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Objective. To explore how multidisciplinary inflammatory arthritis (IA) care is accessed from the perspectives of
people with |A and their health care network members.

Methods. In this phenomenological study, we used purposive sampling to recruit patients with IA for less than
5 years and age of more than 18 years who spoke English and reported two or more health care network members.
We conducted one-to-one interviews with patients and their health care network members. Data were analysed using
a social network perspective.

Results. We interviewed 14 patient participants and 19 health care network members comprising health care pro-
viders and informal caregivers. An overarching theme of whole person (holistic) IA care was identified, with the follow-
ing two broad multifaceted subthemes: 1) connected networks and whole person care and 2) network disconnect and
disrupted access to care. The first subtheme notes how access to health care providers and social support was funda-
mental to holistic care and how care was facilitated by communication pathways that promoted care. The second sub-
theme illustrates impediments to access, including appointment time pressures, inadequacies in communication
delivery modes, and family physicians’ unfamiliarity with rheumatology care. Inequities in care were also reported.

Conclusion. Participants shared a goal of whole person care. Although health care networks included multiple disci-
plines, they did not always provide coordinated multidisciplinary care. Communication modes, linkages between network
actors, and organizational structures governed the flow of information and resources through networks and influenced
access to equitable whole person care. The development of health care system structures to support the flow of informa-

tion and resource transfer is needed to promote network collaboration and equitable access to resources.

INTRODUCTION

Multidisciplinary patient-centred care is considered a standard
care pathway for inflammatory arthritis (IA) to reduce symptoms,
limit joint damage and disability, and improve patient outcomes
(1-3). Multidisciplinary care (Table 1) is typically provided by family
physicians, rheumatologists, nurses, physiotherapists, occupational
therapists, patients, and others (1,4-6). However, many patients
with |A are not receiving timely and appropriate multidisciplinary care
(4,7-11). Delayed access to primary and secondary care can nega-
tively affect patients’ health outcomes (12,13), prolong physiological
and psychological distress (14,15), and negatively impact social
relationships (13,15,16). Moreover, inequitable access to A care,
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particularly pharmacological therapies, can acerbate disease pro-
gression and lead to poorer overall health outcomes (17,18).

To our knowledge, there is a dearth of studies exploring
how people with IA access multidisciplinary care from both
patient and health care provider perspectives. Studies typically
report on experiences of patients recruited from multidisciplinary
outpatient and arthritis treatment centres, where team members
are co-located and which provide holistic face-to-face care (19)
(Table 1). Experiences of nurses (14), rheumatologists (4,14),
and physiotherapists (20) have been explored through surveys.
Pollard et al (21) interviewed patients and health care providers
(one-on-one and in focus groups) at an outpatient clinic. Their
findings emphasised family physicians’ concerns regarding their
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SIGNIFICANCE & INNOVATIONS

+ A social network lens provided nuanced insights to
distributed team-based practice. Team members
were distributed across different locations, yet they
shared a goal of timely access to multidisciplinary
holistic care.

* The flow of information (communication) and
resource transfer through patients’ health care net-
works and ease of contact (reachability) can foster
seamless (vs fractured) practice within a patient’s
health care network.

+ Health care structures that foster relational net-
work ties and flow of information and resources
have potential to contribute to equitable access to
multidisciplinary inflammatory arthritis care.

gatekeeper role to secondary care, their reluctance to refer
patients, and the need for further qualitative research in other
care settings to enrich insights. Presently, there is little under-
standing of how patients and their health care network members
perceive access to distributed multidisciplinary community care
(Table 1).

The purpose of this study was to explore how multidisciplin-
ary |IA care is accessed from the perspectives of people with 1A
and their self-defined health care networks. Employing a social
network lens (Table 2), which does not assume any particular
view of team care, we explored factors such as network struc-
tures and processes that govern patient access to timely and
appropriate multidisciplinary health care.

PATIENTS AND METHODS

Study design. We used a social network ego-centered per-
spective for this phenomenological qualitative study to answer the

Table 1. Health care terminology

following two research questions: How do people with IA and
their health care network members perceive access to multidisci-
plinary 1A care? What health care network structures and pro-
cesses influence timely and appropriate access to IA care?

Social network paradigm. A social network paradigm
(Table 2) is orientated toward relations and the patterns they form
to construct social life (22). Sets of ties link network actors and
enable or block communication and resource transfer between
actors, which facilitate ‘action’ (23). In relation to IA care, ‘action’
refers to delivery of health care services for treatment and long-
term management. Particular attention is given to characteristics
and relationships that enable or constrain choice and agency
(23-25). We focus on the ways relational ties form between net-
work actors and how these ties influence network coordination
mobilizing communication and resources. Relational ties can be
described as interactions between people (24). The concept of
reachability characterises the flow of communication and
resources between actors (24): specifically, the ease or difficulty
with which communication and resource transfer occur (24). This
ego-centred approach focuses on participants’ perceptions and
mappings of their social world (24). We assumed that the ego net-
works of patients and health care providers are interwoven with
organizational and institutional networks (23,26).

Recruitment. Participants were recruited from metropoli-
tan Vancouver, British Columbia, Canada. A two-phased purpo-
sive sampling process was used to recruit patients with 1A and
members of their health care networks. First, patient participants
were recruited through local arthritis clinics and social media plat-
forms. Inclusion criteria for patients included diagnosis of 1A (eg,
rheumatoid arthritis, ankylosing spondylitis, and psoriatic arthritis)
within the previous 5 years; age of more than 18 years; under-
standing and speaking English; and the ability to identify two or

Term

Definition

Multidisciplinary

In their integrative review of health care team terms, Chamberlain et al (5) note that the term ‘multidisciplinary team’ is

team used mostly to identify teams that consist of members from different disciplines who work independently of each
other. Although members may share information, they may not necessarily share goals of care. Chamberlain et al (5)
also note that ‘multidisciplinary team’ is often used interchangeably with ‘interprofessional team,” in which members
of different disciplines work interdependently in a structured way, particularly around shared decision-making and

patient goals.
Whole person/

holistic care capacity, independence, and well-being (6).
Distributed
teams/care throughout the community.

Community care
treatment center or clinic.

An approach that considers the whole person and life context and attends to all health care needs in terms of normality,
Care that people with arthritis receive from health professionals and informal caregivers located at different sites

Care that people with arthritis receive in various locations in their community versus at an outpatient clinic or arthritis

Co-located Having several health care providers located at the same site or clinic
Arthritis clinic Publicly funded, specialized medical, rehabilitation, and education service provided by different disciplines
program

a single location.

(rheumatologist, physiotherapist, occupational therapist, psychologist, social workers, and others) to people with IAin

Abbreviation: IA, inflammatory arthritis.
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Table 2. Social network paradigm terminology

Term

Definition

Ego-centred
network
Network actors
(or members)
Network structures
and processes
Relations
Ties
Relational ties
Communication

The network is centred on the perceived network of a specified individual (eg, the patient defines their network by
identifying their formal and informal healthcare providers).
People identified as being part of a network.

Structures: relational ties and resource availability.

Processes: for example, referral processes.

Face-to-face relationships, political/professional associations, economic transactions, and geographical connections
Links individuals have with people and between people in their network.

Links between individuals formed by relations.

Flow of information between network actors that enables exchange of ideas and views about a specific issue to promote

understanding.
Resource Transfer

Transfer of resources such as material goods and services (eg, physiological, psychological, and pharmacological

therapy, and social support services) between network actors that facilitate action (treatment and management of IA).

Reachability
required to obtain the required contact.
Communication
pathways
Network cooperation
Network disconnect

The ease or difficulty with which communication and resources flow between network actors and the number of steps
Communication modes (eg, in-person communication and electronic documents or systems).

Network actors collaborating to deliver a goal (26); in this instance, delivery of coordinated care for people with IA.
Absence of or disruption of communication and/or relations.

Abbreviation: A, inflammatory arthritis.

more health care network members. Study information was sent
to interested participants. We sought a purposive sample based
on gender, age, diagnosis, and socioeconomic status. Second,
during their interviews, patients were asked to identify health care
network members who they perceived as important in their care
(27). These individuals could be health care providers and informal
caregivers (family and friends) (27). With patient permission, net-
work members were invited to participate. Responding network
members were provided with study packages. Written informed
consent was obtained from all participants. The University of Brit-
ish Columbia Behavioural Research Ethics Board approved the
study (H15-01751) in compliance with the ethical guidelines of
the 1975 Declaration of Helsinki.

