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Abstract
When a family member has depression at a level that generates disability in various functional spheres, the informal
primary caregiver (IPC) is the individual who provides the majority of emotional and basic needs of the patient. This
person is usually a relative and is extremely important in the health-disease-care process. This phenomenological
qualitative study aimed to analyze the illness perception, in IPCs of undergraduate medical students previously diagnosed
with mild depression. It was found that IPCs generate perceptions about depression based on a lack of knowledge of the
disorder, which leads to feelings of sorrow, anger, frustration, and fear, that could interfere with the evolution of
patients. Psychiatric disorders, such as depression, strongly impact both patients and people around them. For mental
health professionals, in order to provide a more complete clinical approach, it is important to understand the illness
perceptions not only of patients but of family IPCs as well.
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Introduction

Major depressive disorder (MDD) is a multifactorial pathol-

ogy that presents regardless of age, education level, culture,

and socioeconomic level, and it implies high-impact biopsy-

chosocial consequences that influence the optimal develop-

ment of the human potential. World Health Organization

projects that MDD will become the world’s second cause

of disability, which highlights the importance of the beha-

vior of this disorder in different populations, especially in

those where the impact could be greater due to occurring at

important moment in their life, as is the case for university

students (1,2).

Regarding the epidemiology of MDD in university stu-

dents, it has been shown that 25% to 49.8% develop this

disorder (3–7). Medical students develop depression in

36.4% to 92.9%, and the consequences of this are reflected

in poor academic performance, dropping out, and an exces-

sive consumption of psychopharmaceutical drugs during

acutely stressful periods, such as during exam periods (8–

10). In the face of an extremely vulnerable time, the role of

the family becomes crucial.

Studies conducted on university students diagnosed with

depression emphasize family dynamic as a precipitating and/

or perpetuating factor of MDD (11). However, as in any

chronic and incapacitating condition, when mild or severe

depression is present in a family, generally only one person
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assumes responsibility for support and care of the patient. In

the literature, this person is described as the informal pri-

mary caregiver (IPC) (12,13).

The IPC generally is a part of the support system of the

patient (often a family member) and, as a layperson, assumes

almost complete responsibility for the patient with respect to

meeting their basic and psychosocial needs (14–16). The IPC

is developed through private relationships, and their domes-

tic nature makes them invisible in public, such that on occa-

sion, their necessities go unnoticed (17–19). The behaviors

of this figure can be a determining factor for the reactions

and evolution of the patient (20,21) since a series of subjec-

tive meanings are generated in the patient–caregiver rela-

tionship and they will be reflected in the motivation to

carry out the activities of care, which in turn result in better

care for the patient (22).

Understanding how caregivers perceive the disease helps

to recognize the meanings they ascribe to the illness as well

as expectations and needs. For health professionals, this

information could help to identify mechanisms for a better

patient–caregiver dynamic that favors a greater well-being

for the IPC and a positive patient evolution (23).

Some studies have been carried out with IPCs of psychia-

tric patients, in order to analyze the subjective experience

and perceptions of these actors in the mental health illness

process (24–27), and it is striking that, particularly when the

caregivers are mothers, in addition to the burden of caring

for the sick person, the data that stand out the most are both

the concern for the future of the patient and the difficulty

they themselves have with regard to the sadness and pain of

seeing that their children are ill (28). Because of the impor-

tance of the involvement of these individuals with the

patient, the aim of this research was to study a previously

unexplored space of the perception of caregivers of young

adult students with MDD, specifically in Mexico City.

Method

The aim of this study was to understand first-hand the per-

ception that IPCs have about MDD, and for this reason, a

qualitative approach was chosen. The design was phenom-

enological, directed toward a study of the lived experience

concerning the protagonist’s own circumstances as well as

looking to describe the meaning of the phenomenon experi-

enced by the individuals through analysis of their descrip-

tions (29,30). This research is compliant with the

Consolidated Criteria for Reporting Qualitative Studies

(COREQ) framework (31). All procedures used in the study

were reviewed and approved by the institutional review

board and ethics committee of the School of Medicine where

this study was conducted.

All participant ICPs signed the informed consent form

prior the interview, and in addition, names and other identi-

fying data were not included in the transcriptions to ensure

confidentiality. We used the random codes to identify the

audio material and transcripts and to analyze information in

order to respect the anonymity of participants.

Data Collection

To obtain first-hand information that permitted greater

understanding of the IPCs’ perception of the study subject

matter, a semi-structured targeted interview (32) was used.

