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Accessible Summary
What Is Known on the Subject?
•	 Patients do not always receive enough information about their diagnosis and their 

perceived participation in decision-making about their treatment is low.
•	 Some participants reported feeling very uncertain when the physician invited 

them to choose between these options. Others users expressed their satisfaction 
with the trend away from paternalistic attitudes in the health system.

•	 There is a trend towards pharmacological prescription as a first approximation. 
This contrasts with the recommendations of scientific organizations based on evi-
dence and cost-effectiveness studies on the offer of psychological interventions 
as the first option.

•	 The user groups pointed out that active coping, based on exposure to anxiety-
generating situations, made a significant contribution to alleviating their anxiety 
disorders. However, some of those interviewed rejected this type of intervention.

What the Paper Adds to Existing Knowledge?
•	 Users diagnosed with anxiety disorders miss more information about the disorder 

and participation in its treatment.
•	 Opposite positions coexist in terms of participation in the choice of treatment.
•	 Pharmacological treatment is most commonly the first option offered.
What Are the Implications for Practice?
•	 This study is an example in itself of the involvement of users in the healthcare 

process, and therefore placing them at the centre of attention, as reflected in 
healthcare policies and clinical practice guidelines.

•	 It promotes the identification of needs that users diagnosed of anxiety disorders 
may have, with the aim of putting in place, from healthcare professionals and 
health services, the necessary supports adapted to these.

•	 Mental health nurses are well-positioned to offer support and guidance during 
the process of involvement and shared decision-making.
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1  |  INTRODUC TION

From the perspective of the mental health recovery model, an ap-
proach to mental health treatment is proposed focused on the goals, 
values, motivations and preferences of users, in which a higher pri-
ority is assigned to these aspects than to achieving a total absence 
of symptoms (Davidson & Roe, 2007; Shepherd et al., 2008). Under 
this premise, one of the requisites for recovery is that of participa-
tion by service users in decision-making about their treatment and 
in the organization of this process. Although this greater user in-
volvement in planning and developing health services, as well as in 
health research, is not exclusive to the field of mental health, it does 
constitute a fundamental part of the mental health recovery model 
(Davidson & Roe, 2007; Matthias et al., 2012; Shepherd et al., 2008). 
Several models of user involvement have been deployed, such as 
patient-centred care, shared decision-making, or patient participa-
tion, although the recovery model goes beyond since puts emphasis 
on health, strengths and wellness. Thus, users and their families are 
considered as active participants in designing care systems (Storm & 
Edwards, 2013).

Clinical Practice Guidelines are an important area where pa-
tient engagement contribute to empowering users in well-informed 
healthcare decisions and respecting the rights of citizens in health-
care policies and practices; international guideline standards have 
stated users involvement in guidelines development as a key element 
of high-quality evidence-based guidance (Armstrong et  al.,  2017). 

NICE (National Institute for Health and Clinical Excellence) and 
SIGN (Scottish Intercollegiate Guidelines Network), are two of the 
most relevant organizations internationally in the development of 
guidelines that have incorporated this approach. They do so by 
means of a ‘person-centred approach’ (Department of Health, 2010, 
2012; Drake et  al.,  2010; McCormack et  al.,  2010; McCormack & 
McCance,  2016), which results in enhanced service development, 
improved staff attitudes and increased self-esteem, satisfaction and 
empowerment among users (Crawford et  al.,  2002; Tambuyzer & 
Van Audenhove, 2015).

In Spain, both professional and citizen organizations encourage 
user participation as a real and effective involvement in decision-
making at all levels of the social and health system, public or private, 
of the people who use it (Confederación Española de Agrupaciones 
de Familiares y Personas con Enfermedad Mental, 2014).

