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Abstract 

Background: In primary care, patients increasingly face difficult decisions related to complex care needs (multimor-
bidity, polypharmacy, mental health issues, social vulnerability and structural barriers). There is a need for a pragmatic 
conceptual model to understand decisional needs among patients with complex care needs and outcomes related 
to decision. We aimed to identify types of decisional needs among patients with complex care needs, and decision-
making configurations of conditions associated with decision outcomes.

Methods: We conducted a systematic mixed studies review. Two specialized librarians searched five bibliographic 
databases (Medline, Embase, PsycINFO, CINAHL and SSCI). The search strategy was conducted from inception to 
December 2017. A team of twenty crowd-reviewers selected empirical studies on: (1) patients with complex care 
needs; (2) decisional needs; (3) primary care. Two reviewers appraised the quality of included studies using the Mixed 
Methods Appraisal Tool. We conducted a 2-phase case-based qualitative synthesis framed by the Ottawa Decision 
Support Framework and Gregor’s explicative-predictive theory type. A decisional need case involved: (a) a decision 
(what), (b) concerning a patient with complex care needs with bio-psycho-social characteristics (who), (c) made 
independently or in partnership (how), (d) in a specific place and time (where/when), (e) with communication and 
coordination barriers or facilitators (why), and that (f ) influenced actions taken, health or well-being, or decision qual-
ity (outcomes).

Results: We included 47 studies. Data sufficiency qualitative criterion was reached. We identified 69 cases (2997 
participants across 13 countries) grouped into five types of decisional needs: ‘prioritization’ (n = 26), ‘use of services’ 
(n = 22), ‘prescription’ (n = 12), ‘behavior change’ (n = 4) and ‘institutionalization’ (n = 5). Many decisions were made 
between clinical encounters in situations of social vulnerability. Patterns of conditions associated with decision 
outcomes revealed four decision-making configurations: ‘well-managed’ (n = 13), ‘asymmetric encounters’ (n = 21), 
‘self-management by default’ (n = 8), and ‘chaotic’ (n = 27). Shared decision-making was associated with positive out-
comes. Negative outcomes were associated with independent decision-making.

Conclusion: Our results could extend decision-making models in primary care settings and inform subsequent user-
centered design of decision support tools for heterogenous patients with complex care needs.
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Background
Primary care plays a crucial role regarding patients with 
complex care needs (PCCNs) [1, 2]. Typically, PCCNs 
combine multimorbidity, polypharmacy, mental health 
issues, and social vulnerability, and face structural bar-
riers that hamper optimal use of health and social care 
services [3–5]. PCCNs experience unmet care needs, 
fragmented care, inadequate quality of care, poor health 
outcomes, and inappropriate services overuse or under-
use [6, 7]. This population is often faced with difficult 
decisions, e.g., to visit emergency department or to use 
home care services [8, 9]. These decisions are often com-
plicated by a lack of consensus between the stakeholders 
(patient, caregiver, and practitioners). In line with Luh-
mann [10, 11], complexity refers to the repeated pressure 
on PCCNs, their caregivers and practitioners to select 
one option among many, despite uncertainties and lack 
of consensus undermining the decision-making process.

In this article, decisional needs are situational, i.e., they 
refer to the context of the decision and the experience 
of the stakeholders. Many PCCNs experience decisional 
conflict which can be marked by a state of individual 
uncertainty regarding decisions that challenge personal 
values [12]. Uncertainty in decision-making can lead to 
negative decision outcomes, e.g., delay decision, over-
whelmed patient, inappropriate use of health services 
[13]. Unmet decisional needs, such as inadequate knowl-
edge or unclear values, can exacerbate this uncertainty 
[12]. In turn, unmet needs might lead to negative emo-
tions such as decision regret, affect healthcare use (e.g., 
provoke inappropriate overuse or underuse of services), 
and produce harmful health outcomes (e.g., harms of 
non-beneficial options). Decision support tools and 
interventions that address decisional needs may improve 
decision quality, i.e., are congruent with a patient’s [or 
caregiver’s] personal values and informed by empirical 
evidence [14]. Improving decision quality may lead to 
positive outcomes, i.e., reduce delays in decision-making, 
the inappropriate use of services, and negative emotions 
such as blame or regret [13].

Decisional needs assessments aim to describe the 
context of decision-making and the specific support 
required. Assessing the decisional needs of patients 
focusses on identifying specific decision points with mul-
tiple options [15, 16]. Decision support interventions 
aim to address decisional needs by (a) resolving deci-
sional conflict, (b) improving knowledge and information 
exchange, (c) clarifying patient values, preferences, and 

expectations, and (d) identifying the resources they need 
including social support. PCCNs face cascade of difficult 
decisions involving multiple stakeholders (caregivers and 
practitioners). Meeting decisional needs and reducing 
the harm caused by poor decision quality is even more 
urgent for them. However, there are significant knowl-
edge gaps regarding the decisional needs of PCCNs and 
their caregivers [17]. In addition, no study has previously 
outlined possible downstream outcomes of decisions 
made by or for PCCNs. These gaps hinder the design of 
adapted decision support for this population. Therefore, 
we aimed to identify types of decisional needs among 
PCCNs, and patterns of decision-making conditions 
associated with decision outcomes (hereafter, decision-
making configurations).

Methods
Study design
The protocol was previously published [18]. We con-
ducted a systematic mixed studies review (qualita-
tive, quantitative, and mixed methods studies) with an 
international multidisciplinary team including primary 
care researchers and knowledge users (patient-partner, 
practitioners, service managers and policy makers) [19, 
20]. We systematically searched, identified, selected, 
appraised, and synthesized qualitative and quantitative 
evidence. Since there is no reporting guideline for sys-
tematic mixed studies reviews, this review combined the 
reporting recommendations from the PRISMA statement 
for systematic literature reviews [21] and the ENTREQ 
statement for enhancing transparency in reporting a 
qualitative review [22] (PRISMA checklist and addressed 
elements of the ENTREQ statement are available in 
additional file 1).

Eligibility criteria
We based eligibility criteria on a pilot project, a case 
series [8] and a scoping review [9], that sought to identify 
characteristics of PCCNs and possible support interven-
tions. We included empirical studies (using qualitative, 
quantitative or mixed methods) written in French, Eng-
lish or Spanish when they (1) dealt directly or indirectly 
with PCCNs, or a population with at least two of the fol-
lowing characteristics: multimorbidity; mental health 
issues; polypharmacy; social vulnerability (socio-eco-
nomic deprivation, highly disabled people, marginalized 
populations); or healthcare services overuse or underuse, 
(2) concerned a decision-making process and included a 
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decision outcome description (i.e. actions taken or well-
being impacts); (3) were conducted in a primary care 
setting or dealt with primary care settings directly or 
indirectly, e.g., transition from hospital. Because of the 
specificity of their decisional needs (e.g., the end-of-life 
situation), we excluded two populations: people in pallia-
tive care and children with complex care needs.

Search strategy
Two specialized librarians in systematic mixed studies 
reviews developed and tested the search strategy (avail-
able in additional  file  2) to include the four main con-
cepts: PCCNs, decisional needs, primary healthcare, 
and empirical research. They explored five bibliographic 
databases: Medline (Ovid), Embase (Ovid), PsycINFO 
(Ovid), CINAHL (EBSCOhost), and the Social Sciences 
Citation Index (Web of Science). In each database, the 
search strategy was conducted from inception to Decem-
ber 2017. In addition, we asked the Participatory Review 
Team members to point us to any other relevant studies.

Selection of eligible studies
We trained twenty crowd-reviewers to select relevant 
studies. This method of selection by crowdsourcing is 
detailed elsewhere [23, 24].

