by the quotations
below,weighing the impactvas an active process of evaluating about theicapbns of
their patterns of activities in their individual @exts. Whilegrowth and minimizing
influenceshighlighted how the healthcare and physician cdstbave an effect on the
participants’ patterns of activityeighing the impactenotes the other half of the
equation: participants considered how their pasterhactivity affected their healthcare
and physician contexts.

Participantsveighed the impadif activities for their patients:
0 “One of the problems has come when we have patiés [a
distance]...l like to look after my patients righl the end, but when it
comes to what my wishes are versus the qualityacé they're going to

get, the quality of care has to win over.”

Participants weighed the impact of their activifiesthemselves and their families:
o “If it really did impact my family life...l would gie up that aspect of my
practice [care of community patients at end of life
o “l don't really want to take the time out of thefioé to suffer income to
do a one-hour house call, so then it gets moveell, What do | give up?
[Maybe] Saturday morning, the kids are still asf2€p at night when I'm

on call?”
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This process ofwveighing the impactvas highly individual and tuned to contextual
considerations. This process was informal, buecéfe. No participants described any
type of structured analysis, but all articulatedch and nuanced sense of the balance
between the burdens and benefits within their oamtexts. The outcome of the process
of weighing the impact was not simply a decisiogareling the extent of one or more
dimensions of activities, but a sense of findetween physicians’ patterns of activities

and their contexts.
2.3.3.4  Overarching process: making it fit

In summary, the overarching process which shapeipants’ patterns of activities for
community patients at end of life can be summarasahaking it fit Fit described both
a state of alignment and a process by which pattefnactivities are worked out in
context. Each participant’s unique pattern of \aiéis could be understood as the
combination of their normal extent of activities @ach of three dimensions (location,
timing and purpose of activities). These actigitreeeded to fit in the contexts of which
they were a part: the physician’s practice actegitas a subset of both the physician and
healthcare contexts. From each of these contextseainfluences which affected,
directly or indirectly, one or more dimensions @irficipants’ patterns of activities. Fit
was, in this sense, something to be found — a rpatteat suited the contexts. But
participants described not orfinding a fit, butmakinga fit: they weighed the impact of
different patterns of activities and made choidest taccounted for the benefits and
burdens to themselves, their patients and othetelstdders in the physician and
healthcare contexts. The overarching themenaking it fit thus connotes both the
interactive process of establishing patterns oividiets, and the adequacy with which
these patterns enable the physician to meet thépheudemands of the physician and

healthcare contexts.
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2.4 Discussion

2.4.1 Statement of Reflexivity

As discussed earlier, the research findings froouigded theory methodology are, in
fact, ‘research constructions’ actively co-creabgdhe participants and researchers. For
this reason, the researcher’s statement of reftgxprovides important context for the

interpretation of the findings.

As a family physician with a focused practiced adliptive care (including community

palliative care), | did not approach this topicaaslisinterested outsider. | hold beliefs
about the responsibilities of a family physiciarddhe role that they should play in the
care of their community patients at end of lifeattthey should actively participate in this
care, including making house calls when necessaglypaovision for after-hours access
to physician coverage. Although | consciously wrdo maintain a neutral stance
throughout the interview and data analysis procgsses possible that my point of view

affected, consciously or unconsciously, both whatipipants chose to say and how |
interpreted their statements. Similarly, it maytbat my pre-existing relationships with
some of the research participants affected the sramnwhich | pursued (or failed to

pursue) potentially challenging questions, or thenner in which they answered such

guestions.

As an interviewer who shared a professional baakgtowith my participants, | may
have more readily grasped the meaning and nuantesrne of the participants’
statements. However, | may also have been moedylio make assumptions, possibly
incorrectly, about these meanings. Similarly, martigipants may have made
assumptions about shared knowledge or perspectaed, thus not considered it

necessary to articulate some relevant ideas.

The second investigator, who conducted no intersibut participated in the analysis, is
an epidemiologist without direct experience in camity based end of life care. Her
alternative perspective may have helped to mitigla¢ebiases | brought to the analysis

process.
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2.4.2 Key findings

The goals of the current study were to identify hfamily physicians differ in their
patterns of care for community patients at endifef land describe what shapes the
development of these differences. All participgmtsvided care to community patients
at end of life, and none considered this domaigawé to be optional to their practices.
However, the participants varied substantially heit availability to provide care
activities in different locations, and at differd@imhes. Participants also held a diversity

of views on the specific purposes of their actgsti

This mixture of care activities among participamplies that there is no clear ‘standard
of care’ for family physicians with respect to tipeovision of care for community
patients at end of life. While all participantdcheome general goals in common, such as
‘help my patients’ or ‘support the family’, the lifences arose in the details: exactly
where, when, and how the participants sought teesehthese ends. There is no well-
defined list of responsibilities and activities whiconstitutes a standard expectation of
family physicians in this domain. In the absenéeclear and specific expectations,
participants as a group perceived themselves tsegssa great deal of discretion
regarding their activities for community patientsemd of life. Diversity is thus the

norm.

The absence of specific expectations is an enallomglition for this diversity, but it is
not the cause. The roots of diversity in familysgicians patterns of care for community
patients at end of life are to be found in the ewtg in which family physicians
undertake these activities. Participants describedkey contexts, the physician context
and the healthcare context, which overlap in thgsjgian’s practice activities (of which
activities to care for community patients at endif&f are a subset). Each physician’s
unique contexts lead to distinct patterns of atiisifor community patients at end of life
through two related dynamicefluences(where elements within the contexts induce
physicians to either extend or restrict their atég for community patients at end of life)
and weighing the impacfwhere family physicians balance the anticipateddfits and

burdens of potential changes in their patterns dfiviies). The net process,
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characterized above asaking it fit is one with both pro-active and re-active feature
Family physicians choose patterns of activitiegstanbasis of both principle (what is best
for my community patients at end of life), and fedsy (what is possible in light of the
requirements of other stakeholders in my contexts).

2.4.3 Relationship of findings to the published literature

While a general knowledge of the relevant literatisrnecessary at the outset of a project
using grounded theory methodology, the traditiammadvention among grounded theorists
is to delay the full literature review until afténe analysi§. The rationale for this
practice is twofold. First, it is intended to nmmize the risk of interpreting data through
pre-formed lenses imported into the analysis. B&cbecause the concepts which arise
from the analysis cannot necessarily be predidtesidifficult to know in advance which

bodies of literature will be most salient to thediings.

In accordance with this convention, the full liten& review for the current project was
conducted after completion of the analysis. Thedifigs of the study suggested
connections to three related, but separate, bafiémowledge. The first literature of
interest was that addressiagd of life care by family physiciangith particular attention
to issues of coordination with other care provideSecond, this study’s finding that
family physicians varied in the timing, locationdapurposes of their activities raised
issues addressed in literature regardaognprehensiveness of family physician care
Third, the participants’ descriptions of the im@aorte of the physician context suggested
that related insights could be gleaned from litm@taddressingamily physician work-
life balance Literature reviews for each of these three t@gas were conducted; the
search strategies are summarized in Appendix Ds Jdcttion reviews the most pertinent

publications in each topic area and their relevdadle current study’s findings.
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2.4.3.1 End of life care by family physicians and their coordination
with other care providers

What the Literature Shows

Family physicians vary greatly in the number ofttiean their practice each y&ar® It
is perhaps not surprising that some FPs describflealges with issues ranging from
identifying patients at risk of dyifg®® to having conversations about end of life

8§39 symptom manageméfit® psychosocial caf@ certification of deattf and

choice
care for the bereavétl These challenges may be due to knowledge defiitk of

experience or structural, system-level obst4tf8s

Family physicians routinely collaborate with othgroviders (nurses, physicians and
other allied health care providers) in the careahmunity patients at end of [Ffe>®
Family physicians’ likelihood of referring to collarating professionals for their
palliative care patients is influenced by multifesck judgments about the timeliness,
effectiveness, and collegiality of potential comants’. Coordination of primary care
with specialty care is not well-studied, but coaation can have some positive impact on
health outcomés Impact of a coordinating service based outsifierimary care for

terminally ill cancer patients was limit¥d

Family physicians differ on whether they should chalesponsibility for primary
coordination care for these patientS’®® Family physicians themselves are sometimes
unclear on who holds overall responsibility with Itiple practitioners involvet. In one
study, patients and their caregivers described imgrheir family physicians to play a
coordinating role, but felt they were too oftenuizgd to undertake this task themsefves
Case conferences to improve communication holdnpiade but evidence for impact on

patient outcomes is scifit*

Role negotiation is a recognized challenge. Farpitysicians value the input of
collaborative specialty servidé$>® and access to specialist palliative medicine
consultations is described by family physiciansaasimportant supportive factor to

67,68

primary palliative care practit However, the relationship between family

physicians and specialty palliative medicine sesibas raised persistent concerns about
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appropriate role differentiatiéh**®®"®  The involvement of specialist care is a
recognized risk for increasing perception or rgafif patient abandonméfitand ‘de-

skilling’ of family physicians in end of life cafe

Previous research on family physician provisiorpefiiative care has typically started

with the assumption that some family physiciansvig® palliative care and others do
not. These studies usually use surveys to chaiaetghysicians who do, and who do not
provide palliative care. The surveys have not raEfi palliative care, and have

considered it in only a binary fashion (offeredt ntiered), leaving respondents to make
their own judgments regarding what definition teeusand what threshold of service
constitutes provision of ca®®’®’"  The result is a potentially misleading
oversimplification of the range of practice patteradopted by family physicians in

caring for patients with palliative needs.

What This Study Adds

The current study was distinct from any of the egxed literature in that it began with the
premise that all family physicians care for comntyndiwelling patients who are
approaching end of life, whether or not these p#diare identified as ‘palliative care’
patients. Instead of ‘Do you provide palliativee®, the question asked in this study
was: ‘How do you address the needs of your commuypatients at end of life?’ This
project was the first grounded theory study to esglthis topic. While participants
echoed many ideas previously documented in thealiiee, this study adds three

important insights.

