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Decision Needs and Preferred Strategies for Shared
Decision-Making in Rheumatoid Arthritis: Perspectives of
Canadian Urban Indigenous Women

Valerie Umaefulam, "= Terri-Lynn Fox, and Cheryl Barnabe

Objective. Decision-making for treatment of rheumatoid arthritis (RA) is complex, with multiple beneficial medica-
tion options available, but with the potential for treatment-related adverse effects and significant economic consider-
ations. Indigenous patients make treatment decisions informed by an interplay of clinical, family, and societal factors.
Shared decision-making may represent an approach to support treatment decisions in a culturally congruent manner.
Our objective was to identify aspects of arthritis care that Indigenous participants found relevant for shared decision-
making and to explore preferences for shared decision-making strategies.

Methods. A purposive sampling from rheumatology clinics that provide services to Indigenous patients in a Cana-
dian urban center was used to recruit participants for interviews. Seven participants were recruited to reach content
saturation. Interview content was coded by 2 individuals, including an Indigenous patient with RA, and the data were
analyzed via thematic analysis.

Results. Participants were all women ages 37-61 years living with RA. Participants supported the idea that shared
decision-making would be beneficial, primarily to support decisions around treatment plans and medication changes.
Shared decision-making approaches would need to reflect Indigenous-specific content areas, such as benefits and
risks of therapy informed by data from Indigenous patient populations and inclusion of traditional modes of healing.
All participants were interested in having a decision coach and preferred that decision aids be in both paper and elec-
tronic formats for accessibility.

Conclusion. This study advances knowledge in the priority areas and specific content needed in the shared
decision-making process and the preferences of shared decision-making strategies relevant and appropriate for urban

Indigenous women living with RA in Canada.
INTRODUCTION

Rheumatoid arthritis (RA) is an autoimmune disease that
causes inflammation and damage to joint tissues. Indigenous
patients in Canada, including First Nations, Métis, and Inuit Peo-
ples, experience a significant burden of RA, both in increased
prevalence and in differential treatment outcomes relative to the
general population (1). Colonization events and ongoing structural
and interpersonal racism have created mistrust of the health care
system, impacting access to care, and influencing decision-
making approaches for treatment. In a prior study, we explored
with Indigenous patients how they make treatment decisions.
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Their approach includes the use of nonpharmacologic
methods, with pharmacologic decisions representing an inter-
play of clinical, family, and societal factors, including ease of
access to medication options and fear of drug-dependency
stigmatization (2). In other population groups facing arthritis
inequities, shared decision-making is increasingly advocated
as a mechanism to improve patient satisfaction and decision
quality (3). Additionally, shared decision-making is highly valu-
able to employ when there are various medically reasonable
options available, such as in current-day arthritis treatment
(4,5). Shared decision-making, as used in this study, involves
the health provider ensuring that patients are aware of available
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SIGNIFICANCE & INNOVATIONS

* The study advances understanding of shared
decision-making with urban Indigenous women liv-
ing with rheumatoid arthritis in Canada.

+ Shared decision-making approaches would need to
reflect Indigenous-specific content areas, such as
benefits and risks of therapy informed by data from
Indigenous patient populations, inclusion of tradi-
tional modes of healing in available options, and
medication cost coverage details.

+ Urban Indigenous women with rheumatoid arthritis
were interested in a shared decision-making strat-
egy that involves having a decision coach and pre-
ferred that decision aids be in both paper and
electronic formats for accessibility.

treatment options, providing detailed information about
choices, discussing the patient’'s preferences, and making
treatment decisions with patients (4).

Cultural belief systems influence perception of engage-
ment in health care (6) and may result in varying interests in
shared decision-making. Although several approaches are
available to support shared decision-making in arthritis, there
is limited exploration of the role of shared decision-making in
arthritis care in the context of Indigenous peoples’ health care.
Further, few shared decision-making strategies have been spe-
cifically developed with and for Indigenous peoples (7,8). Thus,
this study sought to identify whether Indigenous patients living
in an urban center had an interest in participating in shared
decision-making for RA care and which aspects of that care
were relevant for shared decision-making, and we sought to

Table 1. Outline of interview guide

explore preferences for shared decision-making strategies that
could be employed.

