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Abstract
The aim of the study was to investigate similarities and differences in health beliefs, experiences and educational needs by 
type of osteoporosis (OP), particularly in people with glucocorticoid-induced OP (GIOP) and men. A qualitative study was 
conducted via focus groups involving post-menopausal women with or without osteoporotic fractures, osteoporotic men 
and people with GIOP. Fifty-three participants were included in eight groups. A wide range of health beliefs was found for 
all types of OP. Osteoporosis was considered a natural consequence of ageing except in men or conversely a serious disease 
associated with risk of new fractures and disability. GIOP patients had heterogeneous knowledge of OP and reported fewer 
prevention behaviours, and their quality of life was affected by the causal illness. Men had difficulties coping with the loss 
of their functional abilities and felt that OP was a “women’s” disease. Beliefs about treatments ranged from confidence to 
fear of adverse effects or doubt about efficacy in all types of OP. Participants were interested in physical activity, fall pre-
vention and diet, and preferred group sessions. GIOP patients and men had an interest in face-to-face education. Men were 
also interested in brief information including via the Internet. Patients’ beliefs about OP differed by type of OP. Specific 
populations such as men or people with GIOP need particular care owing to experiences and needs. Offering group sessions 
in educational interventions is of interest to allow for sharing experiences and also face-to-face education for men and GIOP 
patients or the Internet for men.
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Background

Osteoporosis (OP) and the resulting fractures are associ-
ated with increased morbidity, mortality and healthcare 
costs. The condition is widespread among post-menopausal 
women [1]. Men have a four times lower rate of OP than 
women aged 50 years and older [2], although the assessment 
of OP prevalence in men varies depending on the country 

and age [1, 2]. OP in men has specific aetiologies such as 
hypogonadism, alcohol abuse and smoking [2, 3]. Accord-
ing to a recent review on sex disparities in OP [1], men 
are under-screened for OP and undertreated even when they 
have fractures, which suggests possible unmet needs among 
physicians and patients. In addition, regardless of age or 
comorbidities, men have a higher risk of mortality after hip 
fracture [2].

Glucocorticoid-induced OP (GIOP) is the most frequent 
cause of drug-induced and secondary OP [4]. The main 
reasons for glucocorticoids (GCs) use are inflammatory 
rheumatic diseases (rheumatoid arthritis and polymyalgia 
rheumatica) and lung diseases [4]. Data on the prevalence 
of GIOP are scarce. In the Global Longitudinal Study of 
Osteoporosis in Women (GLOW) that enrolled 60,393 
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post-menopausal women, 4.6% were receiving GCs at base-
line visit and 73% declared they were GC non-users during 
a 3-year follow-up [4, 5]. In patients receiving GCs, the risk 
of fractures is increased by twofold and the risk of verte-
bral fractures is even higher [4]. The global prevalence of 
fractures has been reported to be 30% to 50% [4]. However, 
patients receiving GCs remain under-screened for GIOP: in 
the GLOW study, the number of individuals screened for 
bone mineral density (BMD) was low (≤ 51%) in current 
continuous GC users [5].

Guidelines for managing post-menopausal OP (PMO), 
men with OP and GIOP include pharmacological and non-
pharmacological treatments [4, 6–10]. Management of OP 
involves several issues, including poor medication adherence 
[11, 12], lack of motivation for exercise and low calcium 
intake [13]. These barriers lead to low rates of optimal man-
agement despite the existing guidelines and the availability 
of effective treatments [14]. These issues are not well known 
in the particular populations of men and GIOP patients. A 
review of factors associated with poor adherence concluded 
that being a man favoured poorer adherence (11 studies in 
favour vs. 2 not in favour) [15]. Receiving GCs was not 
identified as affecting adherence, but receiving concomi-
tant treatment for comorbidities was associated with lower 
adherence [15]. Patients with rheumatoid arthritis were more 
likely to have low adherence [15]; in a French cohort receiv-
ing bisphosphonates, having rheumatoid arthritis was asso-
ciated with low adherence and persistence (odds ratio 0.37 
[95% confidence interval 0.19–0.73] and 0.45 [0.25–0.81]) 
[12].

