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Abstract

Adults with developmental disabilities receive most of their health care from family
physicians, yet little is known of the development of the patient-physician relationship in this
population. This qualitative study used a grounded theory approach to describe the
development of this relationship between adult patients with severe or profound
developmental disabilities and their family physicians. Semi-structured interviews were
conducted with 13 caregivers and 15 family physicians of these patients. The recognition of
the patient’s vulnerabilities was a common starting point. Caregivers approached the patient-
physician relationship as one unit with the person they cared for as part of the process of
protecting them, before allowing the relationship to develop along different trajectories.
Family physicians described a mutual process of acceptance—of the patient as a human
being, and of the physician by the patient. Greater awareness of these processes of
relationship development may improve health care delivery for patients with developmental

disabilities.
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So to become human implies two realities. It means to be someone, to have
cultivated our gifts, and also to be open to others, to look at them not with a
feeling of superiority but with eyes of respect.

—Jean Vanier, Becoming Human
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Preface

While I am the principal researcher for this thesis, I am also an academic family physician
whose clinical practice involves a special interest in caring for adult patients with severe or
profound developmental disabilities. I have been involved in advocating for and starting a
primary care referral clinic for adult patients with developmental disabilities in St. John’s,
Newfoundland and Labrador (NL) and received formal training in this regard. I also facilitate
teaching sessions for the family medicine residents on caring for adults with developmental

disabilities.

To appreciate the value of reflexivity, I must examine the biases I brought to this research as
a family physician myself caring for my patients with severe and profound developmental
disabilities. I have personally experienced both the challenges and immense fulfillment of
developing these relationships, yet never stopped before this research project to question
them. I feel strongly about the therapeutic power of the patient—physician relationship in
family medicine and our responsibility to be able to provide this aspect of care to all our

patients.

I realized once I began my data collection and analysis that my original research question did
not sufficiently capture or acknowledge the intensity and closeness of the patient-primary
caregiver relationship. This close bond, created through constant one-one caregiving is the
central and original relationship. I have captured this impression by referring in Study One to

the patient-caregiver-physician relationship.

Presently as a salaried academic family physician and having only practiced in St. John’s,
NL, the barriers and challenges I face may not always be the same as those of my colleagues
in different clinical situations. I sought to expand my local experience and understanding of
the research questions by including the perspectives of physicians from other provinces in

Study Two.

I am confident that my experience of the patient-physician relationship both prior to and
continuing throughout this study, my regular reflections on the effect of my clinical

experiences, my knowledge of the physicians and the communities in which many of them

Xii



practice, and the ongoing data analysis together allowed for a rich and in depth co-

construction of the theory grounded in the data produced together with the participants.
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Chapter 1

1 Introduction

People with developmental disabilities are living longer and are more likely to have
multiple and complex medical problems (1—4). There is strong evidence of health
disparities in this vulnerable population including inadequate attention to health care
needs and health promotion and inadequate access to quality health care services (5).
Family physicians are the most consistently available primary health care providers for
adults with developmental disabilities (6). The enduring patient-physician relationship is
a therapeutic hallmark of family medicine (7), yet research on the relationship in this

population is scarce (2, 6).

This thesis seeks a deeper understanding of the development of this relationship and its
influence on the provision of ongoing primary health care for adult patients with severe

or profound developmental disabilities.

1.1 The Purpose of the Introductory Chapter

This chapter will introduce the reader to the topic of this thesis by first explaining
important terms and definitions. This is followed by an overview of the research purpose,

research design and structure of the thesis.

1.2 Terms and Definitions

A number of different terms are used around the world to describe developmental
disabilities. In Canada, the terms developmental disabilities and intellectual disabilities
are used interchangeably and are synonymous with the term learning disabilities in the
United Kingdom. Some countries, including the United States, still use the term mental
retardation. Other terms used to describe developmental disabilities include mental
deficiency, handicap and sub-normality (1, 8). All these definitions have three criteria in
common: significant limitations in intellectual functioning, significant limitations in
adaptive functioning, and manifestations of these symptoms before the age of 18 years

(9). This classification of developmental disabilities was developed within the broader



World Health Organization (WHO) framework for health and disability, the International
Classification of Functioning, Disability and Health (ICF), which was created to provide
a standard framework of language for the description of health and health-related states

(10).

Developmental disabilities are further classified according to differing levels of
intellectual and adaptive functioning (the collection of conceptual, social and practical
skills that have been learned and are performed by people in their everyday lives) (10).
These classifications include mild, moderate, severe, and profound developmental
disabilities (11). Understanding the level of these skills in patients with developmental
disabilities sets the stage for the development of a good patient-physician relationship and
a productive clinical encounter. Physicians must learn to adapt their skills to
accommodate the lower degree of adaptive functioning in these patients and this
imbalance of adaptive functioning skills may impact relationship development. In order
to understand this impact more deeply, the most severely affected patients were identified

for this study.

Patients with severe developmental disabilities have an intelligence quotient (IQ) of 25-
35, scores which fall within the first percentile. Their adaptive functioning skills are at
the level of those of a three to six-year-old without developmental disabilities.
Conceptual skills are limited to using simple one or two-word combinations in verbal
communications and pointing to objects. Socially and practically, these patients can
understand their immediate environment and one-step action words. They are considered

not capable of making most medical decisions (8, 10).

Patients with profound developmental disabilities have an 1Q of <20-25, scores which
fall below the first percentile. Their adaptive functioning skills are similar to those of a
newborn to three-year-old without developmental disabilities. Their conceptual skills are
extremely limited and they may or may not be able to communicate verbally or by
gesturing. Socially and practically these patients are also extremely limited in their

abilities and are considered not capable of making medical decisions (8, 10).



The severity of the limitations in conceptual (including language), social (including
interpersonal), and practical (including decision making) skills, make the active
involvement of the caregiver in the patient-physician relationship a necessity. For the
purpose of this thesis, the term “primary caregiver” will refer to the person primarily
responsible for the health care of the person with disabilities. The term “paid caregiver”
will refer to a paid primary caregiver who may be taking care of one or multiple clients

with varying degrees of disability.

The term patient will be used when referring to an adult with developmental disabilities
in the context of an interaction with a physician. When this same adult is being referred
to exclusively in the context of their relationship with their caregiver, they will be

referred to as a “family member/client”.

1.3 Thesis Purpose

There is strong evidence of health inequities and unmet health needs for people with
developmental disabilities (2, 9, 12, 13). Primary health care, including the family
physician and their relationship with their patients has an important role in addressing
these inequities (12, 14). Research on this relationship in patients with developmental
disabilities, particularly those with severe or profound developmental disabilities is
scarce (2), leaving patients, caregivers and family physicians with little guidance on how
to proceed. Given the lack of literature, an appropriate starting point is to explore this
relationship. The purpose of this thesis therefore was to explore the processes of the
development of the patient-physician relationship in adult patients with severe or
profound developmental disabilities, first from the perspective of the patients and

caregivers, and then from the perspective of family physicians.

1.4 Thesis Design

Research for this thesis was conducted in two phases consisting of two qualitative
studies. Study One involved patients and their caregivers, while Study Two focused on
family physicians. Constructivist grounded theory was chosen as the qualitative

methodology for both studies. A relationship is a dynamic phenomenon; it is a process of



continued development. Knowledge of the theory behind this process is needed as a
starting point to inform further research and potential interventions for those involved in
such relationships. Grounded theory, therefore, was chosen to understand this process
more deeply from the patient, caregiver, and physician perspective. To ensure the thesis
author’s experience with patient-physician relationships (particularly in patients with
severe and profound developmental disabilities) was incorporated in a formal manner,
constructivist grounded theory was chosen specifically for its foundations in relativism
and its appreciation of the multiple realities of subjectivism (15). Constructivist grounded
theory encourages a mutual construction of the truth with input from both the participants
and the researcher. The focus of this study was patients with severe or profound
developmental disabilities, who have significant limitations in their ability to represent
themselves in an interview setting. Recognizing the strong bond between patients and
their caregivers, and the limitations in verbal communication skills of the patients,
caregivers were interviewed in Study One for their perspectives on this relationship rather
than the patients themselves. This then informed Study Two: interviews with family
physicians. Purposeful sampling was used in both studies to capture the appropriate

subgroups of people involved in the relationship and facilitate comparisons thereof (16).

The data collection methods in qualitative inquiry are developed from the research
question (17). In this study, a semi-structured interview guide was developed from
research questions stemming from the research purpose and objectives as laid out in the
thesis proposal (Appendix A). Semi-structured interview guides were regularly adjusted,
informed by the data analysis that was occurring simultaneously with data collection.
Open-ended questions and the semi-structured nature of the interviews encouraged
information sharing by participants and avoided applying a preconceived structure to the

interview (Appendix B).

Sample size, in keeping with qualitative methodology, was not guided by numerical
calculations, but by the researcher’s judgement on the sufficiency of information
gathered. An adequate sample size is one that is not too small to support one’s claims, yet

small enough to permit deep, case-based data analysis (18). Data gathering in both



studies therefore continued until saturation was achieved, that is when no new themes

were seen to emerge from the interviews (19).

This thesis was designed primarily to explore this unique patient-physician relationship
within the context of Newfoundland and Labrador’s primary health care system, drawing

also on experience from other provinces in Canada.

1.5 Thesis Structure

This thesis explored the relationship between patients with severe or profound
developmental disabilities and their family physicians. It aimed to understand and
describe the process involved in forming these relationships, including the integral

involvement of the primary caregiver.

The current chapter introduced the topics of developmental disability, related terms and

definitions, and the thesis purpose and design.

Chapter two reviews the literature pertaining to the care of people with developmental
disabilities including challenges in delivering quality healthcare and the role of primary

health care and the family physician in meeting those challenges.

Chapter three details the methodology involved in the two constructivist grounded theory

studies.

Chapter four reports on the findings of Study One, the purpose of which was to describe
the process of development of the patient-physician relationship between adult patients
with severe or profound disability and their family physician as perceived by the patient’s
primary caregiver. One main process, that of protection, is described including the
requirements for that process to occur. This process resulted in a dynamic triangular
interaction involving the patient, caregiver and family physician. This interaction then

proceeded to develop along one of four different relationship development trajectories.

Chapter five reports on the findings of Study Two, the purpose of which was to describe
the process of development of the patient-physician relationship between adult patients

with severe or profound disability and their family physician as perceived by family



physicians. The main process identified here was that of mutual acceptance between the

physician and patient. This process set the stage for a range of relationships to develop.

Chapter six integrates the findings from chapters four and five, and discusses shared
themes and differences that emerged. Specific recommendations regarding the process of
developing this relationship were then developed to inform those involved in the delivery

of primary health care to patients with severe or profound developmental disabilities.
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Chapter 2

2 Literature Review

2.1 Prevalence of Developmental Disabilities

Individuals with developmental disabilities, estimated at approximately 60 million people
worldwide, represent one of the largest population groups of those with lifelong
disabilities (1). The prevalence of developmental disabilities in Canada is estimated at
one to three percent of the population (2, 3). Recently, the Health Care Access Research
and Developmental Disabilities (HCARDD) Program, a provincial program in the
province of Ontario, identified a cohort of 66,864 adults with developmental disabilities
representing a prevalence rate of 0.78% within adults in Ontario (4). Despite the large
numbers, global data collection on this quietly vulnerable population has not occurred in
a consistent manner. The World Health Organization (WHO), recognizing the lack of
global information regarding this population, produced two recent publications on this
topic (5, 6). Despite some good information regarding individual diagnoses of syndromes
causing developmental disabilities or developmental disabilities in specific geographical
areas, it is still difficult to find statistics that describe the impact of the full range of
developmental disabilities at a national level in most countries, including Canada (5). In
the USA, the Centers for Disease Control and Prevention developed a sophisticated
tracking procedure to gain more accurate prevalence data (7). As such, we know that
about one in six children in the USA were reported as having a developmental disability
in 2006-2008, an increase of 17.8% from 1997-2008 (8). While the pediatric definition
of developmental disability

In Newfoundland and Labrador (NL), a province of 530,000 people (9), there are no
provincial statistics describing the prevalence of developmental disabilities in the
population. The Autism Society of Newfoundland and Labrador represents people with
Autism Spectrum Disorder (ASD), one diagnosis within the population of those with
developmental disabilities. This organization collects data and in 2014 put the number of

children from birth to school-leaving age with ASD in NL at more than 1,000. The
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Autism Society still recognizes however, that the lack of epidemiological information in
Canada and NL has led to great uncertainty regarding true prevalence rates of ASD (10).
At present, we do not know the numbers of people with developmental disabilities living
in NL, nor if their health care needs are being met or not. The development of an NL

registry of individuals with ASD has been identified as a recommendation following the

2016 publication of the NL Autism Society’s Needs Assessment (11).

2.2 Present Models of Care for Patients with
Developmental Disabilities in Canada

Deinstitutionalization of people with developmental disabilities, beginning in the 1990s
in Canada, resulted in a need to change the models of providing health care for these
patients (12). Where these patients were once cared for behind the closed doors of
institutions, they now live and access primary health care in the community as any other

patient would expect to (12).

Despite the federal government’s efforts to identify disability issues as a priority, much
work remains to be done to ensure the full inclusion of people with disabilities in Canada
(13, 14). An election platform promise of the previous government in 2004 to develop a
national Canadians with Disabilities Act by 2010 was not kept (15). The recent change in
the federal government has brought with it another such promise (16). At present, there is
no national or Newfoundland and Labrador health policy specifically focused on

approaches to the health care of people with developmental disabilities.

Most children, once diagnosed with development disabilities, are cared for within
specialized multi-disciplinary teams within provincial paediatric health systems. Across
NL, the only specialized centre providing care for these children is the Development and
Rehabilitation Division of the Janeway Health Centre, St. John’s, NL (17). At the age of
18 years, these young adults are required to transfer to the adult health care system. They
may be referred to a number of specialists within this system, as well as to their family

physician.
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Within the Eastern Health Care Corporation in St. John’s NL, services related to adults
with developmental disabilities are delivered by the Rehabilitation and Continuing Care
and the Community Services Programs (18). Neither of these programs provide services
specifically for individuals with developmental disabilities, and each is large,
representing many different patients. Transition planning from paediatric to adult health
care services has only recently begun to be a focus on all areas of chronic disease
management and disability and evidence of beneficial outcomes of specific programs is

still mixed (19).

2.3 Transitions of Care

Children and adults in NL are traditionally serviced by two separate health care systems
as in the case of St. John’s, NL described above. Less than century ago, most people with
developmental disabilities did not reach adulthood (12), hence the focus until quite
recently on pediatric care. These same children however are now, thanks to medical and
social advances, living longer (20-22). For example, in individuals with Down syndrome,
the mean age of death increased from 26 years in 1983 to 49 years in 1997 (3). One
unfortunate result of this increased longevity is that as compared to the population
without developmental disabilities, this population is more likely to have multiple and
complex comorbid medical conditions, rendering them vulnerable to further health
disparities as they enter adult medical systems across the world with fewer accessible
resources (3, 4, 22, 23). On average, adults with developmental disabilities have 5.2

conditions per person and half of these go unrecognized or are poorly managed (24).

People with developmental disabilities are especially vulnerable during transitions of
care. Often, the first transition for people with developmental disabilities is the transition
from a highly coordinated and specialized pediatric health care system to a more
fragmented and less specialized adult system. Differences in these two systems are
significant, particularly for patients with developmental disabilities as pediatric systems
are largely family-focused, involving interprofessional teams, whereas adult systems are
more focused on the individual patient and expect greater autonomy of the patient with
respect to their health care decisions (25). Given the patient with developmental

disabilities has varying abilities in this regard, their potential unmet needs may never be
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adequately met (12). A recent study of 13 Dutch patients transferring from pediatric to
adult care showed that parents of young people with profound intellectual and multiple
disabilities valued the care provided by the pediatrician and wished to see it continued

(26).

Rather than focusing on the transition from pediatric to adult health care, recent
publications have highlighted the need for an early focus on lifelong functioning and
transition for each individual and their family (27). Relationship building has been
identified as one of the essential aspects of this patient-centred approach to care. A
specific community “navigator”, a position created to support those with developmental
disabilities by planning for their transitions and navigating all involved systems and
resources, can be another important resource (27). While some provinces such as BC
(28), Alberta (29), and Ontario (30) fund these types of positions, they are not universally
established roles in Canada, and no such position exists in NL. Health care professionals
can also facilitate the transition process; for example, by ensuring new health care
professionals have all the information they need (31). An Australian study looking at
plans for older adults with developmental disabilities highlighted the continuing nature of
planning and the importance of the development of mechanisms to deal with changing
circumstances throughout the lifecycle in order to avoid further vulnerability and health

disparities (32).

The holistic approach to care throughout a patient’s life as a way to ensure smoother
transitions relies on continuity of care and the providers of that care. Optimal care of a
person with developmental disabilities is best provided by a specialized multidisciplinary
team and a collaborating primary health care provider who together provide
comprehensive and coordinated care and support to the patient and family (33, 34).
Family physicians should either be involved prior to the birth of a child or immediately
after the birth of a child, but involvement often begins at significant transitions such as
transition to adult care (33). The Ontario-based Developmental Disabilities Primary Care
Initiative recently developed a transitions toolkit in which they suggest that youth should,

in addition to their paediatrician, connect with their primary health care provider at
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minimum annually from at least age 12 years in preparation for transfer of care at age 18

years (35).

2.4 Addressing the Needs of Those with Developmental
Disabilities within our Present Health Care System

The United Nations’ Convention on the Rights of Persons with Disabilities states that
persons with disabilities have the right to the enjoyment of the highest attainable standard
of health without discrimination on the basis of disability (36). The World Health
Organization (WHO) defines health as a state of complete physical, mental, and social
well-being and not merely the absence of disease and infirmity (37). In its “Healthy
Ageing—Adults with Intellectual Disabilities” report, the WHO states that while this
description of health is equally applicable to people with developmental disabilities and
without, those with developmental disabilities are still generally devalued and
disadvantaged in regard to their health status (38). Key issues discussed in the Healthy
Ageing report include: a lack of organized health care and supportive systems designed to
address the needs of adults with developmental disabilities, the need for modification of
public attitudes, and the failure of health practitioners to recognize the special problems

experienced by this ageing population (38).

Hart’s inverse care law states that “the availability of good medical care tends to vary
inversely with the need for it in the population served” (39). Studies in Canada, the
United Kingdom and Australia confirm that people with developmental disabilities are
poorly supported by their health systems (3, 22, 23, 40). People with developmental
disabilities have higher than average health care needs but generally access preventative
primary health care services less (23, 24). Individuals with developmental disabilities are
more likely than the general population to have physical disabilities, mental health
problems, chronic diseases, hearing impairments, vision impairments, and
communication disorders (4, 21, 23, 24). These combined disabilities, coupled with
significant limitations in adaptive and intellectual functioning, make this population
especially vulnerable to health disparities (3, 23, 41, 42). People with severe
developmental disabilities are more severely affected and have even poorer health

outcomes than those with mild disabilities (40). Research focusing on the experiences of
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people with developmental disabilities and health care systems remains limited.
However, recent studies are beginning to reveal that adult patients with mild
developmental disabilities and their family physicians face challenges accessing and

providing appropriate primary health care (4, 38, 43—45).

Provision of guidelines and training for those professionals dealing with people with
developmental disabilities is important in order to recognize and understand the particular

health care needs of people with developmental disabilities.

2.5 Primary Health Care Guidelines

The Developmental Disabilities Primary Care Initiative in Ontario recently brought
together clinicians with expertise in the care of adults with developmental disabilities
with a goal to improve primary health care and quality of life for these people. This
resulted in the publication of the 2011 Canadian Consensus “Guidelines on the Primary
Care of Adults with Developmental Disabilities” which gave practical recommendations,
based on current knowledge to primary care providers throughout Canada (2). Similar
guidelines have been produced in other countries including the USA and Australia (46,
47). These clinical guidelines emphasize involving caregivers, adapting procedures when

appropriate, and seeking input from a range of health professionals when available.

The use of these guidelines, particularly when referring to providing regular preventative
health care checks for patients with developmental disabilities has been associated with
improved clinical outcomes such as increased immunization rates, cancer screening,
increased detection of diseases and improved follow up (24, 47—49). It has also been
shown to improve primary health care practitioners’ knowledge of the health needs of

these patients, as well as ability to identify gaps in health care services (47, 49, 50).

Unfortunately, some of the recommended resources and specialized services, while
generally available in most areas of Canada, may be lacking in some regional health
service systems. This is the situation in most areas of NL. It was noted that people with
disabling conditions, including those with developmental disabilities are a low priority

for researchers, and as a result many of the recommendations are based on expert opinion
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or published consensus statements rather than evidence (2). How widely these guidelines
are actually used in clinical practice is variable and not sufficiently researched to date

(50, 51).

Use of these guidelines does not come without significant challenges. For the patients,
merely attending a physician’s clinic was an anxiety provoking experience and they were
reluctant to participate in preventative care visits (51). For the physician, challenges
included limited experience working with people with developmental disabilities, lack of
required information such as clinical and community resources, and an increase in time

required to complete the assessment (24, 47-51).

2.6 The Role of the Family Physician in the Provision of
Primary Health Care

The majority of all health and medical care services provided to the Canadian population
occurs in primary care settings, most often by family physicians (52). As such the family
physician plays a key role in primary health care of all Canadians, including those with

developmental disabilities.