PATIENTS AND METHODS

This study used a qualitative descriptive approach grounded
in phenomenology to explore the perceptions of urban Indige-
nous participants on shared decision-making for arthritis care.
To ensure that participants who had experienced the phenome-
non of interest were included in the study (9), Indigenous patients
with RA were recruited via a purposive sampling process from
urban rheumatology clinics that provide services to Indigenous
patients in Calgary, Alberta, Canada. Recruitment was facilitated
via written formats such as posters and bookmarks. A physician,
nurse, or medical assistant informed the patient of the study,
and if the patient was interested in participating, introduced them
to a research team member.

The Ottawa Decision Support Framework informed this study,
which shows the interplay between addressing decision needs and
providing the necessary support via the appropriate strategy (10).
The framework constructs, including knowledge, values, clinical
counseling, decision tools, and coaching (10) were integrated in
the data collection instrument. Data were collected via semistruc-
tured interviews using an interview guide (Table 1). The interview
guide was developed to explore patients’ perceptions about the
potential role of shared decision-making in arthritis care, priorities
for application of shared decision-making, and preferences for
shared decision-making strategies. The authors are all female
Indigenous health researchers, VU possesses experience in quali-
tative approaches, TLF identifies as a First Nations person with lived
experience of RA, and CB is a Métis rheumatologist. Participants

Scope

Questions

Personal narrative

Please tell me briefly about your experience living with inflammatory arthritis.

What does shared decision-making mean to you? Prompts: physicians, influence of others.
Have you experienced shared decision-making in health care? If yes, can you describe
when and how this happened? Prompts: past experiences, importance of certain outcomes.

Shared decision-making priorities

What decisions in arthritis treatment do you feel you need assistance with, or health

care providers should spend time discussing with you?
Can you give some examples of decisions that you would like to be involved in when
managing arthritis? Prompts: treatment plan, choice of medication, general

information.

What types of decision support do you need? Prompts: clarify decisions, provide facts,

monitor progress?
There are various approaches that can be used in shared decision-making, such as

Shared decision-making approach

using decision tools that can be completed online or by paper, or having a decision
coach work with you in making decisions.
Which approach would you prefer? Probes: Why would you prefer this approach?
Would you like having a decision coach? Who would you like to be your coach?
Prompts: friend, nurse, physician?
If the shared decision-making strategy is developed, would you use the tool/strategy?
When would you like to use this shared decision-making approach? Probes: Before or
during arthritis treatment.
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received an information brief containing a description of shared
decision-making and a summary of the purpose of the study before
the interview to allow for review and reflection. VU explained the
reasons for the research and conducted the interviews. Each inter-
view was approximately 45 minutes in duration and all were held in-
person at medical clinics in Calgary. Nonparticipants were not pres-
ent. Audio recordings were transcribed, and the transcripts were
reviewed and coded by 2 individuals (VU and TF). The data were
analyzed via inductive thematic analysis using NVivo software,
based on thematic analysis phases, i.e., data immersion, initial cod-
ing, theme/category creation, and reviewing and refining themes
(11). The data were organized into groups of meaning that repre-
sented the lived experiences of participants (9).

RESULTS

Seven participants were recruited from 3 rheumatology clinics
to reach content saturation. They were all urban Indigenous women
ages 37-61 years, living with RA. In summary and as described fur-
ther in detail, shared decision-making was found to be acceptable
for arthritis care by urban Indigenous women. Suggested priorities
of support would be for treatment decisions informed by Indige-
nous population data, with inclusion of traditional and cultural treat-
ment options in care plans, and reflecting available medication cost
coverage options. Preferred shared decision-making strategies
were those that included decision coaching and decision aid tools
in both print and electronic formats. Figure 1 outlines the shared
decision-making priorities and preferred approaches.