Anxiety disorder is the most frequent diagnosis made in the 
field of mental health, and an estimated 25% of the popula-
tion will have a diagnosis of this type during their lives (Duncan 
et  al.,  2010; Edwards et  al.,  2023; García-Herrera Pérez-Bryan 
et al., 2015; Goossensen et al., 2007; Goss et al., 2008; Liebherz 
et al., 2015; McCabe et al., 2013; Remes et al., 2016; Rodenburg-
Vandenbussche et  al.,  2020; Simmons et  al.,  2011; Val & 
Míguez, 2023; Zhang et al., 2022). Despite this prevalence, there 
is a shortage of studies on the involvement and participation in 
decision-making among patients with anxiety, as highlighted by 
numerous authors (Aoki et al., 2022; Burns et al., 2021; Marshall 
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et al., 2021; Ramos-García et al., 2021). Specifically, in the Spanish 
context, where a public universal coverage health care systems 
exists, no previous studies have focused on this issue. The lim-
ited studies available often focus on specific types of diagnoses 
or include patients with other diagnoses, such as depressive disor-
ders and other types of disorders (De Las Cuevas & Peñate, 2016; 
Mundal et al., 2021; Ramos-García et al., 2021) or in health care 
systems without universal coverage. There seems to be a prefer-
ence among patients to actively participate in decisions related 
to their disorder (Aoki et  al.,  2022; Ramos-García et  al.,  2021; 
Rodenburg-Vandenbussche et  al.,  2020; Schladitz et  al.,  2023). 
Moreover, personalized care planning and shared decision making 
are the least frequent ingredients of collaborative mental health 
care in depression and anxiety programs (Menear et al., 2020). In 
the qualitative study by Rodenburg-Vandenbussche et al. (2020), 
which included patients with anxiety disorders and obsessive-
compulsive disorder, they believed that Shared Decision-Making 
(SDM) should be common practice. This perspective was grounded 
in the autonomy they held over their own bodies, and they felt a 
sense of responsibility for their treatments. Liebherz et al. (2015) 
reported that most patients with anxiety disorders had a high 
level of information and decision-making needs, especially re-
garding the initiation of psychotherapy and the type of treatment 
to be received. Ramos-García et al.  (2021), in a study conducted 
with individuals diagnosed with generalized anxiety disorder, also 
found that the majority preferred an active or collaborative role in 
decision-making, but 53% did not perceive it that way. Additionally, 
users expressed a desire for more information about their disor-
der, self-help groups, and therapeutic options. Therefore, research 
on collaborative care programs within the context of providing 
care for individuals with anxiety disorders indicates that shared 
decision-making is not the norm (Menear et al., 2022).

Furthermore, user involvement is related to greater adherence to 
treatment, increased satisfaction (Loh et al., 2007) and an alleviation 
in depressive symptoms (Clever et al., 2006). Similar conclusions have 
been drawn by studies focusing on patients with anxiety (Liebherz 
et al., 2015; Patel & Bakken, 2010). However, the systematic review 
by Aoki et al. (2022) highlights a low level of certainty regarding the 
effects of shared decision-making on users with mental disorders, 
suggesting the need for further research. There is also a scarcity of 
studies on this topic specifically among patients with anxiety disor-
ders, or they have been carried out with quantitative methods (Aoki 
et al., 2022; Marshall et al., 2021; Menear et al., 2022; Ramos-García 
et al., 2021; Tlach et al., 2015).

Although anxiety disorders are not the only disorders where 
such involvement is relevant, several important issues have been 
raised about user involvement in treatment choice in the case of 
persons with anxiety disorders. On the one hand, as there are 
numerous psychological therapies and pharmacological treat-
ments with similar levels of efficacy, it has been argued that users 
should be able to determine the treatment of choice according to 
their values and preferences. In fact, it has been observed that 
for some situations, such as generalized anxiety disorder, the 

adoption of the user's preferred psychological therapy could im-
prove outcomes (Levy Berg et al., 2008). Moreover, the psycho-
logical therapies for which the evidence of efficacy is strongest 
(such as behavioural therapy and cognitive behavioural therapy) 
actually require participants to play an active role in performing 
the tasks agreed upon during therapy sessions. Lastly, according 
to the stepped-care model developed by NICE and followed in 
several countries, including Spain (García-Herrera Pérez-Bryan 
et al., 2011, 2015), the users play an active role both in the choice 
of treatment (when several equivalents are available) and in the 
therapeutic process itself, especially when the activities involved 
are of low intensity, such as self-help guidance. Lastly, difficulties 
in the continuity of treatments in common mental disorders could 
also be solved by greater participation of the user in decision-
making (Chong et al., 2011; Vergouwen et al., 2003).

In this context, the present study focuses on the values, de-
mands and preferences of patients diagnosed with different anxiety 
disorders, and considers the care received in this respect in a pub-
lic health system with universal coverage. Users' perceptions about 
their role in the therapeutic process, their understanding of what is 
happening to them, their search for recovery strategies, and the role 
of the health care system in this regard are also explored.