We imported bibliographic records (including titles 
and abstracts) into EndNote and removed duplicates 
using the Bramer’s method [25]. Then, we imported all 
studies into specialized online software for selection 
(DistillerSR). Crowd-reviewers were researchers, gradu-
ate students, and practitioners from different disciplines 
(family medicine, nursing, occupational therapy, epide-
miology, and social sciences). Seven crowd-reviewers 
were Participatory Review Team members. The lead 
author (A1) trained the crowd-reviewers to include and 
exclude studies using DistillerSR. All imported studies 
were screened by at least two independent reviewers. In 
addition, the trainer met crowd-reviewers individually 
during the selection process (monitoring) and clarified 
inclusion and exclusion criteria when needed. Based on 
this selection process, with continuous quality control, 
the interdisciplinary diversity of crowd-reviewers’ view-
points helped us establish an initial raw classification of 
PCCNs- and decisional needs-related concepts. For each 
record, two independent reviewers performed the follow-
ing two-step selection:

Step 1: For each title/abstract, two crowd-reviewers 
independently answered four questions: (a) Is this record 
about a study involving PCCNs?; (b) Is this record use-
ful for decisional needs assessment?; (c) Does this record 
involve (deal with) a primary health care setting?; and (d) 
Is this an empirical study? The response options were: 

yes, no, cannot tell. A1 made the final decision concern-
ing records with contradictory responses.

Step 2: For each full-text paper, two crowd-reviewers 
independently applied the same eligibility criteria and 
response options. A1 trained crowd-reviewers using a 
comprehensive codebook with definitions and illustrative 
examples. The codebook helped reviewers to quickly jus-
tify the inclusion of a study.

Critical appraisal of included studies
We used the Mixed Methods Appraisal Tool (MMAT) to 
appraise and describe the methodological quality of the 
included qualitative, quantitative and mixed methods 
studies [26]. Two reviewers (a lead author and a mem-
ber of the Participatory Review Team) independently 
appraised all included studies and met to resolve disa-
greements (no third-party arbitration was needed).

Data extraction and qualitative synthesis
A1 extracted the characteristics of included studies (year, 
research design and number of PCCNs) and excerpts on 
decisional needs. The second author (A2) verified the 
extraction. With respect to the few studies that compared 
PCCNs with other patients, we retained only the PCCNs-
related data. Then we performed a hybrid deductive/
inductive thematic synthesis of the qualitative evidence 
[27] in two phases [20] to build a typology of decisional 
needs and decision-making configurations.

Qualitative methodologies are appropriate to get an 
in-depth and holistic understanding of complex phenom-
ena [28], like PCCNs’ decisional needs. Data sufficiency 
is the criterion used to appraise reviews with qualitative 
synthesis: “(1) data should be sufficient to permit com-
parisons among selected dimensions and constructs; (2) 
the reports should reflect the work of several distinct and 
independent investigators; and (3) the data should be suf-
ficient to answer the research question” (29: p. 37 cited in 
[29]).

In addition, literature reviews with qualitative synthe-
ses give an essential place to theories [30], and can com-
bine qualitative and quantitative evidence [20].

Phase 1 –typology of decisional needs
With respect to the hybrid synthesis, the deductive com-
ponent of the synthesis was derived from the Ottawa 
Decision Support Framework (ODSF) [31]. The ODSF 
workbook proposes a step-by-step guide for decisional 
needs assessment that can be performed using different 
data collection methods, including a review of the litera-
ture [16].

According to the ODSF workbook, our initial code-
book included the following thematic categories: (a) type 
of decision; (b) PCCNs’ bio-psycho-social characteristics; 
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(c) stakeholders’ roles in the decision-making; (d) deci-
sion-making context; (e) intrinsic or extrinsic condi-
tions influencing decision-making; (f ) decision outcomes 
(e.g., actions taken, health and well-being impacts, and 
decision quality, i.e., informed and/or value-based). In 
addition, the decision support tools and strategies were 
codified.

We conducted data extraction, interpretation, and cod-
ing iteratively, going back and forth from articles and 
data to themes. A1 coded articles using NVivo 11 [32], 
and made an inventory of decisional needs with written 
interpretations. A1 and A2 ensured consistency and rigor 
by holding weekly meetings and combining their inter-
pretations of the decisional needs identified [33].

Then, in the inductive component, A1 and A2 identi-
fied themes and subthemes suggested by the data. They 
performed the synthesis and produced an initial code-
book including a structured list of these themes and 
subthemes with definitions and illustrative examples. In 
2017, in the project design step, they had conducted four 
meetings with a core group of 12 co-researchers includ-
ing a patient-partner and three members of an interna-
tional advisory committee [18]. This led them to revise 
the codebook (available on request), clarifying the defi-
nitions and adding subthemes. In 2018, they conducted 
seven group meetings with the Participatory Review 
Team members who discussed, approved, or improved 
Phase 1 results and Phase 2 methodological elements.

Phase 2 – decision‑making configurations
A1 used NVivo’s advanced queries functions (qualitative 
matrix) to cross-analyze the themes and establish rela-
tionships among them. Following Gregor’s explicative-
predictive theory type, we synthesized cases to explain 
decisional needs and predict testable propositions of 
pattern of decision-making conditions associated with 
decision outcomes [34]. In line with Gregor [34], an 
explanation and prediction theory aims to answer the 
following question: what is, how, why, when, where, and 
what will be (e.g. outcome). We defined a case as a deci-
sional need involving: (a) a decision, e.g. use of service 
(what), (b) concerning a PCCN with bio-psycho-social 
characteristics, e.g. social vulnerability (who), (c) made 
independently or in partnership, e.g. with the practitioner 
(how), (d) in a specific place and time, e.g. during a clini-
cal encounter (where/when), (e) with communication 
and coordination barriers or facilitators, e.g. communica-
tion quality with practitioners or interprofessional team 
(why), (f ) an influence on actions taken, health and well-
being, decision quality (decision outcomes).

For each case, A1 wrote a memo, i.e., a summary of 
the case-related data and themes, explaining decision-
making configurations, i.e., the conditions (what, who, 

how, where, when, why) and related outcomes (6 W-O). 
In one article, there may be several cases (memos) illus-
trating distinct conditions leading to different decision 
outcomes. When outcomes reported in included stud-
ies were clearly negative (or positive), the correspond-
ing outcomes were attributed in the configurations. 
When the reported outcomes were ambiguous, the out-
comes of the decision were assessed as equivocal in the 
configurations.

These memos were reviewed and discussed by A1 and 
A2 in weekly meetings and illustrated with a visual dia-
gram in the form of a spider web representing the 6 W-O 
relationships of each case (Fig.  1). Spider web diagrams 
are a visualization tool that helps compare different 
dimensions of a complex concept [29]. To illustrate the 
types of decisional needs identified, we selected 31 typi-
cal memos (maximum 6 W-O variation sampling) and 
discussed them with five knowledge users of the Par-
ticipatory Review Team: a social worker, a nurse, a phar-
macist and two family doctors. The knowledge users 
validated the cases based on their expertise and practi-
cal experience. Second, we mapped each case on to our 
spider-web diagram, cross-associating similar outcomes, 
and conditions to create a series of different patterns. 
We then grouped these patterns into decision-making 
configurations.

Results
Description of included studies
As shown in Fig. 2, we screened 8616 records and 1293 
full-text papers. Of those, 47 studies were included in the 
synthesis: 41 qualitative, two quantitative and four mixed 
methods studies (Table 1). Together, these studies repre-
sent a large sample of 2997 participants (2107 patients, 
698 practitioners and 192 caregivers) from 13 countries. 
Among the studies, we identified 69 decisional needs 
cases (see additional file 3 tables for more details about 
cases).