The first is to propose a three-dimensional taxopdor understanding differences
among family physicians in their practice pattefmscaring for community patients at
end of life. Issues dfiming andlocation of activities had been described previously,
though not linked in a manner which would enableabasions about the intersection of
these two dimensions (e.g. after hours availabittyhouse calls). Aubin’s 2001 survey
of family physicians in the Quebec City region aslabout ‘palliative care’ in office,
home and institutional settings, and whether proxisvas made for after hours coverage,

but it did not address after hours home visits aw Hamily physicians responded to
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urgent needs from home-bound patients during bssiheur®’. In a study of Australian
family physicians’ provision of palliative care,rae respondents identified ‘home visits’
and ‘live too far away for after hours care’ asrlaas to providing palliative care, but the
survey did not address whether or not the respdadmtually provided these servites
Three Canadian National Physician Sur&{&’’ asked about palliative care, house
calls, and after hours coverage in separate sactdrihe survey, and one can only
assume that respondents’ house call and after hsmmnsces (or lack thereof) for the
practice as a whole applied equally to patientsregghing end of life. Differences
among family physicians in thmurposeof activities for community patients at end oélif
had not been identified previously, though a fewdmss which describe differing
preferences regarding the family physician’s rabe coordinating care hint at this
dimensior>>%%° This thesis is the first study to explore alleth of these dimensions

simultaneously.

Second, the identification of variations among fgnphysicians in the purpose of their
activities sheds light on some of the findings abpresearch described above. The
challenges of role negotiation among collaboratiage providers is a recurring theme in
this literaturé>>61%%7172 Thjs study suggests that one contributing eléntenthis
difficulty may be unrecognized differences amongegaroviders in their perceptions of
the purpose of the family physician’s care actpgti If family physicians vary in their
ideas about the purposes of their care activiéied, if these differences remain tacit, it is
not surprising that misunderstandings will ariséwleen family physicians and other
collaborating care providers. Differing assumpsieagarding purposes of activities may

be at the core of many of the challenges in coatthg care at end of life care.

Third, the current study adds to our understandihow contextual influences shape
family physicians’ patterns of practice for comntynpatients at end of life. Several
surveys of family physicians have identified contex barriers to provision of palliative
care such as time required, lack of support, anar reformation flow?”*°2 but the

surveys do not examine the real-world implicatiaisthese barriers. Burge’s 2001
gualitative study of Nova Scotia family physiciapsovision of palliative care identified

some contextual themes (resources, family supporg, and money), but did not explore
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how these contexts affected physicians’ activifiesn terms of system organization, one
trial of a palliative care service interventionLiondon, England demonstrated no impact
on the frequency of patient encounters with theinify physician®, while another trial of

a different intervention in Cambridge, England skdva reduction in after hours family
physician house call$ At the macro level, in a study of family physicicare of end of
life cancer patients in Nova Scotia between 1992 E908, Burge found that there was
no change in the rate of FP office visits or hogs#is despite an increase in the
proportion of home deaths (from 20% to 30%) amdrey dancer population over that

same time peridd.

The contribution of this study is that participamtsscribedhow contextual elements,
many similar to those previously identified in theerature, shape their patterns of
activities. Family physician participants in tlsisidy did not consider their provision of
care to community patients at end of life in isolatfrom other elements of their
practice. They recognized that their choices miggrpatterns of care for community
patients at end of life have substantial implicagidor other aspects of their practices.
None of the literature reviewed explored these ioapibns in either direction: neither the
influence of other practice demands on patternsacé for community patients at end of
life, or the impact of care activities for end € Ipatients on other aspects of the primary
care practice. The findings of this study suggéstt without attention to specific
contextual detail, general pronouncements regarthingnfluences on family physician
patterns of care for community patients at end ifef Will be of limited practical

applicability.

2.4.3.2 Comprehensiveness of care in family medicine

What the Literature Shows

Comprehensiveness of care is much-discussed ifyfangdicine, and is seen as a core
value of family medicin€®! and a key feature of effective primary ¢afé Despite
widespread endorsement of the importance of comrepateness in family medicine,
there is no universally-accepted definition for guahensiveness of care or standard for
measuring it. Two distinct concepts of comprehesrsess are evident in the literature.
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Comprehensiveness may be measured by the randmioticservices provided in the
primary practice location (screening, preventioeatment, counseling, et€}’, or by
the diversity of geographic locations at which iciat services are provided (office, house
calls, hospital, emergency, long-term care, %% Many characterizations of
comprehensiveness of care included elements of tatbe of clinical services and
diversity of geographical locatiotis® House calls and provision of palliative or erid o
life care are frequently identified as part of ‘qmehensive’ family practi@&8*8>91-93
By any definition, comprehensiveness among Canddialy physicians is perceived to

be declinin§*%%*

What This Study Adds

In the literature, comprehensiveness is conceive@ @hysician attribute. While the
current study was not about comprehensivemessse family physician participants
generally assessed the range of services avaitdbthe level of the patient, not the
physician. Their concern was not whether they geues offered all services relevant to
community end of life care, but rather whether theatient had adequate access to
necessary services. In the language of this stdianily physician participants
considered influences arising from the healthcargext (including availability of other
services) which they weighed in making decisionsuaktheir patterns of activities.
Continuity of care was valued as important for gratls, families, and themselves as
physicians, but participants acknowledged thatetlveere other providers in the system
who could play a role. Family physician particitmmecognized the need to make
judgments about how to best invest their time, fondsome this meant giving up some
elements of ‘comprehensiveness’ if patient needddcbe well-met by someone else in

the system.

From this perspective, it is perhaps to be expetttatlenhancement of clinical services
outside of primary care (for community patientseat of life, or other patient groups)
could result in declining out-of-office ‘comprehé@reness’, as family physicians re-
allocate their resources (time) to invest in anghih are lacking for other segments of

their practice population. Perhaps measures ofpoehnensiveness should be less
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concerned with whether individual family physicigmsvide all these types of care at all
locations, but focus instead on whether family ptigas adequately coordinate access to

all the necessary types of care in the range attiogs.

2.4.3.3 Family physicians’ work-life balance

What the Literature Shows

While a healthy work-life balance is acknowledgedaakey to sustainable pracfit’
failing to achieve this balance is a common prob&mnong physicians, including family
physicians in Canada®®'® Considerations of work-life balance shape pecacgiatterns
on multiple levels including influences on choick discipline®**% and location of
practicé® % Unfortunately, not all stakeholders are suppertf policy innovations

aimed to addressing work-life balance probl&ths
What This Study Adds

Physician work-life balance was an important théarfamily physician participants in

this study, characterized in the analysisnaking it fitwithin the physician context.

Previous studies of family physician work-life bate have focused on discrete,
categorical choices: of discipline, of city, of wher or not to practice intrapartum
obstetrics. The unique contribution of the curretwdy is that it illustrates how
perceptions of work-life balance can also affectaléen choices that are a matter of
degree, such as how much flexibility is built irttee clinic schedule, or how readily
available to make oneself for after-hours housks.calhe study participants recognized
that balance is not simply a matter of managingate number of hours of work, but of

prioritizing among the competing demands within phacticé®.



43

2.4.4 Implications of the findings

2.4.4.1 We must recognize, and account for, diversity in patterns of
care.

As professionals, family physicians are grantedewlaitude in how to organize their

practice activities. This flexibility is importatd enable each family physician to fully

utilize his or her individual strengths, and to pidaractice patterns to meet the needs of

his or her unique practice population. In the ac@reommunity patients at end of life,

one size does not fit all.

If healthcare systems fail to adequately accountttics diversity of family physician
practice patterns, the result is likely to be g@ps is assumed that all family physicians
provide palliative care services at home 24/7)estlundancies (if it is assumed that they
won't). If community care delivery systems areli® flexible enough to collaborate
optimally across the spectrum of FP practice pastethen a common language for
discussing divisions of responsibility is necessa®ssumptions regarding availability
and purposes of activities are dangerous. Thentaxry identified in this study —
location, timing, and purpose of activities — pa®s a potential framework for such
discussions. Refinement of the nomenclature atabkshing mechanisms to facilitate

discussions will be necessary.

Mismatches between care providers regarding thpogses of FP activities may be at the
root of many of the recognized challenges in cawting care for this patient population.
What is perceived as helpful support by one famiiysician may easily be interpreted as
meddlesome intrusion by another. Further explomnatf the purposes of activities

dimension may be particularly valuable.

2.4.4.2 Patterns of care cannot be divorced from their contexts.

Family physicians’ patterns of care for communigtients at end of life are intimately
intertwined with numerous elements of their pers@oatext, the primary care practice,

and the broader healthcare system. A reductiapigtoach to understanding patterns of



44

care for community patients at end of life, in whtbis one element of practice is singled

out for consideration, will have limited ability &dfect meaningful change.

For individual family physicians, greater availatyilalong any of the three axes (timing,
location, purposes) will come at a cost: eitherspeal, financial, or to the potential
detriment of other stakeholders in their healthcematext. Any system innovations
intended to enhance family physician availability provide end of life care to
community patients must be carefully consideredittahe contextual realities of the
target physicians. Unintended consequences doe &xpected, and evaluation designs

must look for them.

2.4.5 Limitations

This study had several limitations. The numbeparticipants was small and all were
drawn from one geographic region. While data ctibem proceeded until saturation of
the central theme (making it fit), further samplm@y have yielded additional insights
within sub-themes. Second, while surveys showdlsatbstantial minority of family
physicians do not report providing palliative carene of the participants in this study
described this practice pattern. Attempts wereariadnterview some such physicians,
but none consented to participating in the studgvertheless, the diversity of patterns
among study participants (Appendix C) suggestsiegdulity of the findings across the
spectrum of family physician practice patterns.irdfthe analysis is shaped, and perhaps
in some ways limited, by my perspective as a fampiilysician with a focused practice in
palliative care, including community palliative earThe implications of this have been

discussed in the statement of reflexivity above.
2.4.6 Call for further research

Further research is needed to confirm, extend guyahe findings of the current
exploratory study. Undertaking a similar study hwfamily physicians elsewhere in
Canada could reinforce concepts identified in gtisgdy, and yield additional insights.
The ‘purpose of activities’ dimension was not fullieveloped by this study, and

additional qualitative research to elaborate owtemstanding of how family physicians



45

conceive of the purposes of the activities theyeutake when caring for community
patients at end of life would be a valuable conifitn. In order to foster improved
collaboration, an application of the findings ofstlstudy might use the taxonomy of
timing, location and purpose of activities to faalle a structured communication
between family physicians and other healthcare idevs involved in the care of

community patients at end of life.
2.4.7 Conclusions

Family physicians vary in the timing, location apdrpose of activities by which they
seek to care for community patients approachingcéiide. These variations are shaped
by a process of making it fit, in which family phgians weigh the implications of
practice pattern choices in light of their uniquatexts. Systems of care for community
patients at end of life need to take this variafimio account, and develop mechanisms

for negotiating roles accordingly.
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Chapter 3

3  Family physicians’ availability to care for community
patients at end of life: A secondary analysis of family
physician survey data

3.1 Introduction

3.1.1 Background

The need for community-based medical care for pti@pproaching end of life is
growing rapidly. Two trends are primarily respdmesifor driving this accelerating
demand for community palliative care. The firsbig aging population. In 2010, there
were approximately 247,200 deaths in Canada. B{2his number is projected to rise
by more than 91% to approximately 473,300 per 'ye&qually important is the trend
away from hospital-based care at end of life. Betmv1994 and 2004 the proportion of
non-hospital deaths in Canada rose dramaticalty 28.3% to 39.4% of all deathsThe
net effect of these trends is an exponential irsgréa the number of community-dwelling

patients who will spend their final days at home.

