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Abstract

Background—NMedication nonadherence among Latinos with schizophrenia represents a
significant treatment obstacle. Although some studies have examined patient and family
perceptions of adherence, few have examined these perceptions together. However, such
knowledge can provide a deeper understanding of how family processes may contribute to or
impede adherence among underserved groups such as Latinos.

Aims—This study explored perceptions of medication and adherence among Latinos with
schizophrenia and key family members.

Method—Purposive sampling was used to collect data from 34 participants: 14 patients with
schizophrenia receiving community-based mental health services in an urban public setting and 20
key family members. Informed by grounded theory, semistructured interviews were analyzed by
bilingual-bicultural team members.

Results—Salient themes emerged indicating facilitators of and obstacles to medication use.
Specifically, challenges centered on medication side effects, autonomy and choice, and illness
insight, whereas facilitators focused on family support and holistic views of treatment and
empowerment.

Conclusions—Because the majority of Spanish-speaking Latinos with schizophrenia live with
family, it is important to examine family factors that may influence medication use. Findings
suggest that patient and family perceptions of medication should be examined as part of the
treatment process, particularly regarding issues of autonomy and choice.
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Medication is the first line of treatment for individuals with schizophrenia experiencing
active symptoms. Despite advances attributed to atypical antipsychotics, low medication
adherence is a substantial problem (Gilmer et al., 2004). An estimated 40% to 50% of the
individuals with schizophrenia do not adhere to medication (Lacro et al., 2002). Low
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adherence is associated with increased clinical symptoms and relapse (Ascher-Svanum et al.,
2006; Lanouette et al., 2009; Nosé et al., 2003). Thus, low adherence may lead to a more
serious illness course that can complicate recovery for individuals and affect quality of life.
In addition, clinical and behavioral manifestations of schizophrenia may have other
consequences, such as increased financial costs of the treatment (Desai et al., 2013; Gilmer
et al., 2004) and indirect costs related to family well-being (Coker et al., 2016; Hernandez &
Barrio, 2015). Factors attributed to nonadherence include medication side effects, substance
abuse, poor illness insight, and illness severity (Beck et al., 2011; Gilmer et al., 2004; Lacro
et al., 2002; Yang et al., 2012), among others.

Medication adherence is a barrier to adequate care, particularly among racial and ethnic
minority groups (Dixon et al., 2011), as evidenced by the growing body of research on
disparities in mental health use and services among these groups (Alegria et al., 2007; Barrio
et al., 2003; Lopez et al., 2012; Vega et al., 2007). A systematic review of adherence found
lower rates among Latinos with serious mental illness compared to European Americans
(Lanouette et al., 2009). Another study comparing Spanish-speaking Latinos, English-
speaking Latinos, African Americans, and European Americans with serious mental illness
found that Spanish-speaking Latinos and African Americans experienced lower levels of
adherence than European Americans (Diaz et al., 2005).

Studies have noted the role of perceptions of medication in adherence (Yang et al., 2012),
suggesting that understanding views on medication can shed light on beliefs and behaviors
that may facilitate or deter medication use among groups such as Latinos (Kopelowicz et al.,
2007; Marin & Escobar, 2001). Social context is an important component of adherence,
particularly as it relates to family involvement. Families are often highly involved in the
pathway to care and provide ongoing care for family members with schizophrenia (Barrio &
Dixon, 2012). Moreover, family systems play an important role in transmitting cultural
perceptions and practices regarding illness and treatment (Guarnaccia et al., 1992; Hackethal
et al., 2013; Jenkins, 1988). For instance, family and cultural perceptions of illness and
treatment can influence treatment use including medication (Martinez et al., 2013) due to
factors such as stigma (Interian et al., 2007).

Studies have found that individuals who live with or receive support from family members
tend to have better medication adherence compared to those who do not (Gilmer et al., 2004;
Glick et al., 2011; Kopelowicz et al., 2012; Marquez & Ramirez Garcia, 2011; Ramirez
Garcia et al., 2006). Thus, family involvement in medication use may be a protective factor
for adherence (Lanouette et al., 2009). Further, these findings point to the importance of
families regarding adherence and may be particularly relevant for Latinos with serious
mental illness, who are more likely to live with their family than other groups (Barrio et al.,
2003; Ramirez Garcia et al., 2009).