The specific role of family physicians in the primary health care of those with
developmental disabilities is supported by the Developmental Disabilities program
committee of the College of Family Physicians of Canada (CFPC) (53). This committee
represents the interest of all CFPC members providing care to people with developmental
disabilities. Its members were involved in the development of the Guidelines for the
Primary Care of Adults with Developmental Disabilities (2) and provide resources such
as teaching modules for family physicians who are training medical students and family

medicine residents in this field (54).

Specific data detailing family physicians’ involvement in the care of those with
developmental disabilities in Canada is scant. Information from the College of Family
Physicians of Canada’s latest National Physician Survey does not include data on caring
for people with developmental disabilities (55). In the USA, Australia and United

Kingdom, community-based primary health care providers (including family physicians)
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are the main providers of health care to people with developmental disabilities (56—58).
One can only assume that family physicians, as the most common primary health care
provider, are also the most consistently available health care provider for people with

developmental disabilities across Canada, including Newfoundland and Labrador.

Research on the practice of family medicine for patients with developmental disabilities
has been the focus of a very limited body of literature which has largely concentrated on
the perspectives of, and challenges faced by, family physicians (44). Research including
adults with developmental disabilities has relied primarily on secondary analysis of larger
databases as opposed to direct accounts of individual and caregiver experiences (4, 44).
Ten studies were identified that included the perspectives of patients and/or caregivers.
Most studies focused on patients with mild developmental disabilities (43—45, 59-65).
The results revealed that people with developmental disabilities face a series of barriers
when trying to access primary health care, including physically accessing the clinics,
communication issues, waiting for appointments and transitioning to adult care. The
family physician’s knowledge of the patient was an important enabling factor in
addressing these barriers (4345, 59). Studies focusing on physicians’ perspectives of the
primary health care of those with developmental disabilities have highlighted a lack of
clinical knowledge since family physicians feel ill prepared for the task of providing
health care to this population (3, 23, 45, 47, 49, 50, 58). One study involving nurse
practitioners providing primary health care to patients with developmental disabilities in
the United Kingdom highlighted the need for closer support and partnership with
specialist developmental disability services (57). A study in which family physicians in
the United States were interviewed found that although these practitioners tried to
provide care for their patients with developmental disabilities, they did not believe they
were knowledgeable about this population and lacked the resources and support they
needed to provide good care (56). Without much evidence-based guidance or support, the
family physician and caregiver are often left to adapt what knowledge they can access, to
the people they are caring for—individuals with multiple, complex, and often unknown

underlying conditions and needs.
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2.7 Patient-Physician Relationship

As they deliver care to their patients, family physicians develop relationships with their
patients. In one way or another, the construct of this patient-physician relationship and its
effect on the medical encounter has been described throughout the history of medicine,
beginning with the Greeks and continuing through to the 21st century in both medical and
social science literature (66, 67). This relationship has had many different forms in
different periods, reflecting the dominant medical paradigm at the time. The biomedical
model, the dominant medical paradigm of the 19th and early 20th century, viewed the
patient’s disease independently from the person who was suffering from it and from the
social context in which it occurred. More recently in the latter 20th and now 21st century,
this model has been challenged by many, first a group of general practitioners led by
psychoanalyst and physician Michael Balint (68) followed by others including
psychoanalyst George Engel, neurologist Kurt Goldstein and family physician Ian
McWhinney (69). The newer paradigm views the patient as whole, a dynamic integrated
being ensconced in a context including, very importantly, the patient-physician

relationship (69).

Bioethicists Emmanuel and Emmanuel suggested that power relations were the key
construct of various elements of the patient-physician relationship (70). The balance of
power between the patient and the physician formed the basis of their model of patient-
physician relationship also described by Roter (66), ranging from mainly physician power
(paternalism) to mainly patient power (consumerism) with the middle balance approach
demonstrating mutuality of power and the dysfunctional relationship being a function of
lack of power on either side. Roter described the optimal medical encounter as a mutual
relationship-centred one, and then further characterized the patient-physician encounter

as: medically functional, informative, facilitative, responsive, and participatory (66).

Power in the patient-physician relationship, while often on the side of the health care
provider, is also in the hands of the patient, especially when discussing his or her needs or
when deciding whether or not to comply with a management plan, suggesting some

codependence on each other in the relationship (71).
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Various other models of patient-physician consultation and resultant relationship have
been described. While they have a slightly different focus, these models all include
aspects of understanding the patient, their behaviours, experiences, and context, as well
as the importance of both the patient and the physician’s input into the consultation

experience itself (68, 72-76).

The success of relationship and patient-centred care has been linked to a variety of
objective patient health outcomes. These positive health outcomes include emotional
health, symptoms resolution, functional status, physiological measures (e.g., blood
pressure and blood glucose levels), pain control, and chronic illness care (77-81). As an
essential aspect of this care, the patient-physician relationship is an important therapeutic

modality in itself.

Family medicine defines itself through the focus on the patient-physician encounter and
resultant relationship (69, 72). The College of Family Physicians of Canada has
developed four principles of family medicine, one of which focuses on the centrality of
the patient-physician relationship in the role of the family physician. Described as having
the qualities of a covenant, the description of this principle, includes elements of trust,
privacy, a recognition of individual experience of suffering, an awareness of power
differentials, and the development of this relationship over time (82). Longitudinal care
and commitment across a wide range of concerns as well as the consultation experience
itself, including valuing patients and the experience of interacting with them, are all
important aspects of the patient-physician relationship in family medicine (56, 57, 83,
84).

The skills needed to form these positive professional patient-physician relationships are
as important as any other clinical skill used in the encounter. These skills include the
ability to communicate, to be compassionate, caring, and empathetic, and perhaps most
importantly, the ability to inspire trust between both parties (85—87). Trust implies a
transference of power to a person to act on one’s behalf and in one’s best interest (76).
The balance of vulnerability and power in the patient-physician relationship is a well-

studied phenomenon (70, 71, 83, 84, 87). Patients with severe or profound developmental
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disabilities are considered a vulnerable group of people as a result of their limited
cognitive and adaptive functioning abilities. This inherent vulnerability requires an
appreciation of the power differential in the resulting relationship by the physician in

order for it to be successful.

The development of this relationship, and the provision of continuous, coordinated care
for people with severe or profound developmental disabilities does not come without its
challenges. Recent research reflects concerns from patients with developmental
disabilities regarding the ability of their family physicians to communicate appropriately
with them (44). The level of developmental disability presents a unique challenge in
communication which is a key component of relationship development. Patients with
severe or profound developmental disabilities have very limited communication skills
and require continuous support to optimize their communication opportunities (88, 89).
This includes the caregiver’s interpretation of behaviours which may indicate certain
needs. These patients also often have physical and/or sensory impairments further
impacting their ability to communicate which can then affect relationship development
(90, 91). Receptive or understanding communication skills are often stronger than
expressive ones, strengthening the argument for the physician to communicate directly
with the patient, including them in the encounter even if the patient cannot be seen to be
actively communicating in return (90). Family practitioners can optimize engagement and
communication within a consultation by learning how an individual communicates (43,
65). They can also engage the caregivers in trying to interpret patients with profound

developmental disabilities behaviours as forms of communication (60).

Patients with severe or profound developmental disabilities always present to their family
physician with a caregiver. This results in the development of a triadic relationship. The
third person speaks for the patient and as their interpreter and/or advocate, mediates the
interaction between the patient and family physician. The caregiver’s role in the medical
encounter is essential to the patient’s health outcomes (43, 58). The importance of
involvement of caregivers is seen in the success of early intervention occupational
therapy and physiotherapy programs which rely heavily on good interpersonal

relationships between families and professionals (92). The physician is part of this triadic
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interaction and as a result also has heightened communication needs as they interact with

this patient population (58).

Research on the effect of a third person in the medical encounter in older patients with
dementia reveals that the interactional dynamics change, and may influence the
development of a trusting and effective patient-physician relationship (93). Some medical
practitioners have been reported to ignore patients with communication difficulties,
focusing solely on the caregiver (65). Effective and empathic management of this triad

relationship requires specific communication skills (94, 95).

The patient-physician relationship has been researched quite extensively in other groups
of people as described above. While some studies have included comments on issues
related to relationship development such as communication issues (44, 45, 59, 95), only
one study was found to report specifically on the patient-physician relationship in patients
with mild developmental disabilities (43) and no studies were found focusing specifically
on this relationship in adults with severe or profound developmental disabilities. Little is
known of the process or outcomes of this interaction within different health care contexts,

including those of Canada or NL.
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Chapter 3
3  Methodology Study One and Study Two

3.1 Purpose

The purpose of this study was to describe the development of the patient—physician
relationship between adult patients with severe or profound developmental disabilities

and their family physicians as perceived by:
Study One: the patients’ primary caregivers

Study Two: the patients’ family physicians

3.1.1 Specific Objectives

1. To explore the process of how the patient-physician relationship develops in the
context of adult patients with severe or profound developmental disabilities and
their family physicians

2. To describe the trajectory of this relationship development

3. To use this knowledge to assist family physicians in caring for these patients.

3.2 Methodology

3.2.1 Study Design

This study used the qualitative methodology of constructivist grounded theory (1) to
examine the specific processes of relationship development between patients with severe
or profound developmental disabilities and their family physicians. Data were collected
via in-depth interviews with primary caregivers and family physicians of adult patients
with severe or profound developmental disabilities. As is appropriate in constructivist
grounded theory methodology, the researcher adopted a reflective, non-judgemental
stance during these interviews, thereby encouraging maximal participation. The sharing

of personal details and asking and answering of questions from both parties was
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encouraged. This allowed for the process of data generation rather than data collection
(2). Analysis of these interviews allowed insight into the experiences of the participants.
Using this insight, the researcher proposed themes and developed ideas about the process

of developing the patient—physician relationship.

The stories of both sets of participants were reconstructed into a constructivist grounded
theory model to understand the process of relationship development. Grounded theory
goes beyond the “what and how” questions to those of “why” (3). Constructivist
grounded theory requires that the answers to these questions are grounded in the
experiences of both the participants and the researcher (2). The deeply personal
experiences of the patients, caregivers, physicians and author of this thesis (a researcher
and a family physician) in caring for this vulnerable and as yet relatively un-researched
population, yield themselves to a constructivist grounded theory approach. By using this
approach, this study attempts to understand why, how, and in what way the patient-
physician relationship develops in this distinct population. When combined with insight
and industry, grounded theory methods offer sharp tools for generating, mining and
making sense of data (3). As a family physician deeply entrenched in the positive and
therapeutic nature of the patient-physician relationship and involved clinically with the
care of patients with severe or profound developmental disabilities, the author’s personal
experience, insight and interpretive process were all an integral part of this research. The
theory that was ultimately constructed is one that is grounded in the mutual experiences

of both the participants and the researcher (2, 4).

Researchers using constructive grounded theory appreciate that they bring with them
underlying assumptions that affect the collection and interpretation of the data (2). While
some would argue that having a passion for an area of research can blind the researcher to
a certain aspect of the data (2, 3), those using constructive grounded theory use this to
their advantage. In this study, regular reflection by the researcher was therefore critical to
ensure the necessary linkage of their personal and emotional experiences of their ongoing
clinical work, the research interview, and the relationships they formed with the

participants during those interviews, with the stringent intellectual methodology. In



30

addition to this, group analysis of the data with two non-clinical researchers in this study

ensured regular evaluation of these assumptions.

3.2.2 Sampling and Recruitment

3.2.2.1  Study One — Caregiver Participants

Participants were sampled purposefully. Potential participants were identified and
recruited by family physicians at the Waterford Psychiatry Hospital and primary health
care clinics in St. John’s, NL. These physicians have experience caring for, and have
developed relationships with, patients with developmental disabilities. The range of
recruitment sources ensured a rich and varied sample which included family caregivers
and paid caregivers of patients living in private homes or institutions. Family physicians
recruited the caregiver participants who then responded back to the researcher if they
were interested in participating. An invitational letter and information about the study
were provided to the participants by the family physician (Appendix D). Further
information and consent forms/information were provided by the researcher via email or
telephone when the participants contacted her. Consent forms were provided for the
caregiver as well as the substitute decision-maker for the patient if this was not the
caregiver (Appendix E, Appendix F). Written consent from participants and substitute
decision makers when appropriate, were obtained before data collection commenced.
Sampling and data collection continued until the point of saturation, at which no
additional concepts relevant to the central themes emerged from the data of new
participants. To ensure maximum variation in the sample, a variety of participants in each
study were recruited. This allowed participants with a range of ages, from a variety of
locations, and with a variety of experiences in caring for adults with developmental
disabilities to be included (5). This project was reviewed and approved by Newfoundland

and Labrador’s Health Research Ethics Board (Appendix G).

3.2.2.2 Study Two — Family Physician Participants

Potential participants were identified through purposeful sampling of family physicians
with a variety of experience in developing enduring relationships with adults with severe

or profound developmental disabilities. To ensure maximum variation of clinical



31

experience and practice type and location, participants were recruited from three groups
of family physicians all of whom had some experience of enduring relationships with

patients with severe or profound developmental disabilities:

1. Family physicians at the Waterford Hospital, St. John’s, NL who saw a large
number of outpatient and institutionalized patients with severe or profound

developmental disabilities.

2. Community family physicians from St. John’s and the Avalon Peninsula region of
NL who had a minimum of two patients with severe or profound developmental
disabilities in their practice and had some experience of forming relationships

with such patients in this context.

3. Family physicians from the College of Family Physicians of Canada Special
Interest Group on Developmental Disabilities who had specific expertise and/or
experience in forming relationships with adults with severe or profound

developmental disabilities.

Representation from local family physicians revealed specific knowledge of the local
community context while physicians from other provinces in Canada gave a broad
national level perspective. The range of recruitment sources ensured a rich and varied

sample.

Invitations to participate, including information about the study, were provided to
potential participants via email from the primary researcher (Appendix C). Further
information and consent forms were then emailed to the participants after they identified
that they would like to participate (Appendix D, Appendix H). Written consent was
obtained before data collection commenced. Sampling and data collection continued until
the point of saturation, at which no additional concepts relevant to the central themes
emerged from the data of new participants. This project was reviewed and approved by

Newfoundland and Labrador’s Health Research Ethics Board (Appendix G).
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3.2.3 Data Collection—Study One and Study Two

Data collection for Study One occurred from February 2015-May 2015. Data collection
for Study Two occurred from June 2015—September 2015. Due to the relative lack of
research in this area, the approach taken for this study was an open and exploratory one,
with the researcher providing gentle guidance to the participants where appropriate. As is
appropriate in constructivist grounded theory methodology, the researcher adopted a
reflective, non-judgemental stance during these interviews, thereby encouraging maximal
participation. Participants were asked to share their experiences and stories about
interacting with their physicians or patients in the health care system. The sharing of
personal details and asking and answering of questions from both parties was
encouraged. This allowed for the process of data generation rather than data collection
(2), resulting in a rich understanding of the process of developing the patient-physician
relationship. A different semi-structured interview guide was used for each study which
included open-ended questions and subsequent probes (Appendix B). The interview
guide was regularly updated by simultaneously analyzing the data to identify emerging
ideas, allowing the researcher to explore new avenues of inquiry in future interviews
(Appendix I, Appendix J). Interviews occurred at a time and location most convenient for

the participants and were conducted either in person or telephonically.

Interviews were audio-recorded and transcribed verbatim. Field notes describing the
context of the interview and initial experience and impressions of the researcher in her
role as the interviewer were documented immediately after each interview. These field
notes allowed the author of this thesis to be cognizant of the wider context that influenced
the participants telling of their stories (2) when analyzing the data. Memos in the form of
notes taken both during and after review of the transcripts and iterative data analysis
served as important source of data. These memos captured the researcher’s reflections
and insights informed by both the transcript data, as well as her personal experience of
the interview process and of being a practising family physician caring for adults with

severe and profound developmental disabilities.
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3.2.4 Data Analysis Study One and Study Two

Data analysis has been described as an interpretive dance (5), being both iterative and
responsive with multiple steps and changing rhythms. As a first step in this process, the
three researchers involved in this study (Katherine Stringer, Bridget Ryan, Amanda
Terry) independently read and coded the transcripts and field notes to identify key themes
and concepts. These researchers then came together as a team in subsequent meetings to
compare and discuss their independent coding. The lead researcher, Katherine Stringer,
incorporated the information from these team discussions into both the data generation
and data analysis processes to iteratively create the final coding templates used for Study
One and Study Two. Data analysis meetings of the research team continued throughout
both studies. Details of the analysis process, culminating in the development of the
grounded theory are included below. The regular and ongoing meetings of the research
team represented part of the interpretive dance, involving constant revision and
development of the various levels of data analysis described below. Data collection and

analysis occurred simultaneously to facilitate the development of a grounded theory (6).

Data analysis of all interview transcripts, field notes and memos occurred though an

interpretive and iterative approach based on that described by Charmaz (1). It involved:
1. Reading and becoming familiar with each transcript and field note.
2. Continued generation of memos.
3. Initial line by line focused coding.

4. Generating a thematic “coding template” which was continually revised during

data collection.

5. Continual addition of research team insights, diagrams, reflections to the iterative

process of theoretical coding.
6. Reviewing all the transcripts after completion of data collection.

7. Identifying theoretical codes grounded in the data and focused coding.
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8. Identifying exemplar phrases that explained the theoretical codes and grounded

them in the data.

9. Continuously referring back to the data and previous codes for verification and

review of emerging theory.
10. Developing a coordinated constructive grounded theory.

Trustworthiness and credibility of the data was ensured through the following techniques

(%):

1. Purposeful screening to ensure all participants had experience of the studied

relationship

2. Audio-recording interviews, verbatim transcription, and detailed field notes to

maintain methodological rigor.
3. Review of transcripts for accuracy

4. Group data analysis involving Katherine Stringer (MCISc student and family
physician involved clinically in caring for those with developmental disabilities),
Bridget Ryan, Phd, and Amanda Terry, Phd (thesis supervisors and non-
clinicians). Regular questioning and challenging of all researchers’ assumptions

was encouraged.

5. Regular individual and group reflection on the part of all researchers including
memo writing and journaling on the part of Katherine Stringer. This was done to
maximize researcher transparency, grounding this transparency in the experience
of those constructing the data—the participants and the researchers. It also helped
Katherine Stringer to remember, question, analyze and make meaning of the time

spent with the participants and the data generated together (1, 2)
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Chapter 4

4  Study One Findings and Discussion

4.1 Final Sample and Demographics

A total of thirteen individuals meeting the inclusion criteria of primary caregiver to one
or more adults with severe or profound developmental disabilities participated in eleven
interviews. Two of the participants were interviewed as couples. Eight of the participants
were female and five were male with an age range of 4982 years (M=61.3, SD=11.7).

The patients they were caring for ranged in age from 24—67 years.

Six of the caregivers were parents (including one foster mother), four were other family
members, and three were paid caregivers. The majority of the participants (n=9) had no
formal training in caring for patients with developmental disabilities, four caregivers did
have formal training and worked for organizations caring for patients with developmental

disabilities.

Six caregivers took care of these adults in their family home, one patient lived in her own
home with full time care, five caregivers were involved in caring for patients in group

homes or long term care facilities in the community.

Interviews ranged from 40 to 80 minutes and took place in patients’ and caregivers’

homes, a hospital room, or the primary researcher’s office.
4.2 Findings from Data Analysis

In Study One, to ensure that the importance of the integration of the caregiver into the
patient-physician relationship is acknowledged, this relationship is referred to where
appropriate, as the “patient-caregiver-physician relationship”. Study findings revealed
that the core process in the development of the patient-caregiver-physician relationship
was that of protection. Caregivers needed to protect their family members/clients, and

looked to the physician to be a part of this process. This process was necessary because
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of the recognition of the vulnerability of their family member/client as a result of their

developmental disability.

4.2.1  Vulnerability

Caregivers described their family member/client as being vulnerable due to the fact that
they could not take care of any of the basic activities of daily living independently or in
many cases even communicate their needs. This lack of independence and the inability to
communicate rendered them dependent on others for protection and assistance in every

aspect of their life.

“He is just difficult to look after because he is more or less like a baby. He
is very limited. He can’t take care of himself on his own. He is like a baby

only bigger, right?” (interview 1)

The process of protection began from this starting point of the caregiver’s perception of
the vulnerability of their family member/client. This process then proceeded through a
number of stages resulting in the patient, caregiver and physician all interacting together
in a medical encounter. This triadic interaction then followed four different relationship

development trajectories.

Caregivers described this process of protection and the development of the four different
relationship trajectories as occurring in numerous contexts specific to their family
member/client’s life. While this study will report mainly on the impact of the health care
context on the patient-physician relationship, it is worth noting that this process of
protection continued in all contexts relating to the patient and caregiver, such as their

homes and the broader community and social context.

The next section 4.2.2 describes the five stages in the process of protecting ending with
the dynamic patient-caregiver-physician interaction. Section 4.2.3 describes the four
different trajectories this interaction then followed as four different types of relationships
developed. Finally, section 4.2.4 describes why this process of protection was

necessitated by the health care and social contexts in which these relationships occurred.
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422 Process of Protection

4.2.21 Extreme Nurturing

Nurturing developed from the dependence of the adult with severe or profound
disabilities on those caring for them. More than simply caring for the adult, like the care
given to a baby, it included the need to minimize vulnerability and protect, involving
constant life-long vigilance, advocacy, and support. Nurturing included the act of
promoting and sustaining development to maximize potential, no matter how limited this

may have been.