Overall, the quality of the 47 included studies was 
deemed good, according to the 2018 version of the 
MMAT (see additional file 4). Among the 41 qualitative 
studies, 14 addressed all five MMAT qualitative crite-
ria, 23 did not specify the qualitative design (one crite-
rion unmet), and four did not meet one or more criteria 
regarding data collection, analysis, interpretation, or 
coherence. One non-randomized study did not meet 
the measurement criterion and one descriptive quan-
titative study (descriptive statistics on baseline data 
of a trial) did not meet the criterion on sampling and 
sample representativeness. Of the four mixed meth-
ods studies, two met the five MMAT mixed methods 
criteria, one presented an adequate rationale for using 
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a mixed methods design to address the research ques-
tion, and one did not adequately integrate the various 
components of the study to answer the research ques-
tion or address divergences and inconsistencies.

Decisional needs typology
This section presents the emergent (suggested by data) 
typology of decisional needs, grouped in five types of 
decision: ‘prioritization’ (n =  26 cases), ‘use of services’ 
(n =  22 cases), ‘prescription’ (n =  12 cases), ‘behaviour 

Fig. 1 Decisional needs of patients with complex care needs: Template diagram for data visualization

Fig. 2 Flow Chart
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Table 1 Table of characteristics of included studies (n = 47)

Sources # of participants (total) # of patients # of caregivers # of practitioners Country

[35] 8 0 0 8 Australia

[36] 26 0 0 26 Australia

[37] 20 0 20 0 Australia

[38] 26 26 0 0 Australia

[39] 807 807 0 0 Belgium

[40] 33 25 8 0 Canada

[41] 59 27 27 5 Canada

[42] 35 35 0 0 Canada

[43] 23 0 17 6 Canada

[44] 65 16 37 12 Canada

[45] 81 29 24 28 Canada

[46] 62 62 0 0 Canada

[47] 83 27 28 28 Canada

[48] 36 21 0 15 Germany

[49] 86 43 0 43 Germany

[50] 21 21 0 0 Ireland

[51] 41 28 13 0 Lebanon

[52] 25 0 0 25 Netherlands

[53] 73 60 0 13 Netherlands

[54] 22 11 11 0 Netherlands

[55] 142 0 0 142 Norway

[56] 16 0 0 16 New Zealand

[57] 180 0 0 180 Sweden

[58] 16 4 0 12 Sweden

[59] 10 5 0 5 Switzerland

[60] 41 41 0 0 United Kingdom

[61] 32 19 0 13 United Kingdom

[62] 14 14 0 0 United Kingdom

[63] 40 20 0 20 United Kingdom

[64] 18 18 0 0 United Kingdom

[65] 7 0 7 0 United Kingdom

[66] 40 20 0 20 United Kingdom

[67] 55 35 0 20 United Kingdom

[68] 37 8 0 29 United Kingdom

[69] 50 50 0 0 United Kingdom

[70] 28 28 0 0 United Kingdom

[71] 30 30 0 0 United Kingdom

[72] 302 302 0 0 United States

[73] 57 40 0 17 United States

[74] 53 53 0 0 United States

[75] 50 50 0 0 United States

[76] 30 30 0 0 United States

[77] 21 21 0 0 United States

[78] 20 20 0 0 United States

[79] 25 25 0 0 United States

[80] 36 36 0 0 United States

[81] 15 0 0 15 United States
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change’ (n =  4 cases), and ‘institutionalization’ (n =  5 
cases) (Table 2). These thematic categories correspond to 
the following main questions, respectively: Which issues 
should the patient prioritise? Should the patient consult 
or not? Should the practitioner prescribe or deprescribe, 
or should the patient adhere or not to the prescription? 
Does the patient stop or maintain unhealthy lifestyle 
behaviour (e.g., smoking)? Caregiver’s question: Should 
my relative stay home or should they move to an insti-
tution (e.g., nursing home)? In addition to the type of 
decision, the next sections also provide a description of 
related decision-making conditions, including the use of 
tools and strategies.

Prioritization: needs to deal with competing priorities 
of PCCNs

Highlights 

• Due to the combination of several issues (e.g., mul-
timorbidity, polypharmacy, social vulnerability), 
patients are confronted with three interrelated lev-
els of prioritization: Which discussion topic should 
I present in a time-limited clinical encounter? What 
health issues should I prioritize in my care? How do 
I negotiate my other life priorities compared to my 
care priorities?

• Most prioritizations are done independently by prac-
titioners or patients.

• Patients and practitioners have different perceptions 
of priorities.

• Prioritization tools and strategies are occasionally 
used in partnership by patients and practitioners.

The most common decisional needs concerned the diffi-
culty prioritizing mental, physical, social, or other issues 
(26 of 69 cases). We identified 26 ‘prioritization’ cases 
derived from 20 studies, which represented 1210 partici-
pants (740 patients, 55 caregivers and 415 practitioners). 
Cases concerned patients with overlapping bio-psycho-
social characteristics: multimorbidity (n = 23/26), polyp-
harmacy (n = 9/26), mental health issues (n = 12/26) and 
social vulnerability (n =  11/26). Prioritization occurred 
during (n = 19) or between (n = 7) clinical encounters.

In the context of multimorbidity, the patient often had 
a lot of information to share during clinical meetings. 
They had to decide which information to present dur-
ing a time-limited clinical encounter. Then, the practi-
tioner would choose from among the patient’s multiple 
concerns which topics to focus on. After an information 
exchange, the patient, and the practitioner, indepen-
dently or in partnership, determined the priorities and 
goals to address.

In 10 cases, practitioners or patients prioritized indepen-
dently during clinical encounters (see additional file 3.1). 
Of those, eight cases reported a lack of patient-practi-
tioner communication. Typically, the practitioner led the 

Table 2 Five types of decisional needs

*These participants report an inappropriate use of services (overuse or underuse)

Types of decisional needs

Conditions linked to 
decisional needs

Prioritization
(26 cases 1210 
participants)

Use of services
(22 cases; 769 
participants)

Prescription
(12 cases; 460 
participants)

Behaviour change
(4 cases; 267 
participants)

Institutionalization
(5 cases; 982 
participants)

Who
PCCN bio-psycho-
social characteristics

multimorbidity (n = 23)
polypharmacy (n = 9)
social vulnerability 
(n = 11)
mental health issues 
(n = 12)
frequent user* (n = 1); 
under user (n = 2)*

multimorbidity 
(n = 17)
polypharmacy (n = 9)
social vulnerability 
(n = 16)
mental health issues 
(n = 6)
frequent user (n = 7); 
under user (n = 4)

multimorbidity 
(n = 12)
polypharmacy (n = 11)
social vulnerability 
(n = 9)
mental health issues 
(n = 8)
frequent user (n = 1)
under user (n = 1)

multimorbidity (n = 1)
polypharmacy (n = 1)
social vulnerability 
(n = 4)
mental health issues 
(n = 3)
frequent users (n = 1); 
under users (n = 1)

multimorbidity
(n = 2)
polypharmacy
(n = 1)
social
vulnerability
(n = 5)
mental health
issues (n = 5)

How
The decision is made 
in partnership or inde-
pendently (decision 
driven by)

partnership (n = 9)
independently (n = 17)
(8 by practitioner; 9 by 
patient)

partnership (n = 4)
independently (n = 18)
(3 by practitioner; 
13 by patient; 2 by 
caregiver)

all indepen-
dently = (n = 12)
(8 by practitioner; 4 by 
patient)

all indepen-
dently = (n = 4)
(3 by patient; 1 by 
caregiver)

all independently (n = 5)
(4 by caregiver; 1 by 
patient)

Where / WhenThe 
decision is made dur-
ing or between clinical 
encounter

during (n = 19)
between (n = 7)

during (n = 7)
between (n = 15)

during (n = 8)
between (n = 4)

all between (n = 4) all between (n = 5)
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discussion during the clinical encounter and selected the 
topics to be addressed (paternalistic prioritization). The 
patient realized that the practitioner was omitting certain 
issues, but decided to remain silent. Some practitioners 
complained about the overloaded agenda of PCCNs. For 
their part, patients sometimes selected the topics they 
wanted to discuss and deliberately avoided others that 
were clinically important, e.g., masking depression symp-
toms to avoid being given antidepressants (prioritization 
by omission). Other patients thought their point of view 
was trivial and feared that the practitioners would laugh 
at them.