While specialty palliative medicine services playaode in many communities, family
physicians will continue to be the primary or exsthe providers of medical services for
most community patients at end of life. The cdmrtske of family physicians in provision
of medical care for community patients at end fef fias been clearly showand reflects
both widely-held patient preferené@s the ‘cradle to grave’ philosophy of family
medicine as a disciplin®&** and the values of many individual family physia

However, it cannot be assumed that having a famllysician guarantees adequate
access to palliative care. For patients approacleind of life, visits to the family
physician’s office become impossible. Urgent maliceeds outside of usual office
hours are likely to arise. Not all family physicgafeel comfortable in providing all
aspects of palliative c&®€”® Family physicians’ willingness to provide patiie care,
make house calls, and see patients after hours néegssary are all important elements

of access to medical care for community patienterat of lifé°*° The patients of
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family physicians who do not provide palliative €aor who provide it in the office but
do not do house calls, or who make house callshbue no provision for after-hours

coverage, have only partial access to necessaricaledre.

Unfortunately, no published study directly addresee relationship among these three
critical elements of access to family physicianecr community patients at end of life.
There are studies on family physician provisiorpalfiiative care that address questions
of house calls but not after-hours coveragé Another body of literature (mostly from
the United Kingdom) focuses on after-hours provisad care for community palliative
care patients by on-call physicians, but theseissudo not explore the activities of the
patients’ primary family physiciai§*2 There is need, therefore, for research which
explores simultaneously all three elements of farphysicians’ availability to care for
community patients at end of life.

3.1.2 Research question

Using secondary analysis of data collected fromuvey of all family physicians in
London, Ontario and adjacent rural counties, tine @fi the present study was to explore
family physicians’ self-reported provision of palive care, house calls, and availability
to see patients after hours. Together, these #mments constituted each physician’s
potential availabilityto provide care for community patients at endifef | The specific

research questions were:

1. To what extent do family physician respondents t8084 regional physician
survey report providing access to medical servicglated to the care of
community patients at end of life (palliative catmuse calls, and after hours

Visits)?

2. What factors are associated with these family s’ potential availability to

care for community patients at end of life?
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3.2 Methods
3.2.1 Study design and sample

This study was a secondary analysis of data celleict a 2004 cross-sectional survey of
all family physicians in London, Ontario and adjaiceural countie¥. This 85-item
postal survey was approved by the Western Uniyek#talth Sciences Research Ethics
Board (Appendix E), and was administered using fretiiDillman methods. Response
rate to the survey was 731/1044 (70.0%). The aahple for this study consisted of all
family physicians who described themselves as dimogi ‘comprehensive family
medicine’ and who had complete responses on theeguuestions used in the analysis
for this study (n = 482). All analyses were cortéddn SPSS version 24%0

3.2.2 Variables

From family physicians’ responses to 18 of the 8Bggions on the survey, 1 dependent
variable was created and 14 independent variabées wentified for the current study.
Detailed variable definitions are provided in ApdenF. The dependent variable was
potential availability to care for community patierat end of life (potential availability),
and was comprised of three elements: provisionatlighive care, provision of house
calls, and availability to see non-hospitalizedigats after hours as required. Family
physicians with positive responses to all threemelats were considered ‘high
availability’, those with positive responses to amye or two of the elements were
considered ‘moderate availability’ and those widgative responses to all three elements

were considered ‘low availability’.

The 14 independent variables were in two categoridamily physician characteristics

(age, gender, years in practice, complete famildionee residency, additional palliative

care training, international medical graduatefwade toward palliative care at home) and
7 practice characteristics (rural/urban, solo/graemuneration model, teaching practice,
number of patients per weekl ¥ree weekday clinical session] =after hours clinical

session).
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3.2.3 Analysis

Nonparametric techniques were used for analyseausecthe dependent variable could
not be assumed to have either normal distributioequal variances. The association
between the dependent variable (potential avaitgpind each of the 14 independent
variables was tested separately using 3x2 chi-sgisrnominal independent variables
and independent sample Kruskal-Wallis H for cordim independent variables.
Multivariable analysis, including all independerariables significantly associated with
potential availability in the bivariable analysisas then performed using multinomial

logit with moderate availability as the referenagegory™*®

3.2.4 Power calculation and missing values analysis

Power calculations, performed with G*Power versa3f) demonstrated that the sample
with complete data on all variables had adequateepdo detect a moderate effect size
for each independent variable (see Appendix G). skoplicity of analysis and clarity of
presentation of results, respondents with incoreptigtta were thus excluded from the
final sample. Missing values analysis suggested thclusion of respondents with

incomplete data would have had minimal impact owgtresults (Appendix H).

3.3 Results
3.3.1 Study sample

Figure 3-1 summarizes identification of the samfplethis study. Of 731 total family
physician respondents to the survey, 583 descrilleeimselves as practicing
‘comprehensive family medicine’. Of these comprediee family physicians, 10 lacked
a response on at least one survey item neededstraot the dependent variable, and an
additional 95 lacked at least one independent bkridata element (see Appendix H).

The final sample thus consisted of 482 family pbigsis with complete data.
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N
All surveyed FPs j Non-respondents
(n = 1044) 'L (n=313)

. J

v
N
All FP respondents

(n=731)
- J
y
Comprehensive / ‘( Non-comprehensive FPs (n = 106
practice? / 'L Or unknown (n = 42)

v
[ Comprehensive FPs }

(n =583)

v Unknown call pattern (n = 6)
Unknown clinical services (n = 4)

Unable to assign to potential

Missing DV data? —»
Lavailability category

\ 4

Comprehensive FPs with
complete DV data
(n=£73)

¥ Z (Missing data (n = 95)
Missing IV data? » See Appendix B2:

Missing Data Analysis

FINAL SAMPLE:
Comprehensive FPs with
complete data

(n=482)

Figure 3-2: Identification of the study sample.

FP — family physician; DV — dependent variabl¥;- independent variable

3.3.2 Potential availability

Family physicians were grouped into high, moderated low potential availability
categories based on provision of palliative camejske calls, and availability to see non-
hospitalized patients after hours as shown in [ei@42. Palliative care, house calls, and
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availability after hours were provided by, respesly, 75.7%, 70.3% and 29.5% of
family physicians in the sample. When combined itite dependent variable potential
availability to care for community patients at esfdife, 22.2% of the family physicians

were in the high availability category, 64.3% ire ttnoderate availability category, and
13.5% in the low availability category (Figure 3-Z)able 3-1 shows the characteristics

of each of these potential availability categorgugps.

All comprehensive FPs with
complete data
482

Palliative care”

House calls’

Available after hours’>

YES YES YES YES
107 187
(22 2%) (38 8%) (2. 7%) (12 0%) (3. 1%) (6. 2%) (1. 5%) (13 5%)

ngh potential availability Moderate potential availability Low potential ava|lab|I|ty
(n =107, 22.2%) (n =310, 64.3%) (n =65, 13.5%)

Figure 3-2: Categories of potential availability tocare for community patients at end of life.

Of all comprehensive FPs with complete data (n=4B3)liative care YES 365 (75.7%), NO 117 (24.3%);
House calls YES 339 (70.3%) NO 143 (29.7%); Avdéadfter hours YES 142 (29.5%), NO 340 (70.5%).
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Independent All Potential Availability Category
Variable Comprehensive

FPs (n=482) High Moderate Low

(n=107) (n =310) (n =65)

Family Physician Characteristics
Age 48.4 (10.3) 49.2 (8.6) 49.2 (10.5) 43.6 8}0.
Gender (% male) 71.6 76.6 75.5 44.6
Years in practice 21.9 (10.8) 22.7 (9.2) 228.1) 16.8 (10.5)
Family medicine 56.6 57.0 54.5 66.2
residency (%)
Additional palliative care 11.2 18.7 10.0 4.6
training (%)
International medical 154 15.0 135 24.6
graduate (%)
Attitude toward 3.0 (0.80) 3.4 (0.64) 3.0 (0.75) 2.3(0.78)
palliative care at home
Practice Characteristics
Rural vs. urban (% rural 52.1 50.5 59.0 21.5
Group vs.solo practice 55.8 61.7 54.2 53.8
(% group)
AFP vs. FFS 44.2% AFP 61.7 44.5 13.8
remuneration (% AFP)
Teaching practice (%) 32.6 41.1 32.9 16.9
Number of patients per 150 150 150 125

week (median)

range <25 to >250

range 25 to >250

range <25 to >250

range <25 to >250

>1 free weekday clinical 73.0 73.8 75.2 61.5
session (%)
>1 after hours clinical 45.2 61.7 40.3 41.5

session (%)

Table 3-1: Characteristics of the sample.

For continuous variables (age, years in practiti#éude toward FP involvement in palliative carehatne),
numbers presented are the group mean, with thdathmleviations in parentheses. For number of pistie
per week, the numbers presented are the group media

For attitude toward FP involvement in palliativere&eat home, the survey item was a 4-point likepiety
item with higher numbers representing strongeregent.

FFS — fee for service; AFP — alternate fundingpla
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The associations between the independent varigBléamily physician characteristics
and 7 practice characteristics) and potential atdity are summarized in Table 3-2.
Age, gender, years in practice, additional trainingpalliative care, attitude toward
palliative care at home, rural practice locatiolteraate funding remuneration, being a
teaching practice, and having at least one schéditer-hours clinical session were all
significantly associated with potential availalyilit Completion of a family medicine
residency, obtaining a medical degree from outsifldNorth America (international
medical graduate), group practice, number of pttisaen per week, and having at least

one free weekday clinical session were not sigaifily associated with potential

availability.

