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Background. Shared decision making (SDM) is a cornerstone of patient-centered care; however, little information is
available on how SDM is practiced in routine care. We aimed to assess the level of SDM perceived by patients with
chronic conditions for the most important health decision in the past 12 mo. Methods. This was a cross-sectional
online survey among ComPaRe, a nationwide e-cohort of patients with chronic conditions in France. The survey
asked participants about their perception of SDM using the 9-item Shared Decision-Making Questionnaire (SDM-
Q-9) regarding their most important health decision in the past 12 mo. We weighted the sample to represent French
patients with chronic conditions and conducted regression models to identify factors associated with higher SDM
levels, adjusting for sociodemographic and clinical characteristics. Results. In total, 2,087 patients were analyzed
(participation rate: 34.9%). In the weighted sample, 53.0% were women, the mean (SD) age was 51.0 (15) y, and the
most frequent conditions were endometriosis (27.3%), inflammatory rheumatic diseases (20.7%), and high blood
pressure (19.3%). The most important health decisions in the past 12 mo were mainly about drug treatments
(36.5%) or surgery (20.5%). The mean (SD) SDM-Q-9 score was 63 (27)/100 (moderate level of SDM). The highest
scores were observed for cancer (70 [26]) and depression (69 [26]), whereas the lowest scores were for long COVID
(54 [28]) and endometriosis (58 [25]). Decisions about surgery (71 [25]) and with specialists (64 [27]) were associated
with higher scores compared with medication decisions (60 [28]) or with general practitioners (62 [27]). Multivariate
analysis confirmed that a higher SDM level was associated with being a man; having higher health literacy; making
decisions relating to cancer, surgery, or medical devices; and specialist involvement. Conclusions. Patients with
chronic conditions in France report moderate levels of SDM, with substantial variations by condition, decision type,
and patient characteristics. Findings highlight the need for tailored strategies to foster SDM in chronic care.

Highlights

Shared decision making (SDM) is considered a key component of the chronic disease management model.
This study provides the first nationwide assessment of perceived SDM levels among patients with chronic
conditions in France.

e Patients have a moderate overall SDM score, but significant disparities exist. Patients with less recognized
conditions such as long COVID or endometriosis, low health literacy, and high treatment burden reported
significantly lower SDM scores as compared with others in their care decisions.

e These findings underscore the need for targeted interventions to improve SDM implementation.
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Introduction

Chronic conditions affect 40% to 60% of adults in West-
ern countries." Patients with chronic conditions fre-
quently face health decision-making challenges, including
choosing between treatment options (e.g., medication,
surgery), lifestyle changes (e.g., diet, exercise), or man-
agement strategies.” Many of these decisions are com-
plex, involving multiple options, limited evidence, or
conflicting outcomes, and more than half of individuals
report experiencing decisional conflict.® Shared decision
making (SDM) is a decision-making process character-
ized by the sharing of information between clinicians and
patients and/or families to build a consensus about the
preferred treatment and reach an agreement on the deci-
sion.*> By supporting patient agentivity and enabling
informed, values-congruent choices, SDM contributes to
high-value care.® As a result, SDM has been prioritized
in health policy across Western countries and is central
to many comprehensive care models.*” In France,
patient inclusion in health care decision making has been
supported by regulatory measures and policies, with key
milestones including the 2002 Patients’ Rights Law® and
guidelines from the Haute Autorité de Santé in 2013.%'°
Despite its central role in patient-centered care, data
on the implementation of SDM in routine clinical prac-
tice remains limited, with most insights derived from
experimental studies.!' Few population-based studies
have examined how SDM is implemented in real-world
settings, particularly among patients with chronic
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conditions, and existing data suggest substantial dispari-
ties across patient populations.'!* In this study, we
described the level of SDM, as perceived by patients with
chronic conditions, for what they considered the most
important health decision in the past 12 mo. Then, we
explored the factors associated with the perceived level
of SDM.