Data collection. Semistructured, in-depth interviews
lasted 20 to 60 minutes. Participant interviews were conducted
in person (13 patients and three care providers), by phone (one
patient and 15 care providers), or by email (one care provider).
Interview questions, codeveloped by researchers and patient
partners with varied experiences, focused on participant percep-
tions of patient experiences with diagnosis, interactions with their
health care team, and support managing IA (Appendices 1 and 2).
Interviewers compiled field notes and all interviews were audio
recorded and transcribed verbatim. Personal identifiers were
removed to preserve confidentiality. Patients were represented
by pseudonyms.

Data analysis. Data were coded to describe phenomena
around how participants perceived access to multidisciplinary 1A
care. NVivo 11 was used to help organize data. The analysis fol-
lowed a systematic three-stage iterative process (28) as follows:

item analysis, pattern analysis, and structural analysis. ltem analy-
sis involved compiling groups of similar items of interest (eg, wait-
ing for diagnosis and pharmacological support), which led to the
identification of primary codes for organising the data. Pattern
analysis involved a process of comparison, contrast, integration,
and organizing items together in higher order patterns (eg, the
family physician does not know about IA and arthritis programs).
Structural analysis involved bringing together pieces of an analytic
puzzle to create an overall picture of the phenomena under explo-
ration (28). During structural analysis, we incorporated initial
codes and developed theoretically informed themes that drew
on social network concepts. This latter analytic stage elucidated
structures and processes involved in access to care.

RESULTS

We recruited 14 patient participants and 19 of their network
members (Table 3). Patient participants were a diverse group
differing by age, socioeconomic status, and |A diagnosis yet
included only two male participants despite repeated recruitment
attempts. Four patients did not provide permission to interview
their network members, thus the 19 care providers are associated
with 10 patients. Although the majority of patients had access to
more than one health care professional, they accessed most pro-
fessionals individually and not as a unified multidisciplinary team.
The majority of professionals were not co-located but were geo-
graphically distributed in the community. Cam and Geoff's
physiotherapists and occupational therapists were co-located.
Network composition varied (Table 4), but participants generally
had similar goals for care. Participants described how relational
ties between network actors and the broader health care
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Table 3. Participant characteristics (N = 33)

Patients (n = 14)

Healthcare
Providers (n = 16)

Informal Care

Providers (n = 3) Interview Methods

Spouse (n = 2)
Parent(n=1)

Age: 20-70 yr Rheumatologists (n = 4)

12 female patients and two male Family physicians (n =5)
patients Physiotherapists (n = 3)

Disease duration = 5-48 months Occupational therapists

RA=7 (h=1)

AS =13 Counsellors (n = 2)

PSa=2 Nurses (n=1)

Undefined =2

Income range = PWD' -$200,000

EHCZ n=10

In-person = 13 patients and three care
providers

By phone = one patient and 15 care
providers

By email = one care provider

Abbreviations: AS, ankylosing spondylitis; EHC, Extended Health Care Insurance; PSa, psoriatic arthritis; PWD, People with Disabilities assis-

tance; RA, rheumatoid arthritis.

environment shaped patient care. We identified an overarching
theme of whole person (holistic) care, which involved treating the
person in their social context, and the following two main sub-
themes: 1) connected networks and whole person care, and 2)
network disconnect and disrupted access to care. Tables 5 and
6 highlight exemplar quotations, with additional quotations in
Appendix 3.

Whole person care: treating the whole person in
their social context. Notions of whole person care permeated
all participants’ descriptions of care. For example, Cam’s family
physician felt it was important to provide “holistic” care as arthritis
was only a small piece of the “jigsaw” puzzle of Cam’s health and
wellbeing. Whole person care was also described in terms of get-
ting back to normal. For instance, resuming previous household,
sport, and social activities, caring for children, returning to work,
or finding a new career to accommodate health. Treatment
needed to be dynamic, encompass the whole body, consider

Table 4. Patients and their health care networks

patients’ life stage, foster independence, and provide a sense of
being a person (with IA) not just a patient. Nadine’s family physi-
cian recounted: “And that was really quite a long and difficult road
to finally get [Nadine] to a place where she was feeling normal
again. Feeling like she could engage in activities that were impor-
tant to her.”

Access to health care professionals from different disciplines
(Table 4) was an important part of participants’ care expectations.
Differences in patients’ care were in part due to unique needs and
life circumstances. However, in some instances, descriptions of
care hinted at potentially unfair and inequitable disparities in care.
Network structures and processes appeared to influence net-
work connectivity and whole person care.

Subtheme 1: connected networks and whole person
care. The way that network members connected with each other
was important. Several patients cited the importance of being
closely located geographically to their health care providers. For

Healthcare Networks

Patient Pseudonyms Interviewed Not Interviewed
Amber PT R, FP, MT, CH, and M
Brenda Permission not obtained R, FP, PH, and M

Cam R, FP, OT, PT, and RON FF

Danielle CL (psychologist) R, FP, and FF (intermittent)
Erica Permission not obtained Rand FF

Francois Rand FP CH, MT, SP, and RF

Geoff R, FP, PT, and SP -

Helen FP R, N, and PH.

Ingrid Permission not obtained R, FP, OT, FF, NR, DM, IM, and AU
Jamie Rand M FP

Kathy CL (psychologist) R, FP, PT, and MT

Lucy Permission not obtained R, FP, and OP

Marie SP Rand FP

Nadine FP R, PY, SM, and PS

Abbreviations: AU, audiologist; CH, chiropractor; CL, counsellor; DM, dermatologist; FF, family and friends; FP,
family physician; IM, immunologist; M, mother; MT, massage therapist; NR, neurologist; OP, ophthalmologist;
OT, occupational therapist; PH, pharmacist; PS, pain specialist; PT, physiotherapist; PY, psychologist; R, rheu-
matologist; RF, reflexologist; RON, rheumatologist office nurse; SM, sports medicine physician; SP, spouse.
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Table 5. Example quotes about holistic care networks: treating the whole person in their social context

Quotes

Whole person care

Francois’ family physician: “[I]n this particular case the treatment needs are primarily having a physician who believes her

descriptions of her discomfort. Because when it's less evident and more difficult to measure with objective tests, it's
more frustrating for someone who has pain and symptoms. So she needs trust and the support and the belief of her
physicians particularly and then she needs practical prescribing for medication for pain, for activities and rehab that will
enhance function. Because that's been really greatly affected by her pain. She needs lots of support through that, so it's
going to extend beyond just the physician’s relationship.”

Lucy: “Yeah, like, alternative care I think would be good. Because what | find is that it's just, here's your drugs, there you go.
That's it. That's all that the treatment plan provides. So everything else | have to do to treat myself, quote unquote, is
done personally. And | think that's wrong because it should be all encompassing with your body.”

Cam'’s nurse: “...helping him out ... with things about diet, exercise. Just the roles they play in his disease and just how to
optimize his, you know, diet and his exercise and his, you know, getting off his smoking and getting off his valium and
stuff like that. Also ... he didn't have any pharmacare coverage for quite some time, because he hadn't done his income
tax...| liaised on with the drug company to try to get him free, like, try to have them help him out with the drugs...So | was
finally able to help him with a plan to get it done... So we made a step-by-step plan.”

Life stage and life
context

Jamie's mother: “And they [patient and rheumatologist] worked very closely together around the timing of when she
[Patient] could start that drug and then bring her off again to plan for the next baby. So she feels she's got a real

partner there in crime, if you like, who is really listening to her needs as a young woman with one baby who wants to
have another baby, you know. Who's trying to deal with this diagnosis as well.”

Brenda: “As a young mom | had lots of concerns. | had to go back to school, actually, after being diagnosed and start a
whole new career....they were really good at supporting me and kind of giving me insight and helping me make little
goals to help me to get to my big goal...my main goal was to find a career that would be good for me in the long run,
wasn't so hard on my joints, and | saw a counselor as well through the arthritis clinic program. And she was really good
at just helping me write down like mini-goals to help me get to my big goal.”

Getting back to
normal

Geoff's spouse: “Like, he did the dishes today and a lot of things he still can't do, but what he can, he does, like the dishes
and things like that, so that helps...Little bit of cooking now. He used to do most of the cooking, so that helps a lot too.”