Independent Variable Variable Type Statistical Tes p-Value

Family Physician Characteristics

Age Continuous independent samples 0.000*
Kruskal-Wallis

Gender Nominal 3x2 chi square 0.000*

Years in practice Continuous independent samples 0.000*
Kruskal-Wallis

Completed family medicine Nominal 3x2 chi square 0.226

residency

Additional palliative care training Nominal 3x2 ddguare 0.009*

International medical graduate Nominal 3x2 chi squa 0.079

Attitude toward palliative care at Continuous independent samples 0.000*

home Kruskal-Wallis

Practice Characteristics

Rural vs. urban Nominal 3x2 chi square 0.000*

Group vs. solo Nominal 3x2 chi square 0.382

AFP vs. FFS remuneration Nominal 3x2 chi square 0.000*

Teaching practice (y/n) Nominal 3x2 chi square 0.004*

Number of patients per week Continuous| independent samples 0.069
Kruskal-Wallis

>1 free weekday clinical session Nominal 3x2 chisgqu 0.078

>1 after hours clinical session Nominal 3x2 chi squa 0.001*

*statistically significant at p<0.05.

Table 3-2: Bivariable analysis results.
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The results of the multivariable analysis, whicbluded all independent variables found
to be significantly associated with potential aaility, are summarized in Table 3-3 and
Table 3-4. With moderate availability as the refexe category, family physicians in the
low availability category were more likely to berfale, urban, and funded exclusively by
fee-for-service, and less likely to be in teachim@gctices, or strongly endorse FP
participation in home palliative care (Table 3-3he group of high potential availability

family physicians differed from the moderate auaiiity group in location (more urban),

remuneration (more alternate funding), likelihood having at least one after hours
clinical session per week (greater) and attitudeatd FP participation in palliative care

at home (more strongly endorsed) (Table 3-4).

Independent Variable Odds Ratio | p-Value Interpretaion

Family Physician Characteristics

Age 0.967 0.056

Male gender 0.347 0.004* Low potential availability FPs less likely to
be male

Additional palliative care 0.427 0.223

training

Attitude toward 0.368 0.000* Low potential availability FPs less strongly

palliative care at home endorse FP participation in home palliatie
care

Practice Characteristics

Rural practice location 0.323 0.003* Low potential availability FPs less likely to
be rural.

AFP remuneration 0.330 0.009* Low potential availability FPs less likely to
be paid by AFP

Teaching practice 0.398 0.026* Low potential availability FPs less likely to
be in teaching practices

>1 after hours clinical 1.429 0.299

session

*statistically significant at p<0.05.

Table 3-3: Multinomial logit results — low vs. modeate potential availability family physicians.
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Independent Variable Odds Ratio | p-Value Interpretafon

Family Physician Characteristics

Age 0.997 0.822

Male gender 1.133 0.564

Additional palliative care 1.629 0.154

training

Attitude toward 2.450 0.000* High potential availability FPs more
palliative care at home strongly endorse FP participation in home

palliative care

Practice Characteristics

Rural practice location 0.517 0.010* High potential availability FPs less likely to
be rural.

AFP remuneration 1.971 0.008* High potential availability FPs more likely
to be paid by AFP

Teaching practice 1.320 0.283

>1 after hours clinical 2.212 0.001* High potential availability FPs more likely

session to have at least one after hours clinical

session

*statistically significant at p<0.05.

Table 3-4: Multinomial logit results — high vs. moearate potential availability family physicians.

3.4 Discussion

3.4.1 Principal results

Most family physicians reported providing palliaicare and house calls, but only a
minority were available to see patients after-hatirecessary. When combined into a
composite variable with three levels (low, moderated high potential availability), the
majority of comprehensive family physicians wereghe moderate potential availability
category. Fewer than 1 in 4 fell into the highgmatal availability category (providing
palliative care, house calls and after-hours Visatsd approximately 1 in 8 were in the
low potential availability category (offering negthpalliative care, house calls, nor after

hours visits).
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Two variables were positively associated with pb&navailability across both
availability category comparisons: positive attégudward FP provision of palliative care
at home, and remuneration by alternate funding.pl&amily physicians from rural
practices were significantly less likely to appeéareither the low or high potential

availability categories.

3.4.2 Interpretation

3.4.2.1 Provision of palliative care and house calls

The proportion of FPs providing palliative caretlwe current study (75.7%) was similar
to that found general practitioners in Sydney, Aaligt in 2007 (759, but higher than
among Quebec City, Canada region family physiciank998 (62%}", and higher than
among family physician respondents to the NatioRalysician Surveys of 2004
(36.4%¥°, 2007 (54.6%) and 2010 (45.7%).

The results of the current study suggest a highkllefsengagement in palliative care in
the London region, but there may be additionalaeador the difference between results
of the current study and other Canadian findinddecause other studies included all
family physicians, the higher proportion in the remt study may be due in part to the
exclusion of non-comprehensive family physicianscls as those who practice only
emergency medicine or psychotherapy) who may be lé®ly to have primary

responsibility for community patients at end oélif

When considering only those family physicians wapart providing palliative care, the
proportions which offer house calls and providermlftours coverage in the current study
were similar to those found in Aubin’s survey ofiéy physicians in the Quebec City
region. The proportion of southwestern Ontario ifpmhysicians in the current study
who offer house calls (80.5%) was slightly highwart in the Quebec City study (77%)
while the proportion providing after hours coveragas lower (32.9% in southwestern
Ontario vs. 38.8% in Quebec City).
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3.4.2.2 Interpreting the relationships among the availability

categories
The categories used in the present study (low, nabeleand high potential availability)
are advantageous in their conceptual simplicity tau@ validity: some comprehensive
family physicians are more available than othergrovide care for their community
patients at end of life. Misinterpretations of ttesults could arise, however, if one
assumed these categories denoted a greater or kEsseint of a single, cohesive,
internally-consistent phenomenon called ‘poteraiailability’. The study design took
three separate dichotomous variables (provisiopabliative care, provision of house
calls, and availability to see non-hospitalizedigrat after hours) and combined them
into a dependent variable (potential availabilityl.here is no reason to assume that
factors associated with potential availability weutiave similar influences (in either
magnitude or direction) on each element of the déeet variable definition. The
dependent variable construct, and the categorigsnait, are thus adequate to illustrate
the existence of variation in potential availa@ijliand to demonstrate that this variation is
non-random. The results of this study do not, h@areimply a straightforward linear
progression from low to moderate to high avail#pili

3.4.2.3 Predictors of potential availability

The associations between potential availability dachily physician attitude toward
participation in home palliative care and remurierastructure are potentially important.
In the absence of specific directives from regulatauthorities requiring particular
arrangements of family physician care for commumatients at end of life, practice
patterns may be shaped by perceived professiomeceations, personal preferences or
economic considerations. The results of this stilidgtrate the importance of such

factors on potential availability to provide comnityrbased end of life care.

Family physician respondents’ attitudes towardipigetion in home palliative care will
incorporate both perceptions of their professionlaligations and individual personal
preferences. It is not surprising that attitudesverongly associated with potential

availability across all three categories of comguari in the current study. Family
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physicians who believe strongly in the importantéheir participation in palliative care
at home would presumably be more likely to makemibelves available for these
patients. Other research suggests that this isodifiable trait: family physicians’

attitudes toward palliative care can change withtig@pation in continuing education
program&”. The results of the current study support thertiss that efforts to change

attitudes may translate into improved access te.car

While the current study was not designed to explbwe nature of the relationship
between remuneration structure (fee-for-servicealternate funding plan) and potential
availability, it clearly demonstrated the existentesuch a relationship. The existence of
a relationship between economic factors and pmagiaiterns reflects similar findings

elsewherg®>*

3.4.2.4 Rural practice location and potential availability

Rural practice location was significantly assodateth availability category in both the
low-versus-moderate and moderate-versus-high nomitial logit analyses, but in
opposite directions. In the low-versus-moderatengarison, family physicians from
rural practices were more likely to be in the geeatvailability category, but in the
moderate-versus-high comparison rural family phgsi€ were more likely to be in the
lesser availability categories. A post-hoc analysiowed that a greater proportion of
rural than urban family physicians provided paiiatcare and house calls. However, the
proportion of family physicians available to see#imspitalized patients after hours was
lower among rural family physicians (though notistacally significant). Rural practice
location thus appears to have opposing effectsifiareht elements of the dependent
variable definition, the net effect of which is ¢tuster rural family physicians in the

moderate potential availability category.

3.4.3 Implications of the results

The results of this study demonstrate that for comiy patients at end of life, having a
family physician does not automatically guaranteeeas to necessary care in a timely
fashion. Even among family physicians who descrthemselves as providing

‘comprehensive family medicine’, some family phyaits are more available than others.
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If equitable access to care is a goal of the heatthsystem, then variety in patterns of
practice must be taken into account. Failure tosdamay result in gaps in access to
medical care (if it is assumed that all family plans will provide 24/7 access to
palliative care at home) or unnecessary redundsufiéie is assumed that they won't).

Second, access to medical care for community datiahend of life must be clearly
defined in terms of individual elements of accessdre. If the goal for community
patients at end of life is 24/7 access to pallatare at home, then the relevant elements
of access (conceived in this study as provisiopattiative care, provision of house calls,
and availability to see non-hospitalized patienfterahours) need to be defined and
measured independently. Simply asking family ptigsis whether they provide
palliative care will not provide sufficient informan to determine whether community

patients at end of life have adequate access &saary medical care.

Third, because attitudes regarding FP participaiiorpalliative care at home, and
remuneration by alternate funding plan were strpngksociated with potential
availability, efforts to enhance family physiciaropision of medical care for community
patients at end of life should begin by focusinglwse factors.

