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There is worldwide interest in actively 
involving people in health issues, re-
specting users’ right to have their prefer-
ences considered (1) and including them 
in the search for therapeutic options to 
maintain a better quality of life and 
well-being (2–5).

The Declaration of Alma-Ata stresses 
the importance of individual and com-
munity participation, affirming that 
“people have the right and duty to par-
ticipate individually and collectively in 
the planning and implementation of 

their health care” (6), linking people’s 
right to health with their right to partici-
pate in decisions that affect their lives (7). 
Therefore, promoting people’s health 
means providing them with the re-
sources they need to exercise greater con-
trol over their health (8). 

The Chilean government has shown 
steady progress in this area. The strength-
ening of primary health care (PHC) in the 
country echoes the Declaration’s call to 
promote the PHC strategy worldwide as 
a way to improve people’s conditions and 

ABSTRACT Objective.  Describe users’ experience with participation in clinical decision-making at 
Centros de Salud Familiar [Family Health Centers] (CESFAM) in the primary health care 
(PHC) system.
Methods.  Qualitative descriptive study. Focus groups made up of CESFAM users were 
held  in southeastern Santiago, Chile, and the information was thematically analyzed using 
ATLAS.ti version 6® software.
Results.  Five focus groups were held (n = 41). The main themes that emerged from the dis-
cussions were the passive role of users in decisions and delegated decision-making, based 
on  their trust in the health professional. Users’ passive role limits their opportunities for 
participation in clinical decision-making, ceding power to the health professional. However, 
establishing a therapeutic partnership allows users to feel that they are being treated as unique 
individuals whom the professional listens to and respects, ensuring that the decisions of the 
health team can be trusted, since they look out for the users’ real interests.
Conclusion.  Users’ participation in clinical encounters is still limited in Chile. However, 
bolstering that participation is essential for increasing user satisfaction and promoting people-
centered care.
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quality of life (9). Chile’s current Modelo 
Integral de Salud Familiar y Comunitario 
[Family and Community Comprehensive 
Health Model] (MAIS) is aligned with in-
ternational efforts to involve people in 
their health care, advancing from a pater-
nalistic model that places users in a pas-
sive position towards a participatory 
approach (1). In the last decade, Chile has 
focused on promoting users’ active role in 
health management, involving them at 
different levels, from community advi-
sory processes (e.g., in developing the 
Health Objectives for the Decade) to a 
role in government planning and evalua-
tion (e.g., participatory budgeting in the 
health services) (10, 11).

Under MAIS, all work by health teams 
is guided by three core principles of care: 
person-centered, continuous, and com-
prehensive (12). The person-centered 
care approach considers users to be 
co-responsible for their care, in collabo-
ration with health teams. For this reason, 
users need to receive adequate informa-
tion to provide active and informed in-
put into decision-making related to their 
care, and to feel that they are being 
treated decently (13). Moreover, Chile’s 
Ministerio de Salud [Ministry of Health] 
has called for promoting people’s partic-
ipation as a basic element of user satis-
faction, quality of care, and ethical 
professional practice (2, 3). This is backed 
by Chilean legislation on people’s rights 
and duties as regards health, which rec-
ognizes users’ dignity and autonomy in 
the decisions related to their care (2); 
moreover, the Strategic Health Plan for 
the Decade states that “there is no better 
physician than oneself” (3).

All of this suggests bright prospects 
for promoting user participation in 
health encounters. However, despite 
this commitment, Chile still lacks spe-
cific strategies to operationalize this user 
participation approach in clinical deci-
sions (14), nor has there been an analysis 
of users’ participation level in health de-
cision-making. The present article de-
scribes the experience of participation in 
PHC clinical decisions from the perspec-
tive of users of Centros de Salud Familiar 
[Family Health Centers] (CESFAM).

MATERIALS AND METHODS

A qualitative study was conducted, 
comprising focus groups with CESFAM 
users in Santiago, Chile. Focus groups 
are a research tool that, through a group 

interview, enables members to interact so 
that accounts of participants’ different 
experiences can be collected. The re-
searcher acts as moderator, asking ques-
tions, keeping the conversation going, 
and encouraging members to participate 
(15). From this rich interaction, the re-
searcher can collect valuable informa-
tion, such as participants’ anecdotes, 
observations, and experiences, provid-
ing understanding of the phenomenon 
under study (15, 16).

Participants

The participants were CESFAM users 
from two comunas (Chile’s smallest ad-
ministrative subdivision) from south-
eastern Santiago. The information was 
collected between January and May 
2015, through convenience sampling, in-
viting users who had presented at the 
CESFAM during the recruitment and 
snowball phase, in which participants 
were asked to invite other users from 
their network of contacts who could po-
tentially be interested in taking part in 
the study. The inclusion criteria were 
people over 18 years of age, users of the 
same CESFAM during at least two years, 
who were free of any disability or severe 
illness that could impede adequate un-
derstanding of the questions and the ex-
pression their opinions or wishes.