Amber: “Well, my rheumatologist works with me in terms of finding medications that will work and help me get back to a
normalish life. Because all | want is- | want to be pain free. | want to keep going in life and I'm starting to understand
that that may not be something that will be achievable any time soon. So kind of just working with him with that. My
physiotherapist and my massage therapist and my chiropractor, they're all working towards getting it so that | can go
back to my sports which is very helpful. I'm just working with all them in terms of that.”

others, consistency of care and comfortable relationships with
health care providers overrode location: “l think my biggest hope
and so far blessing has just been consistency of care...the nurse
and the receptionist and the doctor, like, every time | go it’s the
same three women” [Jamie]. Patients and health care providers
indicated that minimizing disease progression, treating symp-
toms, and resuming social activities was important for patients
to “get back to normal.” Physiotherapy, for example, was orga-
nized both to improve mobility, and revive social connections:
“So progressing those exercises, getting him back- specifically
for him getting him back on the bicycle so he could go to the
gym and socialize which was a big part of his life” [Geoff’'s
physiotherapist].

In terms of whole person care, some patients also benefited
from having access to publicly funded arthritis clinics that provided
rehabilitation services, counselling, and disease management edu-
cation. Specifically, patients felt that clinic programs addressed
the negative impact IA had on physiological, psychological, and
social well-being. Relational qualities, such as physician empathy,
trust, support, and belief were important considerations for whole
person care. Wilingness to listen to patients created opportunities
for care providers to better understand patients’ concerns, goals,
and day-to-day experiences of living with |A. This enabled collabo-
rative discussion of treatments, timing of medication to facilitate

work schedules, and managing pregnancy and breast feeding.
These relational connections appeared to foster information and
resource flow through the networks.

Face-to-face communication appeared to enhance network
connectivity and information and resource flow. For instance,
co-location of health care providers provided opportunities for
regular meetings and facilitated effective patient treatment discus-
sions. Network members in distributed sites relied on electronic
communication systems for information sharing. However,
depending on system access policies, some network members
were excluded from communications. In these instances, patients
would share information among their health care providers,
although sometimes the information might be incomplete: “...
when I’'m transferring information from one of them to the other,
I’'m either over-simplifying it...Or my memory’s really not that
great...it’s not super accurate” [Kathy]. Moreover, patients were
not always convinced that electronically transferred information
reached its intended recipient. Disrupted communication experi-
ences were just one aspect of network disconnect that impeded
access to care.

Subtheme 2: network disconnect and disrupted
access to IA care. All patients experienced disrupted access
to whole person care. Patients reported difficulties finding new
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Table 6. Example quotes about subthemes: connected and disconnected pathways to care

Quotes

Connected pathways to care
Co-location

Referral to multidiscipline
services

Listening

Communication

Disconnected pathways to care
Healthcare inequity

Trialing medication

Physician attitude and
knowledge

Appointment time
pressures

Cam's physiotherapist: “Usually it's actually in person because actually both of us [Occupational therapist]
actually we- it's actually nice in a way that we actually both work in the same area. So we're both located in
the outpatient department. So oftentimes it's that | will- because we are actually in the same- our agenda,
we actually can see each other's work schedules.”

Nadine: “My family physician also back in March 2015, aside from just sending me to the Pain clinic, she also
referred me to the arthritis [clinic program]...And in July 2015 | was accepted into their outpatient day
program so it was like a five-week program, so | kind of refer to that as my second team of doctors. Because
I had an O.T.[occupational therapist], a physiotherapist, a social worker and an overseeing rheumatologist.
Oh, and a nurse there. | had five people there...”

Kathy's counsellor: “People really listening to the patients. Number one thing is actually taking the time. I know
sometimes people are pushed in for really short appointments that they don't get a lot of- a chance...”

Cam's physiotherapist: “I guess one other thing that's important is also being a listener.”

Amber physiotherapist: “I think communication is the biggest thing. | think, you know, it would be great if, like,
we were able to have a meeting, like, face-to-face everyone or even through Skype these days, right. But, you
know, just everyone kind of being, like, coming together and being- looking at her case and being, like, what
is the treatment.”

Geoff's physiotherapist: “With this client I actually did have to- | sent- through the patient | asked the patient
to go back and see his general practitioner regarding something that happened with his injection site. So
that was actually through the patient himself.”

Lucy: “..[T]here's hardly any type of government-funded support programs for people with chronic ilinesses.
And it does affect my life more than I'd like to say...But | would like access to like, maybe, you know, some
sponsored physiotherapy that's in the Regional Valley. Because that one in City is the only one in B.C [British
Columbia]. And I think of all these people with chronic illnesses out there...But don't [access the service],
because (a) they can't afford it or (b) it's not near them.”

Cam's family physician: “The only conflict | ever have is with Pharmacare when they start dictating what agents
my patients might need to be funded for, particularly when they are unable to afford those agents. And the
patients are then suffering ... on the basis of not getting the care that they require in terms of the funding
that's necessary...”

Helen: “l started out on cyclosporine and that did absolutely nothing. They made me stay on it longer for the
sake of, | guess- for coverage for the government-I have to suffer more in order to be able to try the
biologics. Which kind of was really frustrating. ‘Cause it affected my life. | have a three-year-old and during
that time my life was horrible ‘cause | was in pain.”

Brenda: “[Clause my family doctor’s not- doesn't seem super informed about inflammatory disease.”

Marie's spouse: “Dr. T. appeared to be more “old school” and have less regard for allied health such as PT and
OT. | can't say for sure what he really thinks, but given his extremely brief encounters with Marie, this is the
impression | got.”

Ingrid: «...[I]t's a function of time pressures...They [physicians] don't have the time. They absolutely- | mean, if
they could spend half their day for each of their patients coordinating care, that would be great. So it's a
systemic problem that's not going to get fixed.”

Danielle: “So | just felt like, okay, nobody’s really listening to what I'm saying kind of thing and then the
rheumatologist he kind of - he just seemed to want to push the biologics...ne wouldn't listen to my- okay,
this is what- it's my reasoning, whatever, and he kept trying to push the drugs.”

primary care physicians due to physician retirement, practice clo-
sure, patient relocation, and lack of support for referral for tests or
specialist consultation. Access to rehabilitation resources was
also inconsistent. Some patients were referred to arthritis clinic
programs by their rheumatologists. Despite requests for referral
to these programs, other patients were not referred. These
patients perceived that their rheumatologists lacked understand-
ing of the benefits of rehabilitation. Scheduling difficulties, family
commitments, and mobility challenges inhibited patient access
to arthritis programs. For some, their financial situation and travel
distance had prevented their access to these services. Socioeco-
nomic status and medical insurance coverage also determined
whether a patient could afford physiotherapy at private clinics as
an alternative to arthritis clinic programs.

Access to the most effective pharmacological therapy was
also disrupted. Participants referred to the necessity to “trial” dif-
ferent medications for specific periods of time to demonstrate
their inefficacy and to conform to government prescription drug
coverage requirements. This process was time-consuming;
added to patients’ frustration, anxiety, and life disruption; and
further delayed effective treatment. In some instances, rheumatol-
ogists advocated on behalf of their patients directly with pharma-
ceutical companies for medication at reduced/no cost when a
preferred treatment was not covered by either the publicly funded
system or patients’ extended health insurance (through
employers or private plans). Kathy, who received the government
disability allowance, had very limited access to resources: “One of
the biggest things is access to, like, therapies that are not
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covered. There’s a bunch of medications that are inaccessible to
me because they’re not covered by my crappy [disability] cover-
age and if the medication’s not covered | can’t purchase it.
| just— 1 don’t have any money”.

Family physician unfamiliarity with IA also delayed access to
rheumatology care. Patients reported instances of physician dis-
belief of symptoms and lack of understanding of the physical
and psychological stress of IA contributing to delayed referrals.
For instance, several female patients recounted how their family
physicians had repeatedly ignored their descriptions of increasing
joint pain and decreasing mobility, and refused referrals and IA
testing. Instead, symptoms were variously attributed to carpel
tunnel, pregnancy, and osteoarthritis or were dismissed as mental
health issues. Terms such as “hysterical female diagnosis” and
“because | was a woman” suggested that some women believed
gender played a role in symptom dismissal and consequently
delayed care.