Fourth, attempts to enhance family physician abditg to provide medical care for
community patients at end of life may be more lkiel succeed if they are focused on a
specific element of access and tailored to appatgpisubsets of family physicians. For
example, an enhancement in fee codes payable fiatipa care house calls may be
likely to increase house calls among fee-for-senfamily physicians. It is less likely,
however, to alter patterns of availability for afteurs services among these physicians,
or to increase house calls by family physicians weceive remuneration through a
salaried or capitation-based alternate funding.plan

3.4.4 Limitations

Several limitations of this study should be notédirst, the study does not reveal family
physicians’ _actualavailability to care for community patients at eaofl life. As a

secondary analysis of a survey regarding their alv@ractices, the current study took
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items referring to the practice as a whole (e.ailakility to make house calls) and
interpreted them as referring directly to commuipigients at end of life. It may be that
if questioned specifically about their patterncafe for community patients approaching
end of life, some of the respondents who did nporeproviding house calls or after-
hours visits as part of their overall practice wbtdll us that while they do not offer these
to most patients in their practices, that they dovigle such services for their patients
approaching end of life. Thus it may be that #iigdy underestimates family physicians’
availability to provide house calls and after-houisits to community patients at end of

life.

Second, the associations described in this studyatonecessarily imply causation.
Family physicians who believe strongly in the intpoce of their participation in
palliative care at home would likely make themsslagailable for these patients; but it is
also plausible that family physicians who providbei$ care came to be convinced about
its importance through their experiences. Sinylaremuneration through an alternate
funding plan could either influence, or be influedcby, family physicians’ potential
availability to care for community patients at eofdliife, or an independent factor may

have a similar influence on both items.

Third, as with all studies based on self-reporis 8tudy is potentially subject to social
desirability bias (the tendency of respondents newer questions in a manner they
perceive will be viewed favorably by others). Tdmnymous nature of the survey seeks
to minimize this bias, yet the ideal study wouldsetve family physicians’ actual
behaviours of care provision for community patiesit®nd of life rather than relying on
self-report.  Fourth, the sample for this study wiasited to one geographic area
(southwestern Ontario) and may not be generalizédbléamily physicians in other
jurisdictions. Finally, the data upon which thiady is based are now almost ten years
old. It may well be that an updated study wouldesd important changes in practice

patterns over the past decade.
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3.4.5 Call for further research

The findings of this study demonstrate the needafiifitional research in at least three
directions. First, the results of this study néede confirmed (or refuted) based upon
more recent data from a wider sample of family ptiges. The National Physician

Survey, distributed to all physicians across thentxy every three years, contains almost
all of the data elements utilized in the currenidgt It would provide appropriate data

for a national study analogous to this regional one

Second, elements of family physician availabilityould be ideally measured by
observation of physician behaviour rather thansgdbrt. For fee-for-service physicians
and alternate funding plan physicians under certaodels, billing data provide an
opportunity to measure behaviour with respect taskacalls, after hours visits, and (with
significant limitations) provision of palliative ;& Physician and practice characteristics
such as those examined in this study can be linkethis billing data from existing
provincial data holdings, enabling more robust ntiode of associations between
physician characteristics, practice characteristind patterns of care for community

patients at end of life.

Third, we need to explore the relationship betwkanily physician patterns of care, and
patient outcomes. Does family physician avail@pidictually affect patient outcomes?
To what degree? Which elements of availability? Hase these affects modified by
context (e.g. the presence or absence of a smcietimmunity palliative care
consultation service)? Some of these questions bwyanswerable with existing

provincial data holdings, while others would regttine collection of new data.

3.4.6 Conclusions

Family physicians in London, Ontario and regionyvar their potential availability to
provide care to community patients at end of lifattitude toward FP participation in
palliative care at home and remuneration by alterfianding plan were both strongly
associated with potential availability across aaaility categories. System design must
take into account variability among FPs in theiaitability to care for this vulnerable

patient population.
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Chapter 4

4 Synthesis

4.1 Aim of the research

The goal of this thesis was to explore the vanetighat exist among how family
physicians organize their care activities (i.e.irthgatterns of care) for community-
dwelling patients approaching the end of life. Tingestigation began with two
premises. First, that the nature of existing dtere on the subject necessitated an
exploratory approach. Second, that this explonatshould begin at the level of

individual family physicians, but also contributea system-level understanding.

In order to address this aim, a mixed methods ambrevas adopted. The thesis project
consisted of two component research studies: adtatiad grounded theory study based
on original data collection using in-depth intewse with family physicians, and a
guantitative secondary analysis of existing fampyysician survey data. The
relationship between the components was one of l&meous implementation,

qualitative-dominant priority, with integration e level of interpretation.

4.2 Review of main findings

4.2.1 Qualitative study

Grounded theory methodology was used to addresgjtstions for this study: How do
patterns of care for community patients at endifef differ among family physicians?

What shapes the development of these differences?

While all participants endorsed the ultimate gdahelping their community patients at
end of life, no two participants described provglthis care in the same way. Patterns of
care for community patients at end of life differachong family physicians in three
dimensions: theéiming of care activities (i.e. when they were availatolgorovide care),

the location of care activities (i.e. where they were availatdeprovide care), and the
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purposeof their care activities (i.e. the manner in whitley intended their actions to

address patients’ need).

The overarching process which shaped individuallfaphysician’s patterns of care was
summarized asnaking it fit Participants emphasized the importance of dbetexts

(both physician context and healthcare context)wimch these care activities for
community patients at end of life occur, and thivagorocess ofveighing the impadby

which family physicians consider the implication§ motential adjustments to their
patterns of practice. The concept of ‘fit' as eutated by the participants thus had
characteristics of both action (i.e. the processnaking choices) and quality (i.e. the

degree of alignment of the actual with a perceidedl).

4.2.2 Quantitative study

This study utilized secondary analysis of exisfiagily physician survey data to address
two questions: To what extent do comprehensivelygohysician respondents to a 2004
regional physician survey report providing accesthtee medical services related to the
care of community patients at end of life: paliraticare, house calls, and after hours
visits? What factors are associated with theselygohysicians’ potential availability to

care for community patients at end of life?

Most comprehensive family physicians reported piimg palliative care (75.7%) and
house calls (70.3%), but only a minority (29.5%sveaailable to see patients after-hours
if necessary. Some family physicians provided #&lte¢ services (high potential
availability, 22.2%), and others provided none (jpetential availability, 13.5%), but the
majority (64.3%) were in the moderate potentialilawaity category, providing one or

two, but not all three of these services.

Family physicians with high potential availabilityere more likely to endorse the
importance of family physician participation in comnity end of life care, and more
likely to receive remuneration through an alterrfatading plan. Compared to moderate
potential availability physicians, those in the I@atential availability category were

more likely to be females and in non-teaching pcast High potential availability
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physicians were more likely than moderate poterdiailability physicians to have at
least one regular after-hours clinical session.skRigns from rural practices were less

likely than urban physicians to be in either the lar high availability categories.

4.3 How do each study’s findings inform the other?

4.3.1 Influence of mixed methodology on study design and analysis

As a simultaneous implementation mixed methods ystwith related, but separate,

research questions, neither component study’s designalysis was directly dependent
upon the other. However, each study was informezbme fashion by insights from the
other. The influence was generally indirect, ppehaven unconscious. For example,
while there was no formal change made to the sémnctsired interview guide as a result
of the quantitative analysis, the quantitative ifingdthat physicians from non-teaching
practices were more likely to be in the low potehtvailability category may have

sensitized me as a qualitative researcher to expias aspect in subsequent interviews.

In one case, the influence of one study on therottes more direct. The first draft

analysis plan for the quantitative study did nalude free weekday clinical sessions or
scheduled after-hours clinical sessions as indegggnehriables. However, after several
of the family physicians interviewed for the quatlive study described how they would
make house calls in their ‘free’ afternoons, thecislen was made to revise the
guantitative study to include the new independemiables. One of these new variables
(regularly scheduled after-hours clinical sessiay eventually found to be statistically

significant in the multivariable analysis.

4.3.2 How do the quantitative results inform our interpretation of the
gualitative findings?

The qualitative findings are not altered or extehdmut rather affirmed by the results of

the quantitative component of the thesis. Whike sbrvey was not designed to capture

the same range of practice pattern variation desdrby participants in the grounded

theory study, it certainly affirms the existenceswfnificant variations in patterns of care

for community patients at end of life. The survegults were consistent with the
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gualitative observation that there appears to besingle, standard practice pattern
adopted by a majority of family physicians. Vapatis the norm, whether elicited in

interviews or surveys.

Other aspects of the quantitative results wereistarg with elements of the grounded
theory developed in the qualitative study. The litatve study emphasized the
importance of both the physician context and thaltheare context. The quantitative
study found relationships between potential avditgband independent variables that
would be part of the physician context (genderjtuate toward family physician

participation in community end of life care) andtwothers arising from the healthcare

context (teaching practice, remuneration by altierfianding plan).

4.3.3 How do the qualitative findings inform our interpretation of the
guantitative results?

As a qualitative-dominant mixed methods design,gbuantitative results were intended

to inform the qualitative rather than the oppositéonetheless, some of the qualitative

findings do provide insights into the interpretatiof the quantitative results. Primarily,

the qualitative findings remind us that the quatire results provide only an incomplete

snapshot which cannot be assumed to tell the wdioftsg.

The quantitative study was a secondary analysiata collected from a survey of family

physicians’ practices as a whole. It was not fedusn the care of community patients at
end of life. Many of the specific practice varaats described by participants in the
gualitative study were not considered in the survéyor example, some interviewees
who did not normally provide after-hours servicesaibed giving their personal cell

phone numbers to community patients approaching adniife. Because it was not

offered as an option on the survey, there is no twwagnow from the survey how many

family physicians make such special arrangememtthar community patients at end of
life.

Thus the qualitative findings remind us that therett interpretation of the quantitative
study is NOT that exactly 22.2% of comprehensivailia physicians provide 24/7
availability for home palliative care. Rather ttearect interpretation is: there is variation
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in potential availability, and there are factorattlare significantly associated with this

variation.

4.4 Implications for practice

4.4.1 There is no clear standard of care. Should there be?

There is no clearly defined, widely accepted steshd# services which each family
physician is expected to provide to her or his camity patients at end of life. There are
many good reasons why family physicians have wadiéude in the way they organize
care for patients in their practices, but thesdatians lead to genuine challenges in
ensuring equitable access to medical care for camiynpatients at end of life. This
reality compels us to wrestle with some difficultegtions. Should there be a clearly
articulated, minimum standard of services? Whakhdetermine this? Should such a
standard be applied at the level of the indiviqua}sician, or the practice? How would

such standards be implemented in practice?

