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Abstract

Background: Disclosure of the diagnosis is an essential part of the treatment process and an important part of patient rights. However,
it can be a very stressful experience, especially in mental health disorders. Patients with bipolar disorder have a unique experience of
receiving and managing their diagnosis. The objective of the current study was to explore the experience of patients with bipolar disorder

of diagnosis disclosure.

Methods: This was a qualitative study. Participants were recruited from patients who knew their disorder’s name using purposive
sampling method. The inclusion criteria were being diagnosed by a psychiatrist as having bipolar disorder and the disclosure was
conducted by a psychiatrist. Sixteen semi-structured, in-depth interviews were conducted with twelve patients. Data were analyzed using

thematic content analysis.

Results: Patients received their diagnosis name in three steps including Wandering in Unknowns, Limited Brightness and Reaching
to a Relative Insight. Patients believed that disclosure of the diagnosis was not accompanied by enough information.

Conclusion: The disclosure of diagnosis in patients with bipolar disorder without providing enough information is stressful and is not
helpful in empowering these patients. Based on our results, disclosure of diagnosis to patients with bipolar disorder was not conducted
with enough information and patients had problems for understanding their symptoms and treatments.
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Introduction

Bipolar disorder is one of the common psychiatric disor-
ders with an episodic instability in the mood, behavior, and
insight (1). It has a significant impact on individual perfor-
mance, reduces the quality of life (2), and amplifies suicide
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risk (3). Fortunately, with advances in the treatment of psy-
chiatric illnesses, including bipolar disorder, many of these
patients are able to live more productively (4). Despite
these developments, it seems that an essential aspect of pa-
tient management that is related to their right to know their

1What is “already known” in this topic:

Disclosure of diagnosis is a hard part of the treatment process
especially in patients with end poor prognosis conditions like
mental health illnesses. Patients with bipolar disorder usually
do not receive their diagnosis name because it is believed that
it is not helpful.

— What this article adds:
Our results showed that patients with bipolar disorder who do

not know their disorder’s name face several problems. With
partial disclosure and not providing enough information, they
may have more problems. Our results support full disclosure
with complete information for patients with bipolar disorder.
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diagnosis did not get enough attention (5). Disclosure of di-
agnosis is an important part of the treatment process (6-8)
which empowers the patients. Disclosure of diagnosis of
patients with mental disorders is a controversial topic.

There are three different approaches regarding the disclo-
sure of psychiatric diagnosis. The first approach is based on
medical models and aims to reduce the symptoms of the
disease. The second approach is the rehabilitation model
that seeks to improve the performance of patients (9). The
third approach is the recovery approach. The aim of recov-
ery is “enabling a person with a mental health problem to
live a meaningful life in a community of his or her choice
while striving to achieve his or her full potential.” (10) In
order to move toward recovery, patients must know their
diagnosis and receive sufficient information about it (9).

Many patients with bipolar disorder do not know the
name of their illness (11). Studies have shown that in dif-
ferent countries, the approach to disclosing the diagnosis is
different (12-14). In Iran, the disclosure approach is closer
to medical models. Although therapeutic approaches have
moved toward rehabilitation in recent years, the experience
of researchers suggests that many patients with bipolar dis-
order do not know their own diagnosis. However, the dis-
closure of psychiatric diagnoses has both advocates and op-
ponents. Both groups have ethical considerations regarding
the disclosure of diagnosis. Advocates emphasize the im-
portance of giving adequate information and decision-mak-
ing power to patients. Opponents put emphasis on the pos-
sibility of trauma to the patient (15-17). At the same time,
the patient's own experience of disclosing psychiatric diag-
nosis has been underestimated. This is while patients are
the most important beneficiaries to disclose a diagnosis.

Patients with bipolar disorder may experience a lot of
problems because they do not know their illness name. It is
tough to get help when you do not know your disease name.
Patients’ behaviors are not justifiable in the two stages of
depression and mania by the patients themselves and others
(13). Getting information from sources like the internet is
complicated. In such a situation, it's almost impossible to
find support from support groups and associations (13).
However, less attention has been paid to the patient's own
experience of disclosing psychiatric diagnosis while they
are the most critical beneficiaries in this subject.

Studies about the experience of patients with bipolar dis-
order from diagnosis disclosure and how they handle it are
limited. On the other hand, the features of patients afflicted
with bipolar disorder could be various in different regions
and cultures (18).