Participants recognised physician time constraints which fre-
quently resulted in brief consultations and, particularly prior to
diagnosis, did not allow for listening to patients’ complex illness
experiences and assessment of patients’ support needs. By the
time some patients were diagnosed, they had experienced symp-
toms for months or even years. Patients felt that being listened to
early on by their family physician could have accelerated their
diagnosis and prevented years of pain and anxiety: “l had to fight
for that diagnosis in the first part...l think that once | got diag-
nosed it was a huge relief because | think mentally it had been
playing on me for years and years and years...” (Lucy). Further-
more, Kathy’s counsellor commented that taking time to “really”
listen to patients “before moving to prescriptive mode” would
provide “everyone on the team” the opportunity to better under-
stand patients’ anxieties. These comments supported patients’
concerns that physicians were often too quick to prescribe medi-
cation rather than identifying treatment that would encompass the
needs of the whole person.

DISCUSSION

This work uniquely employed an ego-centred social network
approach to explore IA care. It builds on previous research by
exploring |IA care networks identified by patients, rather than IA
team care determined by a hospital or clinic (14,21). The study
contributes to this body of work by illuminating the diverse nature
of IA care and the need to develop linkages between network
actors (patients and their IA network members). The orientation
that relations and the patterns they form construct social life
underpins a social network perspective (22). Relations that
develop between individuals and groups are of interest rather
than individual attributes (24). This perspective is a departure from
more standard research approaches in |IA care, which focus on
individuals and attributes. For example, research approaches
have interviewed multiple stakeholders but consider the

professional attributes (eg, skills specific to physiotherapy, nurs-
ing) individual actors bring to IA care delivery as discrete entities
(22). A social network approach brings attention to the ways in
which relational connections form between actors involved in 1A
care influence the social action of delivery of care. In particular,
our findings illuminate how communication (information flow) and
resource transfer and reachability (how easy it is to access IA
care) intertwine within patients’ health care networks. These rela-
tional aspects of networks interconnect with structural properties
of networks, such as geographical distance, to influence social
action (delivery of care) (24). Together with the broader health care
system, these properties of social networks shape access to
IA care.

Each network presented a different experience of care. How-
ever, dissimilarities in care were not unexpected given the hetero-
geneity of care networks. The provincial publicly funded universal
health care insurance provides medically necessary care for all
residents (29). This health care insurance is expected to cover all
residents under the same terms and conditions (29). Thus, a
surprising finding was the implication that access to appropriate
care was, for some patients, delayed or out of reach because of
their socioeconomic status, geographic location, or gender. This
illustrates the potential for care inequities and poor disease out-
comes. Nonetheless, participants expressed similar interprofes-
sional (5) notions of IA care. However, although networks were
multidisciplinary in composition, there was limited evidence to
indicate that care was intentionally coordinated with goals and
treatment objectives mutually shared between network actors.
Perceptions of care did not match expectations. From a patient
and informal care provider perspective, care did not always
address the needs of the whole person. From a health provider
perspective, various barriers impeded delivery of collaborative
whole person care.

Information transfer throughout networks (26) and network
connectedness (23) is critical for goal achievement (access to
whole person care). However, information flow through electronic
communication systems was not consistent throughout patients’
health care networks. Inadequacies in these delivery modes—
such as the exclusion of some health care providers from patient
communigues—interrupted information flow and reachability
between network actors. Moreover, the necessity for patients to
act as communication pathways may, as our findings suggest,
contribute to misinterpreted and filtered transfer of information
through the network (30). Network connectedness is more diffi-
cult to achieve when network members are not co-located and
directly involved in discussions (23). Our insights suggest that
geographic closeness was important for communication. Inter-
estingly, from a social network perspective, geographic closeness
is not essential for the flow of information and resources (23).

Sporadic electronic communication and the absence of in-
person communication may be overcome through development
of strong relational ties (24). Our study identified relational
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characteristics, such as trust, empathy, and willingness to listen
to and believe in patients (Table 6 and Appendix 3), that appeared
to contribute to information flow between patients and health care
providers. Empathy and trust strengthen network relationships
and dynamics and facilitate information flow between all network
members (23,26,30). The process of listening is intrinsic to foster-
ing whole person care (11,19,21,30). We have previously
reported the consequences of not being listened to for the
patients in this study (31). Not being listened to is a barrier to
patient involvement in treatment negotiations, fractures communi-
cation ties, and can create tension in clinician—patient relation-
ships (31). Insufficient physician and specialist consultation time
restricts discussion of patients’ overall needs and is problematic
for patients and health care providers (13,14,19,21). In our study,
appointment time pressures were perceived to have inhibited lis-
tening, recounting, and discussion opportunities, potentially con-
straining information flow and access to care. Reachability also
intertwined with resource transfer to influence access to care.
Our findings draw attention to the significance of family phy-
sicians’ role in network resource transfer (eg, knowledge and
treatment therapies). Family physicians perform significant gate-
keeper and supportive roles in patient care (21) and are posi-
tioned to promote or inadvertently constrain resource transfer
and reachability. For instance, our findings corroborate literature
that suggests family physician unfamiliarity with 1A symptoms,
treatment, and management may delay patient referral to rheu-
matology care (2,8,19-21) and thus influence patient outcomes.
Furthermore, disbelief in (2,32) and misunderstandings of
patients’ pain may prevent family physicians from attending to
patients’ pain (11,12), contributing to poor pain management for
some patients. Pain may also be ignored when physicians per-
ceive women who report pain as complaining, hysterical, or exag-
gerating and do not believe or take reports of pain seriously (33).
Our findings also imply that family physicians’ and rheumatolo-
gists’ attitudes toward rehabilitation and counselling may influ-
ence the reachability of these resources. Previous literature
suggests that rheumatologist attitudes towards physical and
occupational therapy vary (34) and that physician unfamiliarity
with rehabilitation services (10) and specific arthritis programs
(85) may impede referrals. There may be alternative explanations
for lack of referrals not uncovered in this study, such as physician
knowledge of long waitlists or patients not meeting priority criteria.
Lack of funding for rehabilitation is a barrier for referral (4).
Variation in patients’ financial circumstances contributed to asym-
metry and potential inequities in access to care by influencing
both resource flow and reachability. Socioeconomic status
impacts access to many aspects of IA care such as community
rehabilitation services (35). For example, disability, employment
status, gender, income, health care organization, and regional
distribution of services can contribute to inequities (36). Our find-
ings suggest that disability, gender, low income and associated
health insurance, and distribution of services may have

contributed to inequities in access to care by influencing choice
and ability to access services. Furthermore, nonreferral may have
unfairly reduced opportunities to access services. Availability of
resources, opportunities to access those resources, and the
degree of choice in taking up those opportunities are significant
factors for health equity (36).

Institutional factors may also constrain family physicians’ and
rheumatologists’ efforts to transfer resources. Our findings, which
mirror the literature (17,18), draw attention to the lengthy process
of trialing medications to meet pharmaceutical funding criteria.
This process perceivably curbed the flow of resources and con-
strained choice (preferred pharmacological therapy) but pro-
longed psychological stress for patients.

In summary, network structures and processes (communi-
cation pathways and relational ties) and physicians’ gatekeeper
roles can promote or inhibit information and resource flow and
reachability. This in turn may hamper equitable access to IA care
and thus affect patient health outcomes.

Rather than exploring attributes of IA care individually, our
approach considered how network actors were interconnected.
By highlighting network structures and processes that have
potential to promote information and resource flow, we broaden
understanding of factors that contribute to timely and appropriate
access to care. From a social network perspective, establishing
effective communication pathways may accelerate access to
whole person care. Robust and integrated communication
between primary and secondary care is needed (19). Telehealth,
for instance, increases patients’ and network actors’ reachability,
particularly family physicians and specialists. Until recently, tele-
health has received mixed responses in rheumatology care (37).
Interestingly, the coronavirus disease 2019 pandemic has
prompted an increase in the use of telehealth/telemedicine
together with electronic visual communication pathways (37,38).
Further research is needed to identify the benefits and disadvan-
tages of telehealth and virtual communication pathways for
patients and health care providers and whether they improve
reachability and access to care.

An interoperable regional wide electronic health record sys-
tem has significant potential to provide an efficient communication
pathway to improve information flow and integration of patient
care (39,40). Exploring the effectiveness of existing national/
regional and international electronic health record systems from
a social network perspective may inform future developments in
this area. Electronic communication pathways may overcome
geographic distance by facilitating reachability between network
members, which can contribute to greater network collaboration.