The need to strengthen palliative care in primamng tas been recognized in Canada and
elsewher&®. Some jurisdictions have begun taking major stepaccomplish this. In
the United Kingdom, the Gold Standards Frameworknsinitiative developed within
primary care, and now funded across the countrythiey National Health Service, to
implement processes for patient identification,ecglanning and coordination, and
clinical best practices into the primary care omoounity patients approaching end of
life®. The Gold Standards Framework (GSF) has now beeorporated into the
practices of more than 90% of general practitiomeithe UK, and evidence is mounting
for its impact™. While some elements of the GSF may not be djrécnsferrable to
Canada, GSF components focusing on identifyingstexgng and coordinating care for
patients approaching end of life could be impleradntvithin our existing policy
framework. Some researchers have begun to explmre GSF can be adapted for the

Canadian context (F. Burge, personal communication)
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4.4.2 Palliative medicine must function in both primary and consultant
roles

The ideal situation would be if every Canadian addmily physician willing and able to

provide primary palliative care in the patient's@ Unfortunately, at present this is not

the case and, given the contextual realities wtibbpe family physicians’ choices

regarding their patterns of practice, the pathctuieving this goal is not straightforward.

At present and for the foreseeable future, theegfibrere is a need for palliative medicine

services able to function in either a consultapac#ty or primary care role as needed.

Palliative medicine physicians (or family physicanith a focused practice in palliative
care) who make themselves available to assume prineaponsibility for the care of
community patients at end of life may be criticifed fostering the impression that end
of life care should be provided by ‘specialiststhex than family physicians, and
contributing to the gradual ‘de-skilling’ family phicians in this realf*> Most family
physicians may be well-equipped to manage mosheftedical needs of most of their
community patients at end of life. For these ptigsis, access to a palliative medicine

consultation service will be all that is required.

However as long as family physicians are humandseithere will always be some who
do not wish to look death in the eye. These fampifysicians will minimize their

involvement with dying patients and would very hifyppransfer care of these patients to
someone (anyone!) else. What are we to do foptirents of these physicians? For
these patients, is it the right thing for us tandtan the principle that palliative medicine
services can be consultant only because we feasKileng’ this avoidant family

physician? The variations in family physiciantpats of care for community patients at

end of life oblige us to grapple with this question

4.4.3 System design changes have ripple effects, some unanticipated

From the perspective of a family physician researchith an interest in the care of
community patients approaching end of life, it $eahtural to conclude that there is a
need to promote family physician involvement in ttere of these patients. Much

research, cited elsewhere in this thesis, emplagdlz value of the role that family
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physicians play. A strong argument can be made) the basis of previous research as
well as the variation among family physicians oledrin this thesis’ studies, for further
system changes designed to enhance palliativeicgmemary care practices. However,
the findings of this thesis also sound a note afioa.

System design changes will have ripple effects, esawhich may be unanticipated.
Two family physicians can interpret the same chanige physician remuneration as
reinforcing opposite practice patterns: one sayireg the changes support provision of
house calls, the other claiming that they are ancemtive to providing any services
outside of the office. Programs designed to supperpatients of family physicians who
do not provide palliative care may, directly orimedtly, make it more difficult for family

physicians who wish to provide this service to @do $~amily physicians who increase
their investment of time or practice resources igteater availability for the care of
community patients at end of life will have to withw that time or those practice
resources from the care of another segment of fireictice population. Proposals to
enhance the care of community patients at endf@fniust consider their implications
carefully, and evaluations of any changes shouldude an attempt to identify

unintended effects.

4.5 Implications for research: Principles for future
research on this topic

Some future research directions have already kntified in chapters 2 and 3. Three
suggested principles of future research on thictarea are discussed below.

4.5.1 Avoid the pitfall of polysemy

In the first chapter of this thesis, we considetke problem of palliative care as a
polyseme; a term with multiple, related-but-distincontextually-dependent meanings.
Research in palliative and end of life care mustimalously clarify terms for research
guestions and participants. The key distinctiowh&ther or not, for a particular research
guestion, the physiciantent matters. As discussed in chapter one, not aliapake

care is end of life care, and not all care at eéndepis palliative care. To what degree are
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family physicians providing care given with inteobnsistent with the principles of

hospice palliative care?

A significant gap in the literature thus far hagméhe absence of studies which observe
family physician provision opalliative care. There are numerous studies which describe
family physician provision oénd of lifecare, typically analyzing physician billing data
retrospectively using a mortality follow-back desig These studies inform us about
physician activities, but they do not provide dirgtsight into physician intent. Studies
which have tried to look at physician intent hawevarsally relied on self-report surveys,

the weaknesses of which have been previously disdus

In recent years, some jurisdictions, including @otahave introduced billing codes
specifically for palliative care activities. Theaee billing codes that physicians utilize
only for patients for whom they are providing patiive care, and are thus the first readily
available, directly observable marker of care diitiy provided with a palliative intent.
It may now be possible, based on observation ohwehr rather than self-report, to
distinguish between family physician provisionesfd of lifecare, and family physician
provision ofpalliative care. This would constitute a major advance inwuerstanding

of the care of this patient population.

4.5.2 Measure the impact of physician practice patterns on patient
outcomes

This thesis found that family physician patternsaife for community patients at end of
life vary in three dimensions: location, timing gmarpose of activities. What impact do
these variations have on patient outcomes? Datuams in one dimension matter more
than another? Do the variations in each dimensiatier equally in every geographical
context? Are the effects of physician practicetgraton patient outcome modified by
other clinical resources available (e.g. througmbécaare)? Answering such questions
requires us to link physician practice patterndhite relevant health outcomes of their

patients.
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Several studies have shown an association betweerofothe dimensions identified in
this thesis (family physician provision of housdlgjaand patients’ ability to die at
homée®*®. However, these studies were not designed toeaddrausation. Did patients
die at home because their family physicians madeséocalls, or did the family
physicians make house calls because the patiemesdyeng at home? Further research
exploring the links between family physician praetpatterns and patients outcomes is

needed.

4.5.3 Consider the perspective of complexity theory

Complexity theory is the body of theory relatedhe operation of complex systems. It
emphasizes, among other things, our inability teqadtely understand a complex system
by studying its individual components in isolatiofnon-decomposabilitg.
Understanding comes only by research at a graterMal able to attend to the particular
enablers and constraints manifest in the inteicelat of system componeft$?
Complexity theory also sensitizes researchers ¢onibn-linear behaviour of complex
systems. These systems do not behave based @m lowc, because they manifest
interdependencies among diverse adénfs Predictable change is not achievable
through top-down interventions, and these systeramtain a freedom from direct
response to external influences. Attention to-sedfnization of local interactions is

fundamental to understanding the emergence ofrpateed order at higher levéls

The processes shaping patterns of practice for aomtynpatients at end of life described
in this study appear to demonstrate characteristicsa complex system. Participants’
descriptions suggested aspects of non-decompdgahihiclear boundaries, non-linear
relationships, and intrinsic feedback loops - alpi¢al characteristics of complex
systems. This thesis was not based on a complthetyry perspective, but its findings
suggest that such a lens may be beneficial fordutesearch.

4.6 Summary

This thesis employed a mixed methods approachtoexthe variety of ways in which
family physicians in southwestern Ontario, Canadgawize their care activities for

community-dwelling patients who are approaching efdife, and what shapes this



85

variation. Variations were described in three disiens (location, timing and purpose of

activities) and were shaped by complex interactiouith multiple layers of context

within which these care activities occur. Futusaarch in this field would benefit from

a complexity theory perspective, should clearlytidgaiish between end of life and

palliative care, and must describe the impact afilfa physician practice patterns on

patient outcomes.
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Appendix B: Semi-structured interview guide

Preamble read to all participants at the outsetha interview:

» Thank you for agreeing to participate in this intew as part of a study entitled
“Influences on Family Physicians’ Patterns of ClmreCommunity Patients at
End of Life”. As you are aware, your participatigrcompletely voluntary and
you may decline to answer a question, terminaténtieeview, or withdraw from
the study at any time without repercussions. Ascdeed in the Letter of
Information you have reviewed, today’s interviewlWwe audiorecorded for
subsequent transcription, but you may ask for ¢ésender to be turned off at any
time.

» Do you have any questions before we begin?
*** Begin audio recording ***

Every family physician has developed distinctivétgras and structures to care for the
needs of their patients. (Rural doctors practifeintly than urban ones, physicians in
solo practices have different structures and mash@nthan those in team settings.)

My goal in this study is to understand the divgrsit ways in which family physicians
organize their care for community patients at ehlifee (Some do home visits, others do
not. Some refer to community palliative care phigsis, others prefer to follow their own
patients. etc.)

In the next 45-60 minutes, | would like to get twokv your pattern of practice and what
has shaped it. It is this second part — understgnahy you do things the way that you
do — that is most interesting to me, but perhapscguld begin by giving me a brief
overview of your practice as a whole.

* How long have you been at this practice?
* How large is your practice?
* Partners/team members?

Tell me what happens a patient of yours is appriogatnd of life and wishes to remain
at home?
* Does it always work out this way?
» If they have questions or concerns, who do thel? célhat about evenings and
weekend?

Okay, thank you for that. You have given me a goeerview of your practice and the
ways in which you address the needs of your comipaitients at end of life. Now |
would like to move us to a different level of thing about this. Help me understand
why this is the pattern you have adopted. What hapeshthis for you?
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* There are other ways of doing things. What infeezhyou to adopt this
particular pattern?

» Has it always been like this, or were there timeglaces that your pattern was
different? Tell me about that.

» Tell me about the decision points. What were timefures that led away from
another pattern toward this one?

» Tell me the story of the person that has influengadthe most in this regard.

* To what degree is the pattern you described irgeatly chosen by you, versus
shaped by external factors? What external fat¢tave come into play and how?

» Can you imagine other ways of organizing care ommunity patients at end of
life?

» If you controlled the whole system, would your pattof care for community
patients at end of life look different? How?

* This sounds like a different pattern. How big fiellence would this make for
your patients? For you?

* What constrains you from moving toward this pattrpractice now?
* What would it take for you to change your patterpractice for these patients?

» Do you find this aspect of your practice satisfyaingvhat contributes to this sense
of satisfaction? What detracts from it?