However, because most of the studies have examined patient and family member perceptions
of medication use and adherence separately, little is known about how the relationship
between the patients and family caregivers facilitates or impedes medication use. Therefore,
family processes that play a role in adherence may be overlooked. Examining patient and
family perceptions can generate greater insight into how to support patients in their
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treatment and families in their caregiving role. Building on prior research, this study
explored perceptions of treatment related to medication use among Latinos with
schizophrenia and key family members. In particular, we explored (a) the perspectives of
patients and family members regarding medication and (b) how these perspectives
contributed to challenges and facilitators of medication use.

The participants had participated in a controlled study to develop an intervention involving
Latino family members caring for a relative with schizophrenia receiving community-based
mental health services (Barrio & Yamada, 2010). Data for the current study came from a
follow-up study examining perceptions of salient treatment outcomes among intervention
group participants. Purposive sampling was used to collect data from 34 participants — 14
dyads (14 patients and 14 key family members), in addition 6 key family members were
interviewed although the patient was not available. These six family members were included
to provide additional information about family context. Similar to other studies examining
Latinos with schizophrenia, all 14 patients lived with their key family member. Table 1
presents additional participant demographic characteristics. The institutional review board of
the affiliated university approved all study procedures.

Semistructured interviews were conducted with participants in their preferred language. The
majority (n= 8; 57%) of dyads were interviewed together. The participants were asked about
their views on treatment, eliciting responses related to perceptions of medication and issues
with adherence. For instance, participants were asked, “What treatment has worked best for
you (family member)?” and “What makes treatment difficult for you (family member)?” We
used a grounded theory approach (Glaser & Strauss, 1967; Strauss & Corbin, 1990) to
analyze the data. After independently coding a subset of transcripts, bilingual-bicultural
team members discussed emerging findings and reached consensus on codes to develop a
codebook. Team members examined co-occurrence of codes and used ongoing comparative
analysis to reach a final consensus on themes (Charmaz, 2014). We used Atlas.ti version 7
(Berlin, Germany) to code and organize data.

The data revealed salient themes regarding challenges to and facilitators of medication use
that informed a preliminary model (Figure 1) for understanding perceptions of medication
among Latino patients and family members. Participants’ illness perceptions often
contributed to medication perceptions. Challenges centered on side effects, autonomy and
choice, and illness insight. Autonomy and choice and illness insight were often areas of
disagreement among patients and family members. Facilitators included family support and
holistic views of treatment and empowerment. Other studies on medication adherence noted
the themes presented in our model, however, they examined these themes separately among
patients and family members and therefore may have missed the family processes that
contribute to these perceptions. By including patient and family member perceptions, data
can be analyzed to determine congruence and disagreement among participants.
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Medication challenges

Side effects—Patients overwhelmingly described medication side effects as influencing
their perceptions of medication adherence. They expressed frustration about taking
medications that, although helping reduce troubling symptoms, contributed to other adverse
consequences. A patient noted, “It makes me feel a lot better ... but, well, medication is
medication. ... | mean it does the right thing, but ...1 do get drowsy...”

For some patients, side effects limited their ability to engage in desired activities. One
patient said, “I got tired of ... the medication and feeling like no interest in nothing, just in
my room. Nothing. Even my hobbies; I stopped playing baseball.” He discussed concerns
about weight gain that he attributed to the medication: “I was more than obese, so my goal
was to get off that medication.”

Although family members recognized the benefits of medication, many expressed concern
about long-term use of medication and possible negative effects on patients’ health. For
instance, a mother said she was worried “that in the future it can damage organs.” Family
members also expressed sadness at seeing their loved ones experiencing side effects, as
noted by a mother who said, “It saddens me to see my son like that, sometimes he drools,
and he tells me, ‘Do you want to see me like this?””” Some family members expressed mixed
feelings about medication; leading to ongoing assessment of the costs and benefits of
medication use.

Balance between autonomy and choice—Autonomy and decision making regarding
use of medication was a salient theme among patients. For some patients, views on family
involvement in illness management were influenced by perceptions of choice in treatment
decisions. Problems arose when patients believed that they did not have a voice in their
treatment, resulting in strained family relationships that complicated treatment adherence.
For example, a patient described his experience with treatment and medication: “They were
forcing it on me... When you get forced...you grow a distance from the person.”

In contrast, another patient shared how he had his treatment needs met by talking to his
doctor and reducing his medication:

I had a conversation with my psychiatrist.... My goal was to be off the injections. |
just want the oral medication.... So we had a talk and she agreed ... but the process
took like two years.

Being able to communicate his concern and working with his doctor to reduce his
medication gave him a sense of control over his treatment.