Several studies have assessed psychiatrists' and thera-
pists' opinions about diagnosis disclosure (14, 15, 18-20).
Their results showed that there are different approaches to
diagnosis disclosure in patients with mental illness. How-
ever, there were little known about the patient experience
from receiving their diagnosis name and how they handle
it. We did not find any study that assessed the patients' ex-
perience regarding this topic. The objective of the current
study was to explore the experience of patients with bipolar
disorder of diagnosis disclosure.
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Methods

Study design and participants

This was a qualitative study. The participants were pa-
tients with bipolar disorder who knew the name of their dis-
ease. The diagnosis disclosure was done by psychiatrists.
An announcement was made to invite patients who had in-
clusion criteria to participate in the study at the Iran Psychi-
atric Hospital, affiliated to Iran University of Medical Sci-
ences. The inclusion criteria were being diagnosed by at
least one psychiatrist as having bipolar disorder, they had
the diagnosis for at least one year and it was confirmed,
they were hospitalized in the Iran Psychiatric Hospital for
bipolar disorder before, the disclosure of diagnosis was
conducted by a psychiatrist at least one year ago, being 18
years old and above, willingness to participate in the study,
not being in the psychotic, mania or depression phases. At
first, each patient was examined by a psychiatrist to have
clinical insight to participate in the study (True emotional
insight based on clinical rating of insight. Twenty-seven pa-
tients volunteered to participate. Among them 8 partici-
pants had mood episodes. Seven patients had psychosis
symptoms. The sampling started purposefully. Then, to
reach the maximum variation of the study sample, the sam-
pling continued by choosing patients from both sexes, with
different age groups and educational levels.

Data gathering

The data was gathered using the semi-structured inter-
view. The first and second author did the interviews. The
first author is a psychiatric resident and the second author
is a Ph.D. in Nursing. An interview guide was developed
for first interviews by the research team. The interview
guide had three main parts including initial questions such
as “How did you find about your disease name?” The inter-
mediate questions were the central part of the interview. It
consists of questions such as “What was your reaction to
your diagnosis?”, “What information did you get from your
doctor?” or “How did you find extra information?”. The
ending questions were the last part of the interview guide.
Examples of ending questions were “Do you have anything
to add?”. New questions were raised from data analysis and
were added to the guideline in the process of data gathering.
The interviews were done in a comfortable place. Sixteen
interviews with twelve patients the . Four participants ac-
cepted to be interviewed again. Interviews lasted between
43 to 72 minutes with an average of 51 minutes. Eight par-
ticipants were men, and four participants were women. The
demographic information of participants is presented in Ta-
ble 1.

Data analyzing

Braun and Clarke (21) method of thematic analysis was
used in the process of data analysis. Familiarizing with that
data was the first step. The first author listened and tran-
scribed all the interviews. Then she read them several
times. The second step was generating initial codes. All re-
search team participated in the coding process. The inter-
views were coded by the first author under the supervision
of the second author in a file with Microsoft word format.
Then they were emailed to all members of the team. The
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Table 1. Demographic characteristics of study participants

No Gender Age Marital status Education Level

1 Male 34 Divorced Diploma

2 Male 57 Married Bachelor Degree

3 Male 25 Single Diploma

4 Female 35 Single Associate Degree

5 Female 29 Single MSc

6 Male 35 Married Middle School degree
7 Female 20 Married Middle School degree
8 Female 46 Married Associate Degree

9 Male 37 Single Associate Degree
10 Female 35 Divorced Diploma

11 Male 28 Single MSc

12 Female 35 Single Bachelor Degree

coded segments were reviewed by all members of the re-
search team. Each participant was contacted after the inter-
view was coded. They were asked to participate in another
meeting, if possible. The codes were checked with the par-
ticipants who accepted to participate again. Searching for
themes was the third step. From the first interview, related
coded were grouped to form primary categories. As inter-
views progressed, categories and sub-categories became
more specific and more advanced. In this step, the re-
searcher searched for patterns in data to form themes by
connecting relevant categories to each other. The primary
themes were identified from the patterns in the data. The
fifth step was choosing the main theme(s). The main theme
was chosen after reviewing primary themes. The selected
theme was named in the sixth step. Sampling was stopped
after reaching data saturation. The saturation of the data
was determined after completing the characteristics of all
themes and sub-themes.

Ethical Consideration

This study was approved by the ~ Ethics ~ Committee
of Iran University of Medical Sciences (IR.IUMS.FMD.
REC1396.9311286005). Informed written consent was ob-
tained from all participants. All data were managed and an-
alyzed anonymously. Member check and peer check was
conducted to increase credibility. All the procedures were
described in order to increase the transferability.