Similar to other chronic conditions, health beliefs affect 
decisions to initiate therapy or adhere to treatment and qual-
ity of life of people with OP [16–23]. Despite an increasing 
body of literature on patients’ experience [24], we still lack 
insight into some populations such as patients with GIOP 
or men. To our knowledge, no study has investigated the 
perspectives of people with GIOP. For men, available stud-
ies are scarce. Only 3 qualitative studies addressed men’s 
experience with OP, focusing on men’s health with OP [25, 
26] or including both men and women [27]. Results from a 
systematic review [24] showed that men were included in 
10% of qualitative research. The men’s perspectives have 
been mostly assessed by surveys of healthy men that used 
self-administered questionnaires [28, 29] or men at risk of 
OP (HIV infection) [30] and prostate cancer, undergoing 
active treatment or not [31]. The studies showed low OP 
knowledge [27–31] and low perceived susceptibility [29].

Although several educational interventions have been 
reported for OP, they had controversial results, particularly 
for medication adherence [32–36]. Some studies showed an 
improvement in medication adherence [34, 36] or non-phar-
macological treatments [35], whereas others were ineffective 
[32, 33]. Only 3 of 5 of these studies included men. The 

proportion of men enrolled was very low (6% to 11%), and 
no patients with GIOP were identified in the study popula-
tions. Awareness of patients’ educational needs is essential 
to enhance self-management [37]. In a recent systematic 
review of the 16 qualitative studies [38], specific information 
needs were identified: the nature of the OP, the fracture risk, 
medication, self-management, the role BMD and follow-up. 
However, the proportion of men was only 13%, few infor-
mation needs were directly expressed in the studies of men 
[25, 26], and no mention was available of whether patients 
received GCs. Concerning all OP types, the preferred format 
to address these needs has not been well established since 
the type of information support was addressed in only 5 of 
the 16 studies of the recent review [38].

In this context, the aim of the present qualitative study 
was to assess OP patients’ needs by type of OP. We aimed to 
investigate (1) OP patients’ health beliefs, experiences and 
knowledge of OP and its treatment by type of OP (i.e. PMO 
with fractures [PMO_f] or without fractures [PMO_wf], men 
with OP or people with GIOP); and (2) educational needs 
and expectations and the format preferred by the patients, 
particularly by men and GIOP patients.

Methods

Design

A qualitative approach was used for the study aim [39]. We 
chose a focus group methodology with group interactions 
to deepen the data collection. The study was initiated by 
a multidisciplinary group (SOLID’OS) including ten rheu-
matologists, three nurses, one occupational therapist, one 
dietician and two members of the patient association Asso-
ciation Française de Lutte anti-Rhumatismale (AFLAR). All 
SOLID’OS members had a special interest in OP research 
or management and/or patient education.

Interview Schedule

A standardized semi-structured interview schedule devel-
oped by the SOLID’OS group was used. The interview 
schedule was built in 2 steps: (1) the literature was reviewed 
and presented by a member of the group (MR) including rec-
ommendations for the management of OP, existing data on 
health beliefs of OP patients and existing literature on edu-
cational interventions, and (2) the interview schedule was 
developed according to the members’ own experience. Four 
main domains were addressed: health beliefs about OP, life 
experiences and coping with OP, knowledge of OP, educa-
tional needs and expectations from health professionals. At 
the end of the focus group, patients were asked about their 
knowledge of patient educational interventions and which 
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format they would prefer to deliver information and educa-
tion (Table 1).

Study Sample

Participants were recruited by members of the SOLIDOS 
Group on a voluntary basis from eight rheumatology clinics 
in semirural areas or in large cities in France. To obtain a 
sample with optimal diversity, participants were recruited 
from seven cities in France (Paris, Laon, Lille, Metz, Epinal, 
Orléans, Nice).

Eligibility criteria were the rheumatologist’s diagnosis 
of OP regardless of the age of the patient, the current treat-
ment or the patient’s adherence to medication. Patients were 
excluded if they did not speak fluent French or had cognitive 
impairment.

To have homogenous group interviews and to detect dif-
ferences by type of OP, participants were enrolled in 4 pre-
determined types of focus groups addressing the 4 types of 
OP: PMO_f, PMO_wf, men with OP and people with GIOP. 
Two focus groups were planned for each type of OP, 1 or 2 
focus group interviews in each city. Patients with GIOP were 
enrolled if they had current GC treatment whatever the dose.