Role of shared decision-making for RA care. Although
2 participants indicated that they had not experienced shared
decision-making before in health care, most participants noted
that shared decision-making was not a new concept to their gen-
eral health management. For instance, a participant indicated in
regards to her family physician, “She asks me questions...like,
‘What do you think...is the best decision?” and ‘We can do this
or we can do that,” and she asks me, if | want to do this or that”
(patient 1). Another participant said, “My regular family doctor,
he was very more understanding, and he showed me...and he
sat down with me and we talked about my medications” (patient
7). Some participants detailed how not being involved in health
decisions impacted their lives. In the words of a participant, “I
trusted and blindly accepted the treatments that other doctors
had given me prior to this, and then | started getting to a point
where | felt like they weren’t teling me what some of the drugs
were. They’d just say, ‘Here, take this,” and then I'd walk off and
have side effects” (patient 3). A participant commented that the
communication disconnect with physicians does not enhance or
support shared decision-making and stated, “[The doctor]
doesn’t seem to have any time. | mean, he allows you maybe
15 minutes, and then he’s on to the next patient. I'd like to at least

know what’s going on. Don’t rush me out of the room. I'd like to
know what | can do, what | can take” (patient 5).

Conversely, some participants indicated having some exposure
1o shared decision-making in their rheumatology specialty care expe-
riences. For example, one participant said, “My doctor, she does the
best she can to share with me about the different meds I’'m on, some
of the side effects, and she supports my decisions, and she provides
her expertise in her area. That this could work, but this one seems to
be working well, so she always leaves it up to me...I'm also active in
that decision, and that’s what | appreciate” (patient 2).

When reflecting on whether shared decision-making would
have a role in arthritis care, participants voiced valuing active
engagement in their care and were open to tools and opportunities
to facilitate informed arthritis care decisions with their physicians.
The underlying trust, respect, and relationship between the physi-
cian and patient would impact shared decision-making, and more
importantly, empowerment, self-determination, and self-efficacy.
A participant said, “We’re a person, and you’re a part of our health
care team, and so treating someone with respect goes a long way.
We feel good, and that helps. That helps in anyone’s well-being. ..
and the health care professionals with their gentle guidance and
their respect and sharing what they do, | felt empowered” (patient
2). Overall, all participants disclosed that if a shared decision-
making strategy was available for arthritis care, they would use it.

Shared decision-making priorities in RA care. Given
that interest in shared decision-making was supported by the
participants, they were then asked what priority areas would be
for its application. Two areas emerged: the identification of spe-
cific content needed in the shared decision-making process and
the type of decision support desired.

Decision support priorities. Participants indicated that
shared decision-making would help to support decisions around
RA treatment plans and medication changes. To illustrate, a par-
ticipant was interested in knowing, “if | can come off biologics
and just try methotrexate. Like, how long can | be on it [biologics]
before itis like, harming me, or if | stay on it for the rest of my life, is
it going to...damage me more?” (patient 1). Further, another par-
ticipant stated, “Well, the treatment plan, | think that they should
all discuss a survey that was done...why they feel that this treat-
ment plan would be good for you” (patient 3).

All participants expressed the need for extensive knowledge
of available treatments for arthritis and the side effects of drugs
prescribed. They were all concerned about the impact of the
drugs on the body, whether the drugs were hurting them, and
when is the best time to change medications. A participant noted,
“Someone to clarify what the medications do to the body and |
feel like everybody should have a right to know what they ingest
or they put in their body, especially through doctors and thera-
pists and stuff like that” (patient 3).
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Shared Decision-Making
Preferences of Urban
Indigenous Women with
Rheumatoid Arthritis

SDM Priorities

SDM Strategies

Content on:

< Drugs
benefits and
risks

Support with:

«» Medication

« Treatment
plans

«» Medication
changes

options
covered by
federal
formulary
(NIHB)

Decision Decision Aid
Coach

+» Nurse < Print and
+ Family Electronic
< Elder format

« Including
cultural
treatment
options in
care plan

Figure 1. Priorities and preferred strategies for shared decision-making. NIHB = Non-Insured Health Benefits; SDM = shared decision-making.