Methods

We conducted a cross-sectional survey among patients
with chronic conditions recruited in the Community of
Patients for Research (ComPaRe; http://compare.aphp.
fr), a nationwide e-cohort of 57,000 adults with chronic
conditions, in France. ComPaRe received approval from
the Comité de Protection des Personnes Ile de France 1
(IRB: 0008367), and all methods were performed in
accordance with the relevant guidelines and regulations.
The results of this survey are reported following the
CHERRIES guideline for e-surveys.'*

Study Population

Participants were French adult patients (>18y old)
enrolled in the e-cohort ComPaRe who reported having
at least 1 chronic condition, defined as any medical con-
dition requiring health care for at least 6 mo. Patients
provided informed consent at inclusion in the e-cohort.
In addition, to participate in this survey, participants
were required to be active in the e-cohort (i.e., they
answered to a questionnaire in ComPaRe in the previous
6 mo), to live in France, and to report at least 1 health
decision in the past 12 mo.

Eligible participants were invited to take part in the
survey by e-mail, which included a link to the self-
administered questionnaire (see additional file 1).

Measures

The survey first asked participants to focus on the
health-related decision they deemed most important in
the past 12 mo. Importance was not predefined but
rather assessed by the respondents, based on what they
perceived to be most significant to them. Participants
selected the type of decision from a predefined list
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inspired by the DICTUM classification and could also
provide a free-text description of their decision (drug-
related decisions, planning a surgery, using a medical
device, carrying out additional examinations, changing
disease follow-up, other — social or health insurance
issues).'>'® This framing allowed the inclusion of a wide
range of situations, including those not always recog-
nized as decisions in clinical practice, such as renewing a
treatment or undergoing follow-up. It aimed to capture
the patient’s perceived agency and their experience of
meaningful choice in care. In addition, we collected the
time elapsed since the decision had been made. We also
collected data on the health professionals involved in the
decision-making process, and the evolution of the
patient’s health status since the decision (improved/stabi-
lized/deteriorated) were also collected.

Participants’ perspectives on the level of SDM for the
decision chosen were assessed using the French version
of the 9-item Shared Decision-Making Questionnaire
(SDM-Q-9)."7 The SDM-Q-9 is a self-administered ques-
tionnaire comprising 9 items on 6-point Likert-type scale
summed into a 0 to 45 total score, which was scaled to a
range of 0 to 100 points. Higher scores indicate a greater
extent of SDM. In addition, participants were also asked
whether the health professional respected their desired
level of involvement and their preference regarding invol-
vement in the decision-making process in health in gen-
eral based on Strull’s SDM scale.'®

In addition to their answers to the survey, we used
participants’ most recent data available regarding their
1) sociodemographic characteristics (gender, age, marital
status, occupation, level of education, and chronic condi-
tions according to the categories of the ICD-10 classifi-
cation)'”; measures of burden of treatment related to all
chronic conditions reported by the participant using the
Treatment Burden Questionnaire (TBQ),” a self-
administered questionnaire, with scores ranging from 0
(no burden) to 150 (high burden); and 3) measures of
Health Literacy level using the French version of Func-
tional, Communicative and Critical Health Literacy
(Functional, Communicative and Critical Health Lit-
eracy scale; FCCHL) scale,”' with scores ranging from
14 (lowest health literacy) to 70 (highest health literacy).

Analysis

To obtain estimates representative of the French popula-
tion of patients with chronic conditions, we used a weighted
data set obtained by calibration on margins with weights
for age categories, gender, and education level (low, middle
school or equivalent, high school or equivalent, associate’s
degree, higher education). Weights were derived from

national census data describing the characteristics of the
French population reporting chronic conditions.*

We described the mean SDM-Q-9 score on the whole
sample and in subgroups according to sex, age category
(18-34, 35-54, 55-74, and 75 y and older), chronic dis-
ease to which the decision referred (the 10 most frequent
chronic conditions among respondents), professional
involved in the decision process, and the type of decision.
We also cross-tabulated the types of decisions with the
health care professionals involved, to describe which pro-
fessionals were most frequently associated with each deci-
sion type (Appendix Table A3). For each decision type, we
further tested whether SDM-Q-9 scores differed signifi-
cantly by health care professional using Kruskal-Wallis
tests (Appendix Table 4). For the interpretation of SDM-
Q-9 scores, since no formal thresholds are recognized, we
categorized the level of SDM based on the theoretical range
of the scale (0-100) as follows: low (0-25), moderate-low
(26-50), moderate (51-75), and high (76-100).