» If these supports didn’t exist, how would it charygeir pattern of practice?
» Are there sacrifices you have made to sustainpitern? (e.g. financial)
* What do you think are the implications of this piee pattern for your patients?
Additional prompts: | need to know more about wRy...
Why not do things...?
Why is doing things like this important to you...?
You sound like . Where does that come from?
Thank you for taking the time to talk today. Isita anything else you would like to add?

*** Stop audio recording ***

» Thank you for your generous participation in thisdy.
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Appendix C: Participant family physicians’ patterns of
activities for community patients at end of life

Participant A

Profile: Male, late career, urban practice setting, adjanademic appointment

Locations of activitieshouse calls, three long-term care homes, two telsp{one acute
care, one palliative care unit)

Timing of activitiesdedicated half-days for house calls, group onamlerage 0700h-
0000h.

Purposes of activities*moderate range
“I'm still the one basically assessing symptoms taealting them.”

“So when | do a consult...it's also educational fanb [the referring family
physician].”

“If that was like the model of practice [physicislephone support of nurse
practitioners in the home so that physician hoadls evould not be necessary] |
wouldn't look to change to that. | would still seg patients and go...”

“I like dealing with the families. 1 like helpindpem through it. | mean, getting
the person from here to dead is one thing to dbgeétiing the family from here to
them being dead is a whole other thing, which d fieally fascinating.”

Locations of activities

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.
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Participant B
Profile: Female, early career, urban practice settingaaaaemic appointment
Locations of activitiesoffice, house calls, hospital palliative care unit

Timing of activitiesone flexible half-day per week for house call/,72group on-call
coverage for PCU, personal 24/7 on-call coveragedmmunity patients

Purposes of activities*high range

“In the beginning it's more education...And near émel often | find myself
being more just a supportive person...”

“You know that patients, they can hear you and tteaysense your touch, which
is comforting, so at that point | feel like thatly job, because they don't have
their family members around that often.”

“I can moisten their lips. | can put Vaseline drcan make sure that their eyes
are lubricated. Kind of like the nursing littlet$i..”

Locationsif activities

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.
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Participant C
Profile: Female, late career, rural practice setting,camlamic appointment
Locations of activitiesoffice, house calls, two acute care hospitals

Timing of activitiesone flexible half-day per week for house callsspfit-in” after hours
house calls, 24/7 group on-call coverage for haspihd community patients

Purposes of activities'moderate range

“In a situation with a palliative patient at honheisually go in there on a regular
basis, either weekly or every two weeks, or somesieveryday depending on
how much service they need.”

“Sometimes when | can’t get any straight answeesptitients deteriorate, | have
to admit them, and we start all over agaifll admit them for a short quick visit;
straighten out some medication; get in any consuleed, then have a team
meeting before they go home so they know exactlgtwnd of things they're
getting done.”

Locations of activities

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.
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Participant D
Profile: Female, early career, urban practice settingtime academic appointment
Locations of activitiesoffice, house calls, one acute care hospital

Timing of activitiesregular ‘fit-in’ house calls, 24/7 group on-cativerage for hospital
and community patients

Purposes of activities'moderate-high range

“If it's inevitable then we actually get them intloe hospital and continue on that
care with familiar faces till the inevitable happerSo, from that point of view, |
feel that we can be there for them in many waysthatls a good, good thing for
me, personally, and | think for the team also...”

“I call the patients by phone and, you know, tobese with them that way and
tell them the resident would be coming or get festthafter the visit to see how
the resident did.”

“| feel sometimes that we don’t quite understarehtt{our family practice
patients] one hundred percent until you've actuséign them in their own
surroundings... it takes your, your physician-patietationship, | think, to the
next level.”

“I think we kind of motivate them without givingeim false hope, and lead them
to believe and pray and hope, which should alwaythbre.”

Locations of activities

JE—

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.
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Participant E

Profile: Male, mid career, rural practice setting, no araid appointment
Locations of activitiesoffice, house calls

Timing of activitiesoccasional ‘fit-in” house calls, no on-call covgea
Purposes of activities*moderate range

“| always offer that [a house call]... | leave thatan option and for a simple
request | will do that.”

“They [home care nurses] put a plan of action fargthing and | sign it...it's
just a matter of reading it and approving it.”

“So, | mean being available just to arrange agereesis [by a physician in the
emergency department] on a short notice that wbeldaluable in this situation.”

Locations of activities

JE——

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.
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Participant F

Profile: Male, mid career, urban practice setting, adjagetdemic appointment
Locations of activitiesoffice, house calls

Timing of activitiesoccasional ‘fit-in” house calls, group 24/7 ontaaverage
Purposes of activities'moderate range

“Part of what we need to do as family doctors, @ fellow colleague put it, is
expectation management...l will sometimes ask, tryinlgring the conversation
around to death and dying.”

“Alot of it, | think, that’'s what it's all abouit’s kind of just reassuring people,
right? And, then there’s no urgency about it, kaow?”

“I've had dying patients ask me about God, dyind daath? How can you be
that involved in people’s lives and caring for thand not expect?”

Locationsif activities

X’l," \w»\‘\ ,

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.



98

Participant G
Profile: Male, mid career, urban practice setting, adjagetdemic appointment
Locations of activitiesoffice, house calls

Timing of activitiesone flexible half-day per week for house callsspfit-in” after hours
house calls, personal 24/7 on-call coverage foraénife care patients

Purposes of activitiesiow-moderate
“For me, it's important to just continue that linkcare.”

“So as long as | can hook in with the CCAC teamy know, | have a social
worker who can provide some of the family suppottsave a nurse who can
provide some good intervention. You know, | caovte good intervention... |
have all the services | need.”

“It's much, much more communication and it's nottely fixing something.
It's the symptom management side but a lot of &l$® just preparing for the
ultimate.”

Locations of activities

.,

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.
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Participant H
Profile: Female, early career, rural practice settingjracjacademic appointment
Locations of activitiesoffice, house calls, long term care, acute casphal

Timing of activities‘open access’ scheduling for all patients inchgdhouse calls, group
24/7 on-call coverage for hospital and communitiyepas

Purposes of activities'moderate range

“If they’re in pain, | have a whole array of medioas that | can use. And | can
guarantee them that they’ll be comfortable.”

“l sit down and | learn more about, you know, wtie family is like; what they do,
what mom likes to do, what really she is passioaataut.”

“Even if the visit is 5 or 10 minutes and the patige unconscious, | think the family
really appreciates that and knows that their lomeel is being cared for. Even if
nothing has changed in the medication orders aadything else could have been
done over the phone, that actual face to face wisiit the patient or the family, | think
it means a lot to patients and their familie®. show that, ‘Yes, I'm still your family
physician. | will be here till the end. | care f@u.”

Locations of activities

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.
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Participant |
Profile: Male, late career, rural practice setting, adj@oademic appointment
Locations of activitiesoffice, house calls, long term care, acute casphal

Timing of activitiestwo flexible half-days per week for house caljgyup 24/7 on-call
coverage for hospital patients, personal 24/7 dhcoserage for community end of life
patients

Purposes of activities*high range

“You sort of have to start to talk to them aboudgé things [advance care planning];
and what needs to be in place; and how to helfatindy to transition.”

“Now since | have the family health team, | medhadften involve our social worker
as well to sort of go in and, you know, assess masskss what structures, supports
are available for them at home.”

“I think that sometimes | will initiate the EDITHEkpected Death in the Home
protocol] and sometimes CCAC will initiate the EPAT I think it depends on who
thinks about it first.”

Locations of activities

/

Timing of activities Purposes of activities

*Range of expressed roles and goals beyond meditatiescribing for symptom management.
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MEDLINE Search Term(s)

# Results

Topic 1 — Family physician provision of palliatigare (with focus on interprofessional coordination)

exp Family Practice/ or exp General Practice/ qrRRysicians, Family/ or exp

L General Practitioners/ or exp Primary Health Care/ 135 868

o | &P Palliqtive Care/ or exp Hospices/ or exp Has@are/ or exp Terminal Care/ or 72 100
exp Terminally I/

3. | 1and 2 1970

4. | 3 and English language 1742

5. | Imported to RefWorks on basis of review of title 296

6. | Final papers included after review of abstract 187

Topic 2 — Comprehensiveness in family medicine

1 | exp Family Pra_ctice/ or exp Gen_eral Practice/ @r BRysicians, Family/ or exp 135 868
General Practitioners/ or exp Primary Health Care/

2. | comprehensive care.mp. or comprehensiveness.mp. 3053

3. | 1and 2 394

4. | 3 and English language 343

5. | Imported to RefWorks on the basis of revieuittds 32

6. | Final papers included after review of abstract 19

Topic 3 — Family physician work-life balance

1 | exp Family Prggtice/ or exp Geqeral Practice/ @rRRysicians, Family/ or exp 135 868
General Practitioners/ or exp Primary Health Care/

2. | work life balance.mp. 244

3. | land2 24

4. | 3 and English language 21

5. | Imported to RefWorks on the basis of reviewittég 16

6. | Final papers included after review of abstract 15

All searches were most recently updated on JulyQ62.
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Appendix E: REB approval for quantitative study

Office of Research Ethics

The University of Western Ontario

Room 00045 Dental Sciences Building, London, ON, Canada N6A 5C1
Telephone; (519) 661-3036 Fax: (519) 850-2466 Email; ethics@uwo ca
Website: www.uwo.cafresearch/ethics

Use of Human Subjects - Ethics Approval Notice

Principal Investigator: Dr. M. Stewart
Review Number: 10838E
Revision Number:
Protocol Title: A Profile of Family Physicians and Specialists in Southwestern Ontario
Department and Institution: Family Medicine, University of Western Ontario

Sponsor: MINISTRY OF HEALTH AND LONG-TERM CARE

Approval Date: 31-Aug-04
End Date: 31-Mar-05

Documents Reviewed and Approved: UWO Protocol, Lelters of Infermation

Documents Received for Information:

This is to notify you that the University of Western Ontaric Research Ethics Board for Health Sciences
Research Involving Human Subjects (HSREB) which is organized and operates according to the Tri-Council
Policy Statement and the Health Canada/ICH Goed Clinical Practice Practices: Consolidated Guidelines; and
the applicable laws and regulations of Ontario has received and granted expedited approval to the above
named research study on the date noted above. The membership of this REB also complies with the
membership requirements for REB's as defined in Division 5 of the Foed and Drug Regulations.