The interview process utilized different support tools includ-

ing an interview guide which was designed according to the

research objectives and following the guidelines suggested

by Taylor and Bogdan (33).

Procedure

Medical students previously diagnosed with mild MDD who

were receiving treatment in a specialized service for mental

health and psychiatry in a public university in Mexico City

were individually referred by their treating psychiatrist to

one of the researchers in order to provide information about

the study. Thirty-two depressed medical students were

invited for an informative meeting about the project, where

they were asked to identify their IPC and gave authorization

for contact them in order request their participation. Only 7

patients allowed for their IPCs to be contacted. After patients

signed the corresponding informed consent form, an

appointment was set up with the IPCs, and at this point, only

4 IPCs agreed to participate. The interviews with each IPC

were carried out, on the dates that best suited each individ-

ual, at the interviewee’s home.

Although the total number of participants in the purpo-

seful sampling of this study was due to the IPCs that

agreed to participate (and that were previously identified

and authorized by the patients), in qualitative research the

wealth that each participant contributes to delve into the

analysis of the research objective is very important; there-

fore, it was kept in mind at all times, to reach information

saturation (34,35).

Data saturation was observed among the participants after

3 interviews, but the team decided to include the total of four

IPCs to corroborate adequate saturation (34). The interviews

were conducted by a social worker with a master’s degree

who was trained by a research psychiatrist with extensive

experience in qualitative research to conduct the interview.

During the interviews, participants were encouraged to

speak freely, and with the support of the interview guide,

research topics of interest were covered. Interviews were

digitally recorded, and both interviews and field notes were

transcribed.

Research was conducted in Spanish. Translation into

English for the purpose of writing a manuscript for publi-

cation was carried out by a Spanish psychiatrist speaking

fluent in English and an epidemiology student English

speaker fluent in Spanish and accustomed to the Spanish

of Mexico City.
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Analysis

Once all the material was transcribed, it was organized and

analyzed using the technique of “meaning categorization

(36),” it means that the information was coded into mutually

exclusive categories to facilitate its organization and analy-

sis. This procedure is both deductive and inductive. All

researchers (note 1) independently performed the analysis

of each category, and then the findings were discussed to

reach a consensus. When constructing the interview guide, a

priori categories were established based on what was estab-

lished in the literature on the subject studied. The initial

analysis was carried out on the categories established a

priori, but during the analysis process, emerging categories

were found and others were also modified or eliminated. In

this study, the following categories were used in the final

analysis: (a) Perception of family dynamic and structure; (b)

Perception of depression; and (c) Perception of herself as a

caregiver. All the researchers analyzed each transcription

independently and then they discussed the categories to

reach consensus.

Results

Participants were 4 IPCs from undergraduate medical stu-

dents diagnosed with mild MDD. All of the participants were

women, mothers of the patients, with ages ranging from 37

to 60 years old at the time of the interview. More details

about the participating IPCs can be found in Table 1.

Next, the analysis categories will be described. Some

testimonies that exemplify the dimensions of these cate-

gories are found in Table 2.

In order to understand the foundation of the IPCs of the

medical students who attend clinical care, the first category

analyzed the information obtained about the dynamic and

structure of the participant families.

Category 1: My Family Life

The analysis of the family dynamic and structure made pos-

sible the visualization of the motherly role of the women, of

whom the majority were also the heads of their household.

According to Estrada (37), the families of the intervie-

wees were in the stage of the family life cycle of adoles-

cence, with traits of economic and emotional dependence on

the heads of the family. The university school activity of

undergraduate medical school requires a full-time commit-

ment, and therefore, the hierarchy was exerted by the pater-

nal subsystem, which established a rigid behavior control

due to the process of adaptation to the patient’s age and the

presence of the psychiatric diagnosis.

In general, the boundaries of the family structures seemed

clearly defined. Alliances and coalitions within the family

were exacerbated due to the presence of MDD. This is

because the presence of an illness such as depression acti-

vates the psychological resources of individuals, and previ-

ously dysfunctional family attitudes and behaviors can

Table 1. Characteristics of Participants.a

ID Age Scholarship
Current
occupation Additional information

Mrs. G 60 years old Completed middle
school

Home printing Born in the state of Hidalgo, at the time of the interview, married. Aside
from being the only person devoted to housework in her home, she
worked in the printing shop that her husband began 15 years ago,
which allowed her to cover basic needs of her family. She described
herself as a “fighter” and committed to the well-being of her children.