In nine cases, practitioners and patients prioritized in 
partnership during the clinical encounter (see addi-
tional  file  3.2). The prioritization was explicit, with dis-
cussion and decision-making on a few selected issues. In 
all nine cases, stakeholders used a prioritization tool or 
strategy. First, some patients used tools in preparation for 
clinical encounter, and used it with the practitioner dur-
ing the encounter (e.g., a collaborative goal-setting aid). 
Second, they used another strategy if there was no tool 
available, e.g., choosing a few priorities beforehand to 
address in the clinical encounter, and scheduling several 
encounters to address all their priorities. Another strat-
egy consisted of finding a balance between the practi-
tioner’s disease-related priorities and the patient’s illness-
related priorities during the clinical encounter. Patients 
tended to prioritize issues related to functional health, 
quality of life and autonomy, e.g., appropriate support for 
maintaining activities of daily living. In contrast, practi-
tioners tended to prioritize issues related to the disease 
itself, e.g., the most severe health issues.

In seven cases, patients prioritized independently 
between clinical encounters (see additional file 3.3). Some 
socially vulnerable PCCNs felt they needed to prioritize 
activities of daily living over health care issues, e.g., mar-
ginalized people (homeless, drug users, migrants, sex 
workers). Some patients weighed the current and daily 
impact of some of their long-term conditions against 
those which they perceived could produce more seri-
ous and negative outcomes in the future. Some patients 
in situations of socio-economic deprivation decide to not 
adhere to care goals by inability to pay or a choice to pri-
oritize daily living activities over care.

Use of services: needs to decide whether the use of services 
is appropriate

Highlights 

• Patients with multimorbidity and in a situation of 
social vulnerability are confronted with different 
decision related to use of services: Should I consult 
or not? Should I use home care or social services, or 
not? Should I engage or not in a program? Should I 
adhere to an intervention or not? When should I go 
to the hospital or the emergency room?

• Patients and practitioners have different perceptions 
of what is a situation of frequent use of services.

• Some patients in  situation of social vulnerability 
inappropriately underuse health services due to lim-
ited access or service refusal.

• Most use of service-related decisions were made 
independently by patients and caregivers between 
clinical encounters.

• Tools are sometimes used in partnership with 
patients and practitioners to guide decisions on the 
use of services.

Another common type of decisional needs concerned use 
of services (22 of 69 cases). The 22 cases, derived from 
19 studies, represented 765 participants (463 patients, 
52 caregivers and 250 practitioners). Patients with this 
type of decisional need were in  situations of multimor-
bidity (n =  17/22), social vulnerability (n =  16/22) and 
faced problems with patient-practitioner communica-
tion (n =  15/22) and interprofessional coordination 
(n = 8/22).

In seven cases, practitioners perceived these patients as 
frequent users of services, although their patients did not 
share this perception. Patients reported that they used 
services when their self-management burden threat-
ened to overwhelm them. Four cases concerned patients 
in situations of social vulnerability who underused health 
services due to limited access or service refusal, e.g., mar-
ginalized people.

In 15 ‘use of services’ cases, decisions were made inde-
pendently, mostly by patients, between clinical encoun-
ters (see additional  file  3.4). The patients decided inde-
pendently in 14 cases and the practitioners in one case 
(exclusion of a patient from a program). Patients were 
mostly in  situations of social vulnerability (10 of 14 
cases). Twelve cases explained the difficulty of the deci-
sion-making due to the lack of patient-practitioner com-
munication (n =  10) and a lack of inter-professional 
coordination (n = 7). These 15 ‘use of services’ cases con-
cerned consultations with practitioners (n =  6), social 
and home care services (n = 4), emergency room or hos-
pitalization (n =  2), engagement in a program (n =  2) 
and interventions (n = 1). Regarding consultations, some 
patients preferred self-management and refused services, 
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while others were lost in the complexity of services or 
felt abandoned. With respect to social and home care 
services, patients’ and caregivers’ decisional needs fluc-
tuated over time depending on the evolution of patients’ 
multimorbidity and financial resources, or on their social 
support. Typically, elderly patients felt overwhelmed, 
overestimated their autonomy, and refused or delayed 
social and home care services. Regarding hospital ser-
vices, patients reported the emergency room and hospi-
talization as last resort options when the burden of self-
management exceeded their capacities. None of these 15 
cases reported use of a decision-making tool. Two cases 
reported strategies (see additional file 3.4) that could be 
developed further such as online communication tech-
nologies (e.g., secure messaging and video-conferencing) 
to aid self-management and receive specialized support 
(e.g., a social worker) for navigating health and social 
services.

Three ‘use of services’ cases presented decisions made 
independently during clinical encounters (see addi-
tional  file  3.5). Decisions were made independently by 
the physicians in two cases, and by patients or caregiv-
ers in one. All cases displayed a lack of patient/caregiver-
practitioner communication, often associated with nega-
tive perceptions of the other stakeholders, perhaps due 
to an unpleasant previous interaction. Some patients and 
caregivers, for example, withheld health information, 
refused to comply with regulations, or declined assistance 
with activities of daily living for instance. Some practi-
tioners felt uneasy with patients whom they saw as ‘dif-
ficult’ because they were non-compliant, frequent users 
of services, in  situations of social vulnerability, time-
consuming, or seriously ill and in need of high-intensity 
care. Some practitioners saw self-management as positive 
as it reduces use of services, while many patients consid-
ered seeing their doctor and nurse as a last resort, and 
their motivation to self-manage did not reflect a desire to 
reduce their use of healthcare services.

Four cases reported use of services decisions made in 
partnership with the practitioner during the clinical 
encounter (see additional file 3.6). In all four cases, stake-
holders used a tool, a strategy, or a program to facilitate 
decision-making. One case included a tool for help-
ing caregivers to select appropriate home care services: 
patients and caregivers had to decide (accept/refuse) 
among multiple service options. Two cases presented 
patient-centred strategies. One case presented a manage-
ment program that established individualized care plans 
for patients identified by their physicians as frequent 
users.

Prescription: needs to manage drug‑related decisions 
in a poor patient‑practitioner communication context

Highlights 

• Practitioners and their patients in a situation of 
multimorbidity, polypharmacy and social vulner-
ability are confronted decision related to prescrip-
tion.

• Prescription decision was taken independently, 
mostly by practitioners (Should I prescribe or not? 
How to deprescribe?), but sometimes by patients 
(Should I adhere or not to prescription?).

• No case reported a decision-making tool.

Twelve cases out of 69 reported decisional needs 
related to medication prescription (hereafter, pre-
scription), which represented 460 participants includ-
ing 176 patients, 35 caregivers and 249 practitioners. 
Patients faced multimorbidity, had polypharmacy and 
were in  situations of social vulnerability (or all three) 
in 12, 11 and 10 cases, respectively. In all ‘prescription’ 
cases, the patients or practitioners decided indepen-
dently. Eight cases presented a lack of inter-professional 
coordination and six cases a lack of patient-practitioner 
communication.

In eight cases, ‘prescription’ decisional needs concerned 
practitioners’ decisions made independently during 
clinical encounters (see additional  file  3.7). The eight 
cases concerned prescribing vs no-prescription (n =  5) 
or deprescribing (n =  3). None of these cases reported 
a decision-making tool, while two mentioned strate-
gies to improve decision-making processes (see addi-
tional  file  3.7). In one strategy, practitioners presented 
the positive and negative effects of the medication to the 
patient. In another strategy, patients enhanced the qual-
ity and amount of information provided by practitioners 
by bringing someone to the clinical encounter, preparing 
the encounter with a list of questions written in advance, 
reporting things mentioned previously by other prac-
titioners, and searching information by themselves in 
diverse sources, e.g., the Internet.

