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recruited through an advertisement in the patient group 
newsletter and interviewed for ~1 h by telephone, respond-
ing to questions regarding visits to health care providers 
and their behaviours regarding bone health. We analysed 
the data following Giorgi’s methodology.
Results Twenty-eight eligible participants (26 females, 
two males; 78 % response rate) aged 51–89 years old com-
pleted an interview. More than half of our participants 
described effective consumer behaviours, including mak-
ing requests of health care providers for referrals to bone 
specialists, bone mineral density tests, and prescription 
medication.
Conclusion Members of an OP patient group described 
effective consumer behaviours that could be incorporated 
as skill sets in post-fracture interventions to improve bone 
health.

Keywords Fragility fracture · Bone health self-
management · Qualitative research · Osteoporosis patient 
group

Introduction

Individuals with chronic illness may have difficulty navi-
gating the health care system due to factors such as low 
health literacy [1] and poor information exchange between 
them and providers [2]. At the same time, the rise of per-
son-centred care documented in the literature [3–7] sug-
gests that patients are well-equipped to navigate or negoti-
ate for care. Implicit in the person-centred care movement 
is the assumption that patients are “effective” [8] or “acti-
vated” [9] consumers. However, there is lack of agreement 
about what constitutes an effective health consumer [10]. 
This may be partly explained by the fact that most of the 
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literature on patient-centred care is from the perspective of 
the health care system or the provider. Those studies that 
do address the patient perspective tend to focus on patient 
preferences [11–13] rather than on what patients are doing. 
There is a need to examine patients’ actions rather than 
preferences as patient preferences with regard to issues like 
decision-making and information-seeking do not match 
these respective behaviours [14, 15].

Like other chronic diseases, effective osteoporosis (OP) 
management requires patients to develop self-care and deci-
sion-making skills as well as the ability to access appropriate 
health care services [16]. It has been well documented that 
OP investigation and treatment rates are low after patients 
have had a fragility fracture [17, 18], even though this type 
of fracture is a symptom of compromised bone health. While 
many interventions to improve OP management post-fracture 
exist, these have had a modest effect on investigation and 
treatment rates [19, 20]. Patient education is often one com-
ponent of post-fracture interventions, but patient education 
rarely includes skills training in how to navigate for care.

To narrow existing investigation and treatment gaps in 
bone health, the purpose of our study was to examine the 
experiences and behaviours with bone health management 
post-fracture among members of an existing national OP 
patient group. Our assumption was that these members 
were effective consumers or patient advocates [21] and that 
they were experts in navigating for care due to their affilia-
tion with the patient group. To our knowledge, no study has 
examined an OP patient group to determine how the gen-
eral fracture patient population can learn from them.

Methods

Consistent with qualitative research guided by a phenomeno-
logical approach, we recruited participants who had experi-
ences with navigating for bone health care [22]. By target-
ing an OP patient group, we conducted extreme purposeful 
sampling to recruit unusual cases who illustrated the target 
behaviour [23]. The aim was to elicit detailed information 
that provided a new perspective on experiences with navi-
gating for care [23]. The OP patient group was comprised 
of 4,842 members at the time of this study (95 % female; 
5 % male). Group members received information and inter-
acted about OP-related interests and issues in a virtual envi-
ronment. Eligible members of the patient group were Eng-
lish-speaking males and females, residing in Canada who 
sustained a fragility fracture at 50+ years old and were not 
on antiresorptive medication at the time of this fracture. 
Because minimal data are collected on the patient group, we 
were unable to determine how many members met these eli-
gibility criteria. The study was advertised in three consecu-
tive issues of the patient group newsletter, which was sent 

out electronically to all members who had electronic circula-
tion and by hard copy to members who did not receive the 
electronic circulation. Individuals who were eligible and 
interested in participating were invited to call a toll free num-
ber where they left their contact information for the study 
coordinator. The study was approved by the Research Ethics 
Board at St. Michael’s Hospital, Toronto, Canada.

Participants were interviewed by telephone. The consent 
form was mailed to each participant in advance of the inter-
view and a signed copy returned to the study centre prior 
to the telephone interview. Interviews lasted ~1 h and were 
audio-taped. An interview protocol, with probe questions 
embedded within the main questions, guided the conversa-
tion. The interviewer asked participants to talk about their 
prior fracture(s), visits to health care providers for their 
bone health, and behaviours regarding bone health. Brief 
demographic information was collected by the interviewer 
so we could describe the study sample as a whole.