We conducted univariable and multivariable regres-
sion linear analyses to examine factors associated with
SDM-Q-9 score. Multivariable models included the
SDM-Q-9 total score as dependent variable and the fol-
lowing independent variables: sociodemographic charac-
teristics (gender male/female, age, level of education),
level of health literacy (FCCHL total score); clinical fac-
tors (medical condition to which the decision referred,
number of chronic conditions, and TBQ total score), and
factors related to the decision making (type of decision,
health care professionals implicated). Tests of collinear-
ity (variance inflation factor) between the factors of the
full linear regression model were performed. Results are
presented using the Beta coefficients with their 95% con-
fidence interval (CI).

We performed statistical analysis using R version 4.3.0
(http://www.R-Project.org, the R Foundation for Statis-
tical Computing, Vienna, Austria). P values less than
0.05 were considered statistically significant.

Patient and Public Involvement

A patient partner (L.P.) affiliated with our research team
contributed to the elaboration of the protocol by discussing
choices of outcomes and questionnaires and to the interpre-
tation of results. She also critically revised the manuscript
and was associated as coauthor in this publication.

Results
Participants’ Characteristics

From April 6 to May 18, 2023, 6,000 participants from
the ComPaRe e-cohort were invited to participate by e-
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Participants from the ComPaRe
cohort who were sent an invitation
to participate in the study (n=6000)

Invitation opened
(n=2865)

Survey completed

(n=2335) Excluded: n=248

= Did not receive health care services in previous
12 months (n=202)

* SDM-Q-9 not completely completed (n=6)

= Medical condition related to the decision was
missing (n=18)

* Notin France (n=22)

Participants analysed
(n=2087)

Figure 1 Flowchart of patient selection.

mail; 2,335 patients (38.9%) volunteered to participate,
and 2,087 were analyzed (Figure 1). After weighting,
53.0% were women, the mean (SD) age was 51.0 y (15.0),
and 68.9 lived in an urban area. Most participants in the
study suffered from endometriosis (27.3%), inflammatory
rheumatic diseases (20.7%), and high blood pressure
(19.3%). The mean (SD) health literacy level was of 55
(7)/70, and the mean (SD) treatment burden was 56 (33)/
150. The characteristics of the patients are presented in
Table 1.

Health-Related Decisions

The health-related decisions participants deemed most
important in the past 12 mo were mainly related to drug
treatments (36.5%) and planning a surgery (20.5%).
Chronic conditions involved were diabetes (170 [8.1%]),
endometriosis (168 [8.0%]), and inflammatory rheumatic
diseases (145 [6.9%]). Decisions were made with medical
specialists in 63.1% of responses. The average time
elapsed since the decision was 4 £ 3 mo. The characteris-
tics of the most important decision deemed by patients
during the 12 mo are presented in Table 2.

Perceived Level of SDM

The overall mean (SD) SDM-Q-9 score was 63 (27),
reflecting a moderate perceived level of SDM. The item

Table 1 Sociodemographic Characteristics of the Respondents
in the Weighted Sample® (N = 2,087)

Characteristic Weighted Sample
Total n 2,087
Age,y, n (%)
[18; 34] 313 (15.0)
[35; 54] 615 (29.5)
[55; 74] 837 (40.1)
[75; 100] 322 (15.4)
Sex, n (%)
Female 1,105 (53.0)
Education level, n (%)
Lower education 188 (9.1)
Middle school or equivalent 1,178 (56.5)
High school or equivalent 289 (13.9)
Associate’s degree 185 (8.9)
Undergraduate or graduate degree 237 (11.4)
Missing data 5(0.20)
Self-reported diagnosis®
Endometriosis 569 (27.3)
Inflammatory rheumatic diseases 433 (20.7)
High blood pressure 402 (19.3)
Depression 398 (19.1)
Long COVID 396 (19.0)
Asthma 318 (15.2)
Thyroid disorders 279 (13.4)
Diabetes 261 (12.5)
Cancer 95 (4.6)
No. of chronic conditions, 7 (%)
1 615 (29.9)
2 399 (19.0)
3+ 1,076 (51.5)
Level of health literacy (FCCHL) 55(7)
(0-70), mean (SD)
Treatment burden (TBQ) (0-150), 56 (33)

mean (SD)

FCCHL, Functional, Communicative and Critical Health
Literacy scale; TBQ, Treatment Burden Questionnaire.
Weighted data were obtained after calibration on margins for
sex, age, and educational level by using data from a national
census describing the French population with chronic conditions.
"Nonexhaustive list. List of the most frequently reported
conditions by respondents. Total percentage might exceed 100%
since some participants reported multiple conditions (N = 8,404
declared conditions among 2,087 respondents).