Mrs. M 37 years old Trade school degree in
automotive
engineering

Home sales Born in Mexico City, at the start of the study she was married, but soon
after she divorced her husband, so she had to move to live in her
parents’ house, where other siblings of her also live with their
respective families. Even though she finished a technical degree, she
never worked, due to forming a family. During the interview, she said
that she took care of the house and had a local printing and gift business
in a market. Her life objective was to give her family a life different than
her own.

Mrs. A 42 years old Completed middle
school

Home sales Born in the State of Mexico and separated from her partner 3 years
before the study. She was the head of her family and sells clothes in
markets in Mexico City, an activity which she said allows her to cover
the needs of the house, clothing, food, health, and education for her
children, and also allowed her to spend time with them. She referred
to herself as a brave person who can solve any problem.

Mrs. L 52 years old Trade school degree for
secretarial work

Home She worked at home since she started her family, although she went to
trade school to become a secretary. Born in the state of Veracruz, she
described herself as a sensible person dedicated to her family.

aAll the participants lived in Mexico City and one of them in the State of Mexico. Their houses were located in neighborhoods of medium and low
socioeconomic level, where the homes tend to be overcrowded and in which, on many occasions, several families live on the same property.

Robelo-Zarza et al 1579



Table 2. Some Categories of Analysis and The Quotations That Exemplify Them.

Categories and their meaning Examples of quotations

Category 1: My family life “At home the rules are very loose, my brothers and nephews do what they want. Some
nephews of mine use drugs and nobody tells them anything. Those who set the rules,
because they are the ones who pay almost everything here at home, are my parents,
but since they are older, many times nobody cares what the grandparents indicate.
Now that my son is sick and has abandoned activities at school, I have not told my
parents that he is ill because it would be a great disappointment, they have all their
hopes for him because he would be the only one in the family to study in University
[ . . . ]” Mrs. M

“[ . . . ] All my life I wanted to have a family to live, talk and trust, but the reality is very
different, especially with teenage children. I admit it yes, we are very strict parents,
there are rules and schedules at home because if not everything gets out of control.
But sometimes with my daughter my husband and I, we did play or talk or go to the
park together, but now I realize that with the depression she has, all of that is gone.
Today we do not speak anymore, I do not know how to approach it or how to treat
her [ . . . ]” Mrs. G

Category 2: Depression, Illness or disease?
Perception of the concept of MDD

“[ . . . ] I kept labeling it as laziness or issues of her age [ . . . ]” Mrs. G
“[ . . . ] I called it laziness because she did not want to get up, and when she got up, she

did it reluctantly because she did not want to do it, but that’s how young people are!
[ . . . ]” Mrs. L

“[ . . . ] I know depression is an illness that has to be controlled [ . . . ] that they can hurt
themselves, and when they say ‘major depression’, well I understand it as something
more severe, more complicated, and it scares me [ . . . ]” Mrs. G

Category 2: Depression, Illness or disease?
Subjective definition of depression

“[ . . . ] now I see it as a normal emotion of life, because when that happens it is
something that you have to fix, it’s urgent that you make something of your life, that’s
how I understand the message [ . . . ]” Mrs. A

“[ . . . ] I have listened a lot to a well-known psychiatrist on the radio . . . what can happen
[with depressed patients], that they can commit suicide . . . I did think about the
suicide of my daughter, and later I thought: What if she does go crazy? . . . and
sometimes instead I thought that it would pass [ . . . ]” Mrs. L

“[ . . . ] I began to realize that my daughter was depressed because when I heard a
program, they said that there were physical changes, and for her, her hair began to fall
out and she became very droopy, she always was very tired, and didn’t want to get
up, and she lost her appetite [ . . . ]” Mrs. L

Category 2: Depression, Illness or disease?
Normalization of MDD manifestations

“[ . . . ] now I see it as a normal emotion of life, because when that happens it is
something that you have to fix, it’s urgent that you make something of your life, that’s
how I understand the message, and one becomes accustomed [ . . . ]” Mrs. A

Category 2: Depression, Illness or disease?
Perceived causes of MDD

“[ . . . ] I think I am the total culprit . . . because of the problems with her dad and
because I had another relationship and she found out [ . . . ]” Mrs. M

“[ . . . ] my daughter was aware of the problems between her dad and I, well when living
here she noticed . . . Also, he [her husband] picked up the idea that whatever thing he
wanted to say to me, he did it through her . . . because of that our daughter got sick
[ . . . ]” Mrs. L