Specific shared decision-making content areas for
Indigenous patients. Some participants said that shared
decision-making strategies should incorporate evidence from
Indigenous population or patient studies, particularly regarding
medications and their effects, which would assist in motivating
patients in adhering to treatment plans. One participant noted, “I
think there are specific data, statistics...not just general popula-
tion, but maybe specific Indigenous-population data...because
there’s so many of us that are affected in such a short span of
time” (patient 2). Another participant emphasized drawing shared
decision-making information from Indigenous communities, stat-
ing, “There’s just a lot of information here” (patient 5).

Another aspect of specific shared decision-making content
was to include options related to traditional modes of healing in
care plans. These modes of healing support not only physical
wellness, but also spiritual, emotional, and mental wellness. Two
participants mentioned the benefits of traditional practices such
as prayers and sweats on health care, and suggested including
traditional medicine practices and integrating Elders in care. A
participant stated, “There’s an Elder here. Perhaps it could be
beneficial to meet with him...that might have a holistic approach

to some kind of salve or herbs or something. You know, a lot of
that wisdom and knowledge is lost today, just not been docu-
mented, and | think it would be very beneficial, instead of using
all the pills or whatever the doctor wants to prescribe” (patient
5). First Nations participants with Treaty Status suggested that
decision tools provide information on which medication options
would be covered by the federal formulary (Non-Insured Health
Benefits) and which medications would not be, as this knowledge
would impact the ability to obtain medication offered in the
options.

Preferred shared decision-making strategies.
Participants discussed various types of shared decision-making
approaches that could be used for arthritis care. They were open
to using an electronic format of shared decision-making decision
aids due to its convenience and the ease of obtaining information.
As one person said, “l always Google stuff if I'm unsure. Yeah, so
I’'m always on the computer” (patient 4). Nevertheless, patients
equally acknowledged the difficulties of accessing information
via devices such as computers and cell phones among individuals
with limited or no accessibility. Given this fact, most participants
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preferred a shared decision-making decision aid that used a com-
bination of paper and electronic resources. One participant
stated, “So, online support. And I'm saying that just for me,
because | find myself...I'm privileged to be able to have a cell
phone, to be able to have Internet access at home. However,
there’s a majority of people on reserve that use landlines. They
may not have a cell phone. They may not have access to Internet.
So, paper resources” (patient 2). Another recognized the advan-
tage of paper resources: “You can lose papers and documents,
but sometimes, for some people, they keep onto that, so you
know you have something to go back to, a hard copy” (patient 6).

Moreover, participants suggested that the shared decision-
making strategy should incorporate Indigenous language transla-
tions, to be relevant specifically to older individuals who
maintained their own language. Another suggestion was that text
associated with shared decision-making decision aids should be
simplified for better comprehension and include appropriate
Indigenous symbols and images to demonstrate respect for
Indigenous culture. According to a participant, “Translating it as
best as we could, and utilizing, if it's a visual, utilizing Indigenous
symbols so that it's meaningful to patients...so that we know
you care about who we are as part of this culture, or this land
area, and you're further respecting and responding to our cultural
needs as well” (patient 2).

There was general interest in a shared decision-making
approach that involved having a decision coach insofar as having
an individual who would provide one-on-one interactions, relate
with patients outside the regular clinic visits, respond to inquiries,
and have knowledge of the arthritis condition and treatment
options. As explained by one participant, “l would like to have
somebody, talk to me and explain to me, my options about my
medications. And like | said, to find out what’s good and what’s
bad...what it does to my body and all this” (patient 7). Another
participant stated, “l think that [decision coach] is a really good
idea. | think someone who knows the industry, who knows the
medication, who understands those who have been affected by
extreme excruciating pain” (patient 2). There was resounding
agreement for decision coaches to have sufficient time to discuss
treatment options, reflecting the fact that time with the physician is
often limited to enable extensive discussions. There were differing
suggestions on who a decision coach might be. Some suggested
nurses, as they work closely with physicians: I feel like they [phy-
sicians] have a lot on their plate.. .| feel like nurses would have that
extra time to sit, well, in between patients, right? To talk, to have
the one-on-one” (patient 3).