The interviews were performed by three researchers 
(YM, SG and EF) who were trained in conducting focus 
groups and research interviews but not OP. Each researcher 
was in charge of two focus groups. The interview guide 
was the same for the four types of OP to allow compari-
sons (Table 1). Participants could freely discuss issues of 
importance to them and their own experiences and repre-
sentations. The interviewers were responsive to issues as 
they arose and asked for details when needed. They did 
not give their own opinion during the interviews so as to 

prevent from influencing the participant’s expression. Par-
ticipants were informed of the study objectives and schedule 
of the study and gave their oral consent according to local 
recommendations.

Data Analysis

The interviews were audiotaped and transcribed verbatim. 
All data were de-identified to ensure confidentiality.

Transcripts from each focus group were analysed by using 
a thematic content analysis approach following a general 
inductive approach. All transcripts were read separately by 
the three researchers to obtain a global impression and to 
identify preliminary themes. A theme was defined as a topic 
sufficiently distinctive for the researcher to be recognized 
as providing important meaning regarding the research 
question. The interviews were further read and re-read to 
explore the meanings expressed by participants and to refine 
the preliminary themes and create a codebook. Transcripts 
were coded by using the codebook. Any themes that were 
not covered by the codebook were added and then merged 
into main categories. Illustrative quotes of each group were 
selected from these data. A face-to-face consensus meeting 
was used to harmonise the global results, choose meaningful 
quotes and develop implications for patient education and/
or OP management.

Results

The eight focus groups involved 53 participants (Table 2). 
Each focus group included 4 to 11 participants aged 44 to 
90 years old. Sociodemographic characteristics are reported 

Table 1   Interview schedule

Health beliefs about OP In general, what idea do you have of osteoporosis (OP)?
How did you react to the announcement of OP?
Are you feeling sick?

Life experiences and coping with OP How do you live with OP?
Because of OP, are there any things that have changed in your life?
Is having OP a concern for you?

Disease knowledge, beliefs and knowledge of pharmacological and non-
pharmacological treatments.

What do you know about OP?
In your opinion, what is the cause of OP? Do you know the causes?
What do you know about OP treatments?
Do you have any difficulties with taking medication?
Do you know of non-drug treatments?

Educational needs and expectations from health professionals What information, care or support do you need for your OP?
What would you like to know a little more about?

How patients view the organization of educational interventions Do you have any idea about patient education?
Have you ever participated in patient education programs or have 

you ever heard of it?
What would patient education be of use in your case?
How would we motivate patients to come to patient education pro-

grams? What would we tell them?
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in Table 2. In the GIOP group, all women but one was post-
menopausal; half had a history of fracture; all had chronic 
and low dose GC treatment. Five had received high doses of 
GCs at an earlier phase of their disease. These 5 patients had 
vasculitis (n = 2), giant cell arteritis (n = 1), Crohn disease 
(n = 1), and retinal vasculitis (n = 1). The remaining patients 
presented chronic inflammatory rheumatic diseases, mostly 
rheumatoid arthritis.

The focus group sessions lasted 2 h, except for 2 focus 
group sessions, which lasted less (1h20 and 1h45) and one 
session that lasted longer (2h15), depending on the partici-
pant sample.

The thematic content analysis revealed 4 main themes: 
(1) health beliefs, disease representation and knowledge 
(Table 3); (2) impact of the disease (Table 4); (3) beliefs and 
knowledge of pharmacological and non-pharmacological 
treatments (Table 5); and (4) educational needs (Table 6). 
For each theme, the tables show the meaningful quotes as 

well as the comments on the similarities and differences 
between men and GIOP patients on the one hand and PMO 
women on the other. Table 7 summarizes the highlights of 
these similarities and differences.

Health Beliefs, Disease Representation, Knowledge 
and Impact of OP

Health Beliefs, Disease Representation, Knowledge. Main 
Themes (Tables 3, 7)

OP as “Not a Real Disease” But a Natural Consequence of Age‑
ing (All OP Types Except Men with OP)  In all groups, except 
groups with men, several participants perceived OP as the 
normal consequence of ageing. Although causing fractures, 
OP did not seem a severe condition as compared with other 
chronic diseases such as diabetes. Fractures were considered 
common and self-limited events due to falls.