“[ . . . ] when we arrived here to Mexico City . . . it was a complete change for
her . . . coming from the State of Mexico to here was the last straw, in order for her
to be how she is[.:]” Mrs. G

“[ . . . ] well I attributed it at first to her growing up, to the changes that children have
when they grow up . . . that it was laziness . . . that she was doing badly because of her
age, that she didn’t mature [ . . . ]” Mrs. G

“[ . . . ] she had a boyfriend, and well, her boyfriend left her and she suffered a lot, and
still suffers [ . . . ]” Mrs. M

“[ . . . ] she always arrived from school in a bad mood, and she said: ‘my classmates know
everything, and I don’t know anything . . . I realize that I’m dumb, taking a place that I
don’t deserve, and so many who want to study here, I study and when I’m in school I
don’t know anything . . . nothing’ [ . . . ]” Mrs. L

Fears and concerns with respect to the MDD diagnosed in IPCs’ children:
“[ . . . ] I’m afraid that she will hurt herself because I have read and hear that a lot of

people, especially young people commit suicide, and they can have a crisis and not be
able to get out of it [ . . . ] they can have crises and want to cut their veins like other
people have done [ . . . ]” Mrs. G

(continued)
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Table 2. (continued)

Categories and their meaning Examples of quotations

“[ . . . ] in illnesses one doesn’t know what is going to happen and that makes me very
uncertain, it upsets me, it makes me worried, I don’t know what to say to her, how to
talk to her, what to do [ . . . ]” Mrs. G

“[ . . . ] right now my daughter is lost! . . . I don’t know what’s wrong, I don’t know what
is going to happen to her, she doesn’t want anything, I don’t know what she wants in
her life [ . . . ]” Mrs. M

Category 2: Depression, Illness or disease?
Perceived impact of MDD

“[ . . . ] she stopped doing her activities, she went to play chess and she distracted
herself, but now she doesn’t do anything here, she doesn’t even have friends [ . . . ]”
Mrs. G

“[ . . . ] before we spent time together and we played domino a bit or we went out for
ice cream and used that to talk, but now, now, that doesn’t exist anymore [ . . . ]”
Mrs. G

“[ . . . ] my son has always been intelligent and always interested in studying, he ironed
his clothes, organized everything a day before, but since the separation it isn’t like
that anymore, he had problems in school, repeated a year and isolated himself [ . . . ]”
Mrs. A

Category 2: Depression, Illness or disease?
The chosen therapeutic alternatives for MDD

“[ . . . ] We told her to get help, exercise or do some activity, you need to move around
and not be here cooped up in the house! [ . . . ]” Mrs. G

“[ . . . ] I saw my daughter, her suffering, and I told her that she was going through a
difficult situation and she had to find help here, at school, with her teachers because I
didńt know how to help her [ . . . ]” Mrs. G

“[ . . . ] I took her to acupuncture, I spent a lot of money on a famous masseuse
who is on TV, my daughter felt better but obviously the treatment didn’t resolve
it because we are left without money and we never finished the treatment [ . . . ]”
Mrs. M

“[ . . . ] She hasn’t stopped taking her pills, we buy them, even though sometimes we
don’t eat, but also I think that if she does something she likes or keeps herself
occupied it would help, I’ve thought about taking her swimming, but the money is so
difficult, I will see if she can get a grant [ . . . ]” Mrs. M

“[ . . . ] before coming here, first I brought her to the pediatrician that she has seen since
she was born, and he gave her vitamins, later she still was doing badly and I mentioned
to my gynecologist so that she would check if it wasn’t something physical and when I
talked to her she told us it was something with her emotions and she recommended
a psychologist who told us that if she didn’t get immediate attention from a
psychiatrist, my daughter was going to die, I was very distressed and after listening to
this well-known psychiatrist on the radio immediately I told my husband that we
needed to make an appointment with him . . . and well we only went once, but it
helped my daughter a lot . . . and later we found out that this place existed and so
here we are [ . . . ] Mrs. L

Category 3: Me, a Caregiver?
Assuming the role of caregiver

“[ . . . ] sometimes I tell myself I am not going to be so worried because later my husband
gets irritated, he goes like ‘It is that you hallucinate . . . it’s your imagination!’ . . . I think
I am overprotecting her . . . nagging her[ . . . ]” Mrs. L