Information analysis

Audio recordings and verbatim tran-
scripts were made of the focus groups to 
provide researchers with in-depth ac-
cess, for information and analysis. An 
interview script was used, drawn up 
with the available evidence, which was 
subjected to content validation by ex-
perts (available from the authors upon 
request). The criterion for conclusion 
was theoretical saturation. A thematic 
analysis was conducted, assisted by the 
software ATLAS.ti version 6®. The  pro-
cess of analysis included these steps (17):

1)	 Familiarization with the information: 
Three researchers collected informa-
tion and the transcriptions were 
made by a research assistant, super-
vised by the researchers;

2)	 The researchers made a selection of 
relevant data (information extracts) 
which helped them to understand the 
dynamics of phenomenon of health 
decision-making;

3)	 The researchers assigned codes to the 
information extracts that were helpful 
for understanding the phenomenon;

4)	 The codes were grouped into pat-
terns or subjects that are part of the 
meaning of the phenomenon and 
help describe it;

5)	 An exhaustive description was made 
of the nature of users’ participation in 
health decision-making.

The study had the approval of the 
Comité Ético Científico de la Facultad de 
Medicina de la Pontificia Universidad 
Católica [Scientific Ethics Committee of 
the Medical School of the Pontifical 
Catholic University] of Chile, and of 
the Comité de Ética del Servicio Metropo-
liltano Sur-Oriente [Ethics Committee of 
the Metropolitan South-East Service]. 
The researchers conducted the in-
formed consent process in order to 
promote user participation in the proj-
ect, as well as an understanding of its 
associated risks and benefits. All the 
participants signed the informed con-
sent document. The information was 
processed anonymously and partici-
pants’ sensitive data were stored 
separately from the recordings, tran-
scripts, and consent forms. 

RESULTS

Five focus groups were conducted, 
with 10 men and 31 women. The average 
age was 43.8 years (ranging from 18 – 78). 
All were users of the same CESFAM for 
an average of 10.8 years.

Of the total, 92.7% regularly under-
went health checkups, and 29.2% were 
regularly involved in other activities car-
ried out by the center.

Main emerging themes

After a rigorous analysis, patterns 
were identified in the information, with 
two themes emerging that characterized 
users’ participation in health decisions 
(Table 1).

Passive role of users in  
decision-making

The participants identified zero op-
portunities for participating in the deci-
sions related to their health, such as 
choosing the professional who treats 
them, or the treatment to address their 
health problem.
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From these users’ perspective, health 
care is seen as a space in which there are 
limited possibilities for involvement and 
participation. Thus, during therapeutic 
encounters they feel that they should 
limit themselves to solving only one 
health problem (which is often not the 
most important one they face) and avoid 
referring to other situations that could be 
bothering them. In this scenario of pas-
sivity, users are not able to identify op-
portunities for participating in clinical 
decisions.

He [the physician] told me, “I’m the 
doctor, and I’m in charge here”. (Man 1)

The doctors don’t talk to you very much, 
and if you want to talk about more 
things, they just want to stick to a single 
topic, nothing else. (Woman 1)

I said [to the physician], “My head 
hurts,” [and he said] “Oh, your head 
hurts? Then take an aspirin, buddy.” 
[Then I said to him] “But doctor, my 
nail hurts, too,” [and he replied] “Go 
out there and ask for an appointment 
next week for me to take a look at your 
nail.” (Man 2)

Users also reported that in health care 
it is the professional who makes the clin-
ical decisions, including everything from 
the health problem to be treated during 
the visit to the treatment that the user 
should have. According to these partici-
pants, such decisions are often incorrect, 
as they do not solve their problems.

Doctors, like she just said, they don’t 
look at you – they come in and write 
stuff down. They see you for three min-
utes if you’re lucky, and then you’re out. 
But the solution is never the one you 
need. (Woman 3)

Another doctor saw me and [said to me] 
“Nah, it’s normal, it’s normal, take a 
paracetamol” and so on and so forth. 

But you don’t know what to do, because 
the knee pain just keeps getting worse. 
(Woman 4)

Delegated, trust-based clinical 
decisions 

Users recognized that most decisions 
are taken by their health professionals. 
They positively assessed establishing a 
therapeutic partnership before decisions 
are made, through clear and effective 
communication and showing interest in 
their problems, which makes it possible 
for them to trust the professional’s 
judgement.

In order to understand the decision 
made by the professional, participants 
said that they need to have their health 
problem and treatment alternatives ex-
plained to them in everyday language. 
Furthermore, they highlighted the cru-
cial importance of ongoing communica-
tion with health professionals in order to 
feel heard and respected.