In four cases, ‘prescription’ decisional needs concerned 
patients’ decisions made independently, between clini-
cal encounters (see additional  file  3.8). Patients chose 
on their own not to adhere to prescriptions (medication 
not bought, or not taken). Some patients in situations of 
polypharmacy and lack of interprofessional coordination 
(e.g., too many prescribers) decided to stop or reduce 
medication by fear of iatrogenic drug-drug interaction. In 
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all cases, patients were in situations of social vulnerability 
and faced mental health issues.

Behavior change: needs to deal with unhealthy 
lifestyles in the context of social vulnerability and poor 
patient‑practitioner communication

Highlights 

• Patients in  situation of social vulnerability and their 
caregivers are confronted to behavior change deci-
sion

• Behavior change decision was made independently 
by patients between clinical encounters.

• No case reported a behavior change-oriented deci-
sion-making tool.

Four cases reported decisional needs pertaining to behav-
ior change (see additional file 3.9), and corresponded to 
267 participants including 80 patients, 40 caregivers and 
147 practitioners. Two cases reported alcohol use, sed-
entary lifestyles and smoking by patients with chronic 
obstructive pulmonary diseases. In a third case, patients 
with severe mental disorders did not alter their unhealthy 
lifestyles. In the fourth case, elderly patients with demen-
tia continued to drive. All cases involved patients in sit-
uations of social vulnerability, combined with mental 
health issues in three cases. All cases reported a lack of 
patient-practitioner communication and two cases a lack 
of inter-professional coordination. Patients or caregiv-
ers decided independently between clinical encounters. 
Patients and caregivers did not adhere to prescribed 
behavioral strategies.

Institutionalization: needs to handle conflictual decisions 
concerning the transfer of a cognitively impaired person 
to long term care

Highlights 

• With respect to non-autonomous patients, some car-
egivers are confronted with family conflicts and over-
whelmed by the institutionalization-related decision-
making process.

• A critical incident often triggered ‘institutionaliza-
tion’ decisional needs.

• No case reported a decision support tool.

Five cases reported decisional needs concerning transfer 
to long term care (hereafter institutionalization), which 
represented 982 participants including 850 patients, 92 
caregivers and 40 practitioners (see additional file 3.10). 
These cases showed that decisional needs about this issue 
are emotional and sometimes heart breaking. Typically, 
they involved caregivers making decisions for elderly 
patients in  situations of social vulnerability with cogni-
tive/mental disorders such as dementia who are unable 
to participate in decision-making. Also specific to this 
type of decisional need was that all cases presented fam-
ily conflicts, aggravated in two cases by migration-related 
and generational cultural conflict. Decision-making con-
fronted cultural clashes such as (a) communitarian values 
(favoring home care managed by the family) versus indi-
vidualistic values (favoring transfer to long term care), 
and/or (b) traditional values regarding gender-based 
roles in decision-making roles versus feminist values. 
Multiple reasons triggered ‘institutionalization’ deci-
sional needs (unmanageable or unsafe patient behavior, 
uncontrolled chronic conditions, patients’ dependency 
on full-time care services, and caregiver burden). Two 
cases presented decision-making strategies (see addi-
tional file 3.10). In the first case, relatives and practition-
ers were convinced that institutionalization was needed, 
waited for an incident to make it happen, or disguised the 
institutionalization as short-term hospitalization. In the 
second case, patients, caregivers, and practitioners had 
to negotiate between conflicting cultural values (North 
American versus Asian) and created alliances at turn-
ing points in the patients’ lives (alliances between a wide 
variety of family members and health care and social care 
practitioners).

Decision‑making configurations: patterns of conditions 
associated to decision outcomes
The visualization and interpretation of the 69 cases, 
documented by 6 W-O memos using spider web dia-
grams derived from the Fig. 1, revealed nine patterns of 
cases with similar outcomes and conditions. As shown 
in Fig. 3, we grouped patterns into four decision-making 
configurations: ‘well-managed’ (n =  13), ‘asymmetric 
encounters’ (n = 21), ‘self-management by default’ (n = 8), 
and ‘chaotic’ (n = 27).

Well‑managed
The ‘well-managed’ configuration represented the best-
case scenario. In this decision-making configuration, 13 
cases sharing conditions and outcomes (6 W-O) grouped 
into three patterns (Fig.  3). Cases concerned decisional 
needs regarding ‘prioritization’ (n =  9) and ‘use of ser-
vices’ (n =  4). Of the 13 cases, one had an equivocal 
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outcome, and 12 reported positive outcomes. Posi-
tive outcomes were linked to actions taken (e.g., patient 
engagement in care plan; services use or access), to emo-
tional impact (e.g., patient and caregiver experiencing 
positive emotion) and decision quality (informed and 
value-based). In this configuration, cases reported satis-
factory patient-practitioner communication and inter-
professional coordination between primary care services 
and other mental health and social care services, and 
decisions made in partnership by PCCNs, their caregiv-
ers and practitioners during clinical encounters. The 
Fig. 3 shows, for this configuration, two patterns of con-
ditions associated with positive outcomes. Of 12 cases, 
five corresponded to the ‘full green circle’ pattern and 
concerned patients with no major psychosocial issues; 
and seven cases corresponded to the ‘almost full circle’ 
pattern concerning patients in situations of social vulner-
ability (e.g., socio-economic deprivation) or faced mental 
health issues (e.g., depression). Although some physicians 
reported that their patients’ psychosocial issues were 
challenging, their conditions were nevertheless well-
managed. Decision outcomes were equivocal in one 
case because sharing a decision about health priorities 

seemed unusual for both the doctors and elderly patients. 
All cases reported a decision-oriented tool (n = 5), strat-
egy (n = 7), or program (n = 1).

Asymmetric encounters
In the ‘asymmetric encounters’ configuration, 21 cases 
sharing similar conditions grouped into three patterns 
(Fig.  3). This decision-making configuration exposed 
informational and power asymmetries during clini-
cal encounters. Practitioners decided independently in 
17 cases (e.g., prescribed or deprescribed a drug), and 
patients made independent decisions in the four other 
cases (e.g., decisions about what information to prioritize 
for presenting to the practitioner during clinical encoun-
ters). In ‘asymmetric encounters’ cases, decisional needs 
concerned ‘prioritization’ (n = 10), ‘use of services’ (n = 3) 
and ‘prescription’ (n = 8) decisions. Of 21 cases, 16 pre-
sented a lack of patient-practitioner communication and 
seven interprofessional coordination issues.

In this decision-making configuration, all 21 cases 
presented non-informed decisions, or decisions that 
were not based on patients’ values. Eighteen reported 
action-related issues (e.g., non-adherence, delaying the 

Fig. 3 Four decision-making configurations in primary care
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decision), and 18 reported negative well-being impacts 
(e.g., patients felt frustrated or pressured). In addition, 
20 cases reported negative outcomes and one case pre-
sented an equivocal outcome, which related to antibiot-
ics and steroids prescriptions for patients with Chronic 
Obstructive Pulmonary Disease (COPD). In the ‘asym-
metric encounters’ configuration, no case reported using 
a decision support tool.

Self‑management by default
In this configuration, eight cases grouped into two pat-
terns with similar conditions (Fig.  3). Decisions were 
made by PCCNs and their caregivers independently, 
and between clinical encounters. ‘Self-management by 
default’ cases concerned ‘prioritization’ (n =  3) and ‘use 
of services’ (n = 5) decisional needs. Of these eight cases, 
seven reported negative outcomes, and one an equivo-
cal outcome. The negative outcomes corresponded to 
patients who felt overwhelmed and abandoned in the 
self-management of their multimorbidity and experi-
enced polypharmacy. Some patients explained that their 
day-to-day routine required a great deal of energy and 
time due to their multiple health and social issues. The 
eight cases reported non-informed based decision related 
communicational issues. One case presented an inappro-
priate underuse of services and delays in a decision lead-
ing to hospitalization (action issues). Two cases reported 
caregivers’ cognitive burden when the patient decided to 
refuse services. Two other cases presented patients/car-
egivers in  situation of social vulnerability that affected 
self-management. In the case with an equivocal outcome, 
the patients were guided by their values and actively 
engaged in their care, but they decided not to adhere to 
recommended prioritization or services while they had 
not been adequately informed of the consequence of 
their action. No case reported a decision-making tool.