Results
Twelve patients were interviewed, including eight men
and four women. The age range of participants was 20 to

57 years. The characteristics of the study participants are
presented in Table 1.

Our results showed that patients who received their diag-
nosis name from their therapists went through a route
named “wandering in unknowns to reaching a relative in-
sight” which we consider as the main theme. We presented
this theme in a three-step process. The steps which were our
subthemes were “wandering in unknowns”, “limited bright-
ness”, and “reaching a relative insight”’. The main theme,
subthemes, and codes of bipolar patients’ experience re-
garding disclosure of their diagnosis is presented in Table
2.

Wandering in unknowns

The first sub theme was “wandering in unknowns”. At
the onset of the disorder, our participants experienced
symptoms that were new and strange to them. In the mania
phase, patients experienced delusions such as grandiosity.
They may feel that they have supernatural powers. They
may do things that are strange for themselves and others.
At this stage, patients are wandering among strange emo-
tions and weird thoughts. Patients and their families do not
find reasonable grounds for patients' thoughts and behav-
iors. In the depression phase, the mood of the patient de-
creases significantly. The patient may have feeling like be-
ing energetic, lack of energy and hope. Patients may expe-
rience suicidal thoughts. The question of the patient and the
family at this stage is “why these things happen”.

“I had strange thoughts and feelings, those two days. 1
felt that I had supernatural powers. I believed that I am like
one of the prophets of God. Now that I'm talking about it, 1
think how ridiculous were those thoughts. But they were

Table 2. Themes, subtheme, and codes of bipolar patients’ experience regarding disclosure of their diagnosis

Main Theme Subthemes

Codes

Wandering in unknowns to
reaching to a relative insight

Wandering in unknowns

Limited brightness

Reaching a relative insight

Experiencing new things
Encountering with unknown experiences
Thoughts and beliefs are strange for patients and significant others
The patient is accused of substance abuse
Being treated without disclosure of diagnosis
Finding out something is wrong
Asking from the therapist
Disclosure of the diagnosis without giving enough information
Experiencing stress
Coming out of the darkness of the unknowns
The inadequacy of information in the education by therapists
Seeking information from other sources

Failure to make important decisions based on the received information

Relative awareness
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real to me at the time”. (Participant 6)

“I questioned myself and my family some questions. What
is wrong with you? Why do you do such things? For exam-
ple, my financial situation was not good, but I lent money
to my friend”. (Participant 9)

“Sometimes, I thought I should die, and the world was
worthless, while I was very energetic before. My family was
always worried about hurting myself. Once I fell from the
roof of a building on a construction site. I believed I could
walk on air. My family thought it was a suicide”. (Partici-
pant 2)

Limited brightness: The second sub theme was “limited
brightness”. In many cases, patients with bipolar disorder
are treated without knowing their diagnostic name. These
patients do not have enough insight when they are treated,
or the psychiatrist does not disclose the diagnosis to them.
The patients we interviewed knew the name of their illness.
The diagnosis was disclosed by their psychiatrists. Accord-
ing to patient experience, the name of the diagnosis was
disclosed to them when they asked their illness name. They
did not receive much information about their disorder. By
knowing the name of the disorder, some of the patient's
headache had been resolved. By knowing the name of the
disorder, some of the wanderings of the patients were dis-
appeared. The patient and the family could relate strange
signs and symptoms of mental illness. However, knowing
the diagnosis without sufficient information could cause
stress in the patient.

“When I discovered that I have a psychological problem,
many problems were solved for me. The reason for my ac-
tions and thoughts was revealed to me.” (Participant 8)

“My family thought I was addicted. When they find out
about my disease, they've changed their behaviour with
me”. (Participant 13)

“My psychiatrist told me the name of the disease and
gave me some information about the symptoms and medi-
cations. It was really stressful to know you have a mental
disorder”. (Participant 5)

Reaching a relative insight

The second sub theme was “Reaching a relative insight”.
After disclosure of the diagnosis to patients with bipolar
disorder, they were seeking information about their own ill-
ness. They obtained information from sources such as
books, other patients, and the internet. They also received
some information at the time of hospitalization or visit by
their therapists. However, according to patients, their infor-
mation was not sufficient to make informed decisions about
the treatment process and important issues. In their opinion,
the information they received from the treatment team was
not enough.