2  |  METHODS

2.1  |  Context of study and sample

A qualitative study was carried out in two community mental health 
units, one in an urban area and the other in a rural area. The first 
of the units owned at Service of Mental Health of the Regional 
University Hospital of Malaga (Spain) and it corresponds to an urban 
area in the city of Malaga. This unit usually serves a population of 
165,000 inhabitants. The second unit owned al Health Management 
Area of Northern Cordoba (Spain) and it corresponds to a rural area 
in the city of Pozoblanco. This unit assists 85,206 people annually.

The study was conducted from a critical discourse perspective 
(Hodges et al., 2008). Its aim was to broaden understanding of the 
problem beyond their individual perspective, to also encompass 
their view of the institutional practices that they experienced when 
received health care for their anxiety disorder, in the context of a 
public health care system with universal coverage. Public men-
tal health care tend to have increased waiting periods for access, 
and frequent resource limitation to offer continuity and prolonged 
therapies. Conversely, public healthcare is provided at no cost to 
the patient. These features may influence on users perception and 
preferences on their involvement in share decision-making (Mundal 
et al., 2021).

By a purposive sampling considering the criteria listed in Table 1, 
the full list of users diagnosed with social anxiety disorder (SAD), 
obsessive-compulsive disorder (OCD), anxiety generalized disorder 
(GAD) and panic disorder was revised. Although, for some years now, 
OCD has not been considered by classification systems as an anxiety 
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disorder (APA, 2014; WHO, 2022), it was included due to present-
ing a functional and contextual analysis similar to that of a phobic 
anxiety disorder (Hurtado et  al.,  2023). All those selected were 
telephoned to explain the objectives of the study and to request 
their participation. Those who were subsequently interviewed were 
again informed about the study goals, assured that all data would be 
treated in strict confidence and asked to sign the informed consent 
form. The sample size was determined in accordance with the princi-
ple of data saturation during data collection and analysis. Saturation 
was evaluated every two interviews by analysing the codes and cat-
egories and performing triangulation. Based on the results, the need 
for new interviews was decided.

2.2  |  Analyses

The study data were compiled from in-depth semi-structured indi-
vidual interviews with users suffering social anxiety disorder, and 
from focus group interviews with participants presenting any other 
type of anxiety diagnosis. The focus group is chosen as the primary 
method of data collection because it allows access to opinions, ex-
periences and perceptions that would be less accessible without the 
interaction of group members (Onocko-Campos et al., 2017). In the 
case of users with social phobia, individual interviews were con-
ducted so that the symptoms of the disorder did not interfere with 
their participation. In the focus groups, the diagnosis was the only 
segregation variable used. The topics proposed to the participants 
were determined by the researchers on the basis of a prior litera-
ture review and by consensus (see Appendix 1). The following top-
ics were discussed: the assessment of the professionals involved (in 
Primary Care and Mental Health); the types of approaches offered in 

the public health system (including psychological and pharmacologi-
cal options) and their perceived usefulness; and personal resources 
for coping with mental disorder. The interviews, which were flexible 
and lasted 90–120 min, were carried out by a neutral interviewer 
(not a member of the research team), who was highly experienced 
in conducting qualitative interviews. Moreover, an observer took 
some notes on the situation of each participant and the non-verbal 
aspects that could help to understand the interactions between the 
participants. Interviews took place in a training room in a health cen-
tre other than the one in which they received the treatment.

All interviews were recorded and the audiotapes were tran-
scribed verbatim, after which a content analysis was performed 
according to the principles suggested by Taylor et  al.,  2015. The 
transcripts were read to identify the main emerging themes, which 
were subsequently coded by a member of the research team. The 
members of the research team involved in the analysis, two were 
specialists in clinical psychology, and the third was undergoing spe-
cialized healthcare training, as well as having specific training and 
experience in qualitative methodology. These codes were then tri-
angulated, via reviews by two other members of the research team. 
Any differences in the codes proposed were discussed and resolved 
among the researchers. The codes were grouped into categories and 
subcategories, and analysed taking into account the potential influ-
ence of the researchers. All analyses were performed using ATLAS.
ti (version 7, Berlin, Germany) software for qualitative data analysis.

To ensure the credibility and validity of the results obtained, 
the criteria of credibility, transferability, consistency and confirm-
ability, as identified by Guba and Lincoln in this respect (Guba & 
Lincoln, 2000), were taken into account. To ensure the credibility of 
the analysis process, we proceeded to the triangulation of codes and 
categories. Transferability was strengthened by the completeness 
of data collection in each group, across multiple potential situations, 
scenarios and experiences with anxiety disorders. The criteria of 
consistency and reproducibility of the data were achieved by a de-
tailed and documented analysis process strategy and the context in 
which data collection took place. From the point of view of confirm-
ability and reflexivity before the start of the study, the researchers 
conducted an analysis of their own preconceptions and expectations 
regarding the study results to compare to what extent could sub-
sequently influence over process. Additionally, a moderator/inter-
viewer neutral (not belonging to the research team) and experienced 
in qualitative interviews was used.