Audio-taped discussions were transcribed verbatim with 
the transcripts verified against the tapes [24] and down-
loaded into NVivo [25]. Data analysis began after the first 
interview and was an iterative process whereby codes were 
identified immediately and then revised as more interviews 
were conducted. Giorgi’s procedures served as a guide to 
analysis [26, 27]: (a) transcripts were read in their entirety 
to appreciate a sense of the whole interview; (b) transcripts 
were re-read and ‘meaning units’ assigned a code; (c) codes 
relevant to our objective were grouped together; (d) themes 
were developed and reflected upon as expressed in the lan-
guage of the participant; and (e) a description of the struc-
ture of our findings was synthesised. Two coders (JS, CC) 
who were experienced qualitative researchers analysed the 
first three transcripts to develop an initial coding template. 
The coders met to compare and discuss the coding template 
until the template was finalised. The remaining transcripts 
were coded by the same two coders to promote a compre-
hensive examination and interpretation of the data [28]. 
Emerging themes were reviewed by the co-authors as data 
collection and analysis progressed.

To promote rigour during data collection, we suspended 
or “bracketed” [29–31] preconceptions derived from existing 
research that focused only on diagnostic testing and medica-
tion use and were open to all behaviours described by our 
participants. Imaginative variation, the process whereby 
researchers consider multiple other thematic possibilities 
during data analysis [29, 30], occurred between the two cod-
ers and among all the co-authors via email discussions.

Results

Forty-six individuals responded to the study recruitment 
initiatives. Ten were not eligible (three on OP medication at 
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the time of their index fracture, one did not speak English, 
one without a fracture, one <50 years old, two with high-
trauma fractures, two with fracture before age 50 years). An 
additional five participants were eligible but did not return 
the consent form. Three who inquired about the study did 
not respond to additional follow-up. Twenty-eight eligible 
participants (26 females, two males; 78 % response rate) 
ranging in age from 51 to 89 years completed an interview. 
This sample size meets recommendations for qualitative 
studies guided by a phenomenological approach [29, 32, 
33]. Participants were located across Canada with 15 from 
the province of Ontario, two from Quebec, two from Mani-
toba, one from Saskatchewan, two from Alberta, four from 
British Columbia, and two from Nova Scotia. Our sample 
was representative of the patient group by gender and prov-
ince, with the exception that only 7 % were recruited from 
Nova Scotia where 23 % of members actually reside. All 
participants had at least one bone mineral density (BMD) 
test, four had never initiated antiresorptive medication and 
three reported that they had never been diagnosed with OP. 
Nineteen participants were taking antiresorptive medication 
at the time of the interview. Twelve participants had expe-
rienced two or more fragility fractures and the remaining 
16 had experienced a single fragility fracture (see Table 1).

Our objective was to examine effective consumer behav-
iours in this patient group. We created a code labelled 
“effective consumer” and coded all experiences related 
to the continuum of navigating for care under this code. 
This code captured 3,669 paragraphs from the transcripts 
for all 28 participants and overlapped with many other 
codes in the coding template such as “health care system”, 

“recommendations for testing”, and “recommendations 
for treatment”. Most participants described behaviours on 
the extreme ends of the continuum (“few” versus “many” 
effective consumer behaviours) with the exception of seven 
participants who described both types of behaviours. The 
only demographic variable that appeared to explain partici-
pants’ position on the continuum was the number of frac-
tures sustained. Participants describing many effective con-
sumer behaviours had sustained more fractures than those 
who described few effective consumer behaviours or those 
who described both types of behaviours.

Few effective consumer behaviours

We categorised five participants as currently describing lit-
tle or no effective consumer behaviours. These participants 
described behaviours that reflected minimal involvement in 
one’s bone health care and included not questioning or dis-
cussing any aspect of that care with a health care provider. 
In this group, care was described as unidirectional from the 
physician to the participant with participants indicating that 
they initiated few activities or behaviours regarding bone 
health care.

Some participants in this group actually described them-
selves as being a “good patient” or a “good girl”. Partici-
pants told us, it’s up to me to “do what the doctor [fam-
ily physician] says…take the pills, that’s it” (ID11); “I’ve 
always been a good patient…when they’re told to do their 
exercises, they do them, when they’re told how to take their 
medication, they take it” (ID12); “I take my medication—
I’m a good girl” (ID14). One participant described herself 
as doing what she was told to do and being a “follower” 
(ID3). Participants in this group followed instructions 
about bone health while appearing to have little knowledge 
about OP, “I just went [for a BMD] because she [physi-
cian] suggested I should go” (ID6). One participant (ID7) 
questioned whether she should be more pro-active about 
her bone health “maybe if I had asked for it [more informa-
tion], it would have been there”.