“But given that he is an adult now, he just looks like a little boy and that’s
what he communicates to them. He communicates that I am very
vulnerable right now and I'm only little so you got to do whatever it is you

got to do to take care of me.” (interview 6)

“You have to be their advocate, you have to be their voice, you have no

choice” (interview 8)

The use of the word extreme describes the severity and intensity of the nurturing required
to ensure a good quality of life. This population of people who had significant limitation
in their adaptive functioning skills were unable to interact with their environment in the
“usual” or accepted way, so protecting them involved adapting the environment to their
needs. This included, for instance, providing assistance with all daily activities within the

context of a normal busy family life.

“We’d take him shopping, get what he needed, bath him, everything ...get

his hair cut, do what he needed done.” (interview 3)

Caregivers used words such as “fought” and “begging” to describe the extreme measures

they had to use to ensure health care appropriate for this level of nurturing.

“And it sometimes comes down to going to GPs that we know, basically

begging. We know you are not taking new clients, but” (interview 4)
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“...we (caregivers) had to push and scrape for every additional test”

(interview 4)

“24 hours (home care). I fought for that like nothing else. And I got it”

(interview 7)

The term extreme also described the challenges associated with requests from physicians
for seemingly small changes in routine care. Again, the patient’s limitations in adaptive

functioning did not allow for the “usual” adaptations to “small” changes in routine.

6«

Why won’t she let me take her blood pressure?’ Come in and see and
you will see the anxiety and you will see the stuff being kicked across the

’

floor and you will say, ‘Okay.’” (interview 4)

While this nurturing process began in much the same way as for any parent on the arrival
of a new baby or young child, it differed in that it was not preparing the person with
developmental disabilities for a future life of independence but rather it continued for the

entire life of the person with developmental disabilities.

“But yeah, it is the responsibility that you take when you make that choice
to keep your child and it is the responsibility forever or for however long

you keep them” (interview 6)

“I go visit Patient 1 everyday” (81-year-old mother describing her

continued involvement in her 62 years old son’s care). (interview 10)

Extreme nurturing is the process by which the caregivers protected their family
members/clients. This was what was required to care for these adults who were unable to
interact with and adapt to their environment as a result of a severe or profound
developmental disabilities. This process, likened to the constant level of care required for

a baby was unique in that it was lifelong.

4.2.2.2 Patient-Caregiver Bond

The constant and extreme level of nurturing led to the primary caregivers developing a

close bond with their family member/client as part of the Protection Process. This bond
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developed from time spent with each other and close observation of the family
member/client during that time. It allowed for a safe place in which further familiarity
developed, and as a result, the caregiver became better equipped than anyone else to

understand their family member/clients attempts at communication.
“I know him better than anybody else” (interview 6)

“the caregiver is the person that knows the patient best. We know the
changes in their moods, we can usually tell...so we notice the changes in

them, you have to be very, very familiar” (interview 5)

This paid caregiver described how spending time with a client and the resulting deep

level of knowledge developed into a deep relationship or “connection” with the client:

“we all have an emotional connection to the client. Anybody in this field
that has been in it for a long time and wants to stay in it, you do develop a
relationship and it does become personal, even if you re not family.”

(interview 4)

4.2.2.3 Patient-Caregiver Encounter Family Physician Together

As aresult of their many associated medical conditions, adults with severe or profound
developmental disabilities all require a family physician for the coordination of their
ongoing health care. To ensure continued protection when interacting with someone
outside the patient-caregiver bond, the caregivers encountered the family physician
together with the patient. They appreciated the physicians who recognized the importance
of the patient-caregiver bond and its crucial role in developing their own relationship

with the patient.

“[the physicians] recognize that he [the patient] cannot communicate
with us so you [the caregiver] communicate and tell us and teach us...
they have been very good with me, they have been very good with
understanding me and our relationship and knowing that, not that I have
all the answers, but I got a lot more answers than most people do™

(interview 6)
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After encountering the physician together, the patient and caregiver still had to decide

whether they felt safe enough to let the physician into this bond.

4.2.2.4 Decision is Made by the Patient and Caregiver Whether or
not and How Much to Open the Patient-Caregiver Bond to
the Physician

The degree to which the family physician was let into this very close patient-caregiver

relationship and the resultant triad was related to how safe the caregiver felt both they

and the patient were in the presence of the physician. The level of safety experienced was

influenced by a number of factors related to each member in the relationship:

4.2.2.4.1 Factors Related to the Physician

Caregivers allowed physicians who practiced empathetic, patient-centred care into this
triad more than physicians who did not. This patient-centred care involved the skills of
considering all issues related to the patient, listening, taking time, caring, and making the
effort to create a safe and protective environment to which the caregiver felt they could

bring the patient.

“the doctor needs to see the person you know, as opposed to just seeing

the, okay you've got a bruise on your knee” (interview 4)
“[the family physician was] always very relaxed with him” (interview 1)

“when you start to personally engage, you start to care. You know, on a
personal level. I think when a doctor can do that, it’s really, really good”

(interview 9)

Caregivers also pointed out that being able to recognize the patients’ abilities and being
interested enough to find alternate ways to connect and communicate with the patients

was a very important factor in developing the relationship triad:

“[a doctor who understands that] he can communicate, he just can’t

speak’” (interview 4)



42

“touching. Ah, not just taking a blood pressure, you know but like, putting
a hand on the shoulder, ah, you know like letting the person know that

they are comfortable with them” (interview 5)

422472 Factors Related to the Patient

Caregivers described how the appearance, ability to communicate and sometimes

unpredictable behaviours of the patient either helped:

“People will look at him and go, oh my God he’s so good looking, those

big brown eyes and stuff, and it draws people to him.” (interview 5)

“Well, my sister (the patient) is kind of a cuddly, she likes to hug and
these sorts of things...she loves doctors. She doesn’t mind medical

procedures at all.” (interview 2)

or hindered:

“And they 've got behaviours that are unacceptable, you know like, if you
have somebody in your office that’s screaming or attempting to bite you,
you know like, all of the behaviours that the patient can have as an

individual, can be offsetting to a doctor.” (interview 5)

the creation of this safe environment in which the patient-caregiver-physician relationship

could be allowed to develop.

4.2.24.3 Factors Related to the Caregiver

Caregivers described themselves as individuals with their own physical and emotional
needs and concerns that impacted their ability to protect the patient and be involved in the
dynamic triangular relationship. These included health issues related to ageing, the

stresses of work and caregivers’ personal fears around medical care.

“the problem with us now is our (parents’) age and (patient’s) age, it is

hard for us” (interview 3)
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“I mean people, people forget staff are people you know. I [caregiver]
have to bring a client to the doctor. I don'’t like doctors, right.”

(interview 4)

These factors also included the motivation and ability of families to be involved in their

carc.

“I just think that probably she (patient) was fortunate in a lot of ways that
she was born into a family that wanted to care for her and have enough
education and what not to understand the needs and that sort of thing and

work out a process that would work for her and the family.” (interview 2)

All these factors were important in determining how safe the caregivers and patients felt
and hence how much they were prepared to open the patient-caregiver bond. This then

influenced the resultant patient-caregiver-physician dynamic triangular interaction.

4.2.2.5 Creation of the Patient-Caregiver-Physician Dynamic
Triangular Interaction
As part of this process of protection, the caregiver realized the potential benefit of
involving the family physician in the patient’s care. They also recognized the potential
for increasing the patient’s vulnerability by exposing them to a system of health care
delivery not designed for those with developmental disabilities. They therefore set out to
create a dynamic triangular interaction where they expected the physician to be aware of
this vulnerability and be actively involved with both the patient and the caregiver in the

process of shared care and protection.

“look into the whites of their eyes and say do you think you can take this

on?” (interview 1)

This interaction was one in which they all played a role and was expected by the

caregiver to be dynamic, i.e. adjusting to the patient’s changing needs and circumstances.
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“Patients’ conditions are changing so you [caregiver| have to modify, so
he [family physician] has to modify his behaviour to them ... so it’s

continually changing” (interview 5)

This dynamic interaction (Figure 1) formed the starting point from which different

trajectories of relationship development were followed.

Figure 1: Dynamic Triangular Interaction — Caregiver Perspective

Patient

Caregiver Physician

The bold line in Figure 1 depicting the dynamic triangular interaction reflects the primacy
and importance of the patient-caregiver bond. The solid line through the middle of the
triangle represents the caregivers’ view of the family physician interacting with the
patient and caregiver as one unit. This was the primary interaction and more important
than any interaction that either the patient or the caregiver may have had with the

physician directly as depicted by the dotted lines.

4.2.3 Trajectories

The dynamic triangular interaction (Figure 2) described above then followed one of four

different trajectories along which four different types of relationships developed. Which
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trajectory was taken was determined by how the caregiver and patient experienced their

interaction with the family physician.

4.2.3.1 Upfront Knowledge Acquisition

This trajectory began instantly and actively and often involved both a family physician
and caregiver with experience in dealing with patients with developmental disabilities or,
at the very least, a family physician who was actively interested, patient-centred, and
genuinely committed to getting to know the patient and building a relationship right from
the start. This enabled the caregivers to give all the information they felt was pertinent

“upfront.”

“This gentleman [family physician] is very, very blunt, very to the point.
Which we respect. He is not wishy washy. Asks questions, just appears to

be engaged. Again interested.” (interview 4)

“[the family physician] allows you to give the information up front”

(interview 9)

The family physician incorporated the caregivers or the family into the relationship right
from the beginning, asking relevant and probing questions with a goal of getting to know

and understand the patient and their context as soon as possible.

And you can tell from the type of questions that he asks. Because it’s not
just about the specific problem that you're here for, it’s ‘how’s she
eating? How's she sleeping? Is she getting out? How are things going? Is
she happy? I mean what kind, what do you do at home?’ just interested”

(interview 4)

There was an understanding of the need for a certain level of commitment, interest and

preparation for future times of need.

“Yes, he [new family doctor] was thorough, he looked it [information on
vaccination] up and talked with us, so he does have an interest”.

(interview 1)
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“And you can tell, yeah, he’s building. This is a guy ['m going to be able

to trust.” (interview 4)

After an initial exponential rate of knowledge acquisition beyond the needs of the
specific encounter, this process then slowed to a more usual rate, dictated by the needs of

each encounter.

“Ah, the last time we were here you said that, you know, just knowledge

building and that really, really makes a difference” (interview 4)

In summary, on this trajectory, the caregiver felt an instant “gut feeling” of trust and
safety in the family physician, and a sense that the family physician could be depended
on, by virtue of this obvious upfront commitment. This resulted in an early and wide

opening of the patient-caregiver bond to enable an immediate trusting relationship.

4.2.3.2 Familiarization with Time

On this trajectory, the key features were time and continuity of care with the same
provider. Knowledge and familiarity developed at a fairly constant rate dictated by the
overall time spent with the patient and caregiver during successive clinical encounters.
Caregivers expressed the importance of the passage of time in order for the relationship
to develop. This is in contrast to the previous description of upfront knowledge
acquisition where caregivers described this knowledge acquisition process as being
deliberately frontloaded. This trajectory could not be hurried because time itself, and the

continuity of the family physician throughout this time, was the important characteristic.

“I think a continuity of contact is the important part of it, that they get to
understand the person, can communicate, because my sister doesn’t. Not
everybody can understand my sister when she speaks but she and NP 1 get
along good...because she knows her so well and the continuity is there so

long that. So it is important to have continuity of service” (interview 2)
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“The best doctors are the ones that can provide the background and
continuity, that have the knowledge base over a long period of time...deep

knowledge that goes back 5, 10, 15, 20, 25 years in some cases’

(interview 4)

Time, and the experiences during that time, allowed a very deep, stable, and dependable
level of familiarization to occur. This familiarity and comfort drew the family physician
into being a part of the patient’s family, the caregiver a part of the health care team’s
“family” and the patient a part of the family physician’s clinic “family.” More than just
being the whole family’s doctor (which these family physicians often were), the word
“family” was used to portray a deeply personal level of this process of knowledge
acquisition and acceptance of each other as individuals, each with their own role in the

team over an extended period of time.

“Well he [family physician] was more comfortable. He was relaxed, he

was part of the family you know.” (interview 1)

“I think really she [patient with developmental disabilities] was just
comfortable with the [clinic] set up as it is and she knew pretty much
everybody down there and all the receptionists and everybody else knows
her. So, I think it starts way back before I [brother caregiver]| started
providing any kind of care and it’s just that she has confidence in the
process...1 just think that they [clinic staff] look at her as being part of the

family too at the centre, so.” (interview 2)

In summary, on this trajectory, the passage of time and the shared experiences during that
time facilitated the acquisition of a deeper level of knowledge, familiarity and safety
resulting in the caregiver-patient bond ultimately being opened completely to allow for a

deep personal relationship and a sense of belonging to a “family”.

4.2.3.3 Stable and Functional Resource

On this trajectory, the caregiver took the lead active role, involving the family physician

as a passive but stable and supportive resource when required. The caregiver took control
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using their knowledge of the needs of the patient to direct the family physician in their
joint management of the patient. This included letting physicians know when and why
they felt medications were too strong, not sufficient or needed repeating, or contacting
physicians when they felt the patient was ill and required further medical care. There was
no need expressed to build an ongoing relationship between times of need or beyond the
functional requirement of medical care for the patient when the caregiver deemed it
necessary. Naturally, knowledge acquisition in the form of the family physician getting to
know the patient and caregiver did occur with time, but it was fairly superficial and
experiences were too infrequent to build on each other or include the patient getting to

know the family physician.

“she [family physician] is very accessible to me, but it goes on what I
[mother caregiver] ask her to do. Because I guess I know him [son with
developmental disabilities] better than anybody else so I am the only one
who can speak for him...she will just say what do you need, how’s he
doing, what can I do, makes sure he gets his flu shot, make sure all those
things happen for him, but other than that it’s kind of like it’s only at my
discretion we will get anything done for him...She will, whatever I want

she will take care of.” (interview 6)

“Well I don’t think it [previous experience] affects his [son with
developmental disabilities] relationship [with his family physician]
because there really isn’t a big relationship. He is just my prescription

writer.” (interview 8)

In summary, the caregiver took control on this trajectory, keeping the physician at arms-
length as an informational and technical resource. The patient-caregiver bond was
controlled by the caregiver who opened and closed it according to their perceptions of the
needs of the patient. The caregiver did not require the physician to really get to know the
patient, rather they relied fully on their own deep knowledge of the patient. The resultant

relationship was a functional one that did not develop further with time.
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4.2.3.4 Assumption of Physician’s Authority/Physician-Centered
Care
This trajectory was followed when the caregiver’s expectation of patient-centred
collaborative care within the dynamic patient-caregiver-physician interaction was not
met. The physician assumed the authority as the best one to make decisions affecting the
patient’s care, without overtly respecting the patient and caregivers’ perspectives. The
resultant tension that developed, especially if the physician and caregiver perspectives
differed or the caregiver’s participation remained ignored, damaged the balanced,

interaction and resultant relationship.

“A doctor just totally threw me under the bus and totally ignored

everything I had to say” (interview 6)

Caregivers described a lack of empathy for those with developmental disabilities and felt

both they and the patient were “disrespected” and “dismissed.”

“But you know my analysis in the end of the story is just that he just don’t
want to be told because he’s the doctor...I didn’t have respect for the

doctor anymore” (interview §)

Caregivers reacted by trying to turn this process around through gathering and conveying
accurate information from their constant observations of the patient. Occasionally,
through repeated experience, the process changed into a learning experience for all

involved as physicians eventually realized the value of the caregiver’s and patient’s input.
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“And that’s what I [caregiver] did and basically, I refused, not that 1
refused to leave, I said I really need you [family physician] to see this
information. So I had it all done. Every [patient] behaviour was
correlated with the sleep data, with the spoken things that the guy
[patient] was saying ...That convinced him [family physician]. So that’s
what it took. But to the man’s [family physician’s] credit, it was almost
like a light went on, right? ‘Oh wait, maybe he [the patient] really has not
been giving me [family physician] the true picture?’ and we [caregivers]

say, ‘no he [patient] has not.” (interview 4)

They also gave up, feeling helpless and totally dependent on this frustrating process in a
medical system with minimal options for the care their children/family members/clients

required.

“You know the [group home] staff are saying, you know, dump this guy
[family physician]. Can’t, we need someone to prescribe the friggin

medication. That’s what it comes down to.” (interview 9)

In summary, on this trajectory, the imbalance of power was evident with the powerful
physician assuming total control of healthcare decisions. This lack of respect of patient
autonomy and the importance of the patient-caregiver bond caused tension and a
perception of an unsafe environment. As a result, the patient-caregiver bond remained

closed, only opening to allow the physician in when absolutely necessary.

In summary, these four distinct trajectories of developing relationships identified as
Upfront Knowledge Acquisition, Familiarization with Time, Creation of a Stable and
Functional Resource, and Assumption of Physician Authority, were determined by the
caregiver’s perception of how their expectations of care were met and hence, how safe

they felt to allow the physician into the patient-caregiver bond (Figure 2).
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Figure 2: Patient-Caregiver-Physician Relationship Trajectories over Time
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424 Context

This process of protecting and resultant relationship development occurred within a
particular healthcare context and a broader social context. Neither of these have been
designed primarily with people with severe or profound developmental disabilities in

mind and hence made the need for protection even more evident.

4241 Health Care Context

Adjusting health care delivery methods to allow for a person with severe or profound
developmental disabilities and hence severe limitations in adaptive functioning was
challenging. The patient’s vulnerability, and therefore the enhanced the need for

protection, was highlighted in this context.
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“I guess, I mean there’s problems with the broader system for everybody.
But I think they re multiplied, if you like, for our client base.”

(interview 4)

“Adults with profound disabilities and high anxiety, ah, are individuals
who do not react well to change. Who do not do well in areas that they

have no control over what is occurring” (interview 9)

Where these challenges were met, relationship building was fostered, but negative
experiences did not foster a good environment for the patient-caregiver-physician
relationship to develop. These experiences may not have involved the family physician
directly, but affected the caregiver’s perception of the health care system in which the

family physician worked.

“it just doesn'’t fit—the service model or whatever you call it.”

(interview 1)
Challenges of the health care system included the following:

42411 Accessibility

Physical and behavioural barriers made accessing clinic or hospital-based care difficult
for many patients with severe or profound developmental disabilities. Home visits or
clinics that were accessible in physical layout and flexible appointment structures
reduced the stressors related to seeking medical care and positively impacted the

relationship.

“Well, he [patient] is happier and contented because she [family
physician] makes house calls. She comes to my [caregiver] house. And
like I said, I don’t know if I could get anyone else to do that. So she is
making [patient] happy and she is making, you know, myself more
contented because I don’t have to take [patient] out into a crowded
waiting room and have him to sit there and wait patiently to go in to see a

doctor”. (interview 7)
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“A GP able to recognize that this individual has the potential to get out of
control, we are going to fast track. Or we are going to make the
appointment for 9 AM because he is a morning person and I know if [
make the first appointment, it is not crowded. I know that this young man
needs a waiting area, or a side room or an examination room, even
though he may be in there for half an hour waiting, its better in there than

on the outside.” (interview 9)

4241.2 Provision of a Safe Environment

Whether at home or at a clinic, the provision of a safe environment was key to protecting
the patient and encouraging development of the patient-caregiver-physician relationship.
One caregiver described how a physician continued to adapt and provide care at his clinic
despite the patient’s initial anxious and aggressive behaviour until the patient finally

relaxed, knowing that:

“this is a safe place for me.” (interview 4)

Another caregiver described how she felt arriving at her family physician’s clinic with

her patient:

“The security I feel” (interview 3)

Caregivers understood the challenges associated with seeking medical attention in places
where this safe environment could not be assured and only undertook this measure if
absolutely necessary. This placed extra pressure on caregivers when deciding whether or
not to bring their child/client in to the hospital. This meant their family member/client

could be quite ill by the time they arrived.

“We [parent caregivers] found the emergency room an extremely
intimidating place to be. I wouldn’t go there myself unless I was looking
down the barrel of a gun, not in a million years, but that is for me. I'll wait
at home. But it was horrible to see him with difficulty breathing.”

(interview 1)
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4.2.4.1.3 Provision of Equal and Ethical Standard of Care

Caregivers felt that lack of exposure to patients with developmental disabilities resulted
in physicians displaying “fear”, “anxiety”, and a lack of “empathy” and “understanding.”
More recently, increased exposure to patients with developmental disabilities during
training and in the health care system has positively impacted the ability of all involved
to develop a relationship appropriate to the provision of an equal and ethical standard of

carc.

“Because 30 years ago, because I can think of one incident when I had a
patient that had his arm broken and he came back from the emergency
department out here and I phoned the physician on call to see about pain
medication and he said to me: ‘Why? Do they have pain?’ And that is not
there anymore now. The physicians that we have now are very, very
caring, very aware of patients with developmental disabilities. They are
seeing them come in through the acute care services now, so I think that
they are having more exposure and so, ah, there seems to be a higher level
of understanding of the type of clients that they are dealing with.”

(interview J)

42414 Transitions of Care

The patient-caregiver-physician relationship had to withstand transitions within the
context of the health care system. These focused mainly on the transition from pediatric
to adult care but also included transitions such as the retirement of a family physician,
aging or death of a caregiver, or the placement of the patient in a long-term care
institution. Caregivers expressed concern around the need to prepare for these changes as

well as the sadness and sense of loss associated with them.

“Moving your child and I still will call him a child because he is my child,
from the children’s system to the adult is the most painful, excruciating

thing that anybody would ever have to do in their entire life.” (8)
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“we are getting older and he is getting harder to look after and we don’t

know what to do for the longer term. These are big issues.” (interview 1)

4.2.4.2 Broader Social Context

In recent years, increased integration and exposure of patients with developmental
disabilities in the community had led to greater acceptance of these people into the
community. This increased acceptance and understanding positively impacted the patient-

caregiver-physician relationship.