3  |  RESULTS

The study sample was composed of 51 patients, 35 women and 16 
men, with a mean age of 46.68 years. A detailed description of the 
participants is included in Table 2. Nine focus group sessions were 
held: two with patients diagnosed with OCD, three with patients 
with panic disorder and four with patients who had been diagnosed 
with GAD. In addition, four in-depth interviews were conducted 
with patients diagnosed with SAD.

TA B L E  1  Inclusion and exclusion criteria for the selection of 
participants.

Inclusion criteria

•	 Having a diagnosis of social anxiety disorder, obsessive-
compulsive disorder, anxiety generalized disorder or panic 
disorder by psychiatrists or clinical psychologists according the 
DSM 5.

•	 Having at least two appointments in Mental Health, in addition to 
consultations in PC, to ensure that they had enough experience 
with different health care providers.

*Users diagnosed with post-traumatic stress disorder are excluded, as 
recent studies warn that investigating individual or group traumatic 
events and related factors may lead to an aggravation of symptoms 
(American Psychiatric Association, 2013).

Exclusion criteria

•	 Under age of 18.
•	 Having a diagnosis of a serious mental disorder (psychotic or 

bipolar disorder) or a comorbid addiction (alcohol or illegal drugs).
•	 Having mental retardation, limited intelligence quotient, 

significant functional impairment or a marginal social status that 
prevented their proper monitoring (homeless, in prison…).

•	 Abandoned follow-up without having being discharged by a 
health professional.
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Analysis of the content of these sessions enabled three thematic 
categories to be identified: (1) Diagnosis; (2) Treatment options of-
fered and shared decision-making process; (3) Coping with the disor-
der: active versus passive coping.

3.1  |  Diagnosis

The first step for users to be able to participate effectively in the 
therapeutic process is for them to realize what is happening to them, 
via the diagnosis made. Some anxiety disorders are diagnosed more 
quickly than others; sometimes during the first consultation, as can 
be the case with OCD, and at other times, only gradually, probably 
based on the user's ability to assimilate it.

Before, he always told me I was obsessive, but he 
didn't put a name on it, which I think has been posi-
tive for me since maybe if they had told me ‘Look, you 
have such and such…’, maybe that would have worried 
me more. 

(Man, 23 years old, diagnosed with OCD)

In some cases, too, users were told nothing at the beginning of their 
care, or were given confusing information.

These episodes repeated very often, and every time I 
went to the emergency room, they told me ‘You have 
to visit a psychologist’. And I said ‘What do you mean, 
a psychologist, I'm strong, I can handle this’, and much 
more besides. But nobody told me it was anxiety. 
Because I thought anxiety was a state of nerves. I 
didn't know that anxiety was so deep and so bad. It 
was completely unknown. 

(Woman, 63 years old, diagnosed with GAD)

However, with the other disorders, participants most commonly re-
ferred to anxiety or ‘nerves’, in general, and had been offered no spe-
cific diagnosis or explanation. It is noteworthy that, except for those 
diagnosed with OCD, hardly any of the participants mentioned a spe-
cific diagnosis.

Information regarding the characteristics of the disorder, the na-
ture of anxiety, the course of the condition and general guidance on 

management (known as psychoeducation) is infrequent at first, usu-
ally being offered at later stages of healthcare, when the patient is 
already receiving specialized treatment. This intervention fulfils two 
functions: it reassures patients and motivates them to take an active 
approach to coping with their disorder.

The scientific explanation in a structured way of the 
things I felt was particularly helpful to me. It had 
seemed to me that I was making them up, and the mo-
ment a professional talked about it properly, it was as 
if he was giving you permission, as if he was backing 
you up and making you relaxed. He said, ‘Well, it's 
not something you're inventing, it happens, it's well 
known and you're not making it up’. For me, after that, 
it was like before and after. 
(Woman, 42 years old, diagnosed with panic disorder)

The lack of information causes many users to use the internet to 
find out more about their problem, especially in the case of OCD. 
The perceived usefulness of these experiences was varied. Some 
people found this search detrimental, perhaps because it height-
ened their tendency to worry. On the other hand, some persons 
used the internet to establish online support groups and found the 
experience very positive.