“[ . . . ] I don’t understand what’s happening to her, but I’m afraid and in order to know
what is happening, it’s better that I let her do what she wants [ . . . ]” Mrs. G

“[ . . . ] I’m the only person my girl can talk to, because my parents don’t know what’s
going on with her and she doesn’t get along with her dad, so if she wants to come
here so they can treat her, well I bring her, if she doesn’t want to come, then we
don’t come, if she wants money to go out, I give it to her, I look for where it can come
from, if she doesn’t want to go out I stay with her . . . if she cries, well I cry with her
[ . . . ]” Mrs. M

Category 3: Me, a Caregiver?
Perceived impact of being the caregiver

“[ . . . ] I have asked God to give me the strength I need but, well, it’s a little
complicated because life, everyone’s activities have changed, now I have to work
and support everything and sometimes my head hurts, I want to cry, I get cold, I get
hot, I break down and I have to put up with it because I am the mom, I am the
core . . . [ . . . ]” Mrs. A

“[ . . . ] I can’t find the words to say it, to explain it, seeing all my family, like that . . . it is
very difficult, I even have to pretend that nothing is happening in front of everyone
else, it’s very taxing for me [ . . . ]” Mrs. A

“[ . . . ] I started drinking alcohol, and I felt good because I think it made me less hungry, and
above all, it let me not think about my daughter’s illness [ . . . ]” Mrs. L

(continued)
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become more rigid. From the perspective of the IPCs, the

roles exercised by the majority of the family members are

accepted and filled, however, are not flexible. Regarding the

family dynamic of the interviewed IPCs, it can be concluded

that difficulties existed in expressing positive and negative

feelings in an adequate and direct manner, due to cultural

patterns and their own upbringing.

It could be observed that the patients were central to

the life of the IPCs. They defined their children, the

patients, as their “precious treasure,” which is correlated

with the function of the psychological protection expected

from the mother when children still are emotionally

dependent.

The obtained information provided elements which can

be used to diagnose that the code of conduct, which pre-

vailed in the parents, occasionally became difficult because

of the adaptation process related to the patient’s stage of

their life cycle as well as the features of MDD. Thus, the

primary impact of the presence of this pathology in the

family dynamic occurs in daily coexistence. Every day,

patients and family members cope with feelings of unrest

such as fear, frustration, and anger in the face of a psychia-

tric disorder such depression. The next category aimed an

understanding of how the IPCs experience the MDD in

their children.

Category 2: Depression, Illness, or Disease?

The appearance of a disease is an event that impacts the life

and function of patients and their surrounding world, in the

face of this each individual constructs different meanings.

One form of addressing perceptions about the process of an

illness is through the explanatory model of illness (EMI)

(38), which defines a person’s conceptions about their ill-

ness, the attributed causes, and their symptoms, which are

interpreted as practical decisions in order to attend to or cure

the illness. In this sense, the IPC, as the family member who

is available to meet the needs of the patient and is responsi-

ble for making decisions in the diagnosis and treatment of

the illness, deserves a separate examination of the meaning

of depression in their family member.

During the investigation into the EMIs, the perception of

symptoms, the concept of depression, the illness origins, the

fears around the illness, and the impact attributed to the

illness were explored.

The initial depressive symptoms that the IPCs detected in

their children were in regard to changes in their behavior

(irritability, social isolation, lack of motivation) and modifi-

cations in their daily activities (abandonment of their hob-

bies or failure to fulfill obligations), aspects that were not

considered out of the expected. In the words of the partici-

pants, their perception of the patients’ manifestations was it

was laziness, and that they were related to their stage of the

life cycle. And although, during the interview, they were

able to recognize indicators (somatic discomfort, lack of

energy, disturbances in attention and concentration, distur-

bances in sleep, school failure) that could have suggested a

problem beyond everyday discomfort, the interviewees

acknowledge that, at the time, they failed to recognize that

they were part of a mental illness. Informal primary care-

givers normalized the manifestations of the patients, instead

of considering them part of a disease.