“if the community values the person with a developmental delay and even
not an individual, they may not know an individual with a developmental
delay, but if they have a broader understanding and accepting, then the

relationship is going to be easier” (interview 5)

Family support, when present either as a result of a general acceptance and sense of
responsibility or a deeper sense of guilty/blame or sadness as to the reasons for their

family member’s developmental disability, positively impacted relationship development.

“we always said look you [Mother] don’t ever have to worry about him
[brother with developmental disabilities], you know he’ll be fine as long

as we [sister and brother-in-law] are alive.” (interview 3)

“my parents took a long time to adjust to the fact that they had to deal
with the situation and then when they finally did come to grips with it, 1
mean there was the obvious: ‘my side of the family has never had any of
this kind of thing.” So, it was a little contentious, but we all came to
understand that, you know, she [sister with developmental disabilities]
was going to live better and longer and she was with us and what not.”

(interview 2)

One mother cried quietly as she told her story of learning of her now 35-year-old son’s

disability after his birth and the reasons for it:
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“well his problem started off to be, I was in contact with German

measles.” (interview 7)

These patient-caregiver-physician relationships developed within health care and social
contexts that were not primarily designed with those with developmental disabilities in
mind. How these contexts could be safely adapted to meet the patient’s and caregiver’s

needs affected further relationship development (Figure 3).

In summary, the core process of protection drove caregivers to form strong bonds with
their family members/clients. How much these bonds were then opened to allow for the
patient-caregiver-physician interaction and what trajectory they then followed to foster
further relationship development was influenced by a number of factors, all related to the

ongoing protection of the patient.
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4.3 Discussion

The main finding in Study One was that caregivers recognized the vulnerability of their
family members/clients and engaged in a resultant process of protecting them. This
process led to the creation of a dynamic patient-caregiver-physician interaction which

could then travel along four different relationship development trajectories.

The patients in this study had severe or profound developmental disabilities. This meant
that they had significant limitations in cognition and adaptive functioning, described as
conceptual (including language), social (including interpersonal), and practical (including
decision making) skills (1). Our healthcare systems are not designed to accommodate
these significant limitations, making this population especially vulnerable to health

disparities (2, 3).

This sense of vulnerability was exacerbated by the inability on the part of both patient
and caregiver to be able to address their needs in the present health care system within
which the patient-physician relationship existed. The balance of power in patient
physician relationships ranges from mainly physician power (paternalism) to mainly
patient power (consumerism) with the middle approach demonstrating mutuality of
power (4). Caregivers in this study recognized that a potential lack of power could

increase their family member/client’s vulnerability.

They reacted to this vulnerability by protecting their family member/client and valuing

patient-caregiver-physician relationships with a mutuality of power.

4.3.1 Protection

This process of protection included a number of steps described below:

4.3.1.1  Extreme Nurturing

The definition of nurturing includes caring and protecting for and promoting the
development of someone or something. When referring to a person, it is usually used
when referring to a child (5). Caregivers in this study described how they nurtured their

patients in caring for their every need on a daily basis. The difference in the nurturing in
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this study, versus the care giving of infants, young children, the acutely ill or the frail
elderly is that these patients were often otherwise healthy young adults. Caregivers
committed to the lifelong nurturing of their patients with severe or profound
developmental disabilities. Daniela Stehlik refers to this process as “life-long caring” in

her study on aging mothers and aging daughters with intellectual disabilities (6).

People with developmental disabilities have higher health care needs yet, due to
numerous barriers, access health care services, particularly preventative services less (2,
7, 8). Caregivers in this study described the extreme measures they had to go to ensure
their patients were able to access and receive what they felt was the appropriate level of
health care in order for them to adequately protect their patients. Stehlik also describes
the struggles mothers faced and tensions they felt between their own notions of caring for

their children and the state policies on providing care for these same children (6).

4.3.1.2 Patient-Caregiver Bond

Studies involving triadic relationships, not specific to patients with developmental
disabilities, reveal that the companion or caregiver often knows the patient very well and
is involved in communication and decision making discussions both in and outside the
medical encounter (9, 10). This was consistent with findings in this study, where the
caregivers bonded closely with their patients through time spent caring for their patients
before encountering the family physician. This set the scene for the patient and the

caregiver to then encounter the family physician together as one united entity.

4.3.1.3 Patient-Caregiver Encounter the Family Physician Together

The medical community in general appreciates the value of patient-caregiver-physician
medical encounters (11). In this study, caregivers described how they decided whether or
not they were going to open their protective bond with their patient to let the physician in
during an encounter. How much this occurred depended on a number of factors related to
the physician, patient and caregiver. Physicians who were more patient-centred were
more likely to be included. This is in keeping with previous research on the perspectives
of patients with mild developmental disabilities on interacting with their family

physicians (7, 12—14). The impact of both patient and caregiver characteristics have been
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noted previously on the well-being of caregivers of patients with developmental
disabilities (15). This study extends this finding to include the impact of the patient and
caregiver characteristics on physician behaviour. The impact of patient appearance,
communication abilities and behaviours as well as caregiver age and emotional wellbeing
impacted on the physician’s responses to the patient and caregiver and the patient and
caregiver’s decision on whether or not to allow the physician to enter into this patient-

caregiver-physician triadic interaction.

4.3.1.4 Creation of the Patient-Caregiver-Physician Dynamic
Triangular Interaction
The importance of patient-centred care in family medicine (16, 17), specifically in
patients with developmental disabilities, has been noted (18). Physicians’ active attempts
to involve the caregiver are extremely important when caring for adults with
developmental disabilities (1). In this study, caregivers expected a genuine commitment
to a triadic relationship with the patient and caregiver from the family physician. This
involved the physician being able to adapt to the patient’s changing needs, usually as

interpreted by the caregiver, when required.

The caregiver’s perception of how committed the physician was to involving everyone in
this dynamic relationship and of how the needs of the patient-caregiver unit were being
met, determined the trajectory that the relationship then followed. The above
interpretation and the consideration of the balance of power in patient—physician

relationships (4, 19, 20) provide further insight into the following described trajectories:

4.3.2  Trajectories

4.3.2.1 Upfront Knowledge Acquisition

In his description of patient-centred care, lan McWhinney described a new paradigm of

viewing the patients as whole, a dynamic integrated being set in a context (16).

Caregivers have reported the positive influence of the health care provider knowing their
patients with developmental disabilities, knowing their context and valuing the input

from the caregiver. Specifically, caregivers felt the quality of care they received and the
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length of wait times were both improved (7). Patients and caregivers have also reported
relying on their physicians knowing information such as the nature of their medical

benefits to ensure they accessed care they could afford (12).

In this study, the Upfront Knowledge Acquisition trajectory described the physician who
was experienced, or at least interested and actively committed to acquiring knowledge
from both the patient and the caregiver as a base for the development of a trusting
relationship right from the start. The balance of power was essentially equal with the
physician receiving and recognizing the importance of the initial information brought to
the physician by the patient and caregiver. The physician also recognized the importance
of further specific information gathering targeted to inform ongoing patient care.
Caregivers felt included and valued and recognized the expertise of the physician. As a

result, a trusting dynamic relationship was established earlier than any other trajectory.

4.3.2.2 Familiarization with Time

The importance of the passage of time and continuity of care with one family physician

and related improved health outcomes, has been well documented (16, 21-23).

In this study, the key features of this Familiarization with Time trajectory were time and
continuity of care with the same provider. Knowledge and familiarity grew at a fairly
constant rate determined by the overall time spent with the patient and caregiver. The
power balance was equal between all parties because with time, they learned and shared
more about each other and the decision-making around the medical care of the patient

with severe or profound developmental disabilities.

The importance of the role of any patient’s family in the provision of medical care has
been documented (24, 25). The view of the family as the fundamental unit of medical
care delivery was described some time ago, yet numerous barriers to this approach still

exist in our present medical systems (26).

In this trajectory, the passage of time and resultant growing familiarity, knowledge and
trust, drew the physician into the patient’s family and the patient into the healthcare

provider “family” resulting in a deep personal experience of this relationship. Previous
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studies of caregivers of youth with developmental disabilities have reported the
importance of placing the entire family at the centre of care (27). Other studies have
documented the importance of family and social supports on quality of life in patients

with multimorbidity (28, 29).

This trajectory extends these concepts by recognizing the family physician as an integral

part of the patient’s family.

One other study found, described the inclusion by patients and families of other health
care professionals as part of an “extended family” on a hospital ward, but this did not

include the attending physician. (30).

This deep personal and familial relationship trajectory reflects the importance of the
personal aspect of the patient-physician relationship in family medicine extending beyond

the purely medical, functional relationship (16, 19).

4.3.2.3 Stable and Functional Resource

Various models of patient-physician relationships have been described. These models are

usually based on constructs such as power, control and responsibility (4, 19, 20).

In the Stable and Functional Resource trajectory illuminated by this study, the caregiver,
as part of their interpretation of the necessary protective process, assumed power, control
and ultimate responsibility, involving the family physician as a passive but supportive
resource to this end. Roter described one of the characteristics of the patient —physician
relationships as “medically functional”. In this trajectory, this characteristic dominated
the patient-physician relationship entirely, excluding all the other described

characteristics namely informative, facilitative, responsive, and participatory (20).

This trajectory was in contrast to the previous trajectories where the balance of power
was equal and flow of information and control was dynamic resulting in equal
participation and responsiveness by both the caregiver and the physician according to the

patient’s needs.
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Naturally, knowledge acquisition in the form of the family physician getting to know the
patient and caregiver did occur with time, but it was fairly superficial and experiences
were too infrequent to build on each other or include the patient getting to know the
family physician. One could speculate that the potential benefits of the growing
familiarity and expertise of the family physician were therefore not realized. This is in
contrast to the previous two trajectories where maximal input from all parties ensured

that the potential of the dynamic relationship was met.

The beneficial outcomes of the patient-physician relationship in the delivery of patient-
centred care have been established (31, 32). Adults with developmental disabilities are
more likely to suffer health care disparities in the form of multimorbidity and decreased
access to appropriate health care than adults without developmental disabilities (8). The
caregiver’s lack of interest in the patient-physician relationship as a resource to maximize
health care delivery to this population could further widen the gaps in appropriate health

care utilization and resultant health care disparities.

The main focus in this relationship was the patient-caregiver unit. The caregiver reacted
to a perception of their patient’s vulnerability by attempting to protect their patient using
their deep knowledge of the patient to assume power and control whilst unilaterally

directing the physician in the management of the patient.

4.3.2.4 Assumption of Physicians Authority/Physician-Centred
Care
Approaches to the care of patients in family medicine have changed over the years from a
more paternalist/physician-centred approach to more of a balanced patient and
relationship-centred approach (4, 16, 17, 19, 20). The patient-centred approach has been
linked to improvement in objective patient outcomes (31, 32). Previous studies have
highlighted the many barriers to appropriate health care experienced by patients with
developmental disabilities including feeling that physicians did not adequately attempt to

communicate or understand their illness experience (12, 13, 18).

The Assumption of Physician Authority Trajectory described the caregiver’s perception

of the relationship when the physician assumed total power and control, choosing to
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ignore the patient and caregiver roles. Caregivers were left feeling that their input was not
valued and their patients did not receive appropriate care, but they were often powerless
to change this, trapped in a resource deficient system with no accessible alternate form of
care. This finding can be understood in relation to findings in other populations with
complex needs, where it has been suggested that well-designed systems are as essential

aspect of meeting the health care needs of the population (32).

This trajectory provides an understanding of how this type of dysfunctional patient-
physician relationship set within a poorly designed health care system can negatively
impact on patient care and contribute to the ongoing health care disparities evident in the

population of patients with severe or profound developmental disabilities.

4.4 Conclusion

The findings in Study One described the caregiver’s perception of their family
member/client’s vulnerability and their resultant reaction to protect them. This process of
protection led to a creation of a dynamic triangular patient-caregiver-physician
interaction, which then travelled along four different relationship development

trajectories.

The discussion highlighted the importance of the lifelong extreme commitment of the
caregivers to this process of protection as well as the impact of patient, caregiver and
physician characteristics on this process. The discussion of each relationship
development trajectory highlighted the patient’s and caregiver’s experience of the
presence or lack of mutuality of involvement, power and control in this interaction and

their reaction to this experience.
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Chapter 5

5  Study Two Findings and Discussion

5.1 Final Sample and Demographics
A total of fifteen family physicians meeting the criteria of one the three groups described

below participated in fifteen interviews.

Group 1: family physicians with local experience of outpatient and inpatient care of

adults with severe or profound developmental disabilities: 3
Group 2: local community family physicians: 7

Group 3: family physicians with a special interest in the primary health care of adults

with developmental disabilities from across Canada: 5

Years in practice ranged from 3-48 (M=25.9, SD=11.7), and years caring for patients
with severe and profound disabilities ranged from 147 (M=21.3, SD=11.7)

Four family physicians out of the fifteen had received some sort of formal specialized
medical training in caring for patients with developmental disabilities. All of these

physicians were in Group 3.

Interviews ranged from 45—60 minutes and took place in a variety of locations in person

or over the telephone.

5.2 Findings from Data Analysis

5.2.1 Process of Acceptance

Analysis of Study Two data revealed that the core process in the development of the
patient-physician relationship was that of acceptance. Family physicians had to accept
and respect their patients as equals and as individuals with their own specific goals and

potential in order to consider the possibility of a relationship.
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“part of that relationship is an attitude toward what I would call just

human vulnerability and that, that’s okay” (interview 15)

In addition, they sought signs of acceptance from the patient in order to fully appreciate
and develop a trusting relationship. This required family physicians to accept different

and varied amounts of feedback according to the level of ability of their patients.

“vou don’t always get instant gratification, but at some point in time you

get the gratification” (interview 6)

“it’s been harder to get to know these people because you don’t have
some of the normal cues that you do, I guess, in other doctor patient
relationships in the sense of easy communication, and sort of
characteristics of people you pick up from them by talking to them and

having them respond. (interview 11)

This process of acceptance required commitment from the family physician to adapt to
the patient’s level of functioning or ability. It also required that the family physician
define their role specifically within this unique relationship given the very different role
patients with severe or profound developmental disabilities were able to play as

compared to patients without this level of disability (Figure 5).

This chapter describes how the family physicians went through the process of acceptance,
the process of committing to adapt, and the definition of their roles in the relationship, as
well as their perspectives of the resultant relationships and the contexts within which they

occurred.

5.2.1.1 Committing to Adapt

Patients with severe or profound developmental disabilities have significant limitations in
adaptive functioning. This decreased ability of the patient to adapt meant that the family
physician needed to be the one to adapt. Physicians needed to be aware of the magnified
effect of any changes, whether they related to a medical condition or the management

suggested by the physician.
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“but he won’t come into the room, because he’ll feel you know, threatened

by that. So you adapt.” (interview 13)

To mitigate this effect, the family physician needed to be really invested in the process of

forming a relationship and adapting accordingly.

“it is sometimes a process and it does require patience, and ah, patience,
commitment, creativity and you know, real desire to get to that point.”

(interview 15)

This level of commitment was something that family physicians had to become aware of,
as most had not been prepared for this through appropriate training or previous exposure

to this population in their practices.

“It’s [medical training] not set up to train our future, or our current

learners for the future” (interview 1)

Family physicians also had to commit to adapt despite most of the healthcare systems in
which they were practicing not having adapted to provide the appropriate resources or
adjust their processes to meet the needs of their patients with severe or profound
developmental disabilities. This included committing to working with limited
interprofessional resources; accepting adult patients without any transition from the
pediatric system; and not being remunerated sufficiently for the extra time it took to
provide the appropriate level of primary health care to these patients. This commitment
therefore required the family physician to think out of the box and commit to make the

best out of what they had.

“think outside the box, and think what else can we do here, maybe get on

the computer and look for some tools” (interview 12)

The family physicians committed to adapt the way they interacted with their patients to

foster relationship development in the following ways:
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52111 They Dedicated More Time to their Patients

Realizing that for patients with severe or profound developmental disabilities, an
encounter with a new health care provider in a new place was inherently a traumatic
experience, family physicians had to allow more time, particularly in the beginning of the

relationship to see these patients.

“so you are very tentative you know, so you re sort of trying to do trust
building things, so you know initially it’s that being very tentative, and

taking time to find ways that you can help that person relate to you’

(interview 10)

The process of respecting these patients as any others, getting familiar with each other
and ultimately gaining their personal trust was one that took more time, not only initially,

but during subsequent encounters as well. This process could not be rushed.

“sometimes we just need to give them more time so that they can answer

in the way they know how”. (interview 2)

Time also included a commitment to continuity of care over a long period of time. With
these repeated interactions came an increase in familiarity, comfort and confidence for

patients, physicians and caregivers.

“you might meet a new patient in your practice and have the meet and
greet appointment and spend half an hour or sixty minutes with them and
there’s been a lot of relationship building in that time. We know that that
changes and grows with continuity of care over time, but with the patient
with severe profound disability, it may be the actual repetitiveness of the
visits themselves that is contributing quite a bit more so than you know the

initial interaction. “(interview 15)

Challenges occurred when paid caregivers could not give that same commitment to
continuity. The repeated involvement of new caregivers in the relationship hampered the

development of the patient-physician relationship.
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“when it’s a family caregiver you can build that relationship over time
and they get to trust you and those sorts of things. It is a lot more difficult
when it’s a group home situation because they come and go. The care

workers do. “(interview 4)

This adaptation of dedicating more time occurred within the different practice settings

and health care systems that the physicians in this study were working.

Most health care systems including the one in NL are not set up to remunerate family
physicians for the extra time they spend with these patients. This posed a potential
challenge for family physicians, the vast majority of whom were in fee-for-service
practices. This dedication to extra time also meant a commitment to lack of financial

compensation for that extra time.

“he had dedicated time for this patient population and he could take an
hour with each patient, that’s something I may not be able to do in a fee
for service model ... that time pressure can significantly influence your

interaction” (interview 14)

“another challenge is time and funding” (interview 15)

Accepting the fact that they had to dedicate more time, whether in the moment of the
encounter, or in the context of continuity of care, was an adaptation family physicians

made.

5.2.1.1.2 They Adapted to the Presence of the Caregiver in the
Relationship

The family physicians realized the importance of including the caregiver as more than a

source of information. The caregiver knew the patient best and had been through the

process of developing their own bond with the patient. Family physicians therefore

valued caregivers as essential role models and teachers in developing rapport with their

patients.
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“the mother knew more what to do with her, obviously, than anybody else

did.” (interview 6)

Recognizing the important role of the caregiver without ignoring the patient as an

individual was a potential challenge.

“one of the risks perhaps is to direct all one’s attention to them
[caregivers] and forget about, kind of bypass [the patient] because
they 're such good spokespeople. (interview 13)

Inclusion of the caregiver allowed the family physician to understand and get to know the

patient better facilitating the practice of patient-centred care.

5.2.1.1.3 They Practised a Mandatory Higher Level of Patient-
Centred Care
Adapting to the inclusion of the caregiver and the vulnerability of these patients
demanded that the physicians perform at what one physician described as a “higher level”
of exceptional patient-centred care. This required adapting how they showed their patient
that they were respected and worthy of their attention and empathy. It was also described
as “being present to that individual”. Practically, it required respecting the patient’s age
and individual worth, whilst simultaneously adjusting their communication style

according to their level of comprehension.

“so you have to use language that they comprehend, but you still have to
have an approach that gives them the respect of being an adult”

(interview 10)

Physicians were challenged to find new ways to connect and communicate with their

atients whom one sician described as “non-traditional communicators”.
tients wh hy d bed as “ tradit | tors”

One family physician described how she used scented body cream which the caregivers

knew the patient liked, so that the patient would let her examine her abdomen:
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“that was just so very powerful because it was all about the scent and
connecting with her and having her trust me even though it was a little
disguised, to examine her and what I remember was the calmness of it”

(interview 12)

Practising excellent patient-centred care required physicians to become more observant as
they searched to empathize with and understand their patient’s illness experience through
alternate routes, particularly where usual verbal communication was not possible. This
meant considering that some extreme behaviours were perhaps attempts by the patient to

communicate distress.

One family physician spoke of a profound learning moment when he realized the cause of
a patient’s severe behavioural disturbance was something as simple as the sound of the

metal tray on which his meals were being placed:

“I spoke with them and they said every time around lunch hour he would
start hitting himself, so the squeaking of the tray, for dinner. Because their
other senses become very hyper acute. He would hear that coming and
then when the door would open, he would hear the metal tray on the floor
and he would start hitting himself. So he was kind of self-fulfilling, he’d hit
himself which would then be the pain, he would be afraid of that, that’s all

he remembered when he’d hear that sound.” (interview 1)

Patient-centred care also involves understanding the context in which a patient’s
symptoms occur. In these patients, adaptation to what others without developmental
disability might deem innocuous was not always possible. Therefore, understanding the
effect of the context on that patient’s illness experience and adapting accordingly was
vital. Family physicians described stimuli from surrounding contexts including visual,
sensory and olfactory cues that had significant consequences on their interactions with
their patients. When the family physician recognized this, and adjusted accordingly, both

the symptoms and the interaction between the patient and the physician improved.
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“She would cry, she’d scream, she’d kick, she’d spit, she’d throw feces at
you, she’d you know, whatever. So I said to the family one day, ‘Why don’t
1 see her in your home?’ So I asked them to see if there’s a difference,
because I think what we 've done is we 're taking her out of her comfort
zone, and we are bringing her into an environment that stinks, right of
alcohol and that would be the thing that would get me most. So they
agreed and [ went to their home. I was amazed at how everything was set

up for her.” (interview 2)

Through communicating in alternate ways and understanding the context in which they
lived, family physicians practiced a high level of patient-centred care and got to know

their patients really well.