Chaotic
In this configuration, 27 cases with similar conditions 
were grouped together into one pattern (the red square 
in Fig.  3). In this decision-making configuration, all 
cases had negative outcomes associated with mental 
health and social issues, and unsatisfactory patient-
practitioner communication and interprofessional 
coordination (e.g., between primary care services and 
other services, specifically mental health and social 
care services). All decisions were made independently 
by PCCNs, their caregivers and practitioners (between 
clinical encounters). The ‘chaotic’ decision-making 
configuration concerned all types of decisional needs: 
‘use of services’ (n =  10), ‘institutionalization’ (n =  5), 
‘behavioural change’ (n =  4), ‘prescription’ (n =  4), 

and ‘prioritization’ (n = 4). Almost all cases concerned 
patients in  situation of social vulnerability (n =  26), 
often with high disability, e.g., frailty with dementia 
(n = 18). Some patients were homeless, or experienced 
financial precariousness (n = 8). In addition, many cases 
presented patients facing mental health issues (n = 19). 
Twenty-five cases reported action-related issues (e.g., 
patient non-engagement, delay of decision, access to 
services, and non-adherence). Emotional impacts of 
decisions were negative in 21 cases: frustration, loneli-
ness, regret, and uncertainty about the decision made, 
and feeling pressured. Fifteen cases reported disagree-
ments among stakeholders (caregivers, patients, and 
practitioners). Some patients (e.g., marginalized peo-
ple), expressed a loss of trust in the health system. In 
this configuration, those making decisions involving 
behavioural change or institutionalization reported 
major family or cultural conflicts (n = 9). This configu-
ration also concerned cases reporting a refusal of social 
services (n =  4), consultation and navigation issues in 
a fragmented health system (n =  3), non-adherence to 
prescriptions by patients in situations of social vulner-
ability (n = 3), marginalized patients prioritizing urgent 
problems with their daily living activities over health 
care (n =  3), and frequent hospitalization of socially 
isolated frail elders (n = 2). No case reported a PCCN-
oriented tool.

Discussion
This systematic review contributes to the ongoing 
reflections on decision-making by considering the chal-
lenging social contexts underlying the decisional needs 
among PCCNs. It includes 47 empirical studies from 13 
countries about PCCNs in primary care, representing 
a large sample of 2997 participants (2107 patients, 698 
practitioners and 192 caregivers). The case-based quali-
tative synthesis allowed us to identify 69 cases of deci-
sional needs within the 47 studies. The five main types 
of decisional needs among PCCNs concerned ‘prioriti-
zation’, ‘use of services’, ‘prescription’, ‘behavior change’ 
and ‘institutionalization’. For each case, we wrote a 
‘6 W-O’ memo and synthesized data, which generated 
four decision-making configurations in the form of spi-
der web diagrams, illustrating patterns of conditions 
associated with decision outcomes. We entitled the 
four decision-making configurations ‘well-managed’, 
‘asymmetric encounters’, ‘self-management by default’, 
and ‘chaotic’. These configurations provide explanations 
and testable predictions, an endeavour of some urgency 
given the growing proportion of older adults and rising 
rates of chronic disease [2, 82]. Our results suggest the 
following nine main contributions.
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Five types of decisional needs
Prioritization: difficulty prioritizing which multiple 
mental, physical, and social issues to address is common 
among PCCNs
The most common PCCNs’ decisional need was a diffi-
culty prioritizing which mental, physical, or social issue 
to address. Some ‘prioritization’ cases illustrate that 
before sharing information on care options, stakehold-
ers need to decide which information is most relevant 
to address. Prioritization tools and strategies exist for 
PCCNs [73], and their use may lead to positive out-
comes (i.e., the ‘well-managed’ configuration). How-
ever, all independent prioritization cases, i.e., when 
practitioners or patients prioritize alone, lead to nega-
tive outcomes (e.g., the ‘chaotic’ configuration). Our 
results support the literature in finding that prioritiza-
tion is a challenge for the PCCNs for four main reasons. 
Firstly, their experience of multimorbidity and polyp-
harmacy increases tenfold the information to be com-
municated during consultations [42, 56]. Second, these 
decisions are rarely shared between elderly PCCNs and 
their practitioners and sharing them is currently per-
ceived as unusual by both parties [49]. Third, PCCNs 
are more likely to suddenly change their decision about 
what issue to prioritize because of a cascade of crises or 
sudden deterioration in their own health [69]. Fourth, 
PCCNs in  situations of social vulnerability (socio-eco-
nomically deprived, highly disabled and/or marginal-
ized people) often have no choice but to prioritize daily 
living activities over health issues [50, 62, 63]. This can 
lead to underuse of services needed, in turn leading to 
use of emergency services and hospitalization when a 
crisis point is reached, and even less likelihood they 
will share decisions with their healthcare provider.

Use of services: frequent users and under users of services are 
in situations of social vulnerability
We found ‘use of services’ type decisional needs across 
all four decision-making configurations, but it was par-
ticularly common in the ‘self-management by default’ 
and ‘chaotic’ configurations, in which all outcomes 
were negative. ‘Use of services’ is a common type of 
decisional need among frequent users [17]. In fact, this 
type of decisional needs included the highest propor-
tion of frequent users of services, who are seen as diffi-
cult patients by some practitioners [55]. These patients 
are often people with disabilities, e.g., frail and elderly 
[64]. In addition, those with the ‘use of services’ type 
of decisional need included the highest proportion of 
under users of service in relation to their needs. These 
are mostly marginalized people [50].

Prescription: PCCN may be confronted to poor 
communication with their prescribers and lack 
of interprofessional coordination
The ‘prescription’ type of decisional needs is mainly con-
cerned patients with multimorbidity and polypharmacy. 
In most cases of PCCNs ‘prescription’ decisional needs, 
the patient plays a passive role in the treatment decision-
making process vis-a-vis the practitioner. Prescription or 
deprescription decisions are mostly taken independently 
by practitioners. Some cases concerned non-adherence 
to prescription decision made by the patients indepen-
dently between clinical encounters. Some patients in sit-
uations of polypharmacy stopped or reduced medication 
because they were afraid of iatrogenic drug-to-drug 
interaction [75]. They criticized the poor patient-prac-
titioner communication and lack of interprofessional 
coordination between too many prescribers. Cases of 
non-adherence to medication could also result from a 
tacit prioritization process [59]: most of these cases were 
in situations of socio-economic deprivation, so the deci-
sion to not adhere could be interpreted as a result of ina-
bility to pay, or a choice to prioritize daily living activities 
over medication.

Behavior change: changing lifestyle habits can be 
challenging in the context of social vulnerabilities
Changing behavior is a difficult decision for some 
patients in a situation of social vulnerability who chose 
independently to stop or continue an unhealthy habit 
(e.g., smoking). All cases in this decisional need type are 
mapped on to the ‘chaotic’ configuration and reported a 
lack of communication between practitioners and highly 
disabled patients in socio-economic deprivation, as also 
found in studies on COPD [55]. The adoption of new 
lifestyle habits and behaviors is a major challenge in case 
management programs [17].