with the highest average agreement was “my doctor made
it clear that a decision had to be made,” and the item
with the lowest level of agreement was “he/she presented
me with the pros and cons of each treatment option”
(online Appendix 1). The desire to be actively involved in
decisions concerning their health was expressed by
86.4% of participants. In total, 78.6% participants
declared that the health professionals respected their
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Table 2 Characteristics of the Most Important Decision Lived
by Patients during the Past 12 mo and for Which They
Evaluated Their Shared Decision-Making Level

Weighted
Sample
Characteristic (N = 2,087)
Type of decision, n (%)
Drug-related decisions 762 (36.5)
Planning or performing a surgery 429 (20.5)
Using a medical device 212 (10.2)
Carrying out additional examinations 343 (16.4)
Changing follow-up 248 (11.9)
Social and health insurance related 93 (4.5)
Health-care professionals involved, 7 (%)
General practitioner 693 (33.2)
Specialist 1,317 (63.1)
Other health professional 77 (3.7)
Chronic condition involved, n (%)*
Diabetes (type 1 or 2) 170 (8.1)
Endometriosis 168 (8.0)
Inflammatory rheumatic diseases® 145 (6.9)
Cancer 142 (6.8)
Chronic pain 131 (6.3)
Depression, anxiety 98 4.7)
Long COVID 80 (3.8)
Cardiovascular diseases® 75 (3.6)
Thyroid disorders 71 (3.4)
Respiratory disease® 68 (3.3)
High blood pressure 51(2.4)
Inflammatory bowel disease 38 (1.8)

#List of the most frequently reported conditions to which the
decision refers.

*Inflammatory rheumatic diseases include arthritis, arthrosis,
osteoporosis, and rheumatism.

‘Cardiovascular diseases include acute myocardial infection
and stroke.

dRespiratory diseases include asthma and chronic obstructive
pulmonary disease.

desired level of involvement in the decision-making
process.

As shown in Table 3, SDM-Q-9 scores varied across
sociodemographic groups, conditions, and types of deci-
sions. Men reported higher scores than women did (68
[26] v. 61 [27]), and patients with higher education levels
had slightly better scores compared with those with lower
education (63 [26] v. 59 [27]). SDM scores increased
across age categories, ranging from 62 (25) to 69 (27).

Results also showed disparities across conditions asso-
ciated with the decision reported by the participant. Fig-
ure 2 highlights that patients with long COVID (54 [28])
and endometriosis (58 [25]) had the lowest SDM-Q-9
scores, while those with cancer (70 [26]) and depression/
anxiety (69 [26]) reported the highest. Decision types also

influenced SDM perceptions: decisions involving sur-
geries (71 [25]) or medical devices (70 [22]) received the
highest scores, while those related to social and health
insurance issues had lower scores (59 [27]). Finally, deci-
sions involving specialists (64 [27]) were rated higher than
those involving general practitioners (62 [27]) or other
health care professionals such as pharmacists or nurses
(58 [30)).

Factors associated with the Perceived Level of SDM

The multivariate analysis, as presented in Table 3, under-
score the multifactorial nature of SDM, highlighting the
influence of patient characteristics, health care contexts,
and decision types. Findings confirmed several factors
independently associated with SDM-Q-9 scores. Factors
associated with higher perceived SDM were being male,
patients with higher health literacy levels, decisions relat-
ing to cancer or cardiovascular diseases, decisions related
to surgeries and medical devices, and decisions made with
specialists.

Discussion

In this study of 2,087 patients weighted to represent the
French population of patients with chronic conditions,
we observed a moderate perceived level of SDM as mea-
sured with the SDM-Q-9 score. Participants declared
lower SDM scores for decisions relating to long COVID
and endometriosis, targeting drug or changing follow-up
changes, made with general practitioners, among women,
with low educational level, low literacy level, and high
treatment burden.

