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Abstract
Background—Self-management of Bipolar Disorder (BD) is challenging for many individuals.

Material—Interviews were used to assess perceived barriers to disease self-management among
21 high-risk patients with BD. Content analysis, with an emphasis on dominant themes, was used
to analyze the data.

Results—Three major domains of barriers emerged: Individual barriers (psychological,
knowledge, behavioral, and physical health); Family/ Community level barriers (lack of support
and resources); and Provider/ Healthcare System (inadequate communication and access to care).

Conclusions—Care approaches providing social and peer support, optimizing communication
with providers, and integrating medical and psychiatric care, may improve self-management of BD
in this vulnerable population.
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Introduction

Methods

Bipolar disorder (BD) is a chronic mental illness associated with reduced quality of life,
decreased functioning, high rates of suicide and high financial costs (Murray & Lopez,
1997; Zaretsky et al., 2007). Prevalence in the U.S. may be as high as 3.7% for BD spectrum
disorders (American Psychiatric Association, 2002; Hirschfeld et al., 2002). A cornerstone
of treatment for individuals with BD is mood stabilizing medications such as lithium,
anticonvulsants, and atypical antipsychotic medication (American Psychiatric Association,
2002; Goodwin & Young, 2003; Keck et al, 2004; Yatham et al., 2005); yet roughly half of
individuals with BD are non-adherent with medication (Lingham & Scott, 2002; Perlick et
al., 2004; Sajatovic et al., 2006, 2007). Concurrent with the use of medications, chronic
disease self-management programs (CDSM, can empower patients and improve health
outcomes by emphasizing the central role of the individual in managing their mental and
physical health while collaborating with health care professionals and systems. (Lorig, 2015;
Lorig et al., 2015; Janney et al., 2014). Evidence based skills shown to be effective in BD
and amenable to chronic disease self-management include: psychoeducation, monitoring
moods, social functioning, sleep hygiene, setting goals and relapse plans, and adopting
healthy lifestyle plans (Janney et al., 2014). However, self-management is challenging for
many individuals with BD; there are numerous barriers that can impede progress and
success.

Few studies have specifically addressed patients' perceptions of barriers to self-management
of BD; most have focused on risk factors for poor adherence (Lingham & Scott, 2002;
Perlick et al., 2004; Sajatovic et al., 2006, 2007). In this qualitative analysis, perceived
barriers to self-management among high-risk patients with BD was assessed as part of a
large, on-going U.S. National Institutes of Mental Health (NIMH)-funded, randomized
controlled trial (RCT). This RCT is testing a novel customized adherence enhancement
(CAE) intervention intended to promote BD medication adherence versus an educational
control (EDU) in poorly adherent individuals with BD. Our findings can enrich our
understanding of the processes that impact the outcomes of this RCT (Ezzy, 2002), and may
help clinicians and researchers integrate the consideration of these factors into effective care
delivery practices.

Sample and Setting

Participants (N=21) from the RCT were recruited at baseline for the present analysis. For
qualitative research, this sample size is within the recommended number of 5-25 individuals
who have all experienced the same phenomena (Polkinghorne, 1989). Non-adherence was
assessed by the Tablets Routine Questionnaire (TRQ), as the percentage of days with missed
doses in the past week for each prescribed foundational oral medication for the treatment of
bipolar disorder. For individuals who were on one or more foundational medication, an
average was calculated in order to gather information on the full bipolar disorder treatment
regimen. Higher TRQ scores are a reflection of worse medication adherence (Scott & Pope,
2002). In addition, a sampling grid designed to ensure variability in gender, age, race/
ethnicity, and randomization group, was used in the recruitment of the medication non-
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adherent participants. The study was conducted in the Department of Psychiatry of a
Midwestern urban hospital in the U.S., and was approved by the local Institutional Review
Board. All participants provided written informed consent.