Table 2   Sociodemographic 
characteristics of the focus 
group participants with OP

PMO_f post-menopausal OP with fractures, PMO_wf post-menopausal OP without fractures, GIOP gluco-
corticoid-induced OP

PMO_f
N = 15

PMO_wf
N = 13

GIOP
N = 10

Men
N = 15

Sex (women) 15 13 9 0
Age group, years
 30–49 4
 50–59 2 3 1 2
 60–69 5 7 5 7
 ≥ 70 8 3 4 2

Occupation status
 Employed 3 4 1 6
 Not employed 4 1 0
 Retired 8 8 9 9

Level of formal education
 Primary school 2 4 1 2
 ≤ High school 6 6 5 5
 University 5 3 4 8

Residence
 Paris 0 0 5 6
 Other regions than Paris 15 13 5 9
 Area with ≥ 200,000 inhabitants 1 5 3 3
 Area with 2000–200,000 inhabitants 5 5 2 10
 Area with ≤ 2000 inhabitants 9 2 5 2

Occupation
 Farmer 1 1 0
 Artisan, retailer 2 1 0
 Executive, highly trained professional 0 5 2 6
 Intermediate occupation 5 0 8 4
 Office worker 4 5 3
 Factory worker 1 0 2
 No occupation 2 1 0
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OP as  a  Dangerous Disease (All Types)  Some participants 
considered OP as a dangerous disease associated with the 
risk of new fractures and disability, leading to a fear of falls. 
Participants reported examples of serious OP with kyphosis 
in close relatives that made them consider OP as a severe 
condition.

Knowledge of  OP (All Types)  OP was identified as a bone 
fragility, with risk of reduced height and fractures. The level 
of knowledge appeared to be high in our sample. However, 
there was confusion, particularly in older participants and 
GIOP people, between osteoarthritis or the causal rheumatic 
disease and OP in terms of consequences and pain. Several 
women considered fractures as the consequence of falls 
only.

Regretting the  Lack of  Prevention and  Information (All 
Types)  In some individuals, the first fracture revealed OP, 
which made them regret the lack of prevention: OP could 
have been screened similar to other conditions, such as 
mammography for preventing breast cancer.

Health Beliefs, Disease Representation, Knowledge. Specific 
to Men and GIOP (Tables 3, 7)

Men  The theme of OP not being a real disease or the con-
sequence of ageing was not expressed by men. Knowledge 
was heterogenous, although men most clearly identified the 
link between OP and the risk of fracture. Some participants 
mentioned they had checked the Internet for confirmation of 
what the doctors had said.

A female disease for old people. Men specifically recalled 
the impact of diagnosis delivery because they were not aware 
that men could have OP. OP was perceived as a “feminine” 
disease. As a consequence, men particularly regretted the 
lack of information and prevention.

GIOP  A trivial disease. Among several participants, OP 
was considered trivial as compared with the diseases that 
had needed glucocorticoid treatment. Expressed knowledge 
of OP was heterogeneous. An additional disease. Some 
individuals expressed anger or rebellion towards OP as an 
additional disease that they had to cope with and could have 
been prevented with appropriate measures.

Impact of OP. Main Themes (Tables 4, 7)

Reduced Daily Activities and  Behaviour Changes (All 
Types)  Individuals mentioned this main change in life style, 
as a consequence of the fear of falling and also as a natural 
way for preventing new fractures. This change led to inap-
propriate prevention behaviours such as limiting exercise 
and a permanent cautiousness in daily life. OP had an impact Ta
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on personal activities, shared activities with close ones and 
social behaviours, e.g. taking less care of their household or 
grandchildren.

Impact on Mood and Self‑Esteem (All Types)  The main rea-
sons affecting mood were inability to perform valued or for-
mer activities, pain, feeling diminished and also fear of the 
future and dependency. Similarly, even though they had not 
experienced fractures, PMO_wf reported the same negative 
impact on mood and reduced activities.

OP also affected self-esteem and self-image: individuals 
felt being older than their age, although OP was often an 
invisible condition. Some women felt that it affected their 
femininity.