My experience on the internet, since 2010, we cre-
ated a group of people from all over Spain who have 
obsessive disorders, and there we talk, and every-
thing, and someone who has already been discharged 
and is cured may be the leader of that group, and be 
helping others. 

(Woman, 33 years old, diagnosed with OCD)

Also, if you start looking for the disorder, it's like you 
focus your attention on the problem that you have… 
Our problem is solved precisely by not paying atten-
tion to it. 

(Woman, 43 years old, diagnosed with OCD)

3.2  |  Treatment options offered and shared 
decision making

According to this user group, there seem to be two relational styles 
from health care staff: a paternalistic one, and increasingly another 
that is more open, in which decisions are shared. However, the latter 
trend still generates uncertainty in some users.

It's true that the dynamics of doctors have changed, 
towards offering rather than imposing. This has its 
pros and its cons. The professional is really the one 
who knows best, I think, and if he asks you… ‘Well, 
what do I know? Well, as you say, that's why I came 

TA B L E  2  Characteristics of the participants.

Primary diagnosis n Age

Gender

Women Men

GAD 24 53.12 18 6

OCD 12 43.16 7 5

Panic Disorder 11 43.27 8 3

SAD 4 28 2 2

Total 51 46.68 35 16
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here’. To some extent, this may be a way of safeguard-
ing himself, anyway, or maybe not. I don't know. But, 
as I said, on the one hand I'm in favour, and on the 
other it isn't that I think it's bad, but it generates a 
little uncertainty when you yourself have to decide 
what the treatment should be. 

(Man, 50 years old, diagnosed with OCD)

The doctor, the psychiatrist, recommended that I also 
have therapy with a psychologist and I agreed, I said 
to her ‘you are the boss’.

(Man, 42 years old diagnosed with OCD)

However, all users agreed that their opinions were taken into account 
regarding the maintenance, change or withdrawal of pharmacological 
treatment during subsequent consultations.

After a month, I said, ‘The pill isn't doing any good’, 
and she said, ‘Well, then, let's try this one’. 

(Man, 42 years old, diagnosed with OCD)

According to this user group, the psychotherapy offered varied ac-
cording to the type of disorder diagnosed. For example, psychological 
intervention was often offered to patients with social anxiety from 
the first consultation, either as a single intervention or together with 
pharmacological treatment. Similarly, persons with panic disorder were 
sometimes offered psychological intervention, via group psychother-
apy, from the outset.

I explained to the psychiatrist what was happening 
to me. She asked me if I was taking medication and I 
said no, and I didn't want to take anything, either. So, 
straight away, she referred me to the mental health 
unit, to see the psychologist. I spoke to her a couple 
of times, and when I explained the problem she gave 
me another session, and then she told me about the 
therapy group. 
(Woman, 23 years old, diagnosed with panic disorder)

In the case of the panic disorder therapy group, some users even 
proactively requested this treatment, when they heard from other 
users how it worked for them. As regards other mental health disor-
ders, pharmacological treatment is usually offered first and only later 
– and then only in some cases—a psychological intervention may be 
suggested.

The psychiatrist later told me about cognitive be-
havioural therapy with a psychologist, but he said that 
I should first take the medication until I was a little 
better. Then, it was me who asked for it, I asked him 
to refer me to the psychologist. 

(Woman, 44 years old, diagnosed with OCD)

In general, there is a preference for psychological interventions. This, 
together with the fact that it is not always offered, prompted com-
ments that this option was something that had been missing from the 
health care provided.

I think that, if from the beginning they had given me 
therapy, instead of medication, and they had ap-
proached it in another way, I think that things would 
have gone differently, I think, in my case, if they had 
taught me to de-dramatise, if they had explained 
things to me differently. 

(Woman, 43 years old, diagnosed with OCD)

Another form of proactive participation is the creation of support 
groups coordinated via new technologies by the patients themselves, 
as a therapy group. This innovation was mentioned by three of the 
participants.

About two or three years ago, I was in another group 
helping with anxiety issues and it was great, too. In 
fact, with the people from that group, we still keep in 
touch by WhatsApp and we call ourselves ‘the ther-
apists’ and everything's very good, we're very happy. 

(Woman, 39 years old, diagnosed with GAD)

3.3  |  Coping with the disorder: Active versus 
passive strategies

Regarding the possibility of actively participating in the recovery 
process by changing their habits and by adopting coping strategies, 
the vast majority of users agreed this was totally necessary.