52114 They got to Know their Patients Personally

Adapting to the unique requirements of these patients meant that family physicians had to
do more than solve their patients’ medical problems, they had to get to know them
personally. This deep knowledge, for example of the patient’s idiosyncratic likes or
dislikes, allowed the family physician to adapt the way they delivered healthcare in order
to maximize success in a potentially challenging relationship or encounter. Getting to
know these patients was also the family physician’s way of showing that they respected
these patients as individuals worthy of being known, even if that process was not as easy
as it was with some of their patients without severe or profound developmental

disabilities.
“Connect with the person beyond their disability” (interview 13)

“it is not so much what you can do for them, it’s how well you can get to

know them.” (interview 12)

Through this process, family physicians gained deep knowledge of their patients and

demonstrated respect for their patients’ humanity.
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5.2.1.1.5 They Adopted a Parental Role

Realizing the vulnerability, lack of independence and more child-like role of these adult
patients, family physicians had to adapt to being more involved, like a parent would be,
advising on their patient’s behalf, while still appreciating as much autonomy as the

patient was capable of.

“I would say the relationship is more like a parental relationship, like, I'm

the parent...it’s very innocent in that way” (interview 6)

As part of this parental role, family physicians accepted the responsibility of planning

ahead and preparing their patients and their caregivers for potential future problems.

“it’s you know, along those plans, and preparations, preparing families

for what’s to come” (interview 10)

This added commitment of adapting to a parental role in this relationship did not come
without its challenges and family physicians felt the need for support from their

colleagues as they faced these.

5.21.1.6 They Reached out to Create their Own Informal
Community of Health Care Professionals
Family physicians cared for their patients in health care systems that were not designed
for patients with severe or profound developmental disabilities. A formal
interprofessional team approach to care did not occur for majority of family physicians
interviewed. Family physicians had to adapt on their own to managing the challenging
problems associated with the ongoing primary health care of their patients with severe or
profound developmental disabilities in these resource-deficient health care contexts.
Family physicians realized that the only way to cope, without feeling “alone”,
“frustrated” and “hopeless”, was to actively seek out and create supportive networks

within the medical community themselves.

“align yourself with key individuals who can help you” (interview 1)
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These networks were informal, sometimes stumbled upon by chance, desperation, or by
concerted effort on the part of the family physician calling specialists and

interprofessional colleagues.

“I suppose I mucked along for a long time, but when it finally came to the
crunch, I got to the stage where I exhausted every alternative. She had
seen everybody I could send her to, the psychiatrist didn’t know what to do
with her because they had never seen it. So except that I managed to

stumble on, but I knew [specialist physician] " (interview 6)

These challenges, requiring the support of colleagues, were usually related to the
complexity of the problems the family physician encountered as well as the relationship

itself.

5.2.1.1.7 They Adapted to the Complexity of the Relationship

These patient-physician relationships were complex for a number of reasons. The
developmental disability itself posed challenges when adapting various chronic disease
guidelines developed without these patients, their vulnerability and their fragile existence
in mind. This physician described having to consider managing a patient who was
profoundly developmentally disabled, as well as blind and deaf who did not react well to
any change in routine or any medical interventions, who now by standard guidelines

required regular insulin injections:

“the diabetes, how interesting it was for that to hit me out of the blue, like
oh, he’s got diabetes, how are we going to swing this? So your goals for

him are so different. “(interview 7)

In addition to the developmental disability itself, these patients had many medical
comorbidities, making their medical management more complex. Family physicians had

to be aware of and adapt to this level of medical complexity.

“these are complex people. And you know, it’s one thing to be renewing

medications, but it’s not so simple” (interview 13)
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In addition to the patient themselves, the number of additional people involved, always a
minimum of one, but often more when considering all caregivers and family members,
also added to this complex relationship. The relationship was described as a “spider web”

by one physician.

“you’re trying to figure out what the patient needs and you re listening to
the caregiver and just because it’s more, it’s from multiple sources, it’s
Jjust a little bit more complicated to figure out what their needs are”

(interview 12)

This complexity, by virtue of the patient, their disability, their multiple medical
conditions and the involvement of caregivers meant that the family physician had to
adapt to simultaneously considering a number of variables and to customize their

suggested health care management appropriately.

As the family physician adapted to this complexity, their role as what one physician

described as a “fixer” was not always attainable.

“I’'m really having trouble calling her [caregiver] because I can’t fix what
she has. And I said I can’t relate to that. Like I'm used to being able to fix
people or at least help them or move them from point A to point B.”

(interview 6)

This adaptation to complexity required the family physician to define their role within

this complex relationship.

5.2.1.2 The Struggle to Define the Relationship and the Family
Physician’s Role in it

Family physicians struggled to characterize their relationships with their patients with

severe or profound developmental disabilities. This struggle related primarily to each

physician’s philosophical outlook on how much reciprocity was needed to establish a

mutual level of acceptance in a relationship. This lack of interpretable feedback or sign of

mutual acceptance was a challenge for some family physicians who doubted if a

relationship even existed.



79

“it has been difficult for me to develop relationship or feel like I had a
really knowledgeable close relationship with patients in this particular

group”. (interview 11)

“I don’t know if truly know how much they [the relationships] develop
because, you know, the cues we get from people who are not severely
delayed are different. You know, you get acknowledgement and feedback
and things and you can’t get those things from patients with severe

developmental disabilities in the same way” (interview 5)

Other family physicians accepted what they described as limited or technical
relationships but were content to continue providing care to their patients. They
continued to interact with their patients in a respectful way without expecting anything in

return.

“I find directly, with the patient who doesn’t communicate, I really don’t
have much of a relationship but I don’t mind doing it...I don’t lose sleep

over it. “(interview?7)

Other family physicians had similar experiences of patients who could either not provide
feedback at all, or whose attempts at feedback they could not interpret, yet they accepted
the mutuality of these relationships independent of the feedback they could not interpret.
They recognized that these relationships looked different as compared to the relationships
they had with their patients without severe or profound developmental disabilities, but

still described them as extremely “rewarding or “enriched”
“the relationship is different, it’s off the bell curve” (interview 1)

“there’s this kind of sense of mutuality and so on. You know. I guess it
does depend on how severe the disability is, but I would say as long as

people are conscious, there’s a connection.” (interview 13)
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Sometimes family physicians looked to the caregivers to give them feedback and hence
feel they were developing a patient-physician relationship when they could not appreciate

it directly from their patients.

“I feel I've seen some strong relationships develop between myself and
some of my patients and I guess you could walk in the door though and
think that patient has no idea who this is, but I think their caregiver would

feel differently”. (interview 15)

Characterizing their relationships with their patients required family physicians to define

their role in these complex and varied relationships.

“part of the difficulty in looking after this group of people for me is

figuring out what the role is” (interview 11)

This struggle with the family physician’s role definition required the consideration of a

number of other roles within this complex relationship (Figure 5).

5.2.1.21 The Role of the Family Physician in Relation to the
Patient and the Caregiver

These relationships always involved a third party: the caregiver. The family physician
appreciated the significant role the caregiver played, often communicating on behalf of
the patient and interpreting their symptoms for the physician. More than a voice, they
valued the strong bond the caregiver had formed with the patient and saw them as
inspiring role models for the family physician on how to form their own connections with

their patients

“the fact that they [patient and caregiver| do have such strong
relationships reminds me of the fact that the patients are worthy of being

in an intimate relationship with the people around them” (interview 11)

While the family physicians valued the role of the caregiver very highly, it was important
to them that the patient remain the primary focus of the patient-physician relationship

(Figure 4). They consistently, even if briefly, communicated directly with the patient,
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despite not knowing if there was any level of understanding or expecting any direct or
immediately interpretable communication back. The family physicians valued this direct

relationship which was independent of the caregiver.

“I’'m not the only person providing care, and so this notion that myself
and others are in a relationship with the individual and how important it
is that kind of we are able to work together, coordinate and so on. But
also, I think, there is something about the individual relationship that

ought not to get lost in all these other relationships.” (interview 13)

“so I have a non-verbal developmentally delayed patient, so obviously,
they [caregivers] speak for her, but I still speak directly to her as if she is

going to answer” (interview 10)

Family physicians were cognizant of the important role of the caregiver but still defined
themselves as being in a direct relationship with the patient. A direct relationship such as

this requires the establishment of trust in order to develop further.

Figure 4: Dynamic Triangular interaction — Physician Perspective

teraction

Caregiver Physician
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The patient-caregiver-physician dynamic triangular interaction as perceived by the family
physician appreciated the significant role of the caregiver, but also valued the primacy of
the patient-physician relationship within this triadic interaction. This is depicted in Figure
4 by the bold side of the triangle between the patient and family physician, as opposed to
the dotted sides linking the caregiver to the patient and family physician. The solid line
through the middle of the triangle represents the significant facilitative role that the
caregiver played in the primary patient-physician relationship as part of the dynamic

triangular interaction of all three parties.

5.2.1.2.2 The Role of the Family Physician in Establishing Trust

In defining their role in this relationship, family physicians realized their role in, and the
importance of, establishing trust. This trust could not be taken for granted because
patients had no or limited understanding of the concept of institutional trust—the generic
trust in the medical profession. This meant that physicians had to make a concerted effort

to establish a personal level of trust, starting at zero.

“so you know initially it’s that being very tentative and trying to find the
ways that you can help that person relate to you and trust you and that

type of thing.” (interview 10)

This trust took more effort to establish and had to be recognized in seemingly simple
ways such as being allowed to examine a patient on a given day. Appreciating how
important, yet delicate and often difficult it was to interpret this trust, was essential if the
family physician was going to develop any significant type of relationship with their

patient or at least be in a position to provide them with good care.

“there is a trust. There is something that happens and it’s the amount of
time that you spend with them. And it’s one of my favourite things about

doing developmental disability, but I can’t explain it” (interview 12)

As they took on the role of developing trust in their relationship with their patients, they

had to be aware of actions that may have damaged that trust. When considering
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interactions with others in the healthcare system, the family physician sometimes had to

play the role of the advocate.

5.2.1.2.3 The Role of the Family Physician as Advocate

To continue to define their role in this direct trusting relationship, family physicians
realized the need to be a strong advocate for their patients. The advocate role is a well-
recognized one that family physicians are required to play for all their patients. These
patients’ added vulnerability associated with interacting within healthcare and social
contexts not designed for them however, heightening the need for the family physician

advocate role.
“you are their voice” (interview 12)

“I see a lot of individuals when people can’t deal with them or don’t want
to deal with them they medicate them to sedate them. To make them, you
know, malleable and less troublesome. And I think that’s sad because you
know, patients deserve better than that, but there’s other ways to deal with

those problems” (interview 2)

As the family physician took on the role of advocate, and felt they won some battles on
their patients’ behalves, such as minimizing the amount of medications they received or
gaining access to required resources, they also began to appreciate their own sense of

wellbeing as a result.

5.21.24 The Role of Reciprocity of Emotions in the
Relationship

Defining their role in these complex relationships also involved being open to and

appreciating the positive reciprocal effect that these patients and the relationships had on

the family physicians personally. This sense of wellbeing went beyond just knowing that

a medical problem had been solved. It referred to the appreciation of the experience of

being with that human being and the joy that brought the family physician.
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“just one of the most rewarding things, I think you know, when you see

someone that’s doing well, for them.” (interview 2)

“just the mere fact of people with severe disabilities, nevertheless being

Jjoyful...to kind of just appreciate that.” (interview 13)

This appreciation was also noted to be heightened in small communities where the family
physician, clinic staff and other patients all knew each other and waiting rooms were
described as “social places” where everyone relaxed and appreciated each other’s role in

the community.

“all these people [patients and caregivers] are my patients and so I feel
more gratitude and I feel like we ve grown and I feel like I'm really doing
stuff to help” (interview 5)

“And so our waiting room is relaxed and chatty ... they are social places

in small communities” (interview 7)

This personal aspect of the relationship and the positive emotions felt by the family
physicians provided comfort and satisfaction for the family physicians amongst the
struggles of defining their role in these complex relationships and trying to provide good

primary health care.

In summary, the central process involved in developing the patient-physician relationship
between patients with severe and profound developmental disabilities and their family
physicians was that of acceptance. This required a significant commitment on the part of
family physicians to adapting the way they delivered primary health care to these
patients. The family physician, in characterizing these relationships, were also required to

go through the process of defining their role within this complex relationship.
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Figure 5: The Process of Acceptance
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5.3 Discussion

The main finding of Study Two was that family physicians engaged in a process of

acceptance (Figure 5).

The patients in this study had severe and profound developmental disabilities. This meant
that they had significant limitations in cognition and adaptive functioning, described as
conceptual (including language), social (including interpersonal), and practical (including

decision making) skills (1).

Family physicians accepted their patients with severe or profound developmental

disabilities as individuals worthy of their respect, attention and empathy despite these
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limitations. The family physicians spoke of being with their patients, of connecting with
them beyond their disability. Jean Vanier described this as a learning process of
“becoming human” (2) when speaking of his relationships with people with severe or
profound developmental disabilities. Dr. [an McWhinney describes connectional
moments in family medicine as occurring when a family physician begins to relate to a
patient as a fellow human being (3). Previous research confirms that patients with mild

developmental disabilities desire acceptance as equals (4, 5).

Family physicians in return looked for acceptance by their patients with severe and
profound developmental disabilities. Again, due to the nature of the limitations in
communication, this was not always easy or possible and required adaptation on the part
of the family physician to adjust their interpretation of acceptance. This acceptance could
be something as simple as the patient agreeing to come into the family physician’s office,
allowing the family physician into their home or to touch them. In the profoundly
disabled patient, family physicians had to accept that they may not be able to interpret
any overt sign of acceptance from the patient directly. In these situations, where present
or possible, the patients’ interactions with caregivers and the caregivers’ comments to the

physician were accepted as a proxy for this acceptance.

The process of acceptance required family physicians to commit to adapting the ways
they used to interact with and provide primary health care to their patients without these
limitations. This included adaptations within a health care system not designed for those
with these limitations. Previous studies confirm the lack of support patients with
developmental disabilities receive from the heath care systems they are required to access
(1, 6-9). The family physicians in this study committed to this level of adaptation, despite

unsupportive health care systems.
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5.3.1 Committing to Adapt

The family physicians committed to this process of adaption in various ways:

5.3.1.1  They Dedicated More Time to their Patients

These patients just took more time to care for. Practically this meant that family
physicians had to adapt their schedules when booking these patients in advance, but also
adapt on the fly as their patients needed them. These patients needed more time to give
them the best chance of communicating and connecting with the family physician. They
could not be rushed and this took more patience and effort. The fact that these patients
took more time to care for is consistent with the literature on both patient and physician
experience (3, 5, 10-14). This commitment to extra time also meant a commitment to not
being remunerated appropriately, because the health care systems in which these family
physicians worked did not acknowledge the increased time required. Family physicians
have noted that dedicating extra time to care for adult patients with developmental

disabilities without appropriate remuneration is a challenge in other healthcare systems

(15).

Committing more time also related to the concept of continuity over time. Continuity of
care in family medicine refers to the repeated provision of care by the same physician or
clinical team to a particular patient over time. It has been well described as a fundamental
aspect of the enduring patient-physician relationship in family medicine (3, 14). This
study emphasized the extreme importance that family physicians placed on continuity of
care. As a result of the limitations in adaptive functioning of patients with severe or
profound developmental disabilities, the increase in time and effort required for the
patient and physician to get to know each other and to have any chance of establishing a
connection meant that continuity on the part of not only the physician, but also the

caregivers (15), was very important.

Developing a meaningful connection with these patients required repeated encounters
where attention was given to a very slow progression of interaction with the same

physician. As such the passage of time and continuity of care within that time were
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essential elements of building this personal trust relationship as each party learned to

accept the other.

5.3.1.2 They Adapted to the Presence of the Caregiver in the
Relationship
In this study, family physicians recognized and valued the caregiver as more than a
source of information within the encounter. The caregivers knew the patient best and
were therefore the best person to interpret the patient’s symptoms. This is in keeping with
a recent study on communication in patients with profound developmental disability
where the caregiver was noted to be essential in distinguishing patient behavioural
indicators (16). Prior studies support the involvement of caregivers in the primary health
care of adults with developmental disabilities (1) and other types of triadic medical

encounters such as the elderly and those with cancer (17-20).

Family physicians recognized the strong bond the caregivers had with the patients and
how they served as role models in developing rapport with the patients. They also
described how “you don’t only get the patient, you get the family” with respect to
committing to a long-term relationship with these patients and their caregivers. This
consideration of the role of the caregivers in the long-term relationship went beyond
considering the benefits and challenges of a caregiver’s presence in the technical aspects

of care during an encounter (17-19).

Patient autonomy and respecting a patient’s wishes is an important aspect of family
medicine. In this study, given the severe limitations of their patients with severe and
profound developmental disabilities, family physicians accepted and appreciated the
caregiver’s role in the relationship. Despite this and the significant dependence of the
patient on the caregiver for most daily and all advanced health care decisions, family
physicians recognized any level of autonomy the patient could attain. The importance of
the primacy of the patient, their involvement in the encounter and the resultant
relationship with the physician was noted. The importance of not ignoring the patient in
this triadic encounter was in keeping with other previous studies of patients with mild

developmental disabilities (5). Recent recommendations on the approach to caring for
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developmentally disabled adults in the community also note the importance of respecting
the patient’s wishes (21). Inclusion of the caregiver and their deep knowledge of the

patient helped the family physician to practice patient-centred care.

5.3.1.3 Practising Excellent Patient-Centred Care

Recognizing that patient-centred care is a well described and beneficial approach in
family medicine (3, 22, 23), family physicians in this study felt that the inability of their
patients with severe and profound developmental disabilities to adjust challenged them to
practice even better patient-centred medicine than they did with their patients without
such disabilities. Patient-centred care and the ability of the physician to adapt were found
to be essential in a similar study in patients with mild developmental disabilities. As part
of patient-centred care, family physicians in this study adapted their communication
strategies using for example, more simple language. This was similar to other findings of

studies in patients with mild developmental disabilities (5, 10, 11, 24).

Alternate forms of communication have not always been recognized in patients with
developmental disabilities resulting in the failure of physicians to note important
symptoms (25). In this study, family physicians reported taking careful note of gestures
and behaviours as alternate forms of communication and mirroring these to connect with

their patients if appropriate.

Observing patients with developmental disabilities carefully to ascertain their level of
ability has been noted (26). This includes recognizing altered levels of receptive and
expressive communication skills, such as in patients with autism whose senses may be

hyper-acute (27).

Empathy is the capacity to enter into another person’s experience (3). In this study,
family physicians reported having to observe their patients closely to understand the
effect of stimuli which were not always obviously noxious or medical in nature. This
included the way food was presented, the arrival of a new client in a group home, the
smell of a hospital clinic or the colour of the clothes the physician was wearing. Only by

observing their patients carefully and being observant of the details of their surrounding
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environment, could the family physicians in this study truly empathize with their patients.
In this way, they avoided attributing behavioural changes to the developmental disability
itself (25). By observing their patients carefully as a function of patient-centred care, the

family physicians got to know their patients really well.

5.3.1.4 They Got to Know their Patients Personally

Getting to know individual patients as an aspect of continuity of care is an essential
quality that has been shown to improve patient and physician satisfaction (28). In this
study, family physicians recognized that getting to know their patients with severe or
profound developmental disabilities required an extra level of commitment. More than an
added benefit to improve satisfaction on both sides, this deep personal knowledge was an
essential aspect of care which allowed the physician to adjust the way they interacted

with their patients taking into account their likes and dislikes.

True reciprocity in a patient physician relationship may only come when the doctor has
shown that they too are human (3). Family physician satisfaction in this study improved
as the physician strove to get to know their patient as their equal and form a personal

connection with them as they would with any other human being.

Given that the problems for these patients with severe or profound developmental
disability could not always be solved, recognizing and adapting to the fact that getting to
know their patients was a therapeutic goal in itself, was a new finding not found

elsewhere in the literature.

As the family physicians in this study got to know their patients really well, they were

then in a good place to provide mentorship to their patients and their caregivers.

5.3.1.5 They Adapted to the Power Imbalance of the Parental Role

The balance of power in patient-physician relationships ranges from mainly physician
power (paternalism) to mainly patient power (consumerism) with the middle approach
demonstrating mutuality of power (13). In this study, family physicians described using a
paternalistic approach when essentially dealing with a child in an adult’s body. While this

could represent an unconscious bias on the part of the family physicians (11, 12), these
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family physicians referred to this as a process of being proactive in their thinking, using
their knowledge of the patient, the patient’s particular condition, or their knowledge and

experience of these types of situations to plan for possible future challenges.

While the power in decision-making was definitely on the side of the family physician
and caregiver, the family physicians also described how some patients with severe and
profound developmental disabilities were quite capable of expressing the mutuality of
power in certain aspects of their care. This was expressed in ways unique to that
individual. If the patients were not able to express themselves verbally, this may have
included behaviours such as aggression, screaming, or refusing to be examined. The
reasons for these behaviours may have been a challenge to interpret initially, but once

known were used when planning future health care interventions.