“My psychiatrist told me that I have bipolar disorder. 1
did not get much information. My treatment was almost
compulsory. I did not know if I had any other options be-
sides taking medicine”. (Participant 9)

“The psychiatrist asked me to consult him/her whenever
I'want to get married or make an important decision. I can-
not make important decisions myself”. (Participant 14)

“After finding out I have bipolar disorder, I started look-
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ing for information in books and surfing the Internet”. (Par-
ticipant 11)

Discussion

The purpose of this study was to investigate the patients
with bipolar disorder experiences of disclosing their diag-
nosis. The results showed that patients are confused at the
beginning of the disorder. They experience life in a new
way that they had not experienced before. Ultimately pa-
tients are referred to psychiatrists or psychologists because
of signs and symptoms of illness. But the confusion contin-
ues as long as the patient finds out something is wrong.
When the patient finds out there is a problem, he or she is
looking for the reason.

Usually, patients ask about their disease name when they
are in the hospital or during a visit. Therapists usually dis-
close the name of the disease, but they do not give enough
information to the patients. The disclosure of diagnosis
without complementary information is like a limited bright-
ness. Lack of enough information about the disease causes
new problems for the patient. Patients gradually realize that
they need to have more information to solve their problems.
They seek to get more information about their disease and
reach a relative insight into their disease.

Confusion is one of the most common emotions in the
onset of psychiatric illnesses, including bipolar disorder
(16). The symptoms like delusions and hallucinations make
patients confused (22). Confusion among the unknowns is
the source of stress for the patient and family. The patient
becomes stigmatized for strange behaviors and thoughts
(23). The family does not know how to deal with the pa-
tient. Patients with bipolar disorder have a higher preva-
lence of substance abuse (24, 25). They also may attempt
or commit suicide (26). Since the patient and the family do
not find any reason for these behaviors, they have a sense
of hopelessness and frustration (27).

Our results showed that diagnosis disclosure usually oc-
curs when patients are asked about their illness. This shows
that psychiatrists do not have an active approach in the dis-
closure of the diagnosis to the patients (15). Non-disclosure
of diagnosis is a common approach in medical models (19,
20, 28). Disclosure of the diagnosis without enough infor-
mation can also cause problems. Previous research results
showed that patients with bipolar disorder did not receive
enough information about their illness (29, 30). Diagnosis
disclosure without providing enough information is like
limited lighting, which is helpful but not sufficiently in-
formative. However, this limited brightness helps the pa-
tient to seek help and information.

In a systematic review, nine studies were found which
were dealt with symptoms and diagnosis of patients with a
bipolar diagnosis. These studies were conducted in Aus-
tralia, the UK and the US. The analysis showed nine themes
(31). Themes were struggles with identity, loss of control,
disruption, uncertainty and instability, the negative impact
of symptoms across life and the experience of loss, negative
view of the self, positive or desirable aspects of mania,
struggling with the meaning of diagnosis, stigma and ac-
ceptance and hope. The findings of the present study is in
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line with the mentioned piblications, especially with the in-
dices acceptance and hope (31).

Disclosure of diagnosis to all patients, including those
who have mental health problems, is an essential part of
treatment and recovery. Knowing the diagnosis and in-
formed decision are among the basic rights of all patients.
Most of our participants did not receive their diagnosis at
the first stages of their treatment and usually it happened
very late. This means that they were deprived of their basic
right to autonomy. From the moral point of view disclosure
of diagnosis is a very controversial topic (8) especially in
psychiatry. Based on the principle of respect for autonomy,
every patient has the right to know his/her own disease
name and have enough information about it. It is the pre-
requisite of making informed decisions. In the field of psy-
chiatry, based on the principle of non-maleficence, in some
cases disclosure of diagnosis can harm the process of treat-
ment. In the same way, based on the principle of benefi-
cence, disclosing the diagnosis does not equally benefit all
patients. Disclosing the diagnosis without providing
enough information to all patients is not in compliance with
the principle of justice. The main limitation of this study
was that it was conducted only on patients with bipolar dis-
order. While our aim was to understand the process which
patients with bipolar disorder going through, doing the
same researches on other mental health disorders can help
to achieve better understanding. Another limitation was
that our main source was the patients and we did not access
to their family and therapists. Having different viewpoints
can help to reach a better understanding. We suggest future
studies on the disclosure of other mental disorders and par-
ticipating in other sources of data.

Conclusion

The results showed that the process of diagnosis disclo-
sure in patients with bipolar disorder does not enable them
to make informed decisions. They reach a relative insight
regarding their disorder. Their information is not enough to
make informed decisions regarding their treatment and im-
portant aspects of their lives. In the case of patients with
psychiatric disorders, the timing of disclosure, and the con-
tent which patient receive is crucial. Patients need to have
detailed information about their disorder. It is the duty of
therapists to provide the needed information.
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