You don't feel the changes are because of the pills, 
but because of what you're doing yourself. 

(Woman, 19 years old, diagnosed with social anxiety 
disorder).

There the active part is you and, if you do not put that 
part, neither medication nor the best professional in 
the world … There is a part that is you… 

(Woman, 44 years old, diagnosed with OCD)

Therapy is often used to guide users in this task. Before, the patient 
only knew that something had to be done, but with therapy they feel 
that someone is showing the way and they can begin to take steps in 
another direction.

Therapy, talking and, well, doing the things that I don't 
normally dare to do. 

(Man, 27 years old, diagnosed with social anxiety 
disorder)
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The user groups referred to three main strategies to combat their 
symptoms. The first was to stay physically and/or mentally active.

What I've realised is that you've got to have some-
thing to think about. If you like fishing, well, go fish-
ing. If you like … what you like is what you have to 
look for. 

(Man, 57 years old, diagnosed with GAD)

Many users, especially those with panic disorder, also referred to 
breathing and relaxation techniques for managing an initial anxiety 
crisis.

Breathing. Fundamentally, it's breathing. For me, it's 
taking a good breath. Other times, you can't breathe 
very fast because you get dizzy, but as the psychol-
ogist taught me, ‘Count to four, breathe in, counting 
to four, and then breathe out, counting to four. Keep 
on doing that and you'll see how the pressure in your 
chest is relieved’. I did it, and it worked. So, if I get 
uncomfortable I start to breathe and it passes. If I can 
control it with my breathing, obviously there's noth-
ing wrong with my heart. 

(Man, 62 years old, diagnosed with panic disorder)

However, the strategy most frequently cited by this group was that of 
exposure to anxiogenic situations. By exposing themselves, little by lit-
tle, to situations that might provoke anxiety attacks, these users came 
to realize that the terrible outcome they had feared would not actually 
happen. This experience helped them greatly in future situations of 
this kind. In fact, those who used this type of strategy most were also 
those who reported the best recovery from their problem.

The psychologist really tells you clearly. He says, ‘You 
must do this and this’. You don't want to do it because 
it means changing how you do things and you don't 
want anyone to touch you because you're doing it 
that way. So, you go out, feeling angry, you go out 
saying, ‘The hell with it all’. But hey, after the same ex-
perience happens again and you feel bad, if you follow 
that advice, that therapy the psychologist suggested, 
and you see that you're improving… Then you realise 
it helps you face down the fear… 

(Man, 23 years old, diagnosed with OCD)

To put these strategies into effect, especially those such as exposure 
techniques that involve emotional discomfort, users must learn to use 
covert self-control techniques, such as avoiding negative thinking, self-
reinforcement or recalling the explanations received about their symp-
toms, instead of letting catastrophic thoughts take over.

When I had a panic or anxiety attack, my heart used 
to start racing. I thought I'd never get over it. I also 

thought I was going crazy. Lots of thoughts. So, of 
course, I didn't know what it was. The answer was in 
the techniques they taught me. They told me I wasn't 
going to die, things that you think because you don't 
know what's happening. They also taught me to con-
trol my breathing. And to face up to the situations 
that make me panic. 
(Woman, 26 years old, diagnosed with panic disorder)

On the other hand, some users were unable to use active coping strat-
egies, often because they sought to avoid any situation that could pro-
voke intense emotional discomfort. For this subgroup, the evolution 
of their condition was perceived to be independent of their behaviour.

I have a four-year-old niece who wants me to come 
out with her. No way. I don't want to. They call me 
through the window, but I don't open the window, I 
keep it closed, so that I'm in the dark all day. So, I keep 
my little window closed, and then I say ‘Oh, I didn't 
hear you because of the TV’. 

(Woman, 51 years old, diagnosed with GAD)

I do not suffer from anxiety attacks but it is because 
I do not go to the places that induce those attacks. 
(Woman, 63 years old, diagnosed with panic disorder)

4  |  DISCUSSION

4.1  |  Summary of findings and implications for the 
clinical practice

Our study results show that the participation mechanisms 
provided by the health care system for patients diagnosed with 
various anxiety disorders are, in general, inadequate. The different 
mechanisms employed by these patients to cope with their condition 
are also highlights in this study. This study represents an approach 
to the needs of patients with different anxiety disorders regarding 
their involvement and decision-making in the healthcare process, 
addressing the scarcity of studies on this matter.