One participant articulated the importance of the decision
coach having lived experience of arthritis and welcomed having
a family member as a decision coach. She trusted that a family
member would have her interest at heart and provide appropriate
guidance in making decisions and commented, “Even my grand-
mother... She said something to me 2 weeks ago the last time I'd
seen her, ‘Well, you have to do your exercises. There’re certain

exercises you have to do. | know, because I'm speaking from
experience. | don’t care what your doctor said. Listen to me.’
And of course, I’'m going to listen to an 84-year-old woman. She
knows” (patient 6). Several participants noted the importance of
also having a decision coach who would support holistic
approaches for health.

One suggestion was to have an Elder work in collaboration
with the decision coach to facilitate shared decision-making; this
was expressed by one participant, “It would be new. And | would
say an Elder, but an Elder may not have...specific drug, pharmacy
knowledge, or how it works in your body, what the side effects
could do. So it could be a combination of a doctor or, you know,
someone who works closely with RA specialists, as well as an
Elder who would pray and maybe translate for other members,
but who would support that coach or that specialist to do it in a
holistic way” (patient 2).

As a check for decision alignment, participants noted the
importance of introducing the strategy before and after changing
a treatment plan: “Well, | feel like you especially should start the
regime...there could be that nurse that | could call and talk to,
saying that, you know, ‘This is where I'm at with it, and | want to
know, is this where I’'m supposed to be?”” (patient 3).

DISCUSSION

Our study explored whether there is a potential role for
shared decision-making in arthritis care of Indigenous patients.
Racial, ethnic, and cultural minority groups are more vulnerable
to poor decision-making outcomes, with a majority reporting low
decision satisfaction and high decision regret (6). As a framework,
shared decision-making can be used to communicate with
patients about health care choices and has been shown to be
beneficial to patient engagement and treatment outcomes by
increasing adherence to treatment plans (12). Active involvement
in health care decisions promotes self-determination, especially
when such decisions involve personal preferences. Urban Indige-
nous women with RA indicated they wanted to be involved in
making decisions regarding their health and articulated the impor-
tance of health care providers working with them to ensure that
they have the information they need to make complex decisions
(13). This approach also supports reconciliation; the Truth and
Reconciliation Commission of Canada (TRCC) provided directives
to facilitate actions to be taken in Canadian society to promote
healing of and reconciliation with persons directly or indirectly
affected by the Indian Residential Schools system legacy (14).
We propose that for a shared decision-making approach with
Indigenous patients to be effective, clinicians must respond to
the TRCC Calls to Action in Health (15). These include recogniz-
ing, respecting, and addressing the distinct health needs of all
Indigenous peoples (Call to Action #20); ensuring that they gain
training in cultural awareness and safety (Call to Action #23);
understanding Indigenous health issues (Call to Action #24);
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promoting and supporting Indigenous health approaches (Call to
Action #22); and moving forward with reconciliatory practices in
all areas and close gaps in health outcomes (Call to Action #19).
Understanding Indigenous people from a historical-cultural per-
spective is needed, especially when striving toward health and
well-being. Respecting patient perspectives and forming trustful
relationships is an intentional and positive approach for shared
decision-making.

Indigenous participants said that shared decision-making
would be useful primarily to support decisions around treatment
plans and medication changes. Patients do not always know the
side effects of medications and require additional information,
clear communication, and better understanding of medications.
For instance, many patients suffer from medication side effects
(16), rather than the actual pain and immobility of RA. Enhancing
knowledge related to care may lead to medication choices better
aligned with patient values and preferences in arthritis treatment
(17). As patients develop a trusting relationship with their rheuma-
tologist and educate themselves on RA and its available treat-
ments, they gain confidence and pursue a mutual role via shared
decision-making in their treatment decisions (18).