Table 2. (continued)

Categories and their meaning Examples of quotations

Category 3: Me, a Caregiver?
Their own perceived needs (as IPC and mother)

“[ . . . ] I love my son a lot and I feel bad for sometimes not knowing what to do. I don’t
know how to deal with what he lives with, I want to know what to do to help him. I
need him to follow his dream and I have every intention in the world to help him,
but sometimes I don’t know how, and that’s why I think that it’s important that you
guys as professionals create a space where you teach us, and we as mothers commit
to becoming better, and above all, support our children with this depression [ . . . ]”
Mrs. A

“[ . . . ] now that I am sharing how I have felt about my daughter’s depression, I realize
that I need to know more about how to help her and how to learn to become a
better mother and a better human being, therefore you guys as professionals, by
doing this type of interview, you help us understand ourselves better and know what
we need [ . . . ]” Mrs. L

Category 3: Me, a Caregiver?
The lack of information as a factor that increases the

negative impact of the caregiver’s experience

“[ . . . ] it makes me angry that she shuts herself in and I don’t know what to do [ . . . ]”
Mrs. G

“[ . . . ] Sometimes I feel very lonely, seeing my son like that makes me sad, but
understanding that it’s an illness encourages me, I want to fight, to keep going, to
believe that everything is going to be better and that what I decided about his
treatment has been the best I could have. I’m afraid, but . . . but now I say: Okay, here
we go, working, here we go to see what can be done because we have to survive
[ . . . ]” Mrs. A

Abbreviations: MDD, major depressive disorder; IPC, informal primary caregiver.
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Although in defining the medical diagnosis of depression,

the participants said that MDD is a disease that can be seri-

ous and that people who have it can harm themselves, they

also recognized that this image did not resemble what was

observed in their own children. This disparity was a reflec-

tion of their knowledge of MDD (obtained largely through

mass media) and of their sociocultural context. In Mexican

society, as it happens in many others, mental illnesses tend to

be considered as the product of a weak character, so they are

not thought to be a disease in itself but a manifestation of the

way of being. Furthermore, the media show that psychiatric

conditions are only present if there are psychotic symptoms,

suicide attempts or violence (39,40).

Regarding the perceived causes, as related by the IPCs, they

can be grouped into 2 major divisions, specifically: Personal

Experiences that include attributions of the stage of life cycle of

the patient, academic failures, and emotional breakups, and

Family experiences, including marital conflicts between the

parents of the patient and changes in the family dynamic. It

is worth mentioning that this second attribution generated feel-

ings of guilt in the interviewees, who felt responsible for the

consequences of witnessed family problems.

The fears and concerns that the IPCs have with respect to

the MDD diagnosed in their children, they were predomi-

nated by the unease regarding the possibility that their chil-

dren could be harming themselves. The participants

emphasized their uncertainty about the evolution of MDD

and appropriate actions around the patient. Interviewed

mothers were also concerned that their children could not

complete projects in their personal and professional life.

The therapeutic alternatives that patients and their fami-

lies opted for were as diverse as the pathologies themselves

and reflected the form in which both patient and family

perceived depression. Most centered around self-care prac-

tices, since going to some type of specialized mental health

treatment is considered somewhat shameful because it indi-

cates that “you are crazy.”

Due to the importance of the IPC as a key element in the

diagnosis, treatment, and evolution of MDD, the third cate-

gory was titled: Me, a Caregiver?, looking to understand

from the interviewee’s own voice their needs and experience

as both IPCs and mothers of medical students diagnosed with

depression.

Category 3: Me, a Caregiver?

All the IPCs agreed on their acknowledgement as the pri-

mary providers of emotional support for the patients. The

inability to differentiate between the role of mother and

caregiver was evident, leading to overprotection of the

patient and preventing them from taking responsibility for

their own treatment.

It is important to point out that some IPCs mentioned that

not knowing detailed clinical information about depression

impacted how they lived with their children’s illness and

how they made decisions since they behaved as mothers and

not as caregivers of a patient.

Interviewees said that the greatest impact that they per-

ceived in themselves was emotional exhaustion, which

diminished their quality of life. A lack of knowledge of the

underlying health problem and a reliance on only their obser-

vations of their children’s mood and behavior added to the

IPCs believing the patients could change themselves, gener-

ated in the interviewees anger, frustration, despair, helpless-

ness, and mood swings that led to consequences such as

increased family dysfunction, alcohol consumption, and

financial problems.

Discussion

Family is the first group to which a human being belongs,

and there one learns and comprehends the values and social

norms that allows individuals to live in other spaces.

Through daily interaction, a person has with their family

members, they internally forge the way they understand the

world and develop skills to cope with daily experiences.

This occurs so that when they encounter difficulty, they try

to find a way to explain why it is happening to them, in

order to make decisions to confront the adversity. Vargas-

Melgarejo (41) defined this individual learning process as

perception, which is constantly modified according to time

and place in the world.