Family members’ views on autonomy and choice at times contrasted with patients’ views.
They described wanting patients to take an active role in their medication because this
decreased family caregiving duties and helped patients be responsible for their own care,
leading to increased independence. A mother said, “Now she takes much effort in taking her
medicine. Before she didn’t and | took the effort. | would get upset, now she says that she
needs to take her medicine.” In addition, several family members said concerns about their
loved one’s lack of medication adherence compelled them to administer medication without
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the patient’s knowledge. Family members who engaged in this behavior felt they had no
other alternative because they saw the patient’s symptoms increase due to lack of medication
and were concerned about possible relapse. A mother said:

Sometimes | see that he does not take it [medication] and he becomes irritated. Like
with a sort of anxiety ... and then | begin to give it to him ... hidden. And | then see
much change in him.

Family members believed they were helping patients by administering medications through
food or drink. However, they often struggled and had to persuade patients to consume the
food or drink, especially as symptoms increased, creating significant stress for family
members and patients.

llIness insight—Given the individual and social impact of schizophrenia, many patients
had a difficult time acknowledging their illness. Although most patients recognized that they
had a mental illness, those with the greatest adherence challenges seemed to perceive that
taking medication indicated that something was wrong, as evidenced by a patient who said,
“[1] run, exercise, so that time passes, my mind progresses, and is made stronger to forget
my illness. Even though | am taking medicine but say that, | don’t have it.” Despite
difficulty accepting his diagnosis, this patient described his need to take medication because
he did not want to relapse. “I get sad, how | would like not to have schizophrenia, not take
medication, but | say it is better to take it than to be in the hospital.”

Another patient also struggled with accepting his illness and need for medication, creating
conflict with his family. “I always think to myself I’m not sick, I’m not sick, | don’t need the
medication | tell [family member]. And she goes, “You need the medication and this and
that.”” Medication appeared to be tied to perceptions of illness; therefore, patients who
struggled with accepting their illness appeared to experience incongruence between their
beliefs and behavior.

Moreover, family members’ views regarding medication use differed from patients’ illness
insight process. Family members said they believed that illness insight was an important
component of medication use. Families whose loved ones were not compliant with
medication recognized that patients’ illness perceptions often influenced adherence. For
instance, a mother said:

To be 100 percent conscious of his problem because in the past he would doubt that
treatment would help ... to be able to say, “I have this problem, I have to take
medication, so that | could do it all as if | had nothing.”

Although some patients struggled with insight regarding their illness, possibly due to its
effect on their identity as individuals, family members viewed insight as connected to
treatment adherence. Perhaps family members focused on insight as necessary for adherence
due to a belief that medication was important to prevent potential relapse, which could cause
serious consequences regarding their loved one’s well-being.
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Medication facilitators

Family support—Several patients recognized the important role their family members
played in helping them manage their medication and illness. Family members accompanied
most patients to their medical appointments. Patients appreciated this support, as indicated
by a patient who said he was better able to communicate his needs when accompanied by a
family member. He noted, “When I go by myself | don’t like it. It doesn’t feel good.
Because | cannot ... tell my own way out or like tell them, like, what prescriptions.”

Family members also stated that their involvement made a difference in patient medication
adherence. Family members described a strong sense of responsibility for involvement and
said they saw family support as a resource for patient well-being. For instance, a mother
said:

There has to be two medicines, the doctor’s medicine and the family’s medicine.
Do you know what makes up the family’s medicine? For there to be more union
with them. Talk to them more ... and say, “Just because you are sick, it doesn’t
mean that | will throw you out.” On the contrary, have them be closer to us.

Families were usually directly involved in providing medication support by being the first to
notice increasing symptoms indicating that patients needed assistance. As such, many
families were quick to communicate their concerns regarding patient behavior and
symptoms to psychiatrists, particularly when they noticed serious medication side effects.
For instance, a mother discussed communicating with her son’s psychiatrist after her son
neglected to inform his psychiatrist of side effects:

| told her [doctor], “I don’t know what is happening with [patient].” ... She said
that perhaps it was a side effect of the medication ... because he began to
deteriorate ... but he did not want to tell the doctor and that is why | had to go and
tell her.

However, it is important to note that some families struggled to communicate with
psychiatrists because of language issues and had to rely on patients to translate. As stated by
another family member, “When we go to the doctor I tell him, ‘Tell him please,” because he
[the doctor] does not speak Spanish. ‘If you don’t feel well or if you think that the
medication is not helping you, tell him please.”” Despite these challenges, family members
said they did the best they could to facilitate communication with psychiatrists because they
believed it was an important part of treatment.