The mean age of the sample was 47.29 years (SD=11.06), 15 (71.4%) were women, and the
mean level of education was 12.10 years (SD=2.31). Only three (14.3%) were married and
18 (85.7%) were disabled or unemployed. Thirteen (61.9%), identified themselves as
African-American, 5 (23.8%) as Caucasian, 1 (4.8%) as Hispanic, and 3 (14.3%) as other.
Seventeen (81.0%) had Type | BD and 3 (14.3%) had type 1l BD. The average age of onset
was 22.05 (SD=10.31), and the average number of psychiatric hospitalizations was 4.15
(SD=3.47). We have limited data on comorbid physical health conditions for the 21
participants in this qualitative study. This type of information was not collected until
approximately six months after the study had started, when many of them had completed
their participation. However, co-morbidities reported for the whole sample in the RCT
(n=160) revealed the leading conditions to be hypertension 59 (45.7%), arthritis 73 (45.6%),
and high cholesterol 39 (38.0%).

Study Design

In this cross-sectional qualitative study, a thematic analytical approach was used to develop a
deeper understanding of the perceived barriers to optimal self-management of BD (Strauss,
1987). In this approach researchers move their analysis from a broad reading of the data
towards discovering patterns and developing themes.

Qualitative Data Collection and Analysis

Individual face-to-face semi-structured interviews, conducted as part of the baseline
assessment in the RCT, were used to collect narrative data on self-management barriers. The
goal of using this type of interview was to explore a topic more openly, and to allow
interviewees to express their opinions and ideas in their own words. Semi-structured
interviews are an appropriate strategy for learning the vocabulary, and discovering the
thinking patterns, of the target audience as well as for discovering unanticipated findings and
exploring hidden meanings (Marshall & Rossman, 2006). Therefore, respondents were given
as much latitude as possible to describe the strategies they used to manage their chronic
disease. A topic guide was used to focus the discussion on main topics, and specific topic-
related questions. For example, under the topic, “barriers to managing BD,” the following
question was asked: “What sort of things get in the way, or prevent you from managing/
taking care of your BD?” Follow-up questions such as “Would you explain further,” and
“Would you give me an example?” were used to facilitate respondent communication.
Interviews, which lasted approximately an hour, were audiotaped and transcribed verbatim.

In qualitative research, data collection, coding, and analysis occur simultaneously. Emerging
insights can be incorporated into later stages of data generation, enhancing the
comprehensiveness of the results (Strauss, 1987). We used a thematic content analysis
approach to data analysis, encompassing open, axial, and sequential coding, and the constant
comparative method to generate constructs (themes) and elaborate the relationship among
constructs (Strauss, 1987). A coding dictionary that included mutually exclusive code
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definitions was then constructed. Coding structure was reviewed after a preliminary analysis
of a sub- sample of transcripts, and the dictionary was refined through comparison,
categorization and discussion of each code's properties and dimensions (Strauss, 1987).
Significant statements and themes attached to the codes enabled identification/
characterization of perceived barriers to self-management of BD. Reduction of data in this
manner enabled us to write a composite description that represented the essence of the
phenomenon (perceptions of “how”and “why”) individuals with BD have problems with
self-managing. To ensure qualitative rigor throughout the inquiry process, an audit trail was
developed which documented all research discussions, meetings, and activities. In addition,
two qualitatively trained investigators (CB, AP) independently coded each transcript to
ensure consistency and transparency of the coding; discrepancies were resolved by
discussion

Analysis of the data generated 3 major domains of barriers to disease self-management
among patients with BD: (1) personal level barriers, (2) family and community level
barriers, and (3) provider and health care system level barriers.

Personal Level Barriers

In Table 1, themes and illustrative quotations emerging from the discussion of individual
level barriers to self-management are shown. We classified these themes into the 4 categories
that reflected the personal barriers that our respondents faced in trying to self-manage their
BD: 1) psychological, 2) knowledge, 3) behavioral, and 4) physical health.

Psychological Barriers

Stigma and Isolation—As noted in Table 1, having BD was stigmatizing, causing
respondents to feel perceived as different from others, resulting in a loss of self and social
isolation:

“| feel different from other people. Sometime | feel God gave me a bad hand. If |
can't think like most people, or you know, do stuff like other people, it gets to me.”