This approval shall remain valid until end date noted above assuming timely and acceptable responses to the
HSREB's periodic requests for surveillance and moenitoring information. If you require an updated approval
notice prior to that time you must request it using the UWO Updated Approval Request Form.

During the course of the research, no deviations from, or changes to, the protocol or consent form may be
initiated without prior written approval from the HSREB except when necessary to eliminate immediate hazards
to the subject or when the change(s) involve only logistical or administrative aspects of the study (e.g. change of
monitor, telephone number). Expedited review of minor change(s) in ongoing studies will be considered.
Subjects must receive a copy of the signed information/consent documentation.

Investigators must promptly also report to the HSREB:

a} changes increasing the risk to the participant({s) and/or affecting significantly the conduct of the study;
b) all adverse and unexpected experiences or events that are both serious and unexpected;

¢} new information that may adversely affect the safety of the subjects or the conduct of the study.

If these changes/adverse events require a change to the infermatien/consent documentation, and/or recruitment
advertisement, the newly revised information/consent documentation, and/or advertisement, must be submitted to
this office for approval.

Members of the HSREB who are named as investigators in research studies, or declare a conflict of interset, do
not participate in discussion related to, nor vote on, such studies when they are presented to the HSREB.

Chair of HSREB: Dr. Paul Harding

fearen Kueneman, BA (Hons), Effiles Officer HSRER (Expedited) Faxed; @
E-mail: kueneman@uwo.ca Date:

This is an official document. Please retain the original in your files.

UWO HSREB Ethics Appraval 10838E Page 1 of 1
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Variable

Type

Survey Question(s)

Variable Definitim

Eligibility

Comprehensive| Nominal Q25: TYPEMED a) OR ¢)
Family Do you practice (check ONE only):
Physicians a) comprehensive family medicine
(COMPALL) b) specialty family medicine
c¢) both comprehensive and specialty
family medicine
Dependent
Palliative care Nominal | Q28: PALLCARE Positive response. (Absence ¢
Thinking about your patient care response interpreted as
settings OVERALL, which of the negative)
following do you do, or provide,
regularly? — Palliative care
Any house calls| Nominal Q28: HOUSE
(ANYHOUSE) A) Thinking about your patient care| Positive response to A)
settings OVERALL, which of the
following do you do, or provide, | OR
regularly? — House call service
Q72:HOUSECAL B) >0
B) How many housecalls to a
patient’s residence do you usually
make during your working week?
After-hours Nominal Q24: TELPTS Positive response. (Absence ¢
availability Below is a list of on-call activities. response interpreted as
Thinking about your patient care negative)
setting(s) OVERALL, please check al
that apply. — Do on call for non-
hospitalized patients, telephone
availability and see patients as
required.
Potential Ordinal  High potential availability =
Availability palliative care AND any
(POTAVAIL) house calls AND available

to see non-hospitalized
patients after hours

* Moderate potential
availability = palliative care
OR any house calls OR
available to see non-
hospitalized patients after
hours

» Low potential availability =
NEITHER palliative care
NOR house calls NOR

="

—
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available to see non-
hospitalized patients after
hours

I ndependent

Family Physician Characteristics

Age Continuous| Q77: BIRTHYR 2004 — Year of birth
(AGE) Your year of birth:
Gender Nominal | Q78: GENDER
Your gender: M/F
Years in Continuous| Q81: GRADYEAR 2004 — Year of graduation
Practice Date of your graduation with MD:
(YEARS)
Completed Nominal Q83: FMRESID
family Did you complete a family medicine
medicine residency?
residency
Additional Nominal Q84: TPALLCAR
palliative care Following completion of your
training internship or family medicine residency
program, which of the following
additional structured training have you
received, if any? Please check all tha
apply. Palliative care
International Nominal Q85: INTGRAD
Medical Are you an international medical
Graduate graduate?
Attitude toward | Continuous| Q75: FPDYHOME 5 - FPDYHOME

palliative care
at home
(ATTITUDE)

Please indicate your agreement or
disagreement with each of the
following statements (1 strongly agree
— 4 strongly disagree): Family
physicians should take responsibility
for the care of their dying patients at
home.

D

Practice Characteristics

Rural/urban
(RURAL)

Nominal

Q74: POPTYPE

Please describe the population
PRIMARILY served by you.

a) Inner city

b) urban/suburban

¢) small town

d) rural

e) geographically isolated/remote

Urban = a) OR b)

Rural =¢c) OR d) OR €)
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Solo/group
(GROUP)

Nominal

Q11: PRACTYPE

With respect to your MAIN patient
care setting, how is the practice
organized?

a) Solo practice

b) Family physician group practice
¢) Family physician/specialist group
practice

Solo = a)

Group = b) or ¢)

Remuneration
(FFS vs. AFP)
(ALTFUND)

Nominal

Q12: FHT, FHN, FHG, CHC, HSO
OTHPAT

Is you MAIN patient care setting a:
a) Family health team

b) Family health network

¢) Family health group

d) Community Health Clinic

e) Health services organization

Alternate Funding Plan (AFP)
=a) ORb)ORc)ORd)OR e

Fee for service (FFS) = no
response

Teaching
practice (y/n)
(ANYTEACH)

Nominal

Q44: TEACH

Are you currently teaching
undergraduate medical
students/residents?

a) Yes, undergraduate medical stude
only

b) Yes, residents only

¢) Yes, both undergraduate medical
students and residents.

Any teaching = a) OR b) OR ¢

No teaching = no response
nts

Number
patients/week

Continuous

Q22: PTSSEEN

What is the usual number of patients
seen in a full week of practice at your
MAIN patient care setting? (<25, 25,

50, 75, 100, 125, 150, 175, 200, 225,
250+)

>1 free
weekday
clinical session
(FREEDAY)

Nominal

Q23: MONAM - FRIPM

Please indicate the number of hours
each morning, afternoon and evening
that you see patients.

Free weekday session IF O
hours indicated for any
morning or afternoon session
Monday-Friday.

>1 after hours
clinical session
(AHCLINIC)

Nominal

Q23: MONEVE - SUNEVE

Please indicate the number of hours
each morning, afternoon and evening
that you see patients.

Scheduled after hours IF >0
hours indicated for any evenin
session Monday-Friday, OR
morning, afternoon or evening
session Saturday or Sunday
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Appendix G: Power calculation

The total sample size is 482 with alpha set at.0Tte dependent variable type is

ordinal.

For dichotomous independent variables:
Calculation used in the studgx2 chi-square with unequal group sizes
Analogy for power calculatiarBx2 chi-square assuming equal group sizes
Degrees of freedon?
Power (14): 0.99999 for w=0.3 (moderate effect)
0.488 for w=0.1 (small effect)

For continuous independent variables:
Calculation used in the studitruskal-Wallis
Analogy for power calculatialANOVA assuming equal group sizes
Degrees of freedon?
Power (1): 0.99921 for f=0.25 (moderate effect)
0.486 for f=0.1 (small effect)

The calculations utilized to estimate power weeertiost similar to the actual study

methods among the options available in the G-Peoftware program (Faul 2009).

Both power calculations are likely to underestintagerisk of type 2 error. For the
dichotomous independent variables, this is becthespower calculation assumes equal
group sizes (which was not the case). For theimoois independent variables, the
increased risk of a type 2 error is because theepoalculation assumes equal group
sizes and a normal distribution of the dependenabke (neither of which was the case).

There were no suitable analogies for estimatingptiveer of multinomial logit

procedures.



Appendix H: Missing data analysis
» Comprehensive FPs with complete dependent vardaibe= 573

* Missing data on ® independent variable data element: 91 (15.9%)

» Comprehensive FPs with complete data: 482
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1. Do family physicians with missing values diffesm family physicians with complete

responses?
Variable Type # Missing Statistic p-Value
(% of N=583)
Potential availability Ordinal 6 (1.0) 3x2 chisgea] 0.716
Family Physician Characteristics
Age Continuous 11 (1.9) t-test 0.622
Gender Nominal 2 (0.3) chi square 0.064
Years in practice Continuous 1(0.2) t-test 0.579
Completed family medicine residency Nominal 1(0.2) | chisquare 0.841
Additional palliative care training Nominal N/AT chi square 0.319
International medical graduate Nominal 35 (6.1) stuare 0.065
Attitude toward palliative care at home Continugus 8 (1.4) t-test 0.561
Practice Characteristics
Rural/urban Nominal 11 (1.9) chi square 0.241
Solo/group Nominal 16 (2.8) chi square 0.294
Remuneration (FFS vs. AFP) Nominal N/AT chi square 0.047*
Teaching practice (y/n) Nominal 4 (0.7) chi square 0.076
Number patients/week Continuouis 8 (1.4) t-test ©.97
>1 free weekday clinical session Nominal 19 (3.3)| iscjuare 0.269
>1 after hours clinical session Nominal 19 (3.3) spiare 0.313

T Due to format of survey questions for these itesbsence of a response was automatically intexgbeet
negative, and thus there were no missing datéhésetitems.

*statistically significant at p<0.05. Missing vaithle cases less likely to receive remuneratioravia

alternate funding plan.
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2. Does exclusion of family physicians with migsiralues change the results on

bivariable analysis?

Variable Type Statistic p-Value when all p-Value when only
comprehensive family comprehensive family
physicians included and | physicians with
missing values ignored | complete data included

Family Physician Characteristics

Age Continuoust ANOVA 0.000* 0.000*

Gender Nominal chi square 0.000* 0.000*

Years in practice Continuods ANOVA 0.000* 0.000*

Completed family Nominal chi square| 0.105 0.226

medicine residency

Additional palliative | Nominal chi square, 0.011* 0.009*

care training

International medical | Nominal chi square| 0.139 0.079

graduate

Attitude toward Continuous| ANOVA 0.000* 0.000*

palliative care at

home

Practice Characteristics

Rural/urban Nominal chi squarg 0.000* 0.000*

Solo/group Nominal chi square 0.446 0.382

Remuneration (FFS | Nominal chi square, 0.000* 0.000*

vs. AFP)

Teaching practice Nominal chi square, 0.024* 0.004*

(y/n)

Number Continuous| ANOVA 0.007* 0.049*

patients/week

>1 free weekday Nominal chi square, 0.026* 0.078

clinical session

>1 after hours clinical| Nominal chi square| 0.000~ 0.001*

session

*statistically significant at p<0.05.

Conclusion: Exclusion of cases with will not affectesults.
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