Lack of Communication (All Types)  Most participants lacked 
family or social support. Most did not wish to share health 
problems so as to protect their relatives or because they did 
not want to appear as sick persons.

Feeling of  Isolation and  Lack of  Understanding (All 
Types)  Although they felt people understood them at first, 
participants explained that people tended to forget how they 
suffered and over time did not care about it any longer. The 
common opinion that OP is not a real disease was shared 
by relatives. The physical limitations also maintained the 
sense of isolation, because participants could not share daily 
activities with others.

Positive Coping, Acceptance (All Types)  A few coping 
behaviours mentioned were acceptance, family support, 
downplaying and positive attitudes.

Impact of OP. Specific to Men and GIOP (Tables 4, 7)

Men  Men had negative perceptions and self-esteem, and 
some had difficulties coping with the loss of their functional 
abilities. Some participants mentioned a dramatic disease 
representation, for example, the image of being in a wheel-
chair. Men felt diminished by the incapacity to perform what 
was expected in terms of masculinity, affecting their role 
and appearance. Coping strategies were more expressed by 
men. Men were not likely to share with their relatives about 
OP to avoid being given advice all the time about what they 
should or should not do.

GIOP  The impact on quality of life included the causal ill-
ness. The main difference with the other types was that par-
ticipants reported fewer prevention behaviours. Along with 
men, the participants reported more coping strategies.
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Table 7   Summary of highlights of similarities (S) and differences (D) among men with OP and GIOP patients versus PMO OP women

Themes/sub-themes Men (comments) S D GIOP (comments) S D

Health beliefs, disease representation and knowledge by type of OP (Table 3)
 OP is a natural consequence of ageing Not expressed by men X Shared with PMO women X
 OP is not a real disease Not expressed by men X Particularly shared with PMO women. 

OP is a trivial disease compared with 
the causal disease

X

 OP is a dangerous disease leading to 
the fear of falling

X X

 Knowledge about OP Clear identified link between OP and 
the risk of fractures

X Heterogenous on OP and risk factors X X

 Regretting the lack of prevention. 
Lack of information

Main theme X Main theme X

 An additional disease Specific to GIOP X
 A female disease for old people Specific to men X

Impact (Table 4)
 Reduced activities Mood affected by reduced activities X X Not separated from the consequences of 

the causal illness
X X

 Need to change behaviours X Not separated from the consequences of 
the causal illness

X X

 Mood impact Due to the loss of functional abilities X X Mixed with the causal illness X X
 Feeling of getting old or feeling older 

than their age
X X

 Fear of the future and dependency X X
 Lack of communication X X
 A feeling of isolation, lack of under-

standing
X X

 Positive coping, acceptance More positive coping X More positive coping X
Beliefs and knowledge of pharmaco-

logical and non-pharmacological 
treatments (Table 5)

 Knowledge of the principle and the 
objectives of treatment

X X Heterogeneous knowledge X

 Beliefs of efficacy. Trust in efficacy. X X
 Doubts about efficacy. Looking for 

proof of efficacy.
X X X X

 Concerns, fears X X
 Inconvenience and side effects X X
 Adherence Lack of adherence less spontaneously 

expressed
X X Lack of adherence less spontaneously 

expressed
X X

 Exercise, life style X X
 Diet, alternative medicines Few discussed diet X X

Educational needs (Table 6)
 Lack of information about PE. X X
 Information by physician X X
 Prevention need X X
 Expressed educational need Few expression X Few expression X
 Content: non-pharmacological, diet Few expression X X
 Content: non-pharmacological exer-

cise, falls prevention
X Not expressed X

 Content: disease and pharmacological Interest in knowing a lot, new treat-
ments

X Interest in knowing a lot, new treat-
ments

X

 Content: sharing experience, empow-
erment, seeking help

X X X

 Education format: groups, interactive X X
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Beliefs and Knowledge Regarding Pharmacological 
and Non‑pharmacological Treatments (Tables 5, 7)

Pharmacological Treatments. Main Themes (Tables 5, 7)

Treatment Knowledge. Main Themes (All Types)  The objec-
tives and the principles of treatment were known: to pre-
vent fractures, “strengthen” bone; diet, vitamin D sup-
plementation, exercise, and the names of some specific 
treatments such as bis-phosphonates. However, calcium and 
vitamin D supplementation was cited before specific treat-
ments, and the difference was not so obvious for all indi-
viduals.