Collaboration is a core competency area for health profes-
sional training (41). Increased collaboration between professional
network members provides opportunities for members to learn
from each other, expand their knowledge of the problem to be
solved, and understand each others’ contributions (41). How-
ever, health care workplace systems and structures need



48

HARTFORD ET AL

improvement to facilitate collaborative health care (19,41). For
instance, addressing system structures that currently restrict
opportunities (eg, time constraints due to administrative policy) to
address patients’ needs and collaborate with network members
may develop and strengthen relational network dynamics. This
may promote sharing of mutual values, objectives, and goals for
care between network actors (shared decision-making). Physician
workforce shortfalls contribute to disparate access to care (4,42).
Addressing these shortfalls along with telehealth, integrated elec-
tronic health records, and opportunities for professional collabora-
tion can contribute to improved access to care. However, it may
not be sufficient to individually address these shortfalls of IA care.
These factors should be considered properties of a landscape of
IA care connected by relational ties that facilitate commmunication
and resource transfer. There appears to be variation in whole per-
son |A care. Thus, heterogeneous landscapes of whole person
care can be expected. This suggests overarching institutional (eg,
policy and guidelines) and organizational (electronic communica-
tion modes) health care system structures need to be flexible and
adaptive to effectively address access inequities as part of improv-
ing patient health outcomes.

As with all qualitative research, study findings are context spe-
cific and may not be transferable to other IA populations. Findings
may be unduly influenced by female patient perspectives relative
to limited male perspectives. This may reflect disease epidemiol-
ogy, as IA (especially RA) affects more women than men (8,10,34)
and women report higher levels and different kinds of pain to men
(43). Our analysis did not address perceptions of gender inequality
around experiences of pain identified in the literature (33), and this
is an area for future research. Although we interviewed rheumatolo-
gists, family physicians, physiotherapists, occupational therapists,
counsellors, and family members, there were insufficient represen-
tatives to draw conclusions on specific issues for each group. Fur-
ther research with each of these groups would provide a deeper
understanding of specific needs. In particular, understanding family
physicians’ perspectives of IA care may be of significant impor-
tance given their “gatekeeper” role in patient care.

In conclusion, we explored the experiences of people with 1A
and their health care networks to gain a broader and richer under-
standing of how they perceive access to multidisciplinary care.
Our findings suggest that the goal of whole person care was
shared by participants, although care was seldom intentionally
coordinated. Network communication and resource transfer
potentially governed access to care. Communication pathways
(eg, electronic) and relational ties (eg, empathy) inhibited or pro-
moted the flow of information through networks. Various organi-
zational structures blocked the flow of resources (eg, transfer of
knowledge) through networks and limited access to care (eg,
rehabilitation services). We propose the development of several
organizational structures to support communication and resource
transfer, which promote reachability and collaboration. This muilti-
layered network approach may facilitate more equitable access to
whole person multidisciplinary care for people with IA.
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APPENDIX 1: INTERVIEW PROTOCOL DEVELOPMENT

The interview protocol was developed by LM with the help of WH, SM,
AM, another patient research team member, and a research assistant.
Interview questions from two previous studies (one with stroke survi-
vors and one with patient with chronic obstructive pulmonary diseases)
provided the foundation for developing the interview questions for this
study. Three patient research team members provided valuable patient
perspectives in further developing the questions. In line with social net-
work analysis, patient participants were asked to complete a social
network survey wherein they identified who they perceived to be in
their inflammatory arthritis care network. WH and another research
assistant performed a pilot interview with a female patient respondent
who did not meet the inclusion criteria because of having been diag-
nosed with IA more than 10 years previously. The patient participant
provided valuable critiques of the interview questions. There different
interview question formats were developed: patient, nonprofessional
care provider, and professional care providers. The research group
met regularly to discuss continued recruitment and data collection.
Participant recruitment was determined completed after many unsuc-
cessful attempts to recruit more male participants and identified
healthcare providers.

Social network survey
l. Name Generator:

Who do you perceive as being on your healthcare team? List as many
individuals as you like, they can be health professionals or informal
caregivers.
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Name Role How long known each other?

How often do you communicate and how?

Contact Information

Please list others if you would like to include more:

Information about the relationships/tie

A. Out of these individuals you have listed which ones do you perceive to
hold the most influence on your team and why?

B. Out of the individuals listed which individuals’ advice do you trust the
most and why?

C. Who are the least influential members of your team and why?

Patient interview questions

Our research team is interested in the patient experiences and percep-
tions of people living with inflammatory arthritis who (a) have been diag-
nosed within the last 2.5years and (b) are provided care by a
healthcare team.

In this study we define a healthcare team as including: (a) least two health
professionals working together (e.g., nurse, GP, specialist physicians,
occupational therapist, social worker etc.), (b) the patient and (c) informal
caregivers (e.g., family, friends, those who help around the home, etc.).
You do not have to answer any questions that make you feel uncomfort-
able.

Patient Experience

1) Tell me about yourself, how long have you been diagnosed with inflam-
matory arthritis, what is your age, where were you born, do you work and
what kind of work, etc.?

2) Who supports you in managing your condition (for example, family phy-
sician, specialists, occupational therapist, family members, friends, etc.)?
What kind of care is available for arthritis patients?

3) What is your experience as a patient who is provided arthritis care by a
variety of individuals?

4) Does the care you receive focus on your personal treatment goals and
wishes?

5) Do you ask for what you need around your care from the individuals you
have described as providing you with care? (e.g., do you ask questions, do
you make your own health related decisions, do you make requests etc.)?
6) Do you believe that you are responsible for managing your own arthritis
care? If so, what is that like for you?

7) Do you sometimes have to share information between these people?
(Probe: How are providers kept up to date about the various treatments
you receive, or test results; are family members/informal caregivers kept
up to date too?)

8) The specialized language used by health professionals may not always be
understood by patients and their informal caregivers. Have you ever had trou-
ble understanding the specialized language health professionals’ who pro-
vide you with arthritis care use? Do you ever use this specialized healthcare
language in order to communicate and feel you are being taken seriously?
9) What are some ways in which your care can be improved or how do you
feel you can be further supported?

10) What other sources/resources do you have access to for obtaining
health information? Do you ever discuss those with the people you have
described?

Health Care Network Dynamics

11) Do the people you have identified communicate between themselves
about your care? If they do, have you ever noticed any communication
problems?

12) Are there tensions between any of the people that you have described
who provide you with care? Does this influence the care you receive?
(How are these frictions dealt with or negotiated on the team?)

13) How do the people you've described use your experience, opinions,
knowledge, and/or choices into your goals for care? Probe: Do you feel
your voice is valued?

14) Do you see yourself as being a key member of your care team?

15) Do you see yourself as empowered or influential in terms of your health
care decision making? Please explain.

16) Who is the most or least amount of influential person (including you)
with respect to decisions around you care? Please explain.

17) Do you sometimes receive conflicting treatment plans or advice from
your sources of information (i.e. from individuals or from other information
sources)? (e.g., information about medications that do not interact well)?
What do you do when this happens?

18) If you are unsatisfied or confused about the care you receive do you
have somebody you can go to for help? Does this person then communi-
cate with others on your care team on your behalf?

Interview Protocol for Caregivers

Our research team is interested the experiences and perceptions of
inflammatory arthritis patients who (a) have been diagnosed within the last
two years and (b) are provided care by a healthcare team.

You do not have to answer any questions that make you feel uncomfort-
able.

Caregiver Experience

1) Tell me about yourself, what is your age, where were you born, do you
work and what kind of work, etc.?

2) Who is on ___’s healthcare team? What kind of care is available for
arthritis patients? Do you see yourself as a member of the team?

3) What is your experience as a caregiver who has provided arthritis care?
4) What are your thoughts about the care he receives?

5) Do you advocate for his healthcare needs? (e.g., do you ask questions,
take notes, speak up, do you make requests etc.)?

6) Does he manage his own arthritis care? Do you help?

7) How does the healthcare team communicate between themselves
around his care? If they do, are there ever communications problems that
happen on the team?

8) Do you sometimes have to share information about his care between
healthcare providers? (e.g., Are providers kept up to date about the vari-
ous care you receive?)

9) Do you ever need to express yourself using the terminology and lan-
guage of each healthcare provider in order to have your voice heard?
Please describe.

10) What are some ways in which his care can be improved or how you
can be further supported?