When an illness creates this adversity, EMIs are con-

structed, and traditionally, family is the space in which care

and attention are provided in order to restore health, with this

responsibility falling on the IPC who is responsible for meet-

ing the needs of the patient (17).

A discovery that emerged from the IPC’s perceptions of

medical students with respect to their family system was their

sense of belonging. This was explained by Quintero (42), who

showed that the family is a space in which one learns to socia-

lize, build confidence, and show affection, no matter the orga-

nization or characteristics of the interpersonal interaction.

Within the family, women continue to be the central fig-

ure tasked with meeting fundamental and emotional needs,

even when they had joined the professional workforce, mak-

ing them work a double shift. Historically, the care of an ill

family member has been considered the role of the woman

because she is the person who takes on a commitment,

whether due to moral values, personal circumstances such

as the effect on that family member, or simply due to the

sociocultural context that has determined that the woman is

responsible for the physical and mental health of the family,

and in this way creating a feminization of care (43–45).

The collected testimonies of the interviewees coincide

with the results of other studies, in that they characterize the

IPC as a female who voluntarily decides to assume the care

of the ill family member (17,19,28). Nonetheless, based on

the results, it is valid to question whether the role of the

caregiver that these mothers fulfill is really voluntary or

simply they fulfill this role due to social conditions.
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Care involves the development of diverse activities and

frequently implies multiple caregiving roles, which is to

say, being a caregiver as well as a mother, wife, daughter,

and/or member of the workforce (46). Based on this “multi-

role” experience expressed by the interviewees, one notices

that they found themselves in constant stress which eroded

their mental and physical state. This erosion created feel-

ings of distress such as frustration due to, from their point

of view, not adequately fulfilling the role of mother and

caregiver, even when they do not differentiate between one

role and the other.

Physical fatigue, crying, sadness, frustration, consump-

tion of alcohol, anxiety, isolation, and economic problems

were all detected in participants. Together, these are

known in the literature as primary caregiver syndrome

because they present a symptom picture that reflects the

objective and subjective burden that they face while in

this role (17–19).

Based on the above, it is necessary to analyze whether the

effects on physical and mental health are caused by the

depression of their children or whether they are an effect of

their own personal situation. To answer this question, it is

important to note that, according to the general system theory

(47–53), the family system is made of human beings in con-

stant interaction, in such a way that an action or change in one

member, impacts everyone else, and vice versa. Nonetheless,

it cannot be looked over that human beings are individuals

with biological characteristics and particular psychologies,

and therefore, the presence of depression in the children of

the interviewees was a turning point in exacerbating the symp-

toms already present in the IPC (54).

Regarding the EMIs that the interviewees held with respect

to MDD, the results suggest they were formed mainly due to

information received from informal sources, such as mass

media, acquaintances and family, and influences from the

surrounding context. These perceptions are expected if we

consider the human being as a social entity that is part of a

group, so that the primary meanings about events such as

disease arise initially as the result of this social interaction

(55–57). There are various aspects that have been described as

influencing the perception of mental illness in Latin America.

Gender, educational level, and social security seem to favor a

perception toward biological and medical aspects, but for

pathologies such as depression, there is a generalized idea that

it is due to the way of being of the affected person or to an

emotional reaction product of external stressors but not neces-

sarily to a pathology (58). These predominant EMIs in the

social environment, largely determine the attributions that

each subject makes toward the disease.

Coinciding with other studies, difficulties in the family

dynamics of university students with depression can impact the

evolution of the disorder (7,59,60). In this specific population,

one of the most evident indicators is low academic perfor-

mance. At this point, it is valid to reflect if the signs and symp-

toms of depression that manifest in the children of the IPCs were

exacerbated particularly by studying medicine or whether these

conditions were already present in their family interaction, and

put into context by the experiences of each IPC.

The manifestations of depression of the children of the

participants of this study were normalized, which suggests

that the students had symptoms that were neither identified

nor treated. Likewise, the interviewees did not notice their

own risk factors for the presentation of emotional distress,

factors coming within the individual (for both patients and

caregivers), and social impact that was mentioned during the

interviews. Consequently, the perceptions acquired through

the experiences of these mothers reflects the need to imple-

ment contextualized programs of alphabetization and inter-

vention that provide the necessary tools to face the physical,

emotional, and interpersonal consequences involved in ful-

filling the role of caregiver. The lack of knowledge about

what is happening to their children and the perception gen-

erated around the situation caused a delayed search for the

patients care. In addition, it caused the IPCs to experience

feelings of distress about the disorder, themselves, and even

their children.