All participants in this group were taking antiresorptive 
medication and described themselves as taking medication 
and/or supplements as prescribed; “apparently, this is what 
you have to do” (ID1) or “because she [physician] told me 
to” (ID7). One of two participants who did not consider they 
had a choice about taking medication said, “it was something 
I was supposed to do and that was that. I didn’t think there 
was a choice in the matter” (ID28). Another participant said 
“of course I would take it [OP medication], anything that is 
going to help, benefit me in the end” (ID16). One participant 
took her OP medication on the physician’s advice despite 
experiencing side effects she attributed to the medication, “it 
[OP medication] makes me very sick…it’s like I have the flu 
and I ache, and I run a [temperature]” (ID16).

Table 1  Description of study sample (n = 28)

a Number of persons with one or more fractures at this location

Characteristics

Age in years, range 51–89

Female, n (%) 26 (93)

Years of membership in patient group, range 1–8

History of previous fracture(s), n (%)

 1 fracture 16 (57)

 2+ fractures 12 (43)

Location of previous fracture(s), n (%)a

 Wrist 10 (36)

 Hip 1 (4)

 Vertebrae 11 (39)

 Other 16 (57)

History of 1+ BMD test, n (%) 28 (100 %)

Reported diagnosis of OP, n (%) 25 (89)

History of antiresorptive medication use, n (%) 24 (86)

Taking antiresorptive medication at time of interview,  
n (%)

19 (68)
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Participants demonstrating few effective consumer 
behaviours did not appear to take an active role in directing 
their care, nor did they demonstrate that they were partners 
in health care decisions. For example, one participant told 
us “I presume that I get a bone density test once a year. I 
don’t know whether I do or not” (ID14). For individuals in 
this group, the role of physicians was to advise and give 
information (ID7), or to “inspire the patient to be coop-
erative” (ID12) and the role of the patient was to “follow 
through” with recommendations (ID7).

Many effective consumer behaviours

In general, patients who we categorised as effective con-
sumers (n = 16) described behaviours that actively directed 
the nature of their care and included making requests 
of their health care providers. In most cases, care was 
described as unidirectional from the participant to the 
health care provider with participants reporting many activ-
ities and behaviours related to bone health management.

Participants in this category actively sought referrals to 
bone specialists. Participants explained that they sought 
referrals because family physicians were “cavalier” (ID12) 
or overwhelmed or “taxed” (ID20). One participant said 
she had persisted with the request for a referral for 1 year 
(ID25). One participant filled out a referral form herself 
and asked the family physician to sign it (ID2) and another 
had the referral form faxed to her family physician from 
the specialist’s office (ID21). Another two participants self-
referred themselves to an OP specialist (ID4; ID5). One 
participant also requested a referral to see other health care 
providers such as a physiotherapist (ID4).

Participants who we categorised as effective consum-
ers also spoke about requesting BMD tests (ID8; ID12; 
ID13; ID15; ID17; ID21; ID25). Some participants spoke 
about persisting with the request to their family physician 
for a BMD test because of concern about their bones. For 
example, one participant said “we had to wheedle and deal 
around that a long time before he [family physician] finally 
agreed…it took a couple of months because I couldn’t con-
vince him” (ID26). Participants talked about bringing cop-
ies of X-rays to their family physician (ID2), following up 
on BMD test results, sometimes “having to nag” (ID2), 
being aware of their BMD test results (ID17), or question-
ing the results of their BMD test (ID8).

A couple of participants had requested a second opinion 
about their bone health (ID6; ID16). For example, one indi-
vidual said, “I think I trusted my first doctor [family physi-
cian] too much when she said there’s nothing there…You 
just can’t always be so gullible. You need a second opin-
ion” (ID16). A couple of participants purposefully kept 
their family physicians out of the circle of their bone health 
care (ID21; ID23). For example, one participant told us “I 

probably won’t talk to my family physician about my bone 
health unless something comes back from [specialist’s 
office]” (ID21). Another participant saw her family physi-
cian as having no role in her OP care since she considered a 
geriatrician and orthopaedic surgeon as responsible for her 
bone health (ID23).