Beliefs of Efficacy, Looking for Proof of Efficacy (All Types)  The 
discourse about efficacy was heterogenous: some individuals 
expressed confidence with their treatment and medicine and 
others had prominent doubts. In one focus group of PMO_f 
women, individuals  most trusted their treatment and their 
rheumatologist and reported few adverse effects. In the other 
focus group, most women did not believe the treatment was 
efficient. Doubts about the treatment’s efficacy were predomi-
nant among PMO_wf women. Frustration was induced by the 
beliefs that OP could only be stabilized but not cured, that 
“the body can get used to” specific chemical treatments versus 
natural treatments such as calcium and by the lack of evidence 
of efficacy.

Fears, Inconvenience, Adherence (All Types)  Surprisingly, 
only a few participants spontaneously mentioned fears 
about medication, when “reading the leaflet”. Individuals 
were more inclined to talk about the medication constraints 
than side effects. Although they did not openly declare poor 
compliance, most participants mentioned they had forgotten 
or stopped their treatment.

Non‑pharmacological Treatments. Main Themes (Tables 5, 
7)

In all groups, individuals had knowledge of non-pharma-
cological treatments that provided a general feeling of 
empowerment versus specific medications more likely to 

be imposed upon them. However, they mentioned concerns 
about diet, especially milk. All groups reported inconsist-
encies in the advice given by healthcare professionals, e.g. 
regarding diet.

Pharmacological and Non‑pharmacological Treatments. 
Specific to Men and GIOP (Tables 5, 7)

Men  Men had rather good knowledge of medication and 
shared with other OP types the issues on medication (i.e., 
efficacy, side effects and adherence). Some mentioned the 
role of their spouse to motivate them to take drugs. Men 
seldom addressed diet. They generally agreed with exercise, 
although sometimes exercise or physical activity was dif-
ficult to perform.

GIOP  People with GIOP had heterogenous knowledge of 
pharmacological treatment. They had difficulty identify-
ing their OP medication among all their other medications. 
They needed objective proof and relied on BMD results to 
determine the efficacy of the treatment. They did not declare 
poor compliance, but most of their quotes tended to prove 
difficulties with medication, and more doubts about efficacy 
than others; several participants explained, “they were fed 
up” with drugs.

Educational Needs (Tables 6, 7) Main Themes

Main Themes

Lack of  Knowledge of  Patient Education. Need for  Preven‑
tion. Barriers (All Types)  Only a few participants had heard 
about self-management interventions or patient education 
(PE). After having PE explained, many regretted that PE 
was not provided before the fractures (PMO_f). Participants 
also wanted the general population to know that OP is a real 
disease. Barriers to attending PE sessions would be lack of 
time or motivation.

Table 7   (continued)

Themes/sub-themes Men (comments) S D GIOP (comments) S D

 Format: individual Specific to men and GIOP X Specific to men and GIOP X
 Other format (internet, brochures) Specific to men X X
 Format: trained health professional 

and others
Short patient education X X

 Barriers to patient education: lack of 
motivation, distance

X X

 Inclusion of close ones Less than PMO women X Less than PMO women X
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Educational Content

Non‑pharmacological Treatments as First Line (All Types)  PE 
content should focus on non-pharmacological treatments. 
PE could help clarify the contradictory information about 
diet, although participants were not sure they could fol-
low the advice. PMO_f women focused on fall prevention. 
Non-pharmacological treatments were considered a holistic 
change in lifestyle.

Information About the  Disease and  Pharmacological 
Treatments in Second (All Types)  Need for information on 
medication was second to non-pharmacological treatment.

Format of patient education (all types). PE should 
be a moment to share experiences, seek help from other 
patients and health professionals and find ways for empow-
erment. Patients could have a role in warning other patients 
(PMO_f women) about the consequences of inadequate 
management. Participants had a preference for group ses-
sions that would provide conviviality, interactivity and 
support. Participative methods should be used by trained 
health professionals. Sessions should be ideally proposed 
not far from home, if possible close to the diagnosis deliv-
ery. Education could be delivered by a multidisciplinary 
team with booster sessions or some kind of follow-up for 
exercise. The team could include a rheumatologist, dieti-
cian, physiotherapist, nurse and occupational therapist for 
home arrangement and fall prevention. The gynaecologist 
could have a role in motivating women. Psychological sup-
port seemed rarely needed, and all groups doubted the 
benefit of including partners.