Institutionalization: caregivers experienced individual, 
interactional and organizational issues
‘Institutionalization’ is the type of decisional needs with 
the highest level of complexity, following Luhmann’s defi-
nition, i.e., that it repeatedly puts pressure on stakehold-
ers to select an option despite their uncertainties about 
the options in terms of health and social services. Typi-
cally, overwhelmed caregivers must decide for PCCNs, 
e.g., elderly patients with dementia, when the patients’ 
behavior becomes unmanageable. Advocating the 
patient’s perspective is however sometimes difficult for 
caregivers who are faced with having to institutionalize 
a loved one (due to unmanageable critical situations at 
home) even against his or her wishes [44]. These cases are 
often experienced as heartbreaking by caregivers. They 



Page 14 of 20Bujold et al. BMC Primary Care          (2022) 23:279 

felt alone in making the decision. No case reported that 
caregivers were supported by a decision-making tool or 
program. The delay before institutionalization occurred 
also had negative impacts on caregivers, who had to 
investigate and approach several different institutions 
[37]. Moreover, all ‘institutionalization’ cases involved a 
family conflict that was sometimes aggravated by genera-
tional cultural conflicts and decision-makers taking posi-
tions as either allies or competitors [65].

Four decision‑making configurations
Well‑managed: PCCNs’ decisions made in partnership are 
associated with positive outcomes
By comparing the ‘well-managed’ cases with those in the 
three other decision-making configurations, we observed 
that decisions made in partnership were associated with 
positive outcomes. In this configuration, decision qual-
ity seemed informed and value-based. This configuration 
contains 13 cases sharing similar outcomes and condi-
tions; it suggests a testable prediction for future research 
(Table 3).

Asymmetric encounters: informational and power 
asymmetries between PCCNs and practitioners
This decision-making configuration exposed informa-
tional and power asymmetries between PCCNs and prac-
titioners during clinical encounters. All decisions in this 
configuration were made independently by practitioners 
or by patient during clinical encounters, resulting in non-
informed or non-value based decisions about ‘prioritiza-
tion’, ‘use of services’ or ‘prescription’. Practitioners make 
independent decisions because they only consider medi-
cal explanations of disease, in isolation from the PCCNs’ 
own perceptions of their illness and their knowledge of its 
consequences on their lives [83, 84]. On the other hand, 
patients also intentionally omit certain information. This 
voluntary omission could be interpreted as an act of 

resistance to power asymmetry [85, 86]. Some informa-
tional asymmetries can be explained by an unconscious 
‘clinical habitus’ [87], socially embodied during patients’ 
experiences in other clinical settings, e.g., to adopt pas-
sive roles during clinical encounters and what informa-
tion is pertinent to share with the practitioner [88, 89].

Self‑management by default: PCCNs felt overwhelmed 
and abandoned
The ‘self-management by default’ decision-making con-
figuration illustrates that many PCCNs’ and caregivers’ 
decisions are made between clinical encounters. This 
configuration suggests that decisions made indepen-
dently by PCCNs between clinical encounters lead to 
negative outcomes (e.g., patient or caregiver burden). It 
highlights the importance of better decision support for 
the self-management of PCCNs who feel overwhelmed 
by situations of multimorbidity and social vulnerabil-
ity. The PCCNs self-managed their decisions by default 
because they did not have access to decisional support. 
The ‘self-management by default’ and the ‘asymmetric 
encounters’ configurations share similar outcomes and 
conditions (except for where the decision takes place, i.e., 
during or between), and together they suggest the follow-
ing testable predictions for future research (Table 4).

Chaotic: decisions in times of crisis or mistrust services
The ‘chaotic’ configuration included the largest number 
of cases and involved all types of decisional needs. This 
decision-making configuration illustrates that there are 
decision situations that are mostly beyond the scope of 
any decision support tools. It seems that only high inten-
sity health and social care programs, e.g., high quality 
integrated multidisciplinary care teams, can prevent the 
worsening of outcomes. Typically, PCCNs in this deci-
sion-making configuration were in situations of extreme 
social vulnerability (socio-economic deprivation, highly 

Table 3 Well-managed configuration testable prediction

Regarding PCCNs’ decisional needs of the ‘prioritization’ and ‘use of services’ types, positive outcomes seem more likely when three conditions are 
met: (a) sufficient information is shared, understood and acted upon by PCCNs, their caregivers and all involved practitioners [satisfactory patient-
practitioner communication and coordination between practitioners in primary care and other health and social care services], (b) all inter-related 
decision-making processes are based on PCCNs’ and caregivers’ trust in their partnership with practitioners during every clinical encounter, and are 
centered on PCCN’s values and preferences, and (c) appropriate PCCN-oriented tools, strategies, or programs are used to reduce the complexity of the 
inter-related decision-making processes, and care needs.

Table 4 Self-management by default and asymmetric encounters configurations testable prediction

With respect to decisional needs relating to ‘prioritization’, ‘use of services’ and ‘prescription’, negative outcomes (including poor health outcomes 
and caregiver burden) seem more likely when decisions are made independently by patients/caregivers or practitioners (between or during clinical 
encounters). The following conditions seem to contribute to negative outcomes: PCCNs’ mental health issues or social vulnerability, unsatisfactory 
patient-practitioner communication or interprofessional coordination, and non-use of appropriate PCCN-oriented tools, strategies, or programs (no 
practical attempt to decrease complexity).
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disabled and/or marginalized). According to our knowl-
edge users with expertise in social work, the ‘chaotic’ con-
figuration reminds us that some marginalized people are 
not in a moment in time or in a state of mind to be able 
to accept services. It emphasizes the importance of the 
principle of Kairos, a dimension of time qualified as an 
opportune moment. For example, a social worker must 
intuitively sense when the time is right to reach people 
who mistrust services and see themselves excluded from 
the system. This configuration included 27 cases sharing 
similar outcomes and conditions, suggesting a testable 
prediction for future research (Table 5).

Theorical contributions: toward a PCCNs‑adapted 
decision‑making model
The decisional needs typology and the decision-mak-
ing configurations can contribute to a PCCNs-adapted 
decision-making model. The shared decision-making 
model (SDM) advocates for a process where patient and 
practitioner work together to make an informed choice 
congruent with patient’s values (see additional  file  5). 
According to Charles et  al. [90, 91], information shar-
ing is a prerequisite to SDM. However, the ‘prioritiza-
tion’ type of decisional need indicates that before sharing 
information, PCCNs and their practitioners need to 
decide which information to address in priority. Adapta-
tion of SDM for PCCNs should consider that this prior-
itization process can be challenging in this context due 
to the large amount of information and goals of care to 
be prioritized. In addition, people in situations of social 
vulnerability may have to prioritize daily living activities 
over health issues. The decisional needs type identified 
in this study show that PCCN face many more decisions 
than simply choosing a treatment option. Furthermore, 
the results highlight the importance of considering social 
vulnerabilities in PCCNs’ decision-making. This consid-
eration is particularly important for understanding life-
style habits or services use, which is sometimes deemed 
inappropriate by some practitioners (e.g., their percep-
tion of an overuse of services).

As Charles et al. [90] suggest, the complexity of inter-
actional dynamics increases when agents with different 
perspectives interact in the decision-making processes. 
This situation is obvious in cases of ‘institutionalization’ 
where caregivers must take heartbreaking decisions in 
the context of family conflicts that can be aggravated by 

generational cultural conflicts [65]. As Charles et al. [92] 
have pointed out, few studies in the treatment decision-
making field were culturally sensitive. The development 
of a culturally sensitive caregiver-as-agent model and 
tools to support caregivers confronted with individual, 
interactional, and organizational issues are needed [43].

The ‘well-managed’ configuration takes into account 
situations where it would be possible to apply SDM with 
PCCNs. Indeed, this configuration-related decision pro-
cess seems congruent with the key SDM characteristics 
suggested by Charles et  al. [90] and is associated with 
positive outcomes. On the contrary, the three other 
configurations show situations where SDM is difficult, 
and are associated with negative outcomes. The ‘asym-
metric encounters’ configuration exposes informational 
and power asymmetries between PCCNs and practition-
ers during clinical encounters, a barrier to overcome for 
applying SDM. The ‘self-management by default’ and the 
‘chaotic’ configurations reminds us that many decisions 
take place outside the context of the medical encounter, 
a limit to the SDM recognized by Charles et al.’s [91]. In 
comparison to the ‘chaotic’ configuration, an encour-
aging element of the ‘self-management by default’ is 
that PCCNs remained reachable and have the cognitive 
capacities to participate in decision-making processes 
and might consider a PCCN-oriented decision-making 
tool. The ‘chaotic’ configuration considers situations 
beyond the scope of SDM, which is inapplicable in times 
of crisis or mistrust services.