Participants also described engaging in several behav-
iours related to antiresorptive medication. They requested 
prescriptions for general (ID5; ID26), or a specific, antire-
sorptive medication (ID11; ID17; ID21) and switched OP 
medications over the years (ID4; ID5; ID18; ID20; ID21; 
ID22; ID24; ID25; ID26). They also talked about research-
ing all the different OP medication options (ID8; ID16; 
ID17) or finding out more information about the medica-
tion prescribed by their physician (ID21; ID24). Only nine 
of the 16 participants in this group were currently taking 
antiresorptive medication, therefore, being an effective 
consumer was not associated with current antiresorptive 
medication use. Six participants were not taking medica-
tion for a variety of reasons including refusal to initiate the 
first prescription, refusal to continue the prescription, or 
deciding to take a drug holiday. Some participants in this 
group refused to take the medications they had been pre-
scribed and did research to justify that decision to the fam-
ily physician (ID9; ID19). One participant who refused to 
take the medication felt that she was engaging in as many 
non-pharmacological strategies as possible to manage her 
bone health because she was not relying on OP medication 
(ID15). Another participant had negotiated with her family 
physician to take the medication as a trial test for 1 year 
only (ID17).

Participants in this group spoke about being aware of 
the need to advocate for themselves (e.g. ID4; ID24; ID13; 
ID24; ID25). Participants felt they needed to take charge 
because the medical and family physician communi-
ties were “overwhelmed” (ID20). Sometimes, it required 
one to be “pushy” (ID22; ID26) and not take “no” for an 
answer (ID22). And sometimes, it resulted in them feel-
ing they were “not being a good patient” (ID5). However, 
participants were also aware of the limits of advocating for 
themselves especially in geographic regions where there 
was limited or no access to family physicians or special-
ists. A few participants were able to switch family physi-
cians because they were unhappy with their bone health 
care (ID4; ID5; ID25; ID26). However, others were una-
ble to switch because there were no other family physi-
cians available to them (ID5; ID8; ID12; ID22; ID28). 
For example, one participant told us, “I phoned that pro-
vincial health line…and they said, well, you have to quit 
your existing doctor before we can find you a new doctor 
and there’s no guarantee we will find you one. And I said, 
well, why would I quit even though he’s useless?” (ID8). 
Therefore, engaging in effective consumer behaviours did 
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not necessarily result in perceived access to, or receipt of, 
appropriate bone health management.

Effective consumer participants appeared to believe 
that the role of physicians in their bone health was to pre-
scribe the medication that patients requested (ID4); to do 
other routine activities such as annual exams (ID9); and to 
facilitate access to tests and provide current information 
(ID20). Only one participant in this category felt that fam-
ily physicians needed to have a bigger role in bone health 
(ID22). On the other hand, the role of patients was to seek 
physicians who would “do something for you” (ID5). Par-
ticipants believed they needed to be responsible for their 
own health (ID10; ID15; ID22; ID27), to be selective about 
doctors (ID12), to look after themselves and be informed 
(ID13), to prepare questions in advance of visiting their 
family physician because the family physician had no time 
(ID13), and to take control of their bone health by seeking 
information and asking the right questions (ID16). One par-
ticipant said “you have to be your own doctor sometimes—
you need to be aware of what’s going on, not just put trust 
in your doctor (ID17)".

Patients who described both few and many effective 
consumer behaviours

Seven participants described current behaviours on both 
extremes of the effective consumer continuum. Some par-
ticipants in this group described a progression in their 
behaviours over time (ID6; ID8; ID10; ID16). For exam-
ple, one participant “did as [he] was told” by his physician 
regarding OP medication use in the early years but then 
gradually began researching OP medication extensively in 
later years and requested that his family physician send him 
to a specialist (ID6). However, he did not question medica-
tion use because he believed “there’s a solid science behind 
it”. One participant (ID8) appeared to be progressing to a 
high effective consumer role because she had had multiple 
fractures and currently described not having confidence in 
her physician to manage her bone health. She had requested 
a BMD and had done research on her condition. ID11 was 
an older woman who felt that her family physician did 
“nothing” but she still deferred to him, saying “after all, 
he’s a doctor, I’m just the [patient]”. Initially, she indicated 
that she had “put [herself] on [OP medication]” but then 
later talked about taking that medication because her fam-
ily physician had recommended it. ID12 described herself 
as a “good patient” but she had also requested a referral to 
a specialist and was heavily involved in the patient group.