In this study, family physicians tried to balance the practical need for them to make
decisions for their patients, with respecting their right to as much autonomy as possible.
In their review of autonomy in relation to health among people with developmental
disabilities, Wullink et al. agreed that finding the balance between independence and

appropriate professional care can be challenging (5).

As they struggled with these various adaptations, family physicians felt the need for

support themselves.

5.3.1.6  They Reached out to Create their Own Informal Community
of Health Care Professionals.

The importance of working more closely in teams to ensure a sustainable future for

family physicians and the continued provision of high quality family medicine in Canada

had been noted (28, 29). Learning and caring in communities of practice has also been

suggested as an improved method of care for patients with multimorbidity and their

primary health care providers (30).

As a result of deinstitutionalization, people with developmental disabilities are seeking
care from community based primary health care practices (11). While

deinstitutionalization has been occurring for the past 30 years, the recognition of its
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impact on primary healthcare access and service delivery is still relatively new. As such,
development of formal communities of practice and associated resources in this clinical
area is still relatively new (31). Formal training and exposure to these patients in medical
school, while improving, is still inadequate (32). Family physicians have spoken of
“operating without a map” when describing their approach to the care of their patients

with developmental disabilities (33).

In this study, the majority of physicians had no formal training in the primary health care
of adults with developmental disabilities and formal communities of practice did not
exist. As a result, most family physicians, including those in Newfoundland, adapted in
innovative ways to provide what they felt was the appropriate level of patient care and
avoid burnout themselves. This adaptation included accepting the responsibility of
creating informal supportive networks of health care providers to assist them in the

sometimes challenging management of their patients and these complex relationships.

5.3.1.7 They Adapted to the Complexity of the Relationship

Consensus guidelines on the primary care of adults with developmental disabilities in
Canada were last published in 2011 and are going through a process of being updated for
publication in 2017 (1, 31). These guidelines synthesize the numerous issues of these
adults and present the recommendations with these individuals’ developmental
disabilities in mind. Primary health care guidelines for the specific diseases these patients
suffer from at increased rates, however, such as diabetes and cardiac disease (1, 34), were
not developed with this population in mind. In this study, family physicians considered
the level of ability of the patient and adapted recommendations described in established

chronic disease guidelines as appropriate.

Patients with developmental disabilities have complex health issues with shorter life
expectancy and higher levels of diagnosed and undiagnosed disease than the general
population (16, 35, 36). This multimorbidity in itself added to the complexity to which
family physicians adapted in this study.
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By virtue of their severe and profound developmental disabilities, the relationships
referred to in this study always included at least one extra person—the caregiver. A
caregiver’s presence can influence the patient-physician relationship and increase the
complexity of the encounter (17). The relationships in this study were therefore complex
both medically and socially. Despite challenges including balancing patient autonomy
with caregiver inclusion and establishing a joint understanding of the role of the
caregiver, it is generally accepted that caregivers are a positive influence and should be

integrated into the healthcare team where possible (11, 18).

To conclude the discussion on the process of committing to adapt, the family physician
accepted the patient by adapting to their individual level of ability and the complexity of
the triadic relationship. As they sought out alternate ways of interacting with the patient,

they struggled to define the relationship itself and their role in it.

5.3.2  The Struggle to Define the Relationship and the Family
Physician’s Role in it
Intersubjectivity refers to the interaction between two subjects. Understanding the nature
of this interaction and resultant relationships has been the subject of discussion amongst
many philosophers and psychoanalysts (37). The importance of the patient’s role in the
patient-physician relationship has been noted and described as a mutual commitment (3).
Previous research on patient’s perspectives of the patient-physician relationship in
general, revealed the importance of the human connection (14). Research on the patient-
physician relationship in patients with developmental disabilities is extremely limited
(11). This study added to this research by focussing on patients who, by virtue of their
severe or profound developmental disabilities, could often not connect in any typically

recognizable way with their family physician.

This lack of interpretable feedback or sign of mutual commitment was a challenge for
some family physicians who doubted that a relationship existed whilst others were
content to continue providing care, assuming it did not. Other family physicians accepted
this mutuality as existing independent of the feedback they could not interpret and hence

did not feel it impeded their ability to form relationships with their patients. While they
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accepted that these relationships were different from those with patients without severe or
profound developmental disabilities, they described them as extremely deep, rewarding

and fulfilling.

In addition to assessing the depth of the relationship they had with their patients with
severe or profound developmental disabilities, the family physicians in this study also
described having to define their role in these relationships. This was not always
straightforward given the complexity of all the people involved, that problems
encountered were not all medical, yet affected their patient’s well-being, and the lack of

easily understood feedback from the patient.

The definition of the family physician’s role involved the following considerations:

5.3.2.1 The Role of the Interaction Between the Family Physician
and the Third Party
By virtue of the patients’ developmental disabilities, these relationships always required
at least one extra person’s involvement. This triadic communication can be helpful but is
also challenging (17, 18). A recent systematic review revealed that there have been a
number of studies on the role of companions in triadic relationships (17). Caregivers of
patients with mild developmental disabilities have been described by family physicians as
a proxy for communication (11). This study enhanced these findings by focussing on
patients with severe and profound developmental disabilities and introducing the concept

of the family physician defining their own role in this triadic relationship.

Family physicians in this study valued the triadic encounter experience, but were
cognizant of their role in establishing trust in a direct patient-physician relationship

independent of the caregiver.

5.3.2.2 The Role of the Family Physician in Establishing Trust

Trust exists when one party has confidence in an exchange with another partner’s
reliability and integrity (38). In relationships with patients without developmental
disabilities, trust can begin at a generic level of trust in the medical profession and then

deepen to a level of personal trust (14).
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In this study, family physicians had the challenge that most of their patients with severe
or profound disabilities did not come to their encounters with an appreciation of this

generic trust to begin with.

Trust in a specific physician is rooted in experience (39), and continuity of care is an
important factor in establishing that trust (40). The family physicians in this study defined
their role as the one responsible for building that personal level of trust through repeated
experiences with their patients. They chose to tread extremely gently to begin with,
conscious of the fragility of this trust during these interactions, yet appreciative of the

small and incremental increase in trust as the relationship progressed.

5.3.2.3 The Role of the Family Physician as Advocate

Patients with developmental disabilities are not well supported by their healthcare
systems (8, 9). This therefore necessitates an added level of advocacy on the part of the
family physician. Assuming the role of a patient’s advocate is one of the recognized

competencies of a family physician (41).

In this study, the vulnerability of the patients and the lack of supportive healthcare

resulted in the family physicians feeling a need to be strong advocates for their patients.

Negative perceptions of patients with developmental disabilities unfortunately still exist
even amongst attending physicians (33). Family physicians in this study referred to
occasions where they felt their patients were not receiving appropriate medical care. They

felt their patients deserved better and this required their input as advocates.

This role of advocate was challenged but was balanced by a sense of appreciation and
accomplishment for the family physician.

5.3.2.4 The Role of Reciprocity of Emotions in the Relationship

Emotional intelligence, involving a physician’s ability to adapt and recognize the role of

emotion has been noted to be important in developing trust relationships (42).
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Reciprocity in the form of a friendship was described in other patient-physician
relationships as both parties feeling the same bond (14). In this study reciprocity referred
to the bond and positive emotions family physicians felt professionally and personally
following their interactions with their patients with severe or profound developmental

disabilities without knowing for sure if their patients felt that same bond or not.

Family physicians’ positive feelings about their relationships with patients with mild
developmental disabilities, relates to being viewed positively by others or having a
certain perception of themselves that they valued (11). Family physicians in this study
referred to feeling a sense of reward when they saw their patients doing well and a sense

of gratitude for being able to be involved in their patients’ care and “do good stuft”.

533 Conclusion

This study provided a detailed description of the process of acceptance as the process
required to form a relationship with patients with severe or profound developmental
disabilities from the perspective of family physicians. This process of acceptance
required a commitment on the part of the family physician to adapt the way they
delivered care as compared to their other patients. The family physicians characterized
these relationships differently according to their own philosophical beliefs as to the
nature of relationships. The process of acceptance also required the physicians to define
their role in this complex relationship, in which the patient was central, but the caregiver
played a significant part. Ultimately this study highlighted the family physician’s
acceptance of their patients’ humanity, regardless of the type of relationship that was

created between them.
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Chapter 6

6  General Discussion and Integration of Findings

The inspirations for this research were both systemic and personal, as mentioned in the
preface to this thesis. The strong evidence of health inequities and unmet health needs of
people with developmental disabilities is well documented (1—4). The author’s personal
experience of these inequities and their noted effect on both patients’ and caregivers’
quality of life and the development of the patient-physician relationship were important

motivating factors for this study.

Research on the patient-physician relationship in patients with developmental disabilities,
is scarce (5—7). No studies specifically focusing on this relationship development in
patients with severe or profound developmental disabilities could be found. This study

therefore aimed to explore the development of this relationship.

Constructivist grounded theory qualitative methodology was used, to explore the
processes involved in developing such a relationship. Two studies were conducted to
highlight first the perspective of the caregiver and second the perspective of the family

physician.

The findings of this research can be used as a foundation for future studies on this topic,
as well as to inform the development of evidence-based guidelines on how to proceed in
these interactions, to ensure a positive patient-caregiver-physician relationship experience

for all.

6.1 Main Processes

The findings in Study One, the perspectives of the caregiver, described the main process
involved in relationship development as that of protection. The main process identified in
Study Two, the perspective of the family physicians, was that of acceptance. The position
of the caregiver and patient as compared to the physician in this relationship with respect
to their perceptions of power and control over the relationship provides an interesting

perspective in relation to these findings. The inherent power and control imbalance in the



101

patient-physician relationship has been well described (8—10), as have the health
disparities experienced by this population within our current health care systems (14,

10).

In Study One, caregivers recognized their patients’ vulnerability and lack of power within
this relationship and the health care system in which it existed and reacted by trying to
protect their patients from the associated health disparities. Their experience of how
much the family physician empowered both the caregiver and the patient by accepting
their shared involvement in and control over the relationship, determined the trajectory of
the relationship. In Trajectories One (Up Front Knowledge Acquisition) and Two
(Familiarization with Time), caregivers experienced the benefit of the balance of power
and control. In Trajectory Three (Stable and Functional Resource), caregivers took the
desire for protection and control to the extreme by unilaterally directing the care of their
patient, involving the family physician as stable and functional resource only. In
Trajectory Four (Assumption of Physician Authority), caregivers and patients
experienced total lack of active involvement, power and control as the physician assumed

total authority.

In Study Two, family physicians also recognized the patient’s vulnerability and the lack
of acceptance and adaptation of present health care systems to patients with
developmental disabilities. They reacted by ensuring they at least accepted their patients
as individuals worthy of respect, attention and empathy. They practiced the art of
demonstrating mutuality of power by ensuring they used their medical expertise to guide
the relationship, whilst also seeking input from the caregiver and recognizing and
adapting to the patient’s unique attempts to communicate their wishes where possible. By

doing so, they practiced empowering patient-centred care.

Caregivers and family physicians need to be aware of the differing but complementary
processes in order to gain a greater understanding of the relationship and the actions of all

involved. Both processes have as their central focus the wellbeing of the patient.
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6.2 Integrated findings

Integrated findings within these two processes included:

6.2.1  Respect of the Patient and Acceptance as any Other Human
Being
In 1964, Jean Vanier founded the now international movement of L’ Arche communities.
Described as communities where people who have developmental disabilities and their
friends who assist them create homes and share life together, their focus is on acceptance
of all human beings as worthy of respect and love (12). In his book, Becoming Human,
Vanier states that all humans, whatever their capacities or incapacities, strengths or
weaknesses, are sacred. He follows this by suggesting that all of us have something to
offer to humanity, but that each one of us needs help to realize our potential (13). The
findings of both studies alluded to this concept of accepting adult patients with
developmental disabilities with respect and dignity, worthy of the assistance they

required to realize their potential.

In Study One, caregivers valued their patients as human beings, deserving of the same
level of healthcare as anyone else, but felt the need to have to fight for this in a healthcare
system that perhaps did not recognize this value to the same degree. The caregivers’
recognition of the value of the adults with severe or profound developmental they cared

for was illustrated by the strong bonds they formed with them.

In Study Two, family physicians spoke of the many ways they adapted their practices in
order to meet the needs of their patients with developmental disabilities. Whether they
felt they were ultimately able to form a relationship with their patients or not, as views
differed across the participants, they all recognized their value as human beings,
deserving of their efforts to step up and provide an appropriately higher level of patient-

centred care.

Regardless of differing motivations and actions of caregivers and family physicians, all
expressed a commitment to caring for patients with developmental disabilities. The

implication for care is that caregivers and physicians can take comfort in knowing that
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the patient is valued, respected and recognized as deserving of an equal and ethical
standard of care by both parties. This should allow for a common starting point for the

resultant triadic relationship.

6.2.2 The Recognition of a Triadic Relationship

A physician’s active attempts to involve the caregiver are extremely important when
caring for adults with developmental disabilities (14). Despite the challenge of balancing
caregiver inclusion and patient autonomy, it is generally accepted that caregivers are a
valuable resource and should be integrated into the health care team where possible (15—
17). While both studies agreed on the importance of the triadic involvement, they

described slight differences as to how that integration occurred.

In Study One, caregivers perceived themselves as encountering the family physician as
one caregiver-patient unit. This unit then decided as one whether or not to let the
physician into their bond and then how to proceed with the triadic relationship

development.

In Study Two, the family physician reported valuing the primacy of the patient-physician
unit but recognized the value of including the caregiver in a similar triadic type

relationship.

These two perspectives are fundamentally different and affect the development of the
future relationship. To the caregivers, this inextricable connection with their family
member/client meant that they had to be included one hundred percent in all levels of
interactions between the family physician and the patient. The caregiver felt they knew
the patient very well and hence were confident they could assess their wants and needs
accurately. Any sense of a lack of acknowledgement of the primacy of this patient-
caregiver bond was interpreted as increasing the patient’s vulnerability. The caregivers
reacted to this by either assuming back total control of the medical care of the patient
including the relationship with the family physician, as seen in Trajectory Three (Stable
and Functional Resource) or a giving in to a sense of hopelessness as they followed

Trajectory Four (Assumption of Physician Authority).
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For the family physician, while they acknowledged the importance of the caregiver and
their bond with the patient, the centrality of the patient was still a hallmark of the patient-
centred care they offered all their patients regardless of their lack or level of
developmental disability. This did not mean that they did not value the caregiver and
their involvement. Caregivers were described as role models, assisting the physician in
knowing the details of particular patient preferences with regards to interaction. At the
same time, family physicians also described themselves as patient advocates having
sometimes to ensure that the needs of caregivers did not overshadow those of the
patients. This speaks to their interpretation of the primacy of the patient-physician

relationship.

The implications of these two related but different perspectives, both with a common
outcome of a triadic relationship, is that the understanding thereof by both parties is an
essential part of maximizing the therapeutic benefits of this relationship. The common
goal is that of meeting the patient’s needs, the goal of patient-centred care. These patient
needs are best met if both caregivers and family physicians respect each other’s personal
relationship with the patient yet understand their significant and related role in the larger

triadic relationship.

For the caregiver, allowing the physician the space to form a relationship with the patient
may assist with the development of mutual trust. This in turn could pave the way to
making the medical encounter less stressful for the patient and more productive in terms
of for example the patient agreeing to attend appointments or allowing the physician to

examine them when required.

For the family physicians, awareness that caregivers may interpret the physician’s desire
for a patient-physician relationship as a threat to the patient-caregiver bond, and hence
the safety of the patient, could assist in relationship development. The family physician
should focus on building trust and providing a safe place for both the patient and the
caregiver. As this trust is built, the patient-caregiver bond should open more easily
allowing the physician more meaningful access to the patient as was seen in Trajectory

One (Up Front Knowledge Acquisition) and Trajectory Two (Familiarity with Time). The
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caregiver can then be drawn in as a facilitator to the relationship as opposed to protector

of the caregiver-patient unit.

6.2.3  Continuity of Care

The central role of continuity of care in the patient-physician relationship has been noted
(18, 19). Severe limitations in intellectual and adaptive functioning (conceptual, social
and practical skills) in patients with severe or profound developmental disabilities mean

that developing relationships takes more time and effort.

In Study One, the description of Trajectory Two (Familiarity with Time) emphasized the
passage of time and resultant growing familiarity, knowledge and trust linked to the
continuity of the provider. This allowed for the development of a deep, personal and

familial relationship.

In Study Two, the patients’ significant limitations in ability to understand the concept of
generic trust in medical providers highlighted the findings from the family physicians of
the importance of assisting the patient to develop a personal level of trust in the family
physician. This required physicians to dedicate extra time for each encounter, as this
process had to begin slowly. Family physicians also had to ensure regular encounters
with their patients over a longer period of time as trust was built incrementally. The value
of this dedicated time was not recognized by the majority of healthcare systems in which

they worked.

The implications for practice are that both family physicians and health care systems

need to make provisions to allow for continuity of care for this population.

6.2.4  The Concept of Family and the Family Physician

While a previous study of caregivers of youth with developmental disabilities noted the
importance of placing the whole family at the centre of care (20). Study One highlighted
a new finding of the family physician being incorporated into the patient’s family and the
patient being incorporated into the “health care team” family. This extended the role of
the family physician from professional to family member and deepened the personal

experience of the relationship as perceived by the caregiver.
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While this finding was less obvious in Study Two, family physicians did report the
importance of accepting not only the patient, but also the family into the patient-
physician relationship. They also noted the importance of the patient as a member of the
“community family” particularly in the smaller communities. These findings suggest that
the family physician accepted that their responsibility was to the family as a whole, not

only the patient.

The implication of this is that both caregivers and family physicians need to be aware of
the possible benefits to the patient of incorporating each other into their respective

“families” where possible.

6.2.5 Extremes of Need

The higher prevalence of physical and mental illness (1, 4, 11), coupled with significant
limitations in adaptive and intellectual functioning, make this population especially
vulnerable to health disparities (1—4). People with severe developmental disabilities are
more severely affected and have even poorer health outcomes than those with mild

disabilities (21).

In Study One, as part of the process of protection, caregivers described the extreme
measures they had to employ to ensure the patients were able to receive what they felt
was an appropriate and equitable level of health care as with any other patient with or

without developmental disabilities.

In Study Two, this extreme need was focussed on the need of family physicians to
provide an exceptionally high level of patient-centred care. In agreement with the
literature, family physicians recognized the established benefits of patient-centred care
(18, 22, 23) for all their patients. They added that they felt the inability of their patients
with severe and profound developmental disabilities to adjust (resulting in vulnerability)
challenged them to practice even better patient-centred medicine with their patients
without such disabilities as a possible way to mitigate this vulnerability. This included

making the effort to get to know their patients very well, adapting their means of
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communication, recognizing the level of intellectual and adaptive functioning ability of

their patients and recognizing the sometimes unexpected effect of “routine” daily stimuli.

The implication of this finding is that family physicians need to be aware of the struggles
the patient and caregiver may have experienced in order to access their care, and they
need to react by offering the best patient-centred care they can in recognition of this
effort. It may also deepen family physicians’ appreciation of patients’ and caregivers’
possible previous negative experiences of the healthcare system and resultant initial

reticence to trust the family physician.

6.2.6  Defining the Relationship and the Roles of Those Within It

In Study One, caregivers did not specifically identify the need to define either their or the
family physician’s role in the triadic relationship. They did however identify the
centrality of the patient-caregiver bond and as such assumed their vital role in the

relationship.

Study Two added to Study One by further developing the caregivers’ interpretation of the
concept of the patient-caregiver bond as the physicians echoed its importance and hence
questioned their own personal role in this triadic relationship. Some family physicians in
Study Two were comforted by the presence of the patient-caregiver bond as it illustrated
that a personal relationship could exist. They recognized that caregivers served as role
models in forming such a relationship with their patients with severe and profound

developmental disabilities.

The implication of this finding is that it highlights (as with any relationship) the
importance of role definition of all involved parties. This is particularly the case with this
complex relationship involving three adults, one of whom is very limited in their ability

to partake in the discussion.

6.2.7  The Existence of a Personal Relationship with Another
Human Being

In Study One, caregivers did not doubt the very existence of a relationship with the

family member/client. This could be explained by their deep knowledge of the person and



108

resultant ability to interpret feedback from them. This feedback may not be initially

obvious to anyone else.

In Study Two, physicians did not have the luxury of this deep knowledge and hence
struggled at times to interpret any feedback on the relationship at all. This is in
comparison to patients without developmental disabilities where a noticeable mutual

commitment is expected (18).

Regardless of the family physicians’ interpretation of the role of the patient or themselves
or the construct of the relationship itself, they all valued getting to know their patients.
This desire to connect, to form a personal relationship, and in doing so respect the
humanity of these patients as they would any other human being without developmental

disabilities was expressed clearly and is worth noting.

These above notable points relate to what both caregivers and family physicians
expressed as to the process of relationship development. These processes all occurred

with the health care context and mostly in the province of Newfoundland and Labrador.

6.2.8  The Impact of Context

These research findings and their implications are interpreted within a particular social

and health care context.

The majority of participants in both studies were from St. John’s and surrounding
communities in Newfoundland and Labrador, Canada. This relatively small, tight knit
and consistent community set the stage for long-term relationships to occur, physicians to
be incorporated into patients’ families, and physicians to develop informal supportive

communities of practice within the local medical community.

This island province released its updated Primary Health Care Framework in 2015, which
promoted primary health care services. Despite this, the provision of well-supported,
team-based primary health care services is still in its infancy for the general population,
let alone for this vulnerable population with specific needs (24). Both studies were

congruent with previous studies illustrating the lack of support patients with
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developmental disabilities and their family physicians receive from the health care

systems within which they are required to operate (1, 5, 15).