Educational Needs. Specific Men and GIOP (Tables 6, 7)

Men  Men did not at first see the interest of PE intervention: 
information should be given primarily by the doctor. Few men 
expressed educational needs. However, when answering the 
follow-up questions by the researchers, they were interested in 
exercise and wished for more varied educational formats: short 
and focused messages that could be found in leaflets or on the 
Internet. Men had more needs regarding knowledge. They were 
keen to learn about new medications and side effects. Seeking 
information could help in better choosing treatment. Men partly 
claimed autonomy. Short programs were preferred and sessions 
dedicated to men as well as face-to-face patient education.

GIOP  Converse to men, GIOP individuals expressed that 
patient education could palliate the lack of time during con-
sultations or the lack of explanations by the doctor. However, 
the researchers needed to ask more questions to investigate 
their specific educational needs on OP, probably because 
OP was not their prominent disease. As for men, the needs 

were to know a lot about OP and new available medications. 
People with GIOP had a balanced opinion between group 
PE sessions versus individual PE as well as the interest of 
being mixed with people with other types of OP.

Discussion

This qualitative study brings information that although 
some OP patients’ experiences and beliefs are common to 
all types of OP, they may differ by type of OP, especially 
for people with GIOP and men.

Considering the general beliefs on OP, this study sup-
ports the data reported in the literature [24], on OP being 
considered as a natural consequence of ageing and not a 
severe disease [19, 20, 24], the relation between fractures 
and OP being not so clearly identified [18, 19, 40, 41] 
(except for men in this study). However, in the present 
study, some participants including PMO women consid-
ered OP a severe disease with fear of new fractures, risk 
of dependence and a negative impact on quality of life, as 
in the GLOW survey [42]. Unlike some other studies [18, 
20], we found that some PMO women reported low mood 
and impaired self-esteem [27], a feeling of isolation and 
a lack of understanding by their personal environment.

These two opposite experiences about OP were well 
synthesized by the systematic review by Barker et al. [24] 
that aimed to propose a meta-ethnographic model of OP 
patient experiences; the authors showed that OP could 
affect patients’ biographical integrity in diverse ways 
according to the disruption of OP fractures.

The important finding of the present study was that the 
negative impact on mood was not systematically associated 
with prevalent fractures: some PMO_wf women, although 
asymptomatic, actually showed the same impaired psycho-
logical well-being as PMO_f women.

The interest of the study was the investigation of people 
with GIOP, which had not been previously studied. We 
found that knowledge of OP was heterogeneous among 
GIOP participants, with difficulty in identifying the con-
sequences of OP apart from the causal disease. The impact 
on mood varied: it was either the burden of an additional 
disease or a better coping of OP, which was considered a 
less severe condition than the causal disease. Participants 
also reported fewer prevention behaviours. Participants 
regretted that the OP was not diagnosed before the occur-
rence of the first fracture. This emphasize that a particular 
attention should be paid to information and coaching of 
GIOP patients, to help them understand the risk and for 
better acceptance [43].

The second interest of our study was the investigation 
of men’s perspectives. Men’s experiences were consistent 
with findings from the few available qualitative studies 



605Understanding Patients’ Perspectives and Educational Needs by Type of Osteoporosis in Men…

1 3

that OP was a “women’s disease” [25–27], which led to 
difficulties in coping. Men resented the loss of functional 
capacities because of the impact on the personal and social 
view of masculinity [25, 26]. However, this study did not 
find that men had no sense of the risks of OP as described 
in other studies among men with OP [26], healthy men or 
men at risk of OP [28–31]: conversely, men had various 
levels of knowledge but clearly identified the link between 
OP and the risk of fracture. This study also revealed posi-
tive coping behaviours among men. Men at risk of OP 
were confident in their self-efficacy of undertaking bone 
healthy behaviours.