11) What other sources/resources do you have access to for obtaining
health information? Do you ever discuss those with your healthcare pro-
viders? (him/her)

Health Care Team Dynamics
12) Are there to be tensions between healthcare team members that influ-

ence the care he receive? How are these dealt with or negotiated on
the team?
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13) Is your voice held with value and weight in terms of how healthcare
team members integrate your experience, opinions and/or suggestions?

14) Who holds the most or least amount of influence on the healthcare
team? Please explain.

15) Do you see yourself as an empowered or influential member of the
healthcare team? Please explain.

16) Does he sometimes receive conflicting treatment plans or advice from
different healthcare providers? (e.g., medications that do not interact
well)? What do you do when this happens?

17) If he/you are unsatisfied or confused about the care you receive do
you have somebody on your healthcare team you can go to for help?
Does this person then communicate with members of your healthcare
team on your behalf?

18) How would you describe a supportive and well-functioning health care
team in terms of managing X’s inflammatory arthritis with the healthcare
providers you have described? Where would you place yourself in this
team?

Interview protocol for Healthcare Professionals

| am part of a team conducting a research project studying health service
provision for patients within the first five years of being diagnosed
with  inflammatory arthritis. In  particular, we are interested in
understanding patients’ and providers’ experiences of team-based care
in arthritis care.

One of your patients is a research participant in this study. This
patient has identified you as an important healthcare professional involved
in their care and that’s why we’re here to talk to you. Remember that you
do not have to answer any questions that make you feel uncomfortable.

1. Describe to me this patient and your relationship with this patient in
terms of providing care?

2. Who else provides healthcare support to this patient? What kind of role
do you play within this group of healthcare providers/caregivers in helping
this patient manage their health care?

3. What are some of the positive aspects and challenges of working with
this patient’s other healthcare providers/caregivers?

4. Are there ever conflicts in terms of your treatment recommmendation
being contested by another healthcare provider(s) or informal
caregiver(s)? Please describe.

5. Who exchanges/passes information amongst these healthcare pro-
viders/caregivers? (This can include the patient)

6. How do you describe/enact patient centered care, and what does this
look like in the context of providing care for this patient? (Probe: how do
the other healthcare providers/caregivers enact patient centered care?)
7. What characteristics give people influence, or lack of influence on a
healthcare team? (Probe: Do you consider you are a part of PATIENT X’s
health care team?)

8. Do patients ever draw on sources of information to educate themselves
of their condition and then discuss what they have learned with you
(please provide examples). In these cases, how have you responded to
any treatment wishes or care requests they might come to you with?
Additional questions if there is time:

1. From your perspective as their [HEALTHCARE PROVIDER X], what are
the treatment needs of [PATIENT X] as they deal with their inflammatory
arthritis?

2. When was the patient diagnosed with inflammatory arthritis and have
their needs changed since they were diagnosed?

3. If the patient is unsatisfied or confused about the care they receive do
they have somebody among their healthcare providers/caregivers to go
to for help? Does this person then communicate with other healthcare
providers /caregivers on their behalf?

APPENDIX 2: RESEARCH TEAM AND CONTRIBUTIONS TO DATA COLLECTION AND ANALYSIS RIGOR

WH: Adult education (medical
education)

CB: Occupational therapy
(scientist and clinician)

LL: Physiotherapy (scientist and
clinician)

SM: Patient research team
member

AM: Patient research team
member

RK: Rheumatologist

LN Social scientist

WH and NM, with the assistance of several research assistants, collected the data. All research team
members were involved in the entire data analysis process from coding through to structural analysis.
Early on in data collection, regular debriefing meetings were held to discuss recruitment methods
(particularly recruiting male participants) and fine-tuning interview questions. Regular contact between
research team members continued through meetings to discuss coding and identifying different
aspects of A care. The varied experiences of the research team were of particular importance here to
bring different perspectives of IA care forward, identify different common understandings, validity of the
data, and determine saturation.

Abbreviation: IA, inflammatory arthritis.

APPENDIX 3: ILLUSTRATIVE QUOTATIONS

Quotes

Holistic care networks: treating
the whole person in their
social context

Whole person care

Marie: “And then over time with the physiotherapist and the occupational therapist and even kind of seeing

like the counselor a bit, trying to work towards, you know, like, enjoying life and empowering and figuring
out, like, you know, how to still be a person and not just a patient, | guess, with rheumatoid arthritis.”
Cam's rheumatologist: “Being able to access physical therapy, non-medication therapy was a positive thing |
think seen by him ‘cause he was trying to optimize things that were not related to medication if possible...
So there's a patient support program that helps with the support for the biologic treatment that he's on,..

(Continued)
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Life stage and life context

Getting back to normal

they've helped him with access to the medication, helping him navigate through and also been providing
medication without cost to him. So that it was easier for him to get on to treatment and also be better with
regards to the- his disease.”

Amber’s, physiotherapist: “I think it's definitely multifaceted. | think her rheumatologist is very important
managing kind of her medications and everything like that and her biologics. | do think that physio does
provide a nice role as well to help with any type of mechanical issues and then also guiding her on exercise. |
think that massage does have some benefit as well, but | do feel like as she improves that hopefully she won't
need to rely on, even from a physio standpoint, the manual therapy as much. | think counseling would be
really helpful, just because dealing with pain, that's- | think that- | don't know if [name] sees a counselor but |
think that that would be very helpful for her. But that as a physio is hard to recommend.”

Jamie: “I'm doing another study which is looking at activity exercise, but more just activity. And a reduction of
prolonged sitting time and so | just started doing that really recently. And that's great, actually. Just sort of
having something formal set up and accountability in a way to an outside party has been a good motivator,
I'would say... So it's not really a medication, but it's still, you know, more holistic in that it's like a non-
pharmaceutical factor.”

Brenda: “As a young mom | had lots of concerns. | had to go back to school, actually, after being diagnosed
and start a whole new career....they were really good at supporting me and kind of giving me insight and
helping me make little goals to help me to get to my big goal...my main goal was to find a career that would
be good for me in the long run, wasn't so hard on my joints, and | saw a counselor as well through the
arthritis clinic program. And she was really good at just helping me write down like mini-goals to help me
get to my big goal.

Erica: | physically have to go to school. It's really hard for me- it was really hard for me to get up ‘cause- especially
in the morning, I would feel stiffness in my body. So sometimes | couldn't get up. If | could, | have to take a hot
shower for, say, like 10 minutes ‘cause that kind of helps to ease pain. And even for, like, obviously
psychologically it was really hard ‘cause you kind of like, you know, you're basically- should | say it, you can't do
much. You cannot move much, and just- there's too many restrictions if you're- if you have that.”

Helen: “My fingers would go numb. My feet would go numb. And | couldn't even, like, eat with a fork. Like, |
would drop everything. Make a big mess, and my husband's like just let me do it. And then | wasn't allowed
to do the dishes anymore ‘cause I'd drop knives. Like, | would be- | couldn't be in the kitchen with him
‘cause I'd stab him... my husband would kick me out of the kitchen, because | would be trying to chop
something and knives are flying everywhere because | have no hand to control- | don't have a grip. So it'd
be kind of risky for us all to be in the kitchen. So | ended up getting kicked out...Because | always felt like |
was always on the sidelines watching, because |- whenever | tried to participate it always ended badly.”

Jamie: «...[L]ooking after a baby with arthritis it's so frustrating. Because everything is tiny and intricate and
childproof and it's the worst- if you could put together the worst objects to have to manipulate with- if you
had symptoms in your hands and wrists and arms which | have, you just couldn’t come up with a worst list
of things.”

Jamie: “I made the phone calls, met with people. And then they come back and they're, like, actually, no. Your
husband, sure. But you're actually uninsurable for these reasons. Come talk to us in a year.”

Kathy: “l guess my overall goal is to gain as much of my old functionality as | can while still being realistic about
what | could actually get to.”

Jamie: “l used to cycle a lot. And that's something | still haven't incorporated back into my routine. But, you
know, like, getting back into that. | used to cycle to work and back in- I'm, like, a fair-weather cycler so in the
summer months and we're coming into winter now. But, yeah, that's something that | just haven't done now
for a couple of years. And so that's- it's important to me and something | really enjoy and it's inexpensive
and quick and all of those things.”

Nadine: “I mean, my husband is a really big outdoors person. He's an expert skier and expert hiker and stuff.
And so you lose that- when you can't do those types of activities together, it definitely weighed on our
relationship. And so that was even more motivation for me to try to get better was ‘cause | just wanted to
be able to go back out and do these things that we love to do together.”