To facilitate decision-making and active involvement in the pro-
cess, patients must receive sufficient information about what is hap-
pening to them and about the treatment options available. However, 
according to the user groups consulted in this study, patients do not 
always receive enough information, in areas such as the identifica-
tion of their disorder and the diagnosis made. In consequence, it is 
difficult for these users of the health service to participate effec-
tively in decision-making regarding their treatment. This finding has 
been also reported in prior studies in users with generalized anxiety 
(Ramos-García et al., 2021).

Due to the lack of information received about the diagnosis and 
about the therapeutic options available, some participants reported 
feeling very uncertain when the physician invited them to choose 
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between these options. In fact, it has been observed that some pa-
tients with emotional disorders prefer the health professional to de-
cide such questions (Joosten et al., 2008; Mundal et al., 2021). Some 
patient-related characteristics, such as gender, health anxiety and 
employment status, are known to be associated with their satisfac-
tion in relation to shared decision-making (Bot et al., 2014; Mundal 
et al., 2021). In the present study, the most of user groups expressed 
their satisfaction with the trend away from paternalistic attitudes in 
the health system, which corroborates previous research findings in 
this respect (Chewning et al., 2012; De Las Cuevas & Peñate, 2016; 
Joosten et al., 2008; Mundal et al., 2021; Rodenburg-Vandenbussche 
et al., 2020).

Mental health nurses, as part of the multidisciplinary care team, 
frequently interact with individuals receiving mental health ser-
vices and are well-positioned to offer support and guidance during 
the process of involvement and shared decision-making (Gurtner 
et al., 2021), as it has been reported in other areas of mental health 
care (Song & Song, 2023).

In contrast to recommendations based on prior empirical evi-
dence on psychotherapeutic options for patients with anxiety disor-
ders (García-Herrera Pérez-Bryan et al., 2015), our analysis revealed 
a trend towards pharmacological prescription as the first approach. 
Therefore, a gap exists between the practices reported by these 
patients and the recommendations of evidence-based scientific or-
ganizations, together with numerous long-term cost-effectiveness 
studies of this question (Mavranezouli et  al.,  2015; National 
Collaborating Centre for Mental Health,  2006, 2013; National 
Institute for Health and Care Excellence: Clinical Guidelines, 2011; 
Tolin et al., 2011; van Apeldoorn et al., 2014).

The user groups pointed out that active coping, based on ex-
posure to anxiety-generating situations, made a significant contri-
bution to alleviating their anxiety disorders (Barlow et  al.,  2000; 
Foa et al., 2005; Hoyer et al., 2009; Rapee et al., 2009). However, 
some of those interviewed rejected this type of intervention and 
studies have shown that many patients refuse to follow this type 
of therapeutic indication (American Psychiatric Association, 2013; 
Flückiger et  al.,  2016; Haug et  al.,  2016; Johnson et  al.,  2014). In 
addition to coping strategies, the existence of groups naturally gen-
erated by participation in group therapeutic activities was found to 
be useful by many patients. In a study by Ramos-García et al., more 
than 65% of interviewed patients with generalized anxiety disor-
der expressed a lack of information regarding the existence of self-
help groups (Ramos-García et al., 2021). Other therapeutic factors 
that have traditionally been found useful are universality, vicari-
ous learning and mutual aid arising from group therapy (Behenck, 
Gomes, & Heldt, 2016; Behenck, Wesner, et al., 2016; Vinogradov 
& Yalom, 1996).

In this regard, too, an emerging theme was detected in the 
focus groups regarding the perceived value of online support 
groups. With the expanding use of social networks, many inter-
net support groups for persons with mental health issues have 
been established (Callan et al., 2017; Mohr et al., 2013; Zabinski 

et  al.,  2003). Although their impact or otherwise in achieving 
any remission in symptoms is not yet clear (Callan et  al.,  2017; 
Geramita et al., 2018; Griffiths et al., 2012; Rollman et al., 2018), 
participation in these groups is associated with other advantages, 
such as access to practical information, encouraging hope and of-
fering round-the-clock availability (Castelnuovo et al., 2003). On 
the other hand, active counselling and guidance on identifying re-
liable sources of information is very necessary, because patients 
are frequently unable to verify the reliability of medical infor-
mation supplied on the internet (Baup & Verdoux, 2017; Ramos-
García et al., 2021).