Respondent #2004,

“I like to play chess, but I don't go nowhere to play chess. Normally, 1 sit with the
pieces by myself.” Respondent #2012

Taking medications for BD was also perceived as stigmatizing, because everyone would then
know they had a mental illness:

“It took a long time for me to take the medicine because | didn't want to be
classified as having a mental illness because | thought I'd be ostracized..... If my
friends knew

that | was taking medicine because | was bipolar, they'll say | am crazy.” Respondent #2006
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Knowledge Barriers

Diagnosis and causes—There was a paucity of knowledge about BD, ranging from the
diagnosis itself to causes of the disease:

“l had a long time problem trying to understand it because | thought bipolar was
two people in one and this evil side and this good side would come in and out.

” Respondent #2006

“...Istill don't understand what constitutes it. To understand it is the first issue. And
since | don't understand what symptoms are, | gotta first know ‘em before | can say
I'm

aware of ‘em.” Respondent #2052

While some described the cause of their BD as a “chemical imbalance of the brain” or
“genetic, ”many other causes were cited which ranged from traumatic childhoods:

“I've had a few tragedies, you know, coming up in childhood and stuff, but I don't
know if that had something to do with it.” Respondent #2009

to being born of alcoholic parents as well as their own alcohol and drug use::

“I thought because me being a child alcoholic that has something to do with my
parents drinking when | was born.” Respondent #2006

“It has something to do with my brain, you know. | know I did a lot of damage to
myself. ...drugs and alcohol play a part in damaging my brain.” Respondent #2005

Most respondents described their symptoms of BD as mood swings, manic behavior and/or
depression,” but one respondent described his symptoms as something called the HALT:

“But then when | get home, sometime | get real lonely and get that H-A-L- T--
where you get hungry, angry, lonely and tired. ....it's like I'm shutting down, and |
don't know

when I'm coming out of it.” Respondent #2015

Behavioral Barriers

Attitudes—All the respondents agreed that BD was a very serious illness:

“It's basically one of those illnesses, like cancer or AIDS or something like that. So,
it's very serious, like heart attacks or those illnesses that can take your life.”

Respondent #2020
However, negative or ambivalent attitudes about medications prescribed for their BD posed
barriers to self-management. These included complaints about side effects, which ranged

from dry mouth, inability to concentrate, drowsiness, weight gain, to out-of-body
experiences:

“..it's almost like an out-of-body experience. Like even just looking into the world,
like walking down the street, it would seem so far away. And it would seem like it

Int J Soc Psychiatry. Author manuscript; available in PMC 2018 March 19.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Blixen et al.

Page 6

took extra effort to pick up my legs and to move... it was a very uncomfortable and
edgy feeling. And I couldn't handle it.” Respondent #2016

Frustration with keeping up a medication routine and skipping medications on days when
they were feeling good were also common attitudes:

“A lot of times | stop taking my medication, because | get tired of just the routine
of taking medication. I'll just get up one morning and just say ‘I ain't taking it.”
Then a few days go by where | haven't took it and then | just start lookin for some
drugs.” Respondent #2012

“Sometimes you feel you don't need to take it maybe because you feel fine or
something, so the good days could be skip days. “Respondent #2005

For some, being in a relationship meant that they avoided taking medications while others
felt that they didn't need to take them:

“If | start a relationship, | stop taking medication because | don't want them to
know what | got (BD).” Respondent #2007

“l don't see myself being one of those people who need it (medication). So, | have a
messed up way of thinking.” Respondent. #2020

Lifestyle Issues—One of the major barriers to self-management was making irrational
decisions which led to a spiral of negative consequences and despair

“l make irrational decisions mainly when I'm manic. | make crazy, bad decisions,
and then I have consequences. | got arrested because | had warrants on me from
2012 for being argumentative and irritable in public places. And when the cops
approached me, | would be yelling and screaming. And then | got jail for eight days
and lost my job.... #2013

One respondent described her sudden decision to move out of state with her 3 children
because she looked on-line and saw:

“... these big beautiful houses they have in Georgia, that you can get for less price
that you can get here. The problem was | didn't have enough money and no support.
I didn't have a car and everybody would tell me not to go to Georgia without having
transportation. But | went anyway, sold everything and dragged my three kids with
me, uprooted them. | was manic, | was excited and then | came back to reality, and
moved back here, and became very depressed after that. Respondent #2015

Limited finances, lack of transportation, and drug and alcohol use were also cited as barriers
to self-management of BD:

“I have no social activities. | have no money to socialize, even Bingo costs money.”
Respondent #2002

“I have a lot of problems going to get meds and seeing my doctor. A lot of times |
don't have bus fare.” Respondent #2012
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“I'm a recovering addict, and | sometimes have my back slides. I'm somebody who
experimented with a lot of things and just got it down to just two, smoking
marijuana or doing cocaine or crack. I'm weaning myself — slowly but surely.”
Respondent #205

Physical Health Barriers

As noted in Table 1 and below, respondents also cited co-morbid physical illnesses as
barriers to management of their mental illness:

“... I have diabetes, chronic arthritis, and chronic asthma. | have a history of
pulmonary embolisms and deep vein thrombosis. Did | miss any? Oh, 1 also have
high blood pressure and asthma.” Respondent #2093

“l was diagnosed with diabetes type one thirteen years ago. | take insulin and that
interacts with bipolar and causes mood swings too. It's even more dangerous to
have type one interacting with bipolar than type two because you go from low to
high very quickly.” Respondent #2013

In summary, respondents in the study cited many personal barriers to self-management of
BD which included perceived stigma and isolation, lack of knowledge about the disease
itself, and their own negative attitudes towards medications which ranged from denial of
their need for them, to feelings of being controlled and dependent. Other personal barriers
included their own chaotic lifestyles and comorbid physical diseases which also complicated
management of their BD.

Family and Community Level Barriers

Table 2 shows themes, descriptive codes, and illustrative quotations emerging from the
discussion of family and community level barriers. Two key barrier categories were: 1)
limited understanding of BD, and 2) limited community resources.

Limited Understanding of BD

L ack of support: In addition to their feeling isolated and alone, respondents felt an
overwhelming lack of support from family and the community in which they lived:

“Well, they try, but they don't really know. They think they know and a lot of them
just don't think there's anything wrong with me. Like the lady | stay with, she try to
understand, but she really don't understand .” Respondent #2012

“Well my husband, he has a mental illness too. Schizophrenic... ... paranoia. |
mean, he might understand but he basically don't like to talk about certain things
anyways, so | don't know if he understands.” Respondent#2005

Estrangement: Having BD sometimes led to estrangement from family:

Yep, that's what my family does, they avoid me. And they say it's because | live on
the west side, and they live all the way out on the east side. They got a car. | don't. |
compare my situation to my friends and their relationship with their families and
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I'm like well, her cousins come over and visit her. You know, it's like no matter
where | live if you're concerned, then show it!” Respondent #2007
“l don't have family in the United States. It's just me. The last few years really, my

communications with them went from bad to worse.” Respondent #2013

Stressful relationships: Friction, misunderstandings and, sometimes abuse, added
additional barriers to self-managing their BD:

“And like even with your family, you can tend to get more stressed, get angry at
each other and get frustrated ...#2005

“I live with my boyfriend and it's been an on and off twenty year abusive
relationship. And as my mind gets a little bit clearer, he's not liking it. He's so used
to keeping me, like in his control, you know. He's been physical with me and with
my dog, cause when he goes at me, my dog goes at him. And he don't like that. I've
put him in prison before for domestic violence.” Respondent #2016.