In comparison with a 2017 systematic review of inter-
vention studies using the SDM-Q-9 questionnaire, with
mean scores ranging from 42 to 75 in a variety of health
care settings, mainly in Europe, our overall SDM-Q-9
score of 63 is in the higher range noted in this review.”
Several factors might explain this, including recent
efforts to promote patient participation in the health
care system, notably in France.” While many studies in
the review involved chronic conditions, several also
focused on acute or preventive decisions (cancer screen-
ing, elective surgery), often assessed in the context of
controlled interventions. In contrast, our study focused
exclusively on patients with chronic conditions, asking
them to reflect on what they considered the most impor-
tant health decision made in the past 12 mo. This fram-
ing may have influenced how patients perceived and
recalled their SDM experience while also allowing for
meaningful comparisons with previous findings. These
findings should be interpreted in light of the differences
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Table 3 Factors associated with Shared Decision Making, Multivariate Linear Regression Results

Model 1* Model 2"
SDM-Q-9,
Characteristic Mean (SD) B P B P
Total 63 (27)
Age,y
Ref: [18; 34] 62 (25) — — — —
[35; 54] 62 (27) 0.87[—-2.7, 4.5] 0.6 8.1[3.5, 13] <0.001
[55; 74] 66 (27) —=2.0[-5.7, 1.7] 0.3 34[-1.7,8.6] 0.2
[75; 100] 69 (27) =5.0[—9.6, —0.41] 0.033 —-1.6[-8.5,5.2] 0.6
Sex
Male 68 (26) 8.91[6.3, 11] <0.001 3.910.44, 7.4] 0.027
Education level
Ref: Low 59 (27) — — — —
High school 65 (27) —2.3[-5.0,0.39] 0.093 6.0 [2.1,9.9] 0.003
Higher education 63 (26) —1.1[-1.4, —0.70] <0.001 —1.1[-4.4,2.1] 0.5
Level of health literacy (FCCHL) (0-70)° — 4.71[3.1, 6.3] <0.001 4.812.9, 6.7] <0.001
Treatment burden (TBQ)° — —-1.1[—1.4, —0.70] <0.001 —0.35[—0.80, 0.10] 0.13
No. of chronic conditions
Ref: 1 63 (27) — — — —
2+ 63 (27) —2.3[-5.0,0.39] 0.093 —1.1[—4.6, 2.5] 0.6
Decision
Ref: Drug related 60 (28) — — — —
Performing a surgery 71 (25) 16 [12,19] <0.001 8.0 [3.6, 13] < 0.001
Using a medical device 70 (22) 4.510.32, 8.7] <0.001 9.8 3.1, 16] 0.004
Changing follow-up 63 (28) 2.0[-1.8,5.8] 0.3 5.1[0.49, 9.8] 0.030
Social and health insurance related® 59 (27) 24 (18, 29] <0.001 17 [11, 23] <0.001
Health care professionals
Ref: Specialists 64 (27) — — — —
Generalists 62 (27) —6.9[-9.4, —4.3] <0.001 —8.6[—12, —54] <0.001
Other® 58 (30) -9.6[—15, —4.3] <0.001 —26[—32, —19] <0.001
Disease
Ref: Cancer 70 (26) — — — —
Diabetes (type 1 or 2) 68 (26) — — —16[—22, —9.6] <0.001
Endometriosis 58 (25) — — —6.3[—13,0.77] 0.081
Inflammatory rheumatic diseases 65 (26) — — —=9.1[—15, =3.2] 0.003
Chronic pain 62 (28) —11[-17, =3.9] 0.002
Depression, Anxiety 69 (26) — — 3.8[—3.1, 1] 0.3
Long COVID 54 (28) — — —16[—-23, =7.9] <0.001
Cardiovascular diseases (stroke, acute 60 (29) — — 2112, 29] <0.001
myocardial infarction)
Thyroid disorders 65 (28) — — —17[—24, —9.4] <0.001
Respiratory disease 68 (25) — — —17[-25, —9.5] <0.001
High blood pressure 58 (25) — — —13[-21, =5.1] 0.001
Inflammatory bowel 64 (23) — — —16[—25, —6.7] <0.001

FCCHL, Functional, Communicative and Critical Health Literacy scale; SD, standard deviation; SDM-Q-9, 9-item Shared
Decision-Making Questionnaire; TBQ, Treatment Burden Questionnaire.
#Model 1, N = 2,087, factors associated with SDM level adjusted for age, sex, education level, health literacy level, treatment

burden level, number of chronic conditions, type of the most decision for patients and health care professionals involved in the

decision.