Only one participant in this group described having a 
strong positive relationship with her family physician who 
she described as coordinating her bone health care. She 
told us, “I take responsibility for my own health in partner-
ship with my family physician”. She reported having had 

a negative experience with the specialist to whom she was 
referred and was reluctant to return to the specialist (ID10).

Discussion

In our qualitative study on members of an OP patient 
group, we found that participants described two types of 
behaviours along an effective consumer continuum. Most 
participants described behaviours at extreme ends of the 
continuum with seven participants describing both types 
of behaviours. This was contrary to our expectations that 
all participants who were members of an OP patient group 
would describe many effective consumer behaviours. It is 
important to note that while participants believed it was 
necessary to have the skills to navigate for bone health 
care, engaging in effective consumer behaviours, and pos-
sibly utilizing many health care resources, did not neces-
sarily guarantee perceived access to, or receipt of, appropri-
ate bone health management. In addition, those participants 
who we categorised as engaging in many effective con-
sumer behaviours were often the participants not taking OP 
medication as prescribed. It could be that these participants 
felt it was necessary to develop and/or maintain a high 
advocacy role because their refusal to use medication was 
treated with suspicion by their providers [16].

While “effective” or “activated” consumers are pur-
ported to manage their disease by demonstrating a range 
of skills such as understanding health information, com-
municating well with health care providers, possessing 
knowledge about their disease and treatment options, and 
having confidence in their ability to minimize or prevent 
symptoms [8, 9], our findings only highlighted participants’ 
behaviours. For example, we did not ask participants about 
confidence in their abilities to manage their bone health and 
we did not rate knowledge of their condition and treatment 
options.

Our findings are similar to those of Audulv and col-
leagues [34] who studied patients with a variety of chronic 
diseases and found that those who assumed responsibility 
for their health engaged in more health-related behaviours 
than those who believed someone else was responsible for 
their health. Our findings are also similar to those of Koch 
and colleagues [35] who described three models of asthma 
self-management. These authors found that most patients 
were passive about self-management while some patients 
demonstrated self-agency or expertise in self-management 
and some patients demonstrated both behaviours [35]. 
Finally, our findings are supported by Rasmussen and col-
leagues [2] who reported that Type I diabetic patients nego-
tiated for health services by seeking access to specialists. 
Some of these patients had been recruited through a diabe-
tes consumer association.
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While our participants who demonstrated few effective 
consumer behaviours appeared to be receiving appropriate 
bone health management, patients like them may need more 
direction and mentoring in bone health to maintain their 
engagement in bone health self-management. For example, 
strategies demonstrated by our effective consumer group such 
as seeking out specialist referrals, requesting BMD tests, and 
researching medications available and/or prescribed could be 
incorporated into the patient education components of post-
fracture interventions. Interventions that encourage patients 
to assert a more active role have been shown to increase 
patients’ confidence in self-management and understanding 
of their medication regimen, and also to decrease rehospitali-
sation rates [36]. Further, “activated” patients are more likely 
to demonstrate health seeking behaviours [9] and to have bet-
ter health outcomes [37] than those who are not. However, 
placing responsibility on patients may further stigmatize 
those with complex needs who require support or those who 
do not see themselves as experts of their own care [38].

One limitation of our study was that we examined the 
patient perspective only. We did not verify patients’ behav-
iours nor could we provide physicians’ opinions of these 
behaviours. Another limitation was our assumption that the 
patient group from which we sampled was an empowered 
group, many of whom would be patient advocates for bone 
health. However, this sample was purposefully recruited as 
we believed group members would give us an understand-
ing of modifiable behaviours that would inform future 
interventions in bone health. We acknowledge that these 
participants were not representative of the general fragil-
ity fracture patient population in terms of characteristics 
such as personality and socioeconomic status/education. 
Because only English-speaking members were eligible for 
our study, we cannot comment on the transferability of our 
findings to non-English speaking members of the patient 
group. Finally, we were unable to determine how many 
members of the patient group were eligible for our study 
and received and read the newsletter so cannot comment on 
the sampling frame for our study.

Despite these limitations, our study demonstrated that 
most members of an OP patient group engaged in many 
behaviours to navigate for bone health care. We propose 
that these behaviours be translated into skill sets that can be 
incorporated in the growing number of post-fracture inter-
ventions to improve bone health.
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