Negative attitudes about medications for BD: Because of misinformation and beliefs
about BD, family members and even community support groups, often gave respondents
incorrect advice about taking medications for their BD:

“My family is always telling me “I don't think you need to take the medication, |
think you need to call the doctor.” Respondent #2011

“... and people telling me “Girl you don't need that medicine, just all you need to
do is cut the stress in your life, you don't need the medicine. You looked zooted out.
You

know, | can tell you're on medicine. And that makes me say “Okay, | don't want it
no- | don't need it no more.” But | know I do.” Respondent #2007

“l used to go to this one AA meeting, and they were saying no drugs or alcohol
whatsoever and they tried to implicate that you shouldn't even take mental health
drug and stuff because they felt that the effect of them got you high, which is not
true.” Respondent. #2006

Limited Community Resources—Unstable living situations, homelessness, and limited
income, often led to living in shelters where self-managing BD was especially difficult and
led to a spiral of despair:

“| stay with a friend, but she don't want me there, because she wants an intimate
relationship. And | don't want an intimate relationship with her. So, basically, |
don't have a home.” Respondent #2012

“The problem is a lot of housing programs | do not qualify for, because I'm not a
permanent resident or an American citizen for the last seven years, which is a
requirement. So | have to go back down to the shelter. It's been very hard for me to
accept it. And that's triggering my depression.” Respondent #2013
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“When you have a limited income, it's hard to find housing. It's hard to find
programs where you can go to be able to get some type of help. They don't give you
any avenues of resources. They'll tell you ‘well, go down to the welfare building.’
Welfare building cannot help you....it's even more frustrating when you get down
there and you have to deal with the social workers, supervisors, the people down
there, the people waiting in the lobby. It's crazy and it's another thing, more stress
added on to you.” Respondent #2011

In summary, family and community issues such as lack of social support, limited
understanding of BD, misinformation about medication, stressful relationships, and limited
income and housing options, posed what respondents perceived as insurmountable barriers
to self-management of BD.

Provider and Healthcare System Level Barriers

Table 3 shows themes, descriptive codes, and illustrative quotations emerging from the
discussion of provider and healthcare system level barriers. Two key categories of barriers
emerged from the data: 1) patient/provider relationships and 2) access to care.

Patient/provider relationships

I nadequate communication: For respondents, the major barrier to having a good patient/
provider relationship was the inability of their provider to communicate with them. Many
times respondents didn't understand what their providers told them during visits because of
the use of unfamiliar words or medical jargon:

“I'm developmentally delayed, and | don't comprehend things as well as most
people. If you don't break it down to something in basically layman's terms that |
can understand, I'm not gonna understand what they say...” Respondent #2020

The emphasis on medication-prescribing during the visit, instead of listening, was also seen
as a barrier to effective communication:

“I'm looking at her and she's looking at me and it's making me feel like I'm really
crazy or | don't know what I'm saying. It's hard to get them to understand and they
just give you you pills, and bye bye! | don't want your drugs. | just want you to hear
me, what I'm telling you!” Respondent #2004

Another reported aspect of poor provider communication skills was provider body language
that made them feel as though they were “just another patient”:

“She really didn't say much. She kinda just sat there... no rapport whatsoever. It
wasn't that | didn't understand what she was saying, but her body language! A lot of
times people don't realize your body language will speak louder than what your
verbal words say. When | see that your body language is speaking to me, as if
you're like, ‘oK’ here we go with another hard luck person with a hundred
problems.” Respondent #2011
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Access to care

Appointment issues: As noted in Table 3, getting an appointment with a mental health
provider was a long and frustrating process, and infrequent scheduled appointments left too
much time for respondents to remember what they wanted to report or talk about:

“I've seen him maybe twice over the last six months. By the time | get around to
seeing him, | can't remember. But | know there's something important | want to talk
to him about, but we're already on another issue, then | can't frame what the
question's gonna be or why I'm asking the question.” Respondent #2052

Turnover in providers: Most of the respondents received their care from resident physician
trainees who often rotated off the service after a period of time. Turnover in providers left
respondents feeling frustrated and often prevented the formation of a therapeutic
relationship. For those who had made progress in managing their BD, the loss of the
provider was especially discouraging:

“....at L.S. you never can tell who you're gonna get. It's like a box of chocolates... |
could have somebody one week and somebody the next week. ...I always want the
same person. I'll wait three months to get an appointment, and then that person is
no longer there. So, there's a turnover. And | don't get to build up a relationship.”
Respondent #2093

“Well I wish she had stayed. She left there and went over to B. She was, as far as
I'm concerned, the very best therapist that | had. | was making leaps and bounds

with her and being able to be myself, which is rare. | have a new one. His name's
Q.1. They canceled the last meeting. I'm tryin to get back on track to where | see
him.” Respondent #2052

In summary, respondents cited inadequate communication with their provider as a major
barrier to forming a therapeutic relationship. Communication problems were compounded
by difficulties getting an appointment, and the subsequent rapid turnover in providers.