The implications of the integrated findings for patients, caregivers and family physicians
have been discussed. There are, however, broader implications of the findings,
particularly in relation to the health care context above, for other involved stakeholders,

including policymakers and medical educators.

6.2.9 Implications for Policymakers

People with severe developmental disabilities have higher health care needs yet due to
various barriers, access health care services less (1, 4, 25). The importance of well-
designed practice systems to meet the needs of chronically ill patients and those with

developmental disabilities has been argued (23, 26).

The findings of Study One indicate that patients’ and caregivers’ needs are not being met
and suggests a mismatch between the services being provided and the needs of the
population being served. Policymakers should explore this mismatch further if service

delivery is to be improved.

In Study Two, the majority of family physicians reported caring for their patients in
relative isolation and a lack of formal health care system support or recognition for the
extra time and effort dedicated to their patients with severe or profound developmental

disabilities.

The reality described above compels policy makers to wrestle with some difficult
questions of why these problems of health care access and health disparities continue to
exist in our health care systems today. Has health care lagged behind the broader social
context in respect to exposure to and acceptance of patients with severe and profound

developmental disabilities?

6.2.10 Implications for Medical Educators

Family physicians’ perceptions of a lack of clinical knowledge and support in providing

care to their patients with developmental disabilities has been documented (1, 2, 7, 27).
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Formal training and exposure to these patients in medical school, while improving, is still

inadequate (28).

In Study One, caregivers felt that family physicians’ lack of exposure to patients with
severe or profound developmental disabilities during training and practice resulted in a

lower standard of care for the patients.

In Study Two, family physicians reported having to adapt standard primary health care
guidelines to the uniquely complex context of their patients with severe or profound
developmental disabilities. They also reported feeling isolated and lacking the clinical
knowledge and support they required to care for their patients. As a result, they actively

sought out informal communities of practice to provide these supports.

The findings of this study can inform curriculum development in undergraduate,
postgraduate and continuing professional education environments by providing the
fundamental knowledge of why and how to form appropriate patient-physician

relationships with adult patients with severe or profound developmental disabilities.

6.3 Strengths of this Study

While there are a small number of other studies reporting findings on aspects of the
patient-physician relationship in patients with developmental disabilities (5, 6, 15, 25, 29,
30), this study makes an important new contribution to the literature by focusing
specifically on this relationship in patients with severe and profound developmental

disabilities.

The focus on this specific population and the use of constructivist grounded theory
methodology allowed this research to highlight two findings in addition to those reported
in the existing literature: First, existing studies have focused primarily on the technical
aspects of the relationship between adult patients with developmental disabilities within
particular medical encounters. These include discussions related to individualized
communication strategies (6, 15, 25), recommendations regarding the best way to include
support workers and the best way to make patients feel respected and valued (15, 25).

The focus of this thesis on patients with severe and profound developmental disabilities
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and its use of constructivist grounded theory methodology allowed for a unique
exploration of the process of relationship development. It resulted in a deeper more
philosophical illumination of dimensions of caring for this population, from both the
caregiver’s and family physician’s perspectives, not previously discussed in the literature.
Second, the use of constructivist grounded theory allowed this study to extend the
findings of the previous studies mentioned above by describing the longitudinal process
of relationship development over time rather than the cross-sectional experience of this
relationship within one encounter. Ultimately, the greatest strength of this research is
that, in comparison to existing research, it brings a greater understanding to the as yet
unanswered questions of why and how adult patients with severe or profound
developmental disabilities, their caregivers and their family physicians become involved

in relationships.

6.4 Limitations of this Study

While the majority of participants involved in this research were from one geographical
area in Canada, the breadth and variety of the samples in both studies allowed for an
appropriate illumination of the processes involved in this relationship development in this
area. It is still possible however that further trajectories of patient-physician relationships
involving adult patients with severe and profound developmental disabilities and their
family physicians may exist which were not possible to uncover in Study One. Study
Two included family physicians from other areas in Canada. Saturation of data was
achieved in both studies. The findings from the caregivers and physicians located in that
one geographical area allowed for a rich and unique local perspective to be included in

the data analysis and discussion.

An inherent limitation of studying this population who have severe limitations in
communication skills is that the researcher must by necessity rely on the views and
perspectives of another. To mitigate the effect of this limitation, those closest to the adult
patient with severe or profound developmental were purposely recruited. In Study One,
primary caregivers who knew the patients well and had taken them to numerous medical
appointments with the same providers were identified and recruited by the family

physician. In Study Two, family physicians with specific experience and extra training of
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caring for patients with severe or profound developmental disabilities, as well as
community family physicians with full scope family practices including long-term
experience caring for patients with severe and profound developmental disabilities were

recruited.

6.5 Future Research and Knowledge Translation

The literature review revealed only one article reporting findings specifically regarding
the patient-physician relationship in patients with developmental disabilities (15). Other
studies focused on related topics such as communication issues (6, 25). No studies were
found focusing on this relationship in patients with significant limitations in intellectual
and adaptive functioning skills due to their severe and profound developmental
disabilities. The constructivist grounded theory findings in this study are significant as
they identified the underlying processes involved in relationship development between
these patients and their family physicians. This information can be used to inform future

research and primary care resources in this area.

The following is a list of suggested areas for future research and recommendations

following the findings of this thesis:

1. Epidemiological information on the population of patients with developmental
disabilities in Newfoundland and Labrador needs to be gathered to address the

lack thereof noted during the literature review.

2. Descriptive studies should be conducted to describe the provision of services to
patients with developmental disabilities in specific provincial and regional health
care systems. This information would then provide a starting point from which
further studies on the impact of this service provision on the patient-physician
relationship within Newfoundland and Labrador as well as other health care

systems could be explored.

3. Further studies on the patient-physician relationship in patients with severe or
profound developmental disabilities in areas beyond Newfoundland and Labrador

may be valuable in adding other contextual insights to this research.
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Given the importance of mixed methodology in understanding complex
phenomena, further quantitative research should be undertaken to describe the
impact of various patient-physician relationships on the health outcomes of

patients with severe or profound developmental disabilities outcomes.

Dissemination of these findings may influence changes in health care delivery in
Newfoundland and Labrador. If so, the impact of these findings should be

evaluated and understood through further research.

This research may inform curriculum re-development, particularly as it relates to
the care provided to people with severe and profound developmental disabilities.
Medical educational research should be implemented to evaluate these curriculum
changes with regards to outcomes such as the confidence levels of family

physicians in providing care for this population.

Knowledge translation in the form of developing practical relationship
development guidelines for caregivers and family physicians of patients with
severe or profound developmental disabilities is the next step in this line of

research.

Conclusion

This thesis utilized a constructivist grounded theory approach in two related studies to

discover the underlying processes of protection and acceptance used to form patient-

physician relationships in adult patients with severe and profound developmental

disabilities. Both studies recognized the patient’s extreme vulnerability as a starting point

for these processes to occur. Study One highlighted the centrality of the patient-caregiver

bond and the four distinct trajectories the patient-caregiver-physician relationships took

depending on the caregivers’ perception of the recognition of this bond within the

relationship. Study Two highlighted the process of mutual acceptance requiring

adaptation and role definition on the part of the family physicians in relation to this

complex triadic relationship.
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Respecting the patient’s humanity as an essential part of the development of this

relationship was an important and notable finding.
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Summary

¢  People with Develiopmental Drsabibes (DO) are hving knger and e
more losdy 10 Bave mudhphs and compiex medcal protiems’ Lack of
APEroRiate ransiion of carne fom & wal COONINaled Pasalnic service 1
More Magmanied A0ult Senicas rendens this group of peops vuinembis 10

o Family Physoans by virtue of ther commitment 10 2 whole person
regardiess of age or condrbion are ideally sutied 10 prowde continuous and
coordnaled care 10 peopie with severe and profound DD. Provision of this
care is however chalenging and requires family physicans who ane
competent and supporiad in dong so0.

 Dus to 7% relative lack of msearch on pecpie with severe and profound
DD, recent resources and publcations in this area have relied mostly on
expert opinion and consensus.

*  Thes quakative study wil use in depth imernews 10 frsty understand and
descnibe he process of development of the pabent - docior reabionship
Dedwean 30Ul DEBENLS Wilh saveraproiound davelopmental dsatailes
and ther family phySCan a5 parceivad by the patknl's pOmary Cansgnver
Pardcigants will be asked, by reflecing on thair own capassnces, what
ey Seal COntNtntns s prOCESS and whid S0vice they Nawe for family
phiysicians 10 positively iImpact ths process

«  The second par of ths study will descrbe T SamMe Process as percaived
by family doctors who have relationships with adul pationts with
severa/projound developmental disabiites.  Physicoans well be asked by
reflecing on her own expenences, whal Pey feel contributes o ths
PIOCESs and whial SOvce (hay Rave for oher Bamily phiysicians 10 posiively
mpact s process.

= This research nvolving patients with sevens and profound DO, thedr
caregivers and famdly physicans s essential 10 ensure that we identty
their noeds comectly and tulid enduring relationships wih cach other.
Appropriate transter of knowledge nio prachoe 1s essental 1o assist tamity
physicians and develop an appeoach 1o e coordnated delivery of primary
care 1o patients with severe and profound DO In Newfoundand.

1.1 Key Literature review, rationale and objectives of this Study

The prevakencs of DO in Canada s estmaiad 3 1-3% ' People with DO are now
Wing longer and are more kel 1o have MUtipks and complex medcal probiams
WMMMMDMMHMM
with DD amier 3 mehcal systam with fewer Jccessilig resources

Harts nverse care law states that the avallabiy of good medical cam tends to
vary inversely with ¢ need for it n the population served ™ Studies in Canada,
the Unted Kingdom and Austala confrm that peopie with DD are poorty
supported by Per heath sysiems '4

Peopie with DO are especaly vuinerabile after transstion of thesr health care from
2 Paghly coordnaled and specaioed pedaine sysiem 10 3 more Iragmensd and
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65 Speciaized adul system A recent shudy of 13 Duich patients transiering
from pedairic 1o adull care showed hat parents of young peopie with profound
niciechal and mulipe dsabities valued the care provided by the pedatican
and wished 10 see ft contnued * This = cbwviously not 2 sustaimable solution

athough people with developmental disabites are often cared lor beyond the
age of usual transtion %0 adult care.

Urfortunately, infosmabon from the National Physioan Survey does not ncude
data on canng for this spectic patient poputation * One mughl assume Pl famdy
PRSICEans, @8 the MOs! COMmON pmary can providerns in Newloundand and
ww:mu&muummmmunmn

Contiruity in 1he Sensa of the enduring dociorn patent Nelationship is fundamental
10 the pracice of famiy medicne. ' Longitudinal care and commiment, and the
consulation expencence. INchding valuing patents and the expencence and
Fpprecaing power differentials have boen shown 1o be the man processes that
prompt such a relatorship &4

The development of thes refatonship and the provision of continuous, coordinated
care 10 this unique group of people is nol withoul s chalenges.  Lithe s known
Of 1he process Of Ouicomes Ieesol n s conlex].

Patients with savere and profound Developmental Disabilties ™ 1°

COMNUOUS SUPEO 3N Nence presend 10 Py Ramidy pirsician wilh & Caregive
The leved of Cavelopmental dSatilly 0 these PAtants present UNIgUe chalenges
N communication and relationship development.  In addtion, research on e
efect of 2 thid person in the medical encounter In older patients with dementa
reveals that he nieractonal dynamics change and may niluence e
development of 2 nusing and effective doctor patient relationship ** Effectve and
empathic management of a tnadc requires specfic communication skls.

The Developmental Dsabites Prmary Care infiatve n Ontano recently brought
fogeiher chncians with sopertiss in B care of aduts with DD %0 mprove pemary
care and gualty of ie for these people ' Some of her pubiished gudeines
recommend the uss of resources and specaiized servces Pl whele gereraly
Fvatabie in Caned, sy De DOUNY In Some Moo Healh Saice sysiems
Thas is the SEUAOnN in MOos! aeas of Newfoundland and Lateaoor (NL). | is aso
noted 1hat pecpk with cisabiing condtions, Induding hose with DO an low
prioety for researchers, as a result many of e recommendations arne based on
CEDEn OPININ Of pubishad CONnSensus statements

Due 1o he relative lack of research n the area of provision of care for peopia with
DD, the famiy phrysician &5 left o adapt what knowledge he or she can access,
such as the references and gudeines above 1o Be peopie they are canng for ~
ndreduals with muliple, comples and ofen unknown underiang condnons and

Patient Cemtered Primary Care of Adults with Sewvere and Profound 3
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neads.  Lise of samilar guidelngs in Ausirala has resuted in betier oulcomes for
hese patents, but S0 numenus challenges for he tamily physicians using
them ' these challenges In NL Include family phwsicans suddenly having to care
for patients they have not had the ury of getting 1o know over tme. The
crcumstances n each country of area within a country vary signficanty ** which
decroases the generalzabity of previous research.  This diciates he need for
further research examning e unigque aroumstances sumounding the imleracton
of family physicans and their patents and $e resulant pabent-docior
relbonshps.

Gansation of further , 5 Peded 10 ansum adequate and spproprate
nowiedoe ansier. This sudyryg Ihe people and the problems whers
ey &St ™ in s Case e communty and the physician's Cinics on e Avslon
Paninsula. Newfoundand as well 3s expert knowiadgs from physicians nvoved
n the care of aduks with dewelcpmental dsabiities across Canada

The first study will descnbe the process of e development of the patent -~
docior eiatonship beteoen adult patients with severa/peofound

d=abines and their tamily physician as percefved by the patients prmary
caregver. Parsapants wil be asked, by reflecing on their own eapenences,
wital they feel contnibades thes process and whal adwos they have for family
PRySICENs 10 positvedy Ipact IS process.

The second study wil describe he same rocess a5 peroatved by famty docions
WO N FABONSHPs with 3301 Calints wll) Severa/peofound deweoprents
dsabities. Physicians will 06 asked by facting on Ter own egenences, what
they feal contriutes 10 this process and what advice Ty have for other tamily
prysicians 1o positvely Impact this process.

The findings from both studes will then be combined 10 gain a despar
understanding of the process of the development of the patient - docior
relationship In thes context. This nowledge will be used 0 encourage and assist
famiy physcars nol aready doing 0 1o form relalionships with and care for
hess padents.

Study One
1.2 Research Problem

Mmﬂusnummmummnmmm
with Developmeantal Disabities camm. Whan he highly specalized and

Eargesly Basad on eaper] opineon and consensus. and IS Not Sways genecaizatie
10 al arcas in Canada Further research of the endunng patent - docior
reabonships hal have deveoped between adull pabents with severs and
profound deveiopmentsl deabaibes and thair iy physcians s needed 1
IO others 0n how 10 NEVIgale this somatimes chalenging process
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1.3 and 1.4 Objectives and Research Questions

Purpose

The purpose of thes shudy 1S 10 descrbe the process of the development of the
pabent ~ doctor relatonshep between 20Ul patents with seversprofound
Oepstopmental drsateblies and e Ramidy physiciin 3% perciaved by the paents’
PIMary Canegiveiaovociin

Specific Objectives:

1. To explomn how the pasent — o0 datorship eveiops in e comeat of
adult patients with severe or peofound DD and their tamily physicians

To descride the trajeciony of this reiationship

To dentity faciors that mpact or acktale that process

To use this knowledge 10 assis! Ramily physicans in cang for thess

Specific Questhions.

What was the nliad expesencs of this reatonship?

How has ths axpenence changed with tme?

Wit Pas halped Shape s process of change?

Wihat has hindarad this process of change?

What is the Sedory of this relationship?

What acvice would caregivers hawe for family physicans to optimize this
relationshp?

2. Proposed Methodology
2.1 Research Design:

Thas study wil use the qualitative mathodology of constructivist meory
USING D-08ph niarviews wilh pomary cargwvens of adut wilh severe o
protound DO &5 the primary source  Analysis of ess aaparsances and insghts
of the participants and the researcher will then be used to propese themes and
develop hypotheses on the process of the development of the patient - docior
relatonship.

2.2 Sampling and Recruitment,

Potentiad pancipants will be Kenifad and secrulind by tamidy phsicians at the
Waleriord Hospeal, St John's, NL who have expenence and reabonships with
Ihess patents. Puposefiul samphng will invoive [he indial seeking of prisary

G gvers of S0t palents with 3 GagNosis of Severs of profound DO

Information about the S8ty and consent forms will De provided on recnutment

Patient Cemtered Primary Care of Adelts with Severe and Profound  $
Developmental Dinabiitis: The patsent - doctor relwtionhip. Verion date:
October 15 2014
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Wiitlen consant om e canegiver parmicipants wil be obtaned bedore Data
Caollecion commences Samping and data coliaction will continue untll the pont
of saturation at which new participants provide no new addtional concepts
relevant 10 the contral themes. Expecied sampie stoe of N=10-20 particpants.

2.3 Data Source and Collection Techniques:

AuO) reconied n-ospth nierviews and fiekd notes sl e used. Dus 10 e
retatrve lack of ressarch n s area and 2 desee o understand this process
rough he shamg of siones and eapansnces, hs research will uliize an open
CepOnalory aperoach A semi-siruciured nerves gude will Dé used whch
NAUIS cpan-ended qUESIoNS and subsequant probes

2.4 Data Analysis and Interpretation

Data will be analyzed by 2 ndependent nvesigatons usng an ferabve approach.
A leam approach will then be used 10 develop the themes rom which the Beory
will be construcied. Credbity and rustworthiness of the data collechon and
araly=s will be achweved hrough usage of a team approach and refleawty
(dscussad hrther in Shady 2)

Study Two
1.2 Research Problem

Informaton on how famiy physicans in NL care for the 1.3% of our population
with DD 1s scarce. Most family physcans n NL do not play an acive role in thesr

padiainc patests’ with Devsiopmentsl Dsabdties care. When the highly
speciaiced and coordinaled pedatnc care ends, famiy dociors are asked o care

158 IfOManion s Lingely Dased 0N Sxpert Opnon Nd consensyus, and is nol

Aways Qeneralzabie 10 # armas iIn Canada Research of family dockes n NL as
mammwmmmummuwﬂam
who Nres Tomed enduning patent — Socior MeBlonships with thesr aoull patents
with sevem and profound davelopmental dsabines 5 raeded 10 iInform oPars
on how to navgate this sometimes chalenging process

13“1AWNWWS

Purpose

The purpose of thes shudy IS 10 descrbe the process of the development of the
pabient — Gocior relationstep between 30UR pabents with seversprofound
Otvstopmental rsatebling and Ty famidy physician &% perceved by the fasdy

Specific Objectives
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.

TO €epion Now the pasent — S0CI0r MatOnahip Gevelops in Te conteat of
A0 patients with savar or peofound DD and their tamily physicians

To descride the trajeciony of this reiationship

To dentity taciors that mpact or acktale that process

To use this knowledge 10 assist family physicans in carng for these

Speciic queshons

What was the niied expesiencs of this reatonshp?

How has ths expeanence changed with tme?

What has helped shape ™is process of change?

What ras hinderad this process of change?

What s the S dorny of s relationship?

What aovice would these tamily physicians have for other famiy
phrysicians with regards 100 opamizing thes relatonship ?

2. Proposed Methodology

2.1 Research Design

This study will uSe the quaitative mathodology of CONSINCIvS! grounded Peory
using n-deph ntarviews with family dociors of adul patient with severe and
profound DO &8 the primary source . Anatysis of ees axpenances and insights
of the parmicipants and the researchar wil then be used 10 propess hemes and
develop hypotheses on the process of the development of the patent - docior
relationship.

2.2 Sampling and Recruitment:

Polentiy parscipants will be denifnd Trough purposeiul samping of tamiy

hwn

DN e -

mmwwmnmwumamu

WINCH NEW PANICRANtS PrOVIOR NO NewW S0NIONA CONCERES Meevant 1o T caniad
themes. Expeciad tal size of family phwsican paricipants will be approdieaiely
10 =15 and will be dvided Inlo the Folowing groups .

1. Family physicans at the Waledond Hospial, St John's, NL who Sée a
larger number of these otherase “orphaned” patonts with severe of
profound DO wehout community famidy phiysicians. (N=5)

2. Famsly physicans from the Coliege of Family Phiysicians inmerest
mmdmmwmmmm
and expenence in forming relatonships with adults with sewese or
protound DO. (N=5)

3. Commurty Famly Phiysscians fom the Avaion Pannsuls who havafiave

Patient Cemtered Primary Care of Adelts with Severe and Profound  /
Developmental Dinabiits: The patsent - doctor relwtionhip. Verion date:
October 15 2014




Nad & minsmum of 2 patients with sewere of profound DO in thew practice
and hawe S0Me Qeperancs of foming reiatonships with such pasents in
ths context. (N=5)

These 2 areas of parbopant recrutment for this study represent an atlempl
erssure varahon but il alow for dep™ of riormabion recemed by Lrgeting
tamiy phy=icans with both depth of chnical expenence In the area as woll as
depth of knowiedoe of the speciic community contexd.

2.3 Data Sowurce and Collection Technique:

Audio corded In-aepth nlerviews and fiekd notes will be wsed. Transconipton wil
be verbatim.

Due 1o the relatree lack of research n ths area and a desiee to understand this
process through the shanng of slones and sapensnces, this research wil Ui
an open exploratory approach. A semi-structured nierview guide will be used

noudng open-ended questons and subsequent probes.