Holistic view of treatment and empowerment—~Patients and family members shared
a holistic view of treatment that supported medication adherence. Several patients noted
their participation in wellness activities at a mental health center, such as meditation groups,
and viewed their involvement in these and other practices as promoting their overall health.
For instance, a patient said:

I don’t think it [medication] solves everything; you have to do other things too. |
don’t think there’s a magic wand... you don’t pop a pill and it’s over. It doesn’t
happen that way.... there are things that through meditation... | could endure more
of the symptoms easier.
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Meditation helped this patient address areas of his life and symptoms not easily managed
through medication alone. Another patient also credited his psychosocial activities as
helping him in addition to his medication. He said, “Besides medication, therapy does
help... and also being able to provide support like being a volunteer.”

Families’ holistic views included religion and spirituality as important resources that helped
with illness management, including medication. As stated by one mother:

One has to go to medicine and then with medicine and asking God for recovery,
one achieves it. There comes a balance, but if you are given a medication and you
say, “This is no good,” well then you are placing yourself in a negative situation,
because you know one’s mentality carries much strength.

This mother indicated that asking for God’s help is important in addition to attitudes toward
medication use, which may influence being able to obtain the full benefits of medication.
Religion and spirituality appeared to be an important resource for her, along with her
positive perceptions of the benefits of medication. Family members’ religious and spiritual
beliefs did not appear to dissuade them from medication use, because they acknowledged the
benefits of medication.

Discussion

This study sought to elucidate perspectives of medication use by Latinos with schizophrenia
and their family members. Nonadherence is among the well-documented disparities in
mental health treatment experienced by Latinos (Barrio et al., 2003; Lopez et al., 2012; Vega
et al., 2007). Our study adds to the knowledge base by exploring Latino patient and family
member perspectives, thus examining their intersection and possible overlap and variations
more closely. Because Latinos with schizophrenia are more likely to live with a family
member compared to other groups, by including both perspectives, we gained a richer
understanding of how the relationship between patients and family members contributes to
medication use. Examining adherence within the Latino family context is important given
the documented disparities in treatment among Latinos, particularly those of Mexican origin
(Alegria et al., 2007). Findings revealed that adherence is a complex process involving
individual and family factors that together influence perceptions and behaviors regarding
medication.

Participants recognized several challenges related to medication use. Concerns were
primarily centered on medication side effects. Patients expressed difficulty with low energy,
lack of interest in desired activities, and weight gain, among other concerns. Family
members also noticed changes in patients’ affect and behavior. Moreover, families worried
about long-term medication use and its effect on patients’ health. Other studies examining
family member and patient views on medication use among Latinos cited similar concerns
(Marquez & Ramirez Garcia, 2011). Several patients and family members described
continually assessing the costs and benefits of taking medication, which often produced
internal conflict (Rogers et al., 1998).
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Patients’ views of their autonomy and choice regarding treatment also influenced medication
use. Some patients expressed difficulty when perceiving medication use as forced. Patients
wanted to have a voice in medication use, and those who were able to communicate their
concerns to their providers and family members appeared to have a better experience with
medication.

Family members also stated that autonomy was important, yet they regarded it as an
indication of their loved one’s need for independence. The idea of choice regarding
medication use was not prevalent among family members, who despite concerns about side
effects, said medication was critical to prevent relapse. Further, family members’ beliefs
regarding the importance of medication led some to engage in covert medication
administration. Studies have examined covert medication among older adults (Haw &
Stubbs, 2010), including by family members of individuals with schizophrenia in countries
such as India (Srinivasan & Thara, 2002). However, this phenomenon has not been
examined in research in the United States with families of individuals with schizophrenia.
Latino family members’ behaviors regarding covert administration of medication suggest
possible cultural patterns aligned with interdependent relationships that characterize family
centered cultures (Barrio, 2000). Of note are the legal and ethical implications created when
patients are not able to consent to treatment and exercise their right to refuse medication
(Stroup et al., 2002). It is evident that covert medication merits further research among
individuals with schizophrenia in the United States, particularly among groups with a high
degree of family involvement.