Geoff's family physician: “Well, he needed to have his inflammation improved. He needed to be able to
mobilize. He needed to be able to do activities of daily living.”

Geoff: “So she was wanting me to get good enough that | could get back and ride. And then | can hook up
again with the guys that I've trained with for, you know, years and years and years. There's a lot of retired
guys that go to this gym | go to and we just socialize. And she figured that was very important... So I'm back
and socializing.”

Cam: “[If it was a question of taking more medication to get more mobility back then | would do that because
| want- because of the activities I'd like to resume. So for me, you know, | really want to do what | can to-
‘cause you know, my job was, you know, fairly physically demanding. So | know that | need to have quite a
lot of recovery to be able to get back to doing what I was doing. And also with other stuff like fitness and just
generally my health, keeping in shape...I miss the exercise, hiking, running and stuff like that. So that's really
important part about life for me, so | definitely would, you know, say, make sacrifices in other areas if | could
do that”
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Connected network pathways to
holistic IA care

Co-location

Referral to multidisciplinary
services

Listening

Communication

Francois: “So yeah, the whole having my island close to me is extremely appealing. Just, | mean, logically, right.
It makes sense to try to have your team closer if you can. So- | mean, that would be a big one, if | could- if
that's like- if you could have anything wish- I'd just like my folks closer to me so it's not such an effort to get
there.”

Cam'’s occupational therapist: “Well, | mean, the great thing is that we have a very tightknit team at City 2
Hospital I'm not sure that this exists everywhere else ‘cause | worked over at City 1 Arthritis Centre as well
and I don't have ongoing contact with their rheumatologist, at least not in person. So in City 2 Hospital we
have- the great thing is with having our rheumatologist right across the road and that's where we get a lot
of our referrals from. So every five weeks or so we have rounds with the rheumatologist. So myself and
physiotherapist and the rheumatologist will go through and talk about all the patients and sort of where
their goals are, what they [inaudible] attained, any progresses, anything that is of a concern. So we bring
that up and we reinforce that that way.”

Cam'’s physiotherapist: “In terms of the allied health section is that in City 2 Hospital we do have arthritis
outpatient care team which is composed of physiotherapist and occupational therapist. So myself, | take
upon the role of physiotherapist. We do have [O t 1], the occupational therapist.”

Amber’s physiotherapist: “I like working in this facility with the massage therapist in-house because we can
just have informal kind of communication in the office. And we can leave little notes for each other within
kind of our database.”

Geoff's physiotherapist: “Okay, well, | obviously provide physiotherapy services, but I'm also able to liaise with
his other team members. For instance, when he- he was actually referred to physiotherapy but upon
seeing him it became very evident that he needed an occupational therapy referral. So | was able to just get
that going for him so he was able to see occupational therapy, get the rheumatologist to refer him over for
that. So | work in a very team kind of environment where physically we work very closely with the
occupational therapists and the treating rheumatologist and the patient and family, of course.”

Ingrid: “And | did go through the arthritis [clinic program] that was helpful.”

Cam'’s occupational therapist: “But at the same time there’s a whole lot of social issues that go on and that's
where you need to sort of relay them and refer them off to different support groups and different
community supports that are available for them.”

Brenda: “But | think a lot of it was mental at that point. | went from walking to not walking so besides the pain
which | felt my healthcare team could really help me with, they referred me to the counselor at the arthritis
centre which helped me with the other part of it.”

Kathy's counsellor: “People really listening to the patients. Number one thing is actually taking the time. |
know sometimes people are pushed in for really short appointments that they don't get a lot of- a
chance...”

Cam's physiotherapist: “l guess one other thing that's important is also being a listener.”

Kathy: “And, I mean, when you spend an hour with somebody every month you're getting heard, or at least if
they're good you're getting heard. And | feel like when | go in I'm able to voice all of my concerns that have
come up over the past month and that she's listening to what's come up.”

Marie: “l just feel like my family doctor’s just kind of like my best resource and he's just really understanding
and takes more of the time to listen to me. So | guess | feel like he's doing a really good job at that and kind
of just valuing my opinion in whatever it is.”

Brenda: “And if it was having a really bad side effect on me | just told him [rheumatologist] | didn't want it and
he listened.”

Geoff's physiotherapist: “And then we also have a very good relationship with his treating rheumatologist and
we have rounds, regular rounds, about once a month where we can communicate and pass information
between occupational therapists, the physiotherapists and the rheumatologist.”

Geoff's rheumatologist: “And also continuing to work with physio and O.T. and look at being able to have
physio and O.T. help with providing me some information about updates between visits that I've had with
him. Because the last time | saw him was in July, and so in August and September they provided updates
about some of the things that were going on that he didn't call me and tell me about.”

Kathy: “I wish there was more communication between my people, but, like, they- like my specialist will send
reports to my G.P. I don't know how much information goes from my G.P. to my specialists. | think mostly it's
going in the other direction, like, from specialists to my G.P. She's sort of the house for all of my medical
information.”

Geoff's family physician: “Yes. It is usually [Geoff] who does it. Occasionally there is communication that
comes back. Physicians have a tendency to be able to send a follow-up letter. But I'm not sure I've seen
much from the rehab folks.”

Amber: “My G.P. and my physio don't communicate at all. Neither do massage therapist, or chiropractics-
none of them are really interrelated which makes it a little more difficult ‘cause then sometimes | am having
to remember, oh, my G.P. told me this or my rheumatologist told me that. And | need to relay that between

(Continued)
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them which can kind of get a bit difficult, especially when my G.P. appointment can be six months away
from, like, my rheumatologist appointment. And so trying to remember those things and then my
physiotherapist, | see biweekly and | know he doesn't send reports back to anyone. And to be honest, if he
did send reports back, I don't think they would read it.”

Cam's family physician: “[lInterestingly in the paper office | was sometimes able to copy multiple specialists
fairly easy by just writing copy to, copy to, copy to on the individual consult that | would send out alerting
the specialist to know that | was involving three or four specialists...ultimately were kept in the same loop.
With electronic records- so cumbersome and onerous but to actually then copy to copy to copy to all the
necessaries and whatever it represents, quite frankly, | don't even think my EMR has that capability. Or if it
does, my staff and | are so drowned in the paperwork, the faxes that we have to attach within the EMR or
the faxes that come into the EMR- the efaxes and worse, paper mail that has to be scanned and then
attached and put in. And then stored in and sent out to me to review to send back to the staff with further
instructions as to how to they're going to handle it. Makes that style of operation almost now impossible.”

Cam'’s family physician: “So while I might be conductor of the magnificent orchestra trying to create this great
ensemble and make it sound really good, the odds of anyone in that orchestra ever getting back to me
directly are very slim except where a direct consult to consult from physician to physician happens to take
place. For the rest, yes, things'll float in from home nursing, but it's usually hours if not days after the fact
which doesn't help the patients particularly. Because a discharge summary containing those elements
usually arrives between a week and ten days later. By which time the patient's probably readmitted anyway.
You might actually be a whole admission behind in terms of the information that actually flows to your
EMR.”

Francois: “All the time. That's the part I've been sort of- been disappointed at that | go somewhere for a test
or a MRI or a- whatever it is I'm having. And either the results get dropped or the specialist doesn't get
them ...and | feel like is this my job to make sure everyone's got the little bits of information that | thought
was going on behind the scenes... and how | feel is like I've become a burden...But just making sure they've
all got the information and so that when you do get your appointment finally you're not sitting there with
someone going | don't know what you're talking about ‘cause | didn't get anything. Which happened lots.”

Network disconnect and
disrupted access to |A care

Healthcare inequity Lucy: “I wish there was more support for inflammatory arthritis patients as regard to, like, physio and
massage.”

Amber: “[M]y physiotherapist who | see twice a week right now. He doesn't specialize in arthritis. But because
in October | was in a second car accident, they [arthritis clinic] don't deal with car accidents so as a result,
which was really frustrating, | had to find another physiotherapist. So instead of dealing with somebody
who knows about the condition and knows how to treat it and could still work around the results from a car
accident, it really sucks in terms of, like, | need to explain everything else. Luckily | knew this physiotherapist
beforehand and he in the meantime...ne encountered a few more ankylosing spondylitis patients and so
he figured out- he did a lot more research. Figured out how to treat and work with it and so now he works
with me to try and get it so that | can go back to sport stuff that was more access- you know, accessible.”