In the study, some differences among the subgroups of disorders 
are found. On one hand, a diagnosis is delivered earlier in the case 
of individuals with OCD than in those with other anxiety disorders. 
The specificity and clarity of OCD symptoms, compared to the more 
diffuse and general symptoms of other anxiety disorders such as 
generalized anxiety disorder, facilitate its detection (APA, 2014). On 
the other hand, another difference is that for individuals with social 
phobia and panic disorder, psychological intervention is offered at 
the beginning of care. This difference may be due, on one hand, to 
the existence of a specific integrated care process for these disor-
ders, which has led to the establishment of therapeutic programs 
in our context (Diaz del Peral, 2011), and, on the other hand, to the 
demonstrated effectiveness of these interventions in these cases 
compared to pharmacological approaches (National Collaborating 
Centre for Mental Health, 2013; National Institute for Health and 
Care Excellence: Clinical Guidelines, 2011).

The results of the present study demonstrate that many individ-
uals diagnosed with anxiety disorder are inadequately involved in 
the decision-making process regarding their condition, lack infor-
mation on how to cope, and doubt the usefulness of the treatment 
received. Therefore, it is necessary for both healthcare professionals 
and managing bodies to review the clinical practices applied to these 
patients and to advocate for adjusting them to the person-centred 
approach on which clinical guidelines are based. This adjustment 
will ensure the respect of citizens' needs and preferences in health-
care policies and practices. Finally, as an emerging theme, the use of 
online support groups for the management of anxiety problems by 
users has been identified, which deserves to be studied in greater 
depth in the future.

4.2  |  Limitations

This study has some limitations. First, a limitation of this study it 
could be a possible self-selection bias in the users who agreed to 
participate in the focus groups, so that those subjects who rejected 
to participate could have different illness and health care experi-
ences. This decision could be influenced by the severity level of their 
symptoms when they were invited to participate, as well as the sat-
isfaction level with the healthcare received. To minimize this bias, 
both the people who made the recruitment calls and those who were 
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present during the interviews were independent of the healthcare 
team. Additionally, the recruitment team presented participation in 
the study as an opportunity to highlight the deficiencies observed 
in the system and the healthcare response. Second, the interview 
transcripts were not returned to the participants for correction of 
possible transcription and interpretation errors. However, during 
the interviews, the interviewer provided summaries and syntheses 
of participants' statements, allowing for the correction of interpre-
tation errors. Third, participants did not receive feedback on the 
results. Nevertheless, it was never denied that participants could 
have access to the results, upon request. From the perspective of 
result generalization, it is conceivable that these findings may vary 
depending on the care context encountered by other patients during 
the management of their anxiety disorder. Nevertheless, the inter-
action of paternalistic models in shared decision-making is docu-
mented across multiple clinical settings (Menear et al., 2022).

5  |  RELE VANCE STATEMENT

Patients with anxiety disorders often require the care of men-
tal health nurses. This study is an approach to the experience of 
these users with coping with the disorder and the care received 
from healthcare services. Identifying needs and preferences allows 
healthcare to address them and, therefore, places the user at the 
centre of healthcare, as promoted by health policies, clinical practice 
guidelines and the user movement.

On the other hand, psychoeducation about anxiety is a crucial 
therapeutic objective in addressing anxiety issues, and it is particu-
larly relevant to implement it in the early stages of patient care. This 
goal constitutes an essential task for nursing professionals in both 
primary and specialized care.
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APPENDIX 1

GUIDE USED IN FOCAL GROUPS AND INDIVIDUAL 
INTERVIEWS
When were you diagnosed and how old were you?

When did you seek help from the public health system and who 
did you contact? (Describe this first contact, please). What help did 
you have to access the health services? If you did not seek help per-
sonally, explain how you managed to access the services.

What possible treatments did they propose to you at the begin-
ning? Did you reach an agreement with the healthcare provider on 
how to deal with the disorder?

What treatment did you receive? Describe the drug treatment 
and psychological therapies provided.

Was the treatment helpful? Describe what worked and what 
didn't.

Did you attend a support or therapy group? Was it helpful?
Did you require any hospital admission? Describe what it was like, 

both the positive and the negative aspects.
How would you describe your relationship with healthcare pro-

viders (family doctor, psychiatrist, psychologist, nurse, etc.)?
Did your family and friends help and support you?
In addition to the public health system, are you receiving health 

care elsewhere to help you with psychotic disorder, for example, pri-
vate treatment? If so, describe what worked and what didn't for you.

How has the disorder changed over time?
How do you feel now?
How does psychosis affect your daily life (studies, work, relation-

ships) and the lives of those close to you?
What strategies do you currently use to cope with the difficulties 

generated by the disorder?
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