Because I want them to speak to me in 
plain Spanish, and not all this “blah, 
blah blah”. (Woman 5) 

I wish the doctor would listen, that we 
could tell him everything that’s happen-
ing, because sometimes you have so 
many unasked questions and wind up 
going home with the same thing, and 
just don’t know. (Women 6)

For the participants, it is essential that 
professionals make them feel unique, 
and show genuine concern for what is 
distressing them. This would enable 
them to believe that the decisions made 
by the professionals have the users’ best 
interests at heart.

Because if a doctor asks you things like, 
“Do you have any questions? Does it 
hurt anywhere? Have you ever felt any-
thing like this before?” What I mean is, 

he [the physician] was asking me, it 
wasn’t just me telling him, oh, I’ve got 
this or that, he was the one asking the 
questions... that’s more personal, it 
makes you feel cared for, that someone is 
looking you in the eye. (Man 3)

The fact that they listen to you, that 
they give you advice, that they pay 
more attention to you—you’re not 
just  another patient, or a number. 
(Woman 7)

DISCUSSION

This article presents the experience of 
participation in clinical decision-making 
from the perspective of CESFAM users in 
the southeastern area of Santiago. Users’ 
passive role in clinical consultations lim-
its their opportunities for participating in 
health decisions, leaving all the power in 
the hands of health professionals. How-
ever, an effective therapeutic relation-
ship enabling them to feel treated as 
unique individuals who are heard and 
respected assures them that the decisions 
taken by the health team are truly look-
ing after their interests.

Person-centered care, understood as 
strengthening shared responsibility of 
care, has significant impact on user satis-
faction, on medium- and long-term 
health outcomes, and on organizing and 
coordinating health providers’ services, 
leading to better quality of care and a re-
duction in the overall cost of care by 
avoiding excessive use of health services 
and professionals’ time (18–21). More-
over, it has the potential to organize 
health care and enable users to experi-
ence transparent, individualized, re-
spectful, decent care, with the 
opportunity to participate in all deci-
sions on health matters. This improves 
compliance and promotes responsibility 
for their state of health (21, 22), and has a 
direct impact on users’ perception of the 
care they receive.

Participants’ experience in terms of 
trust-based decision-making coincides 
with what has been considered “success-
ful care” in other countries, where com-
munication, personalized care, and 
empathy are highlighted as the principal 
characteristics of good health care (23). 
The results presented in this article are 
consistent with those obtained by a 
group of Chilean researchers who found 
that only 56.1% of users perceived that 
physicians are always or almost always 

TABLE 1. Emerging themes and subthemes that characterized Chilean users’ 
participation in health decision-making

Subject Subtopic

Passive role of users in  
decision-making 

Lack of user participation: without opportunities to contribute, and centered on a 
single health problem
The professional makes the decisions: without user participation, and sometimes 
not very effective

Delegated, trust-based  
clinical decisions 

Effective communication: language that enables users to understand, and that 
shows interest on the part of the health professional 
Empathetic relationship: makes users feel unique and well cared for by 
professionals 

Table by the authors, based on study results.
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concerned with them as individuals—a 
percentage that dropped to 46.3% in the 
case of nurses. The same study showed 
users’ perception regarding the opportu-
nity to give their opinion and discuss 
their health with the staff at health cen-
ters. Only 52% of users said they could 
always or almost always give their opin-
ions about the treatment prescribed to 
them, and 26.5% said that they could 
never or almost never give their opinions 
(24). These results clearly show noncom-
pliance with current legislation, since the 
Law on Health Care Users’ Rights and 
Duties (Law No. 20,584) guarantees de-
cent treatment and timely information, 
which should be translated into a process 
of effective communication between 
health professionals and users. This re-
ported lack of opportunities for partici-
pation indicates that although Chile has 
moved forward in terms of community 
participation in health, promotion of an 
active role on the part of users in their 
clinical encounters is still limited (14). 
Researchers have reported that even pro-
viding information does not enable users 
to play a more active role, because the 
power imbalance can only be corrected 
when the health system makes it possible 
for professionals as well as users to be 
prepared to assume a collaborative and 
horizontal role (25, 26).