Kathy: “The only reason that | have massage therapy is because I've found someone who will swap me. But if |
had to pay for it, can't do it. The only reason | have physio is because I've now gotten into a place where
physio is free. But it was completely inaccessible to me prior to that too.”

Lucy: “And I'm, I would think, more well off than other people. Like, my husband makes pretty decent money
and we have healthcare coverage and still | can't afford to go to physio or massage therapy on a regular
basis.”

Trialling and medication Amber: “So working was a lot more difficult with school. I actually ended up taking four months off of school
and work, just so that when we were trialing medications, | could see what worked and what didn't without
the extra, like, stress influence from work and school.”

Brenda. “But really it was in the beginning when we were running, like, we were testing all the different
medications to see what worked for me. Like, | was supposed to try some medications for, like, five or six
weeks before we could move onto another one.”

Helen: “But | went to him with, like, | would really like to go HUMIRA. And he was, like, oh, you know, the
government probably won't fund it ‘cause you haven't tried any of the lower level ones yet. So he listened in
the sense that he put me on cyclosporin to see how it goes and he's like, as soon as you've tried it, we know
it's in your system, it's not working, then we can go a level up. But he didn't try HUMIRA. He tried Cimzia
instead.”

Danielle: “Medication-wise, like, okay, he tried the usual- went through all the NSAID's wouldn't work, wouldn't
work, would work, ah, couldn't take it ‘cause I'm a bleeder or whatever. So, okay, and then- but then he
seemed to really just, whatever, push biologics. And | had a...| had a sample of one, a once-a-week injection
and I had four. | didn't know at the time | was pregnant.”

Marie's spouse: “When | have gone with Marie they have provided only very limited information on new
medications, didn't confirm contraindications (such as pregnancy when taking the anti-inflammatory
Arthrotec, even though Marie is a married woman in her early 30s).”
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Physician attitude and
knowledge

Appointment time pressures

Helen: “Yeah, | did a lot of research when | was diagnosed and- because we were trying to have a baby at the
time. I would literally go to him and be, like, | can't be on this one, | can't be on this one. He's, like, | really
think we should put you on this one, which wasn't safe for pregnancy. So it was something that | was very
strict with, whatever he put me on, it needs to be something that is safe for pregnancy.”

Geoff's rheumatologist: “[Wlhen we were starting medications and the medication side effects became a
really important issue.”

Geoff's rheumatologist: “I think that sometimes there's reluctance to go ahead with the medication but the
reluctance is understandable. If you have trouble with the first medication that comes out of the box or off
the prescription pad then you're probably going to be trepidations about any other potential treatment,
yeah.”

Amber: “I've encountered some G.P.'s before | found this one who had no idea what ankylosing sponadylitis
was.”

Patient Helen: «...[Blecause my family doctor wouldn't listen at the beginning. She kept saying, like, oh, it's just
carpal tunnel. I'm, like, well, why are my feet bothering me if it's carpal tunnel. Why are my feet numb? And
she kept putting it off. So it would be nice if family doctors kind of looked into things right away rather than
kind of passing it off and, like, oh, Il see you in six months. | mean, six months is a big time for someone who
can't feel their feet or hands... So it took, | think, about two years, two and a half years, before they actually
listened and sent me to a rheumatologist.”

Lucy: “And they told me that it was probably to do with birth and labour and your ligaments get really sore
because of hormones. And so that it wasn't uncommon for this to happen with women, and that just go to
physio and take some painkillers.”

Marie: “Like | almost feel like my rheumatologist thinks that my symptoms aren't bad enough, so he doesn't
really need to, like, | don't know...I have a bad wrist and fingers and stuff like that. But, like, | feel like ‘cause
it's maybe a less severe rheumatoid arthritis, like, symptoms compared to some people | know, like...I don't
know. He just doesn't take me seriously or something.”

Marie's spouse: “Yes, she [new rheumatologist] seems to have a slightly different risk tolerance with regards
to medication and pregnancy, so has restarted Marie on disease modifying anti-rheumatic drugs (not just
anti-inflammatory)...I think that Marie found this new rheumatologist more thorough and provided more
explanations.”

Patient Ingrid: “And | had superb medical care in the U.S. and when | came back to Canada | was with a
rheumatologist who questioned the diagnosis, who- it was exceedingly challenging to work with this
rheumatologist. I'm R.F. positive and anti-CCP positive and as with- the research shows, my CRP and ESR
have always been in the normal range, no matter how inflamed- how much inflammation I'm dealing with.
So that questioning of my diagnosis, which was ironclad, was exceptionally challenging.”

Amber: “So, the pain’s real. The morning stiffness is real for, like, | can't differentiate between what's what. So
it's- I try and trust the doctor when- but when the doctor says, oh, it doesn't exist, then you're kind of
hooped.”

Kathy: “And | have had an enormous obstacle with trying to dissuade doctors that I'm depressed, like, |
eventually developed depression because | went untreated for so long. And, like, when you're in pain
forever you're probably not going to come out without some sort of mental health issues, like, pain is hard
to deal with. But at the very beginning | was not depressed. I was in pain. And it was making me cry a lot, and
trying to convince them that it was the chicken and not the egg was almost impossible. They were so willing
to chalk it up to either depression or anxiety.”

Lucy: “He actually offered me antidepressants ‘cause he thought | was depressed. And | said, I'm not
depressed [inaudible] there's something wrong with me, so I'm not going to- like | don't- | was really
offended that he actually even offered me antidepressants.”

Jamie's mother: “l don't think [Jamie] went to any physio or to the arthritis clinic program. That wasn't
recommended to her which surprised me, because | immediately recommended that to her. But the
rheumatologist didn't feel that would be necessary at that time...”

Marie: “[DJidn't always refer me to the Arthritis Society. Like | had to ask him to do that, and I think he thought
my arthritis wasn't bad enough that | would need the support from the Arthritis Society.”

Danielle: “The challenge was when | moved a couple different places and | changed G.P.'s..My G.P..new G.P.
She has no clue about ankylosing spondylitis. And then a newer one that came to replace, right, so it was,
like, someone replaced, someone replaced.”

Amber: «..[SJome healthcare practitioners don't take the time- they might have all the experience in the
world but they don't take the time to really spend with the client. And so they don't really- or they're not
hearing them. They're not hearing their symptoms. Hearing kind of what they're struggling with. And so
they might come to a conclusion faster. And even though they have the experience they might not be
taking into account that person.”

Amber: “So | feel like some things that might have gotten missed because you're in a very tight timeframe with
your doctor...”

(Continued)



56

HARTFORD ET AL

Quotes

Physician shortfalls and
switching physicians

Kathy's counsellor: “People really listening to the patients. Number one thing is actually taking the time. |
know sometimes people are pushed in for really short appointments...”

Helen: «| feel like it maybe could have been prevented if someone had, | guess, listened and, | guess, took a
different approach. But | do get that they're doctors and they don't have time.”

Brenda: “My family doctor I actually switched- to my new family doctor about a year ago....My family doctor,
I'm not sure if he [inaudible] going through a rough time, but he delivered me 27 years ago. But he's just
changed, like, his- how much he cares for his patients a lot and when | was actually going- when | first got
diagnosed he was very uncompassionate.”

Helen: “l go back to my G.P. because you cannot get a family doctor unless you literally don't have one. And
you have to, like, wait for one to all of a sudden like start practice. | mean, everyone leaps to them. You can't
switch doctors. You don't have a choice, like, she was the one | picked when I was 16 and now I'm a lifer, like,
it's the way it is. You can't switch family doctors because no other doctor will accept you if you have a family
doctor. It doesn't matter if they're four hours away. You have a family doctor, too bad. I've tried. I've tried to
get rid of her.”

Jamie: “I had to move to a new clinic ‘cause that other one shut down completely.”

Kathy: “I spent over two years looking for a G.P. when I moved ... | mean. there's a G.P. shortage first of all, and
second of all, when you have as many health problems as | do, like, any old G.P., it's just not going to cut it.”

Marie: “Lots of trial and error. Like the B.C. family doctor website doesn't necessarily keep up to date and
doctors have filled their open spots- to find a family doctor...so trying to go to different offices and calling
around... Eventually I heard of a doctor that was accepting new patients so | just went there right away...he's
really good.”

Nadine: “And | know finding a family doctor is tough ‘cause it took me a year to track one down initially. But
you can do it, and it takes time, it takes energy, but you can do it.”
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