Specific content and information pertaining to Indigenous
population realities were regarded as essential, particularly treat-
ment benefits and risks unique to them, which treatment options
have available medication cost coverage, and how cultural com-
ponents of health could be considered in the treatment options
presented. As health systems are increasingly burdened during
this unprecedented time, we are reminded of the necessity of
holistic health approaches, especially Elder knowledge and sup-
port, traditional herbs and medicines, and ceremonial practices
and rituals that may relieve and decrease the amount of pain and
discomfort felt by Indigenous patients with arthritis. Intergenera-
tional knowledge, “blood memory” of traditional medicines and
methods, is inherent in many First Nations communities, who
desire to return to traditional ways. Since many Indigenous people
long for traditional knowledge, particularly survivors of Indian Res-
idential School and the Sixties Scoop, shared decision-making
would be useful to support decisions around the inclusion of tradi-
tional modes of healing in care plans, especially the physiologic
and spiritual aspects.

Decision support tools include decision aids that describe
treatment options and their benefits and harms, and such aids
may equally include a guide to decision-making (12). The tool
may be web-based or printed material such as pamphlets or
videos that assist patients in considering treatment options and
outcomes, which proceed through the steps of deliberation and
communication with the patients’ health care provider. For exam-
ple, in a pilot study among RA patients, patients who used the RA
Choice (a print-based resource) with their doctor reported signifi-
cantly improved knowledge and low decisional conflict compared
to those who did not use the tool (17). The study participants
reported valuing combined electronic and print shared decision-

making aids that were user-friendly, attentive to health literacy
challenges by applying plain language terms, and translated as
needed in different Indigenous languages.

The need for conversation and accountability underlies the
request for including a decision coach in the shared decision-
making strategy. Decision coaching is a process that prepares
patients to discuss options with their providers facilitated by a
decision coach who may be a nurse, social worker, or other allied
health professionals (19). Decision coaches may use decision
support tools to guide the patient in deliberating about options
with their health practitioner (19). In this study, the participants’
suggestions for a nurse, a family member, an Elder, or a commu-
nity member with a lived experience with arthritis as a decision
coach points to the importance of relationship, connection with
tribal members, the closeness of families, role models, and the
social interaction that helps mold and guide quality of life for Indig-
enous people. Decision coaching may improve knowledge and
increase the perceived involvement in decision-making and satis-
faction with the decision-making process (20).

We are aware of prior studies that have explored shared
decision-making with Indigenous populations. The Ottawa Deci-
sion Support Framework was culturally adapted to produce a tool
that better met the needs of Indigenous peoples (21) and enabled
shared decision-making in Western health care settings. While
aiming to refine the decision tool, the study also revealed that
decision coaching was required to increase engagement in the
decision-making process while using the adapted framework as
a talking guide (21). Also, a shared decision-making strategy
called “Not Deciding Alone,” developed for use by Inuit peoples
in cancer care in Canada (7), included community support
workers who provided peer support and facilitated the use of
the tool (a booklet).

As our study was initiated in the fall of 2019, we were only
able to recruit participants from the urban setting prior to the
COVID-19 pandemic restrictions being enacted. Few participants
were recruited, but the sample size is suitable for a phenomenolo-
gic study, which often needs 1-10 participants (9) and was suffi-
cient to reach saturation. Participants were recruited from
3 rheumatology clinics in Calgary, and they received care from dif-
ferent physicians. The pandemic also limited our research popula-
tion, such that individuals living in rural locations could not be
included at this time. We did not include the perception of Indige-
nous men. Also, patients recruited to the study were actively
engaged in Western health care systems and receptive to
research participation; this demographic raises the possibility that
the voices of Indigenous persons who have chosen to not interact
with providers and researchers are not included. Future research
that involves gaining insight from these groups could provide
more exhaustive information on priorities and preferences for
shared decision-making in RA care for Indigenous populations
as we proceed to adapt and test the acceptability and effective-
ness of a decision aid with this population.
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Indigenous patients appreciate active engagement in
decision-making for arthritis care. Our study sheds light on the
importance of providing culturally safe health care practices with
Indigenous patients in the health system when incorporating
shared decision-making strategies. This study advances knowl-
edge in the priority areas and specific content needed in the
shared decision-making process and the preferences of shared
decision-making strategies relevant and appropriate for Indige-
nous patients living with RA.
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