2.4 Data Analysis and Interpretation:

Data will be ANAKZHA Dy 2 NAAPINGENt IVESIgANNS LSING AN TAMAIVG ApEroach
A toam approach wil then be used 10 develop the themes from which the Beory
will be construcied Credbiity and Tustworthiness of the data collection and
aralysis will be cheved THoUGN USAge Of A AN APEROGCH and refsdwty

To appreciate the value of refexvty | must camine the biases | bring o this
research study. As a tamily physcan canng for adults with DO | hawe recesved
exira Yanng n B area and am nvolved In eng o start 3 pemary care dinik o
Fssist i Ihe coondiration of thesr care in ST Jobn's, Newfoundland. Maving been
asked %0 accept a number of hese padtents who on dscharge from pedatne
care, fave been il sethout 3 tamiy phrysician, | Fave sapensnced my own
Chalenges n 10mng Nnew rEaBonships with [hese palents. | recogne Dowewes
Tt | rave never stoppad 10 ask My Patants of Tl CArBgvars for ther ieas
A0 PRESPRCIVGS on this process. | Tesd strongly about the power of the pasant —
OOCIor seBOnship 1 Lamidy Mmedcrs o responshity 10 e abk 10 provias ths
FApect of care 10 all our patents. | 00 SpRMcais at s 3 Salaned Acacemic
family physician the bamers and chalienges | face may be aifierent fom those of
my coleagues in dfferent dinical Stuations. | hope 10 remain open o the
expernences, refiechons and opinions of the study partiopants yet balance tat
wih 0% mportant ealzason that my IMepetatons ame in hamseves part of the
construct

Implication of results:

Whiles rescent dessamination of sesources for tamily plrysicians casng for aout
patients with DD s welkcomad, 1e speciic axpamancs of the redatonship
Detwoen adult patients with severs or peofiound DO and their familly physicians in
s POl Dien preously explonsd. Resuls from Pes shudy will inflom 1hose
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nvolvad in e delvery of hadith senices 10 s population in NL and may apply
10 other amsas

2.5 Ethical Considerations:

Ethical approval wil be appled for through the Health Research Ethics Board n
Newfoundiand and Labrador, wihich adheres 10 Tri-Counssl Policy Standards for
Mical researnch

Paricipation n both studes will be voluntary 30 wnilen corsent sl be oblaned
from each pamicgant. Pancpants wil 2o advised Ihat data and quotes from e
nlarview of focus group may 58 used for pubication. but Indvidual paticipants,
patients or other health cam provders will not be dentfied. The names will be
retaned confidentially, and only non-identfying farscriptive data well be
aralyzed and reponsd.

Definition of key terms used in Study One and Two
AdQul- a person owver the age of 18 years

Dervssogrmeniisl (isabities (DD) - & range of condlions which al resul in Welong
Mlanons n nisechal functioning This, togather with lisstations in concepluadl,

social and practical sklis s notceable before e age of 18 years

seyere Deysioomantl DEabify - Patents with an 10 of 25 - 35 or age
wmmam

= Pafents with an K2 of <20-25 or age
e 0-3 pers.

~ A physician who is regsiensd with 1% Newfoundland and
Labrador Medical Association and are In actve practice in communities of
Néewfoundland and Labraodor

Constructvist Grounded theory - 3 Sorm of grounded theory ansing from

perspective 15 part of the mutual process of data colechion, analysts and
heorebcy Famework construcion. ™

Patient Cemtered Primary Care of Adelts with Severe and Profound %
Developmental Dinabiitn: The patsent - doctor relwtionhip. Venion date:
October 15 2014
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Appendix B: Interview Guide 1 (October 2014)

VNIARIe TS

Semi-structured Interview Guide

Study title: Patent Centerad Prumary Care of Adults with Severe and Profomnd
wm The Patwnat ~ Phryscian Relssosship

Name of Principle Iuvestigator: Kathenne Stnnger
Study | - Caregiver Interview Guide
[arrodecmon

1. Before we et started, | would huve some questioss 1 would like to mk you for the

stady if that is oy Please note Susl you may declae 10 atsiwer sy questicn
mbmumm
2 What o yous ape”

b TWhat & your sex?
¢ What rype of efucamon have you recerved 'Any specialoed manng =

caregrarg”
d  What s your selassonshep to the person vou care for eg.
Sendy tend
e Where o you the majonty of your cape to thes person” Eg. pervate
bome famuly home growp home
Y [s here mythong elee you would ke to tell me 2 sboust yourseld and your
relaticendip with the perwos you caoe for?

Questions re patient - famdy physician relatisaskip

1. Tell me & bt from your perspective a3 caregiver sbout Sie seliondbip between
the person you care for aad theyr Swnedy doctee

fazk the folioratng (F not volunsaared by participan

¢ Dumton of anendang fuoly phiysicus sppostsents with the pessos
they cxe fo¢

2 Can you remessher back % your uutiad expensace of the relatioeship” Tell me a
bet about i, what was it Like?
2 Has thos expenence changed over tume? How?

Patient Centered Primury Care of Adults with Severe and Profosnd Developmental
Dezabilities: the Patiest Doctor Relatsonship
October 15. 2014
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b Whai de vour think hes befped shape tus proges: of chape?
¢ Conld pou deenbe any srsnber of thanpe that ke chazped 1 for the

Promupis 1ff needed

1 Anvibany Bow the doctor o medical avabems ude”
i I.H}“hl:fﬂﬂﬂ'ﬂﬂ!.‘rﬂtﬂ"“?
ihi. from ihe ‘s sie?
£ Coubiyes iy ings et s Minfil o oevat ot sloml
the: relanondig % develop ind claige”

Frompts 1f peadadt

1 Anyiking fom the docier or medizal ryvieme nda™
Luhi—gndﬁph cmw o' ude?
m Anvikeng fom the oy o
I Do Hh-ﬁgnﬂmﬂhhpﬂt:m‘
4 Do yveea bave sy sdhace o cansgrenn, pafenti o Soely phyiicass oz whal
iy pelizamadp”

Drzabilities: i Pabiest Dodor Relatonshy

Dtpber 15. D0L4



Stody 2 - Famdy Phyvicians Interview Guide

[atrodecson

Bedore we pet started, | wosld bave some questions | would bice %0 sk you for the stady
if faat = chay? Plexwe note that you muay decline 10 azrwer sy question you do sot fieel
comfortable amwerizg

ol

- e

How many years have you bees a fimuly (stnce gradeaticn)
Hn-l"mgmmhnm dealing with aduk panenrs with
severe'poo fvand

Do)vnlve-L. exra traueng = tus area”?

many paterts have you cared for that have severeprofound

Question: e patient - Gy phyician rebaticaship

1. Tell me a but shoust your selatonships with your patents with severs prodocnd DD
2 Ca you remessher back %o your sutad experience of these relstonships” Tell e
& 24t about i, wht was it Bhe?

[

b
3

Has thes expenence charged over tune” How”

What do your think has belpad fus poocess of

Could you describe asry susnber Mplhhneh-ﬂuhh
bemer?

(Prompts i nesded)
i Amything Som the patent or congiver s sde”
4 Asything Do your o the medical "8 ude?

w Anything Som the commmruty's nde
Could you describe asry $ausgs Sat have kindered or slowed or not allowed

the relaticashis % develop md change’
(Prompts (Mneeded)
1 Anything from the pasent or capegiver 's mde”

n Anything from your or the madical systen's ade?
Hom the commmuuty's nde”

mw. Amything
3 Do you sk thes selationshep 15 still chanping 'developmg” Where do you sumk ot
1t poing. does 1t have 3 trgectory”
4 Do you kave any advice for caregrvens, patients o Suraly physiciess os wihat
J;-hl:w“’

Patient Centered Primury Core of Adults with Severe and Profosnd Developmental

Dezabilities: the Patiest Doctor Relatsonship

October 15. 2014

130



131

Appendix C: Invitational Letter
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Appendix D: Introductory Letter

Reawarch Study: Patient Centered Primary Care of Adults with Severe and Profosnd
Developmental Disabilities: The Patsent - Doctor Relaticnship
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Appendix H: Consent—Family Physician

AR Ereewe o K12

Hazatih Research
Ethics A thority

CHECKLIST
Pz checilissim do be complered ead submmed sl fdine cosaeal fanm,
I 1p e b remeved from the fiwal verman of dhe renar dormmenr

Most reeent vernom of oo iemplate (hae 301148) has bem eed
Frazier me bardes coment veruon. siedy name, line far pabest il
lennwh-'rn 13 enceps fox focier]

trx!

Caiecde 7 i Jowrei Teidkind bevel. Midesiend seadisg bevel 10 Code §
alsent wond alan setenont setr coize aed whare ippeopewte buleied Lak
Sramdard, reguired wording (in bobld rvpe) has been wed in e follewing seonoms:

Yer Pe
hireducnen I

Depaiiim (003

thitr_ﬁlllhﬁﬂil'l'.l_

Cueshions or prohism .
e

Sapnrane L]
If yom bawe answnced Mo to any of the above, pleass give the sationale for thess
changes below:

prowide a bsi of fhe miormanen repared for mformed conssmi. Plese pefer
Tﬂmlmﬂh#mmm

Thee HEER Palicy Mamal presides detaibed meéommanon oo specilic conseni pivmes incoding
crmesi bo rewarch | smespency beakih phoaone. the e of mibstrane decinon makers; sl
hih—ﬂﬂdﬂqﬂlnﬂ—mwmﬂ_;
comsenl mn ditestioes of difficell peser relatismibegs. pesl comemety coment b2 eseech
drvedvng Alborsging copsrsreiries Flee seler ie e KEER Foliey blapsagl op ke EFEY
webmie www heea ca
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LI T TR

Consent e Take Part im Besearch - Family Physician

TITLE:
Pabeal Centered Frmany Care of Audahis wril SWovae i Profeomd Developmiental Dicabalines The

Panest - Doctar Pelancnshop

ISNESTIGA TR
Eniberne Sirnse, Endest Bvan, Ameeds Tersy

You harve lbeem oreriesd 0 faker pai o0 3 research siady  Taking part @ thi sudy s vehmisy [Fizop i
yorm e diecicde wheiles fo be i the stady or scf. Vou com decide 2o 1o ke part o e dudy 1 vou
dhecade b0 take puet, voed e fres e beiren of ey B Thus will ool affest yois usal bealh caoe o dlahn
i beald cars prodciasnal. o spenl WD elpreked ik e mienvie Wl 20f b ghined with
ofus: i e bemith care spsien. Hadore you decide, pou oeed o uxdersiand whal the dhady o for, whad
ks o el talbe dnad wihil bencfe vou ol jeceive. This coineid Gate explase e itidy

Flame pead thie copsfally. Take as much tme &s you bloe Sk syttong yoo do noet undersiand, or wam
expbuned bemer Afer vou huve mmad 11 plesse sk quesmons shont apythong test 15 ool clear

The researchers wall:

#  diteins the shady with you
*  EISET VO QUEHDD
* e avalahle dunng the shady w0 deal with problens asd arreer queshon:

L Hﬂlrlln'!-l-rl:p—d.'

ﬁi:;::.r.ﬁﬂmﬂ'l; ﬁ-“hzu;.rﬂ:nmtmd
wyoran f people wrih profoumd and mulsple dosbalihes valed the came proeaded b the
peschrinczn s withed fo w1 comttsoed. This 12 oot 0 mmincsble sobstion slthoogh thew bt
are o caoed for beryond e ape of wrml bamibon o sdult cam.

hmhhhlm“hnrhmmhhm“quhhwﬁr
i Memlbiisdisd sl 1ibssdog Hﬂuﬂ_wmtﬂhtﬂ

peovLdens ol peopke Witk developioeatal deabidines
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Conmrarty af care @ the wre of the srakanng patiest doschos pelssoseiap 1 very snportei o the
peacice of Seuly medicinn. The of thix relatiomibzp and e provieos of contomaos.
crsmrchnied cape bo th g prosp of peeple 1= pol withowt it challesges. Litile 15 kxorem of fhe
*ﬂm#hMH%HMhMHMWhm#m'

#mﬂ%“mﬂww;@ﬁﬂhﬁ“hm&ﬂ
tir i lock of reseasch are lurgely burend o8 experT ofsision

The fact thai nod all sp=sr m Cansda have scress in ihe same bealih oo pesverces. and e ovenall
Llﬂ.nl'u-;:u s e, i Wiy we h;;:'h:rﬂ.um - ey COTIEALE
samoading s panss — doctor pelrmonship. o pravude Sty phrpucians ad o kocal
mrhonies podance from ths resarch on providng sogemss care m e form of 8 postinee pabeni
dacier mlahombep m tor contexi
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5. Dricription of the sty procedure:
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7. Lobaliry siwiemeni:

Siprenyp fur form e po comsest o be m dor sudy  H il ov ket yoo cedersiand the
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5 What abeur my privacy and cosfidenrialin
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ke Hisweset W Susie b Faininss]. Fof exusiple v may ey Lo n REEEE e
research reconds
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*  Inforsanen Fom Sy OETVews
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Appendix I: Interview Guide 2

JHONNS v

Semi-structured Interview Guide 2

Study title: Patent Centernd Prumary Care of Adults with Severe and Profomnd
Developmental Dunabilitier  The Patient - Phyncias Relaticadhp

Name of Prisciple Investigator: Kathenne Strnges
Stedy 1 - Caregiver Interview Guide
Lacroducton

1. Before we get stanted, | would have some questions 1 would Like % sk you for the
stady if that 15 okay? PMlease note fhat you may declme % answer any question
you @0 not feel comfortable answenng

3 What m your age”
b What i your sex?

¢ What type of education bave you recerved Any speciakized ranmg m

carmgrang”
d What = yous selstosabap 1o the persca you care for eg
Sendy Tiend

e Where bo you e e majonty of your caoe to thes person” Eg pereate
bome'fady hooe oo hoae
2 [ Bere mytlong clie you would like 16 lell me & sbout yourself snd your
relatioashop with the person you care Sx?

Questions re patient - famaly phvvician relatisnship

1. Tell me a bet from your perspective as carsgrver about She pelanonship between
the person you care for and thewr faomly doctor

fazk the foliceany i net volunteerad by participant)

* Drsaton of attendmg famsly phiysicin appomtments with the person
they cave for

o Are you u the cveprve machoded”

2 Caa you remsessber back % your sutid expenence of the relationslep” Tell me a
bet about i, what was it like?
2 Has thos expenence changed over time? How?
Patient Centered Primury Care of Adults with Severe and Profosnd Developmental
Dezabilities: the Patiest Doctor Relatsonship

October 15. 2014
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b What do your think has belpad shape fus process of champe”

¢ Could you descnibe any susmber of thengs that barve changed 1t for the
bemer? What do'dhd you you Like abour anry of the relatonsheps you have
expenenced”

Prompts if peeded

t Anything fiee the docter o madical systesss side”
Anythung frem and B person you care foe's side?
e mb,:u—yl
d C«Myum-ywﬁmm«duuam“
the reatioastup % develop and change” What doa'vdda 't vou like about
anry of the relatonshaps vou have expenenced”

Promapts if needed

1 Anything from the docter or medical sysiems nde®
" Amything Som your and fhe perscn you care foe's nde?
Boen the commmzuty ude?
3 Doyutﬁhmu-lw Whese do you fuisk i & goeng”
4 Do you dave sy advice foc o om what
)"‘ .-7 caregrvers, panesns o fauly physiciuss

Patient Centered Primuary Core of Adults with Severe and Prefoend Developmental
Dezabilities: the Patiest Doctor Relatonship

October 15. 2014



Stody 2 - Famdy Phyvicians Interview Guide

[atrodecson

Bedore we pet started, | wosld bave some questions | would bice %0 sk you for the stady
if faat = chay? Plexwe note that you muay decline 10 azrwer sy question you do sot fieel
comfortable amwerizg

ol

- e

How many years have you bees a fimuly (stnce gradeaticn)
Hn-l"mgmmhnm dealing with aduk panenrs with
severe'poo fvand

Do)vnlve-L. exra traueng = tus area”?

many paterts have you cared for that have severeprofound

Question: e patient - Gy phyician rebaticaship

1. Tell me a but shoust your selatonships with your patents with severs prodocnd DD
2 Ca you remessher back %o your sutad experience of these relstonships” Tell e
& 24t about i, wht was it Bhe?

[

b
3

Has thes expenence charged over e How?

What do your think has belpad fus poocess of

Could you describe asry susnber Mplhhneh-ﬂuhh
bemer?

(Prompts i nesded)
i Amything Som the patent or congiver s sde”
4 Asything Do your o the medical "8 ude?

w Anything Som the commmruty's nde
Could you describe asry $ausgs Sat have kindered or slowed or not allowed

the relaticashis % develop md change’
(Prompts (Mneeded)
1 Anything from the pasent or capegiver 's mde”

n Anything from your or the madical systen's ade?
Hom the commmuuty's nde”

mw. Amything
3 Do you sk thes selationshep 15 still chanping 'developmg” Where do you sumk ot
1t poing. does 1t have 3 trgectory”
4 Do you kave any advice for caregrvens, patients o Suraly physiciess os wihat
J;-hl:w“’
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Appendix J: Interview Guide 3

JHONNS v

Semi-structured Interview Guide 3

Study title: Patent Centernd Prumary Care of Adults with Severe and Profomnd
Developmental Duabilitier  The Patientt - Phyncias Relaticadhp

Name of Prisciple Investigator: Kathenne Strnges
Stedy 1 - Caregiver Interview Guide
Lacroducton

1. Before we get stanted, | would have some questions 1 would Like % sk you for the
stady if that 15 okay? PMlease note fhat you may declme % answer any question
you @0 not feel comfortable answenng

3 What m your age”
b What i your sex?

¢ What type of education bave you recerved Any speciakized ranmg m

carmgrang”
d What = yous selstosabap 1o the persca you care for eg
Sendy Tiend

e Where bo you e e majonty of your caoe to thes person” Eg pereate
bome'fady hooe oo hoae
2 [ Bere mytlong clie you would like 16 lell me & sbout yourself snd your
relatioashop with the person you care Sx?

Questions re patient - famaly phvvician relatisnship

1. Tell me a bet from your perspective as carsgrver about She pelanonship between
the person you care for and thewr faomly doctor

fazk the foliceany i net volunteerad by participant)

* Dusaton of attendmg famly phiysicin appomtments with the person
they cave for

2 Cam you rememsber back %0 your untal expenemce of the relatonshap” Tell me a
bet abonst o, what was ot like?
s  Has tha expersence chasged over time? How?
b What do your fhisk has helped shape s process of clusge”
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¢. Could you descnbe any muznber of thangs that harve changed it for the

Prompts if peaded:

1 Anything Som the doctor or medical ryviess nde”
i Agything Bo your and e perscn you care foe's 1de?
W Anything fren the commsuuty’s sifie?
d am,-m-;qummu«m«um
the relaticeanlug to develop snd change”

Prospts if pesded

1 Anything Hrom the docter o medical systems side”
u  Amything Som your and e perscn you care for's nde”
i Amything Hom the commmzuty 1ude?
3 Do “hm-n‘mﬁmbyﬂﬂiuw’
4 Do you kave any advice for cammgrven, pattents or Sarsly phyncizss on witat
ﬁ-h-“l“

Patient Centered Primuary Core of Adults with Severe and Prefoend Developmental
Dezabilities: the Patiest Doctor Relatonship
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Siwdy & - Family Florvicians niervies Guide
[aeradurman

Hiedare we pel staried, | womeld borse some qaestaoss | would b fo sk yow for the shady
if thal = chay? Flesw mote tot vou may declise 1o armees azy questios, you de zof feel

sofatable unwenzy

1 Eh-n'll:l}rm'lilnpulunl_.r[
2 Ekwmm;mmm Pl n'dil-ﬂ'pi::-'nii:
sevede oo finiaed

!-. I:Iu-':.mlm: radrong i fhis ares?

W -mp-mhum:ldhﬂlﬂrm

Crurvtiam ro patiesi - famdy phyaician relstisnship
1 Tell me w bet aborst pous selrbozskip. wath o pateh wth wywon'profood TD

{ Prosagl i aanidad}

o How do=s 1 doffer from pabenis wiibsai DD
¥ Can wou remember hack 4o voon mried expenemce of these rebmonshps? Tell me
e T A
L EXpeTRTE aver
b What devour think has bebped thape fur procest of chaape®
c Mmﬂmhmﬂn’ﬂhhh:bdﬂhh

Promspir | abieli

i Ayl Bem e patent of capeaiver i isde?
i mmruanﬁ—n&’
e 11
d M;mdﬂnhmhpm':WHMHHimi
the relabonthey t0 develop snd chanps?

(Prompir ( nesdlodds

1 Anyileny fom the patent o cargnoer s mde”
u. Ampibies beim pos on e medical syl ade?
i Aryibing fein te commmmaty i 2ideT
5 el roke dees mes Y
4 Lt myilear yvou bove o look ool loeprepass $od™
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i Av ampecis v srupple wriht What makes o easer ' mere dffoub than v
pahients wethont TICT"

TPyt whie moedar

o [atherw o oelsfiomakip™
b Eves feel overwlelmed o il peepaned?

€ Mol challesgng selanoebip”
d Dwoyow feed falflled? How ape your nesds me”
6 Do yos Suck the selatorsbip s 36l el developey”™ Wheee de vo Szl 1l
“HHH“'T:'}'-
T Dreyoss kave any shace m_ﬂ-.ﬂjmmﬂ
J:Ihl:wlilnh:h?
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