The wear on the caregiver does not favor a better outcome

in the patient either. Other studies have highlighted the need

to design convenient and effective strategies to provide sup-

port and stability to the IPCs of patients with a psychiatric

disorder (13,54).

Stigma may have been one of the factors that influenced

the perception and attitudes that these IPCs developed toward

their children’s depression. This stigma may have resulted in

the reluctance to recognize something more serious than an

everyday discomfort in the affected person and the avoidance

of a specialized search. In families where a member has been

diagnosed with a psychiatric disorder, Muñoz et al (61) says

that 2 types of stigma can occur: (a) public stigma, that can be

transferred from the patient to their whole family, or alterna-

tively, they can experience the stigma through observation

when they see the stigmatization of their family member; and

(b) self-stigma, in which the family internalizes the messages

(originating from society in general, from professionals, and

other members of the family) regarding their responsibility for

the illness, which consequently generates feelings of guilt.

Both types of stigma result in complicated health care path-

ways that delayed prompt care. For future research, it would

be important to intentionally investigate this component as

part of the meanings that are built around depression in key

factors such as caregivers.

Although this research provides information on the per-

ception and experiences of depression in a specific actor

(patient caregiver), thus contributing to the understanding

of this disorder, there are limitations linked to the specificity

of the studied population. For example, it is unknown if the

perceptions are similar in other family members, if the IPCs

of students from other areas are different, or how the percep-

tion changes once patients receive treatment and depression

is controlled. The health-disease process is interactional, so

it would be important to analyze whether perceptions are

shared between IPC, patient, and health personnel.
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The lack of a larger number of interviewees could be

considered by some readers as a limitation; however, it is

worth noting that, unlike random sampling, the invitation to

participate in qualitative research follows very different

principles where participants have specific characteristics

for which they are selected since they can offer in-depth and

detailed information on the topic of interest for research.

Therefore, even a single individual could be the subject of

a complete study; hence, the size of the sample is not in itself

a limitation in this research.

Conclusion

Findings show that depression, on one hand, is seen as a

shocking factor in the life of the patient as well as the life

of the IPC, but on the other hand, it is experienced as an

opportunity to strengthen their family bond and even to grow

personally. It is reinforced that psychiatric disorders, such as

MDD, strongly impact the people around patients, particu-

larly figures such as the IPC. This compels health care per-

sonnel to explore the illness perception of all the involved

actors (including IPCs) of the health illness process in order

to have an effective clinical approach which results in the

welfare of the patient.
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3. Agudelo Vélez DM, Casadiegos Garzón CP, Sánchez Ortı́z

DL. Relation between early maladaptive schemes and anxiety

and depression features in university students. Univ Psychol.

2009;8:87-104.
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42. Quintero ÁM. Trabajo Social y procesos familiares [Social

work and family processes][Internet]. Lumen/Hvmanitas;

1997. https://www.studocu.com/es-mx/document/universi

dad-nacional-autonoma-de-mexico/teoria-de-grupos-y-tra

bajo-social/ensayos/trabajo-social-y-procesos-familiares-

angela-maria-quintero-valasquez-1/4599763/view

43. Vaquiro S, Stiepovich J. Cuidado informal, un reto asumudo

por la mujer [Informal care, a challenge assumed by women].

Cienc Enferm. 2010;16:17-24.

44. Valderrama MJ. El cuidado, ¿una tarea de mujeres? [Care, a

women’s task?]. Vasconia. 2006;13.

45. Pezo MC, Souza ND, Costa M. La mujer responsable de la

salud de la familia: constatando la universalidad cultural del

cuidado[the woman responsible for family health: verifying

the cultural universality of care]. Index Enferm. 2004;13:

13-17.

46. Garcı́a-Calvente MD, Mateo-Rodrı́guez I, Maroto-Navarro G.

El impacto de cuidar en la salud y la calidad de vida de las

mujeres [The impact of caring on women’s health and quality

of life]. Gac Sanit. 2004;18:83-92.

47. Viscarret JJ. Modelos de intervención en Trabajo Social [Mod-

els of intervention in social work]. Madrid: Alianza Editorial;

2007:324.

48. Giberti E.La familia, a pesar de todo [the family, despite every-

thing]. Buenos Aires: Novedades Educativas; 2014.
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versidad Nacional Autónoma de México; 2004.
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