The strength of this study is based on 
its contribution to the limited local liter-
ature that examines users’ role in clini-
cal decision-making. However, these 
results should be considered with cau-
tion, since it is also important to con-
sider the difficulties involved in setting 
up MAIS in Chile—related to the fact 
that although its overall foundations 
and strategies give special importance 
to the shift towards a mostly participa-
tory model of care, its recent focus has 

been curative, ensuring compliance 
with the requirements of the Explicit 
Guarantees System. With this approach, 
therapeutic activities revolve around 
disease and leave the preventive, 
health-promoting, user-centered com-
ponent somewhat uncertain and subject 
to the commitment of individual health 
teams—which tend to focus on meeting 
ministerial targets to ensure financing 
for their health centers. Therefore, the 
regulations in force have reduced varia-
tions in MAIS implementation nation-
wide, which makes it more difficult to 
compare practices and evaluations from 
different PHC centers. For this reason, 
any comparison or generalization 
should consider the specific characteris-
tics of this study’s participants. Meth-
odologically speaking, this study only 
used focus groups to explore participa-
tion in decision-making, which could 
limit understanding of the phenome-
non. Considering that participation is, 
by definition, an interactive process, it 
would seem necessary to incorporate 
other tools for collecting information, 
such as individual interviews with key 
stakeholders (e.g., users, professionals, 
or policy decision-makers), and the ob-
servation of clinical consultations.

Future research could utilize mea-
surements of user participation in clini-
cal decision-making and examine, in 
addition, the perspective of profession-
als with regard to promoting user par-
ticipation in clinical consultations. This 
would make it possible to examine the 
level of convergence and divergence of 
different actors (27) concerning users’ 
role in health decision-making, oppor-
tunities to take up this role, and the 
level of training necessary to promote it 
among users, professionals, and others 
in the health system.

CONCLUSIONS

The participation of Chilean PHC us-
ers in clinical decisions remains limited. 
According to the experience of this stu-
dy’s participants, professionals still hold 
the power, but personalized and em-
pathic treatment helps users trust their 
judgment and decisions. Promoting user 
involvement is essential to increase satis-
faction and promote person-centered 
care. From the viewpoint of the Al-
ma-Ata Declaration, capacity-building is 
important in order for people to assume 
proper responsibility in taking care of 
their own health. PHC represents users’ 
point of entry to the health system and it 
can offer a model for how users can inter-
act with professionals and their role in 
that interaction. Therefore, implement-
ing strategies to promote participation at 
this level of care is essential to generating 
a shift in the health model towards one 
that is more democratic and inclusive.
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RESUMEN Objetivo.  Describir la experiencia de participación en las decisiones clínicas desde la 
perspectiva de usuarios de Centros de Salud Familiar (CESFAM) de la Atención 
Primaria de Salud (APS).
Métodos.  Estudio de diseño cualitativo descriptivo; se realizaron grupos focales con 
usuarios de CESFAM del área sudeste de Santiago, Chile, y análisis temático de la 
información utilizando el programa ATLAS.ti versión 6®.
Resultados.  Se realizaron cinco grupos focales (n = 41). Los principales temas emer-
gentes fueron el rol pasivo de los usuarios en las decisiones y la toma de decisión 
delegada, basada en la confianza en el profesional. El rol pasivo de los usuarios limita 
las oportunidades de participación en las decisiones clínicas y mantiene el poder en 
los profesionales de la salud. A pesar de ello, el establecimiento de una alianza 
terapéutica les permita sentirse tratados como personas únicas, escuchados y respeta-
dos por los profesionales, lo que asegura que las decisiones tomadas por el equipo de 
salud son confiables, pues velan por sus reales intereses.
Conclusión.  La participación de los usuarios en los encuentros clínicos es aún escasa 
en el país. Sin embargo, potenciar esta participación es esencial para aumentar la 
satisfacción usuaria y promover un cuidado centrado en la persona.
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RESUMO Objetivo.  Descrever a experiência de participação nas decisões clínicas dos usuários 
dos Centros de Saúde Familiar (CESFAM) de atenção primária à saúde.
Métodos.  Estudo qualitativo descritivo conduzido em grupos de discussão forma-
dos por usuários dos CESFAM da região sudeste da cidade de Santiago, no Chile. Foi 
realizada uma análise temática das informações com o uso do programa de software 
ATLAS.ti® versão 6.
Resultados.  Foram formados cinco grupos de discussão (n = 41). Os principais tópi-
cos abordados foram o papel passivo dos usuários nas decisões e a tomada de decisão 
delegada aos profissionais na base da confiança. O papel passivo restringe as opor-
tunidades de participação dos usuários nas decisões clínicas e mantém o poder nas 
mãos dos profissionais da saúde. Apesar disso, ao ser criada uma aliança terapêutica, 
os usuários se sentem tratados como indivíduos únicos que são ouvidos e respeitados 
pelos profissionais, o que assegura que as decisões tomadas pela equipe de saúde 
sejam confiáveis porque protegem os reais interesses dos usuários.
Conclusão.  Os usuários ainda têm pouca participação nas interações clínicas no 
Chile. Porém, é fundamental reforçar esta participação para melhorar a satisfação do 
usuário e promover uma atenção mais centrada na pessoa.
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