IlIness insight and perceptions of schizophrenia also influenced patients’ use of medication.
Individuals who struggled with medication had a difficult time acknowledging their illness.
IlIness insight has been identified as a contributor to adherence (Beck et al., 2011).
Individuals may find that accepting the illness generates negative personal and social
consequences they cannot manage. In addition, family members may not have completely
understood what insight and awareness may entail for patients, because they were mainly
concerned with helping their loved ones prevent relapse.

Despite these challenges, participants recognized the crucial role of family support in the
management of the illness. Patients appreciated their family members’ concern for their
well-being and perceived their family’s reminders about medication use as an indication of
their support. Family members were quick to recognize their loved one’s symptoms and
intervene when necessary. This type of tangible support has been found in other studies
(Marquez & Ramirez Garcia, 2011; Ramirez Garcia et al., 2006). Some families also
communicated their concerns with providers and were able to address troubling side effects.
However, not all families had access to patients’ providers due to issues with English
language proficiency. Some family members have described an inability to communicate
with providers and contribute to the treatment process (Rose et al., 2004), and these
challenges may be greater among non-English-speaking families (Polo et al., 2012). Limited
communication with providers due to limited English language skills and a lack of
familiarity with the mental health system were notable barriers experienced by these Latino
families.
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Participants overwhelmingly recognized the benefits of a holistic view of treatment that
incorporated medication use with other treatment options. Patients perceived their
involvement in activities such as meditation as important to their treatment. Family members
also said family support and particularly religion and spirituality were key components of
overall wellness for patients. Such findings highlight the importance of a comprehensive
treatment approach that incorporates patient and family preferences that promotes
empowerment. Shared decision-making involves collaboration between patients and
providers regarding treatment, including medication (Barrio & Dixon, 2012; Deegan &
Drake, 2006; Eliacin et al., 2015). Given the role of family in treatment, incorporating
family members into the decision-making process is critical to ensuring that patients’ needs
and choices are met. Family psychoeducation has proven effective with Latino patients and
family members in addressing medication adherence (Kopelowicz et al., 2012) and can be a
resource for transmitting knowledge about shared decision-making to improve family
members’ awareness of this important issue. As such, findings from the current study will
inform the culturally based family psychoeducation, which is the basis of this study, by
highlighting shared-decision making in group sessions.

Several limitations should be considered when examining our results. First, because Latinos
are a heterogeneous group, our sample of primarily Mexican origin Latinos may not be
representative of all Latinos. Nevertheless, because our sample came from a public
community mental health setting, our findings may be relevant to other groups. Second,
because our sample did not include other racial or ethnic groups, we were not able to
compare our findings with other groups and thereby examine the unique Latino experience.
However, given that Latinos are more likely to live with family compared to other groups,
the caregiving experience including medication adherence may present with additional
responsibilities for Latino families who often provide support with limited resources
(Hernandez & Barrio, 2015; Magafa et al., 2007). Third, the majority of our sample
consisted of male patients and their mothers; future studies should consider examining
perceptions of medication use among female patients and other caregivers. Fourth, all family
members had participated in a culturally based family psychoeducation intervention and
were knowledgeable about the benefits of medication; therefore, examining perceptions of
families who have not received such treatment may add another dimension to our
understanding of medication use. Fifth, although all the patients discussed problems with
adherence, adherence was not formally assessed. Finally, patients had been living with
schizophrenia for several years; therefore, future studies may consider examining
perceptions of medication use among patients and family members with recent diagnoses.

Conclusion

Findings from this study further illustrate the importance of family involvement in
medication use. In particular, providers should consider that concerns of Latino family
members regarding a patient’s stability might prevent them from considering that patient’s
choices regarding treatment. As such, medication management and shared decision-making
must be openly discussed with Latino families and patients in a culturally congruent manner
in conjunction with evidence-based treatment.
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Table 1
Patient and family member characteristics.
Patient Family
(N=14) Range (N =20) Range

Gender, 17(%)

Male 11 (79) 4(20)
Age, years, M (SD) 38(12.00) 26-75  59(8.48) 39-72
Education, years, M (SD) 11.50 (1.65) 9-14  7.30(4.09) 2-14
Length of illness, years, M (SD)  16.38 (11.72) 7-50
Family relation to patient, 77 (%)

Mother 12 (60)

Father 3(15)

Spouse 2(10)

Otherd 3(15)
Country of birth, 7 (%)

United States 8 (57) 1(5)

Mexico 4(29) 18 (90)

El Salvador 2 (14) 1(5)
Interview language, 77 (%)

English 8 (57) 2 (10)

Spanish 6 (43) 18 (90)

a
Aunt, daughter, or grandmother.
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