Numerous participants of all OP types had doubts about 
medication efficacy. In agreement with other studies, anti-
osteoporotic drugs were considered by some participants 
harmful, burdensome and ineffective [19, 27]. Several 
participants, particularly men and people with GIOP, had 
problems not knowing whether the treatments were effec-
tive. These 2 groups described efficacy according to the 
evolution of BMD. Although repeating BMD measure-
ment is not recommended [8], in some cases, it could be 
an opportunity for physicians to discuss adherence with 
patients [44].

The final objective of the study was for patients to express 
their specific educational needs in terms of a suitable content 
and format of education and to compare these needs by type 
of OP. Participants did not know about PE interventions. 
They were interested in non-pharmacological treatments, 
particularly exercise and learning how to prevent falls, per-
haps as a consequence of their mistrust of pharmacologi-
cal treatments [19, 45]. However, adherent participants also 
expressed this need, which could be considered positive cop-
ing and an attempt at empowerment [11]. This study adds 
information to the systematic review by Raybould et al. [38] 
as to the perceived importance of non-pharmacological 
treatments that could be encouraged and supported in par-
allel with the information that such treatments should not be 
used as an alternative to medications [16]. A few misconcep-
tions about diet and type of exercises were mentioned, and 
some participants wanted clarification on the contradictory 
information they receive about diet.

Men with OP and people with GIOP had more needs 
regarding knowledge of OP, new medications and side 
effects than other participants. Autonomy and shared deci-
sion-making about treatments were particularly important 
for men.

Participants preferred group sessions that could allow 
for sharing experiences and be conducted by a well-trained 
multidisciplinary team. Some participants suggested that 
their general practitioner (GP) could participate in the ses-
sions, which seemed hardly feasible considering physicians’ 
lack of time and that GPs may also have erroneous beliefs 
and limited knowledge of OP [19]. On the whole, contrary 

to physicians emphasizing adherence to medication and 
discussing pharmacological treatments [38], participants 
wished a holistic management. Again, some differences 
were found by type of OP because some GIOP patients and 
men preferred face-to-face sessions and men also advocated 
other means of information such as short messages, leaflets 
and the Internet.

The strengths of the study were the investigation of dif-
ferent types of OP patients, especially men and people with 
GIOP, who were assessed with the same methodology in 
order to observe similarities and differences, whereas previ-
ous studies had addressed men separately from women apart 
from the study by Merle et al. [27]. We paid special attention 
to recruitment from various geographical areas and various 
types of residences. Another strength was the investigation 
of the patients’ opinion on the format of education deliv-
ery. Concerning methodology, the study met 16/16 of the 
Consolidated Criteria for Reporting Qualitative Studies for 
personal characteristics, investigators’ relationship with par-
ticipants, participant’s selection and setting and 9/15 of the 
criteria for data collection, data analysis and reporting [39].

The study has some limitations. One is related to the 
recruitment by rheumatologists only, although a large 
proportion of OP patients are followed in primary care. 
Although the study sample was large, 53 participants in 
total, because 4 groups of OP were studied, the number of 
participants in each group was reduced accordingly, which 
may have lowered the opportunity to catch some informa-
tion and differences. The results are valid in a country with 
a universal coverage healthcare system. During the past 
years, the media has had a negative impact on OP manage-
ment in France, with controversies on drug usefulness and 
side effects and promoting the idea that OP is not a disease. 
Other cultures and medical systems might reveal differences. 
Finally, by selecting participants who were prone to par-
ticipate in focus groups, the study may have overestimated 
preferences for group education.

In conclusion, patients’ beliefs about OP are diverse, and 
OP should not be considered a trivial disease but also a con-
dition that may have a high impact on mood and quality of 
life, even among people without fractures. The present study 
highlights the similarities and differences of the experiences 
and needs in specific populations with OP such as men or 
people with GIOP.

Perspectives for Educational Approaches

•	 Specific populations with osteoporosis such as men or 
people with GIOP need particular management because 
they have distinct experiences and needs.

•	 Assessment of patients’ needs should be personalized to 
improve osteoporosis management.
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•	 It would be of interest to propose group sessions in edu-
cational interventions to allow for sharing experiences 
but also face-to-face education and brief information 
including via the Internet towards particular populations 
such as men or people with GIOP.
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