Practical implications
Findings from qualitative syntheses can help guide policy 
and practice in many disciplines [93]. Our results show 
no tool or strategy linked to three non-well managed 
decision-making configurations (asymmetric encoun-
ters, self-management by default, chaotic), which in turn 
suggest a need for further research and development. In 
addition, they present PCCN-oriented tools, strategies 
and programs that are associated with the ‘well-managed’ 
configuration. This suggests that we must maintain the 
development and implementation of interventions and 
tools for all types of decisional needs.

In the literature, several services and tools for the diag-
nosis and management of complex care needs have been 
identified. For example, systematic reviews have shown 
that case management can improve PCCNs satisfaction, 

Table 5 Chaotic configuration testable prediction

Across all types of PCCNs decisional needs, negative outcomes are more likely when four conditions are met: (a) patients face a crisis, are not reach-
able, fall through the cracks of the fragmented health and social care systems, and/or are unable to navigate its complexities; (b) patient-practitioner 
communication and interprofessional coordination are unsatisfactory; (c) decisions are made independently by patients between clinical encounters 
because they mistrust services, i.e., patients perceive themselves as excluded from the health and social care systems (and other systems) and practi-
tioners see these patients as an unwanted burden; and (d) no PCCN-oriented high intensity program is applied or applicable.
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self-management, quality of care, services use/costs, and 
health outcomes [94–97]. Decision aids have recently 
been proposed to improve patient engagement in case 
management programs [98]. In addition, tools exist that 
aim to detect, assess, prioritize, and follow up com-
plex care needs, and ultimately to improve PCCN/car-
egiver-practitioner communication, and communication 
between practitioners. For example, the Comprehensive 
Geriatric Assessment Toolkit +  (cgakit.com) maps  80 
validated tools for needs assessment and prioritization. 
Typically, tools can be completed during or between 
clinical encounters, usually by practitioners, rarely by 
PCCNs and their caregivers, or both (practitioners and 
PCCNs and their caregivers). They can provide useful 
information to patients facing complex situations. The 
main obstacle is lack of awareness of the tools (most are 
unknown to practitioners, PCCNs and their caregivers) 
and lack of integration of these tools into practitioners’ 
workflow and PCCNs’ and caregivers’ routines.

Because complex care needs often involve multiple 
stakeholders, it is essential to broaden the conceptualiza-
tion of SDM beyond the physician-patient dyad [99]. The 
Inter-Professional Shared Decision-Making (IP-SDM) 
model extends SDM to include family members and 
other caregivers as well as a team of professionals in a 
patient-centered process [100]. This model aims to stim-
ulate deliberation and reaching a common understanding 
among all parties involved in the decision. PCCNs, whose 
decisional needs often involve a multitude of parties, may 
greatly benefit from IP-SDM programs. For example, the 
IP-SDM Dolce (Decision-making On Location of Care 
with the frail Elderly and their Caregivers) focused on the 
role of caregivers in the tough decisions about the insti-
tutionalization of their loved ones [101]. If it is important 
to consider the decisional needs of PCCNs, we must con-
sider the decision-making needs of caregivers who often 
feel overwhelmed by difficult decisions, especially when 
they are linked to family conflict. The Family Caregivers 
Support Agreement, a tool proposed in one of the studies 
identified in our review, offers a support to consider the 
needs of caregivers in decision-making [43].

Limitations and strengths
Our case-based qualitative synthesis has five main 
limitations. First, only detected PCCNs were involved 
in included studies, while PCCNs are usually under-
detected [82, 102]. The number of cases with negative 
outcomes was higher than those with positive outcomes, 
which may suggest that PCCNs facing severe issues were 
overrepresented in the included studies. Also, as with 
all systematic reviews, due to publication bias, this work 
may be biased by predetermined outcomes that were 
identified by authors of the included studies. However, 

this limitation was somewhat reduced by the knowledge 
users in our study (patient-partner, practitioners, ser-
vice-managers, and policy-makers), who discussed and 
approved the case-based synthesis of the data extracted 
from included studies. Five of them who had relevant 
expertise validated the cases. Second, we defined com-
plexity of care needs in accordance with Luhmann’s 
theory, which assumes that PCCNs and caregivers are 
integrated into social systems [10], while competing 
social theories suggest otherwise. Third, because of the 
specificity of their decisional needs, we excluded two 
PCCN populations: children with complex care needs 
and people at the end of life (palliative care). Fourth, we 
classified cases by types of decisional needs, but patient’s 
decisional needs may evolve and change over time for a 
variety of reasons (a cascade of crises, self-perceptions of 
control, clinician interactions). The outcomes of a deci-
sion can also have an impact on other decisions. Fifth, 
the search strategy was conducted until December 2017. 
However, this systematic mixed studies review proposes 
an innovative, empirically validated, and testable concep-
tual framework of decisional needs among PCCNs, and 
outcomes related to decision. This conceptual framework 
is original. We reviewed the literature published since 
completing our search strategy (Scopus database search 
up to October 2021) and found no framework or theory 
of decisional needs among PCCNs and outcomes related 
to decision. Following data sufficiency criterion [103, 
104] our sample provided ample qualitative and quantita-
tive data to compare constructs and dimensions, reflect 
the work of several independent researchers, and reach 
our objectives. Compared to usual qualitative syntheses, 
we included a large number of studies (47 empirical stud-
ies) and we identified 69 decisional needs cases repre-
senting 2997 participants from 13 countries.

Several other strengths of our review should be under-
scored. Knowledge user involvement in this review 
helped to understand decision-making processes in com-
plex care needs situations and help to build a conceptual 
framework based on many cases [105]. Our synthesis was 
case-based, which helps generate innovative, empirically 
validated, and testable conceptual frameworks [93, 105]. 
While there is no ideal number of cases to build a theory, 
Eisenhardt [106], an expert in the field, suggested a mini-
mum of four cases. This review offers rich theoretical, 
methodological, and practical contributions. Luhmann’s 
conception of complexity is broader and more compre-
hensive than is included in usual definitions of complex 
care needs. Combining this with the Charles et al.’s deci-
sion-making model [90–92, 107, 108] and the Ottawa 
Decision Support Framework [16] led to a comprehen-
sive description of PCCNs’ decisional needs. There was 
a large sample of participants enrolled in the included 

http://www.cgakit.com/toolkit-map
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studies, which allowed us to cover a diversity of PCCNs-
related contexts. This diversity enabled us to extend the 
Charles et al.’s model with five types of decisional needs 
prevalent among PCCNs and four decision-making con-
figurations. Three testable predictions are proposed for 
future research (see Tables  3, 4 and 5). This case-based 
qualitative synthesis helped bridge two knowledge gaps: 
(a) the majority of intervention studies address simple 
care needs rather than complex ones; and (b) current sys-
tematic reviews typically focus on one health condition 
and one homogeneous population [109, 110].

Conclusions
The ultimate contribution of this review is a typology of 
PCCNs’ decisional needs and testable predictive deci-
sion-making configurations. The decisional needs typol-
ogy shows that in contexts of social vulnerability many 
health decisions are made outside clinical encounters 
and concern issues other than treatment options. The 
decision-making configurations show that shared deci-
sion-making is associated with positive outcomes, and 
that negative outcomes are associated with practitioners, 
patients or caregivers making health decisions indepen-
dently. This can contribute to informing the subsequent 
user-centered design of decision support tools.
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