"Model 2, N = 1,266; model 1 also including the most frequent conditions to which the decision referred.

“Regression for a 10-unit increase.

9Disability forms, out long-term illness forms, certificates.

“Midwife, physiotherapist, pharmacist.
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Depression, Anxiety

Cancer -

Diabetes -

Inflammatory rheumatic |
Inflammatory bowel diseases -

Thyroid disorders

Respiratory diseases

Chronic pain

High blood pressure -

Cardiovascular di

Long COVID 1

Endometriosis

25 50 75 100

Planning or performing a surgery .
Using a medical device .

Changing disease follow-up

Carrying out additional examinations

Taking a new drug treatment, Drug related decisions

Social and health insurance related

Cc

25 50 75 100

Specialist

General practitioner

Other(nurse, pharmacist, midwife)

25 50 75 100
SDM-Q-9 score (0-100)

Figure 2 Distribution of overall SDM-Q-9 scores (0—100) among chronic conditions that the decision referred (A), type of
decisions made (B), and health care professionals met for the decision (C) (N = 2,087).

in study context and decision types. Reported SDM-Q-9
scores vary depending on whether decisions are assessed
in real-life settings or in controlled interventions and on
the nature of the decision.”® Acute decisions are often
made in a single encounter, under time constraints, and
often focus on resolving a specific health issue such as
upper respiratory tract infection, mild diverticulitis, and
so forth. In contrast, chronic care decisions are usually
distributed over time, revisit tradeoffs, and integrate
broader life considerations such as long-term manage-
ment and lifestyle compatibility. Thus, balancing options
based on their evidence and the values and preferences
of individuals will differ depending of the types of deci-
sion and thus in terms of engagement.”> These differ-
ences that are so multidimensional in decision-making
contexts may partly explain the variability in perceived
SDM scores between studies. Our lower scores may also
be explained by the fact that decisions reported in our
sample concerned chronic care, often involving complex-
ity, uncertainty, or emotional burden.

Our results can also be compared with population-
level studies conducted in other countries. For example,
the DECISIONS study conducted in the United States

regarding recent medical decisions found that the level of
patient involvement varied greatly across decision types
(surgery, screening, medication) and that sociodemo-
graphic characteristics, such as gender and education,
influenced the extent of SDM.?® Despite differences in
instruments and settings, these results align with our find-
ings, notably the lower perceived SDM in certain groups
(patients with low literacy) and the variability according
to decision types. These findings are also echoed in the
recent 2025 OECD PaRIS report, which identified signif-
icant inequalities in patient engagement and perceived
autonomy across countries and within populations, par-
ticularly by gender, education level, and health literacy.*’
These international findings further support the need for
tailored SDM strategies adapted to the diversity of
patient profiles and health system contexts.

Despite these encouraging results, disparities pointed
out in our results show that SDM is still not yet totally
and systematically integrated in clinical practice. Also,
according to patients’ perceptions, the SDM model pro-
cess is not fully deployed with some components that are
not implemented, such as pro-and-con discussions or
patients’ preferences inquiry. A previous study showed
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that clinicians found it inappropriate to ask these 2 ques-
tions during a consultation.”® Several studies also indi-
cate that most clinicians mistakenly believe that they
know the patient’s preferred level of involvement with-
out asking them.”®?° This preference should itself be
informed rather than based on a clinician’s presumption
about the patient’s wishes.

It is also important to consider whether the observed
variations in SDM may reflect not only differences in
implementation but also the appropriateness and feasibil-
ity of SDM depending on the clinical context, the capac-
ity to single out one of few decision points, and the type
of decision.*®3! For instance, preference-sensitive deci-
sions such as surgery may seem more conducive to shared
deliberation, whereas time-constrained or protocol-
driven decisions (e.g., renewing a prescription) may leave
less room for patient involvement or even the consider-
ation that there is a decision point: renew or not.'® There-
fore, part of the variation we observed could relate to
contextual differences in how suitable SDM is perceived
by professionals for each clinical decision. However,
involving patients in each decision, including primary
care, is crucial since it can set out the trajectory of future
decision points and contributes to building agentivity
and decisional autonomy. In fact, the only way to clearly
determine what is important to patients is to clarify the
decision points and outcomes of options laid out. Profes-
sionals’ beliefs about the appropriateness of SDM in cer-
tain situations may act as a barrier, reinforcing the need
to address misconceptions.”® This may also explain the
lower SDM scores reported for decisions made with GPs.
These results should not be interpreted as a reflection of
GPs’ willingness or skills to engage in SDM but rather as
a consequence of the type of decisions typically handled
in primary care. In our study, patients were asked to
report the most important health decision they made in
the past 12 mo, many of which related to significant
interventions or treatment changes more commonly man-
aged in specialist care. This difference in clinical context
likely influenced the type and depth of shared delibera-
tion observed across provider types.

Variations observed in SDM scores in our results pro-
vide valuable insights for future research, considering
specific medical conditions and patient profiles. The
highest levels of SDM reported by cancer patients reflect
oncology’s leadership in improving patient pathways
and care experiences in France and internationally. Con-
versely, patients with long COVID and endometriosis
reported lower SDM scores. Despite their different medi-
cal underpinnings, these conditions share common chal-
lenges such as clinical uncertainty, notably due to
misdiagnosis,*>* widespread impairing symptoms,***>

and the absence of effective curative treatments.***® The
low SDM scores in these cases might be attributed to
physicians’ difficulties in their own decision-making pro-
cess, perceiving patient involvement in the decision as
too costly, given that clinicians’ self-efficacy and knowl-
edge are essential for SDM. However, by involving
patients and sharing responsibilities, applying SDM in
situations of uncertainty might be even more beneficial.
Limited literature exists on SDM in long COVID and
endometriosis care, but patients with endometriosis
express willingness to be involved in decisions and dis-
ease management.’’*8

Our results also emphasize the need for caution in
SDM practices to avoid reinforcing existing social health
inequities.'****° We found that patients with lower lit-
eracy were less involved in decisions, which is contrary
to the equity goal of SDM. To address this, SDM inter-
ventions designed for vulnerable populations have shown
effectiveness in reducing health inequities.*' These
interventions counter professionals’ perceptions of vul-
nerable patients’ reduced capabilities or unwillingness to
participate.*?

Our findings advocate going beyond regulatory incen-
tives and national guidelines in France to work toward
more inclusive and effective SDM practices that benefit
all patients and root SDM in daily clinical practices in
France. The roll out of structured, multifaced SDM
implementation programs including organizational and
individual interventions would support health profes-
sionals and foster SDM implementation at all health sys-
tem levels and support, as did the MAGIC program in
the United Kingdom.**

Strengths and Limitations

Our study is the first nationwide survey to evaluate the
level of SDM perceived by patients with chronic condi-
tions in France, conducted in daily practices. One of our
strengths is to link patients’ perception of SDM to the
decision made and the professional encountered. Never-
theless, we acknowledge some limitations. Primarily, par-
ticipants were drawn from an electronic patient e-cohort,
who may be more engaged in their care and motivated to
participate in research or to convey a specific message.
The sample may include individuals who are particularly
engaged in their health care and more inclined to value
participation in medical decision making. Although, after
weighting, the sample reflects the lower formal educa-
tional attainment of the chronic disease population in
France, participants in our e-cohort still reported higher
scores on the FCCHL scale, reflecting greater health lit-
eracy and engagement than the general population.
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This could have led to an overestimation of SDM lev-
els compared with the general population of patients
with chronic conditions. However, weighting allows us
to adjust our sample to reflect the characteristics of the
French population suffering from chronic conditions.
Another limitation is the inherent subjectivity in how
participants interpreted what constituted a decision. The
categorization of “type of decision” is complicated by
whether or not the patient conceptualized an interaction
as a decision, and this ambiguity may have influenced
how participants reported their most important decision.
According to foundational and recent models of SDM,
however, it is the clinician’s responsibility to clearly sig-
nal to the patient when a decision is being faced and thus
need to be made in order to enable their meaningful
involvement in the process.*** Finally, our questionnaire
assesses the perceived level of patient health care decision
making over the previous 12 mo; thus, our data may be
susceptible to recall bias, even though this might be lim-
ited since the average time since the decision was 4 mo.

Conclusion

The perceived level of SDM among patients with chronic
conditions in France is moderate, but disparities persist,
influenced by sociodemographic factors, health literacy
level, type of disease, and decision taken. To address
these disparities, intensified efforts are essential to
enhance the implementation of SDM in routine clinical
practice in France, notably toward vulnerable patients.
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