Discussion

In this well-characterized sample of poorly-adherent people with BD, qualitative analysis
identified a number of barriers to self-management that have important implications as to
how best to help and empower high-risk individuals. First, participants with BD identified
barriers to self-management that spanned individual, family/ community, and provider/
healthcare system domains. This is consistent with McLeroy's (1988) social ecological
model of health behavior. This model posits that behavior, actions, and events, are
influenced by individual, interpersonal, organizational, community and policy factors.

Second, the internalized stigma associated with having a mental illness was clearly
articulated by some participants. Internalized stigma, or self-stigma, occurs when individuals
accept society's assessment and incorporate it into their sense of self (Corrigan et al., 2005;
Ellison et al., 2013; Latalova et al., 2013). In a meta-analysis of internalized stigma in
people living with mental illness, Livingston and Boyd (2010) found a striking negative
relationship between internalized stigma and psychosocial variables (hope, self-esteem,
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empowerment), medication adherence, and a positive relationship with psychiatric symptom
severity. In addition to internalized stigma, or perhaps because of it, isolation and a loss of
self were common themes among participants. Charmaz (1983) describes this loss of self as
a form of suffering felt by those living with a chronic iliness who “observe their former self-
images crumbling away without the simultaneous development of equally valued ones.” This
author concludes that this loss of self results in “restricted lives, social isolation, and feeling
that one’s illness has become a major source of identity.”

Third, while social support is known to be helpful for chronic illness self-management
(Gallant, 2003; Strom & Egede, 2012), in the present study there appeared to be a marked
absence of social support from families and communities. This included negative attitudes
towards psychotropic medications and limited resources such as income and housing
resources. Medication adherence in BD treatment has been shown to be related to a number
of factors, among them psychosocial support, number of comorbid illnesses, and attitudes
toward medications (Lingham & Scott, 2002; Perlick et al., 2004; Sajatovic et al., 2007).

Fourth, communication is crucial to building a therapeutic clinician-patient relationship and
delivering high-quality care (Arora, 2003; Fong Ha & Longnecker, 2010; Roter, 1983;
Stewart, 1995), yet there were those respondents who felt that they couldn't understand what
their provider said, or they were viewed impersonally, “as just another patient.” Ineffective
provider communication and resultant dissatisfaction is not unique to the participants in our
study and patient surveys have consistently shown a desire for better communication with
their clinicians (Duffy et al., 2004).

An additional finding from this qualitative analysis was that reported comorbid physical
ilinesses complicated self-management of BD. Physical illnesses are more prevalent in
people with serious mental illness (SMI) than in the general population (DeHert et al.,
2011), but there is a significant lack of awareness of the physical health and health care
access problems for people with SMI. Mental health treatments in the U.S. are often
delivered separately from clinical settings for primary, or other, medical specialty care. Most
of the respondents in this study received their psychiatric care from Community Mental
Health Centers (CMHC) which generally provide an array of mental health services;
however, care is often not integrated with primary care or other specialty care. In addition,
medical settings may be poorly equipped to assess and manage individuals with more severe
psychiatric symptoms. A recent systematic review of mortality in mental disorders (Walker
et al., 2015) noted that approximately two thirds of deaths in people with mental disorders
are due to causes like heart disease and diabetes. Care of chronic medical conditions in those
with mental illness requires an approach that promotes healthy behaviors, and coordinates
care between mental health and medical systems.

It is possible that changing elements in the healthcare climate such as the addition of
primary care services to CMHC infrastructures, increased use of electronic health records
that facilitate communication between primary and specialty care providers, and between
providers and patients, may help to minimize the barriers to physical and mental health
integrated care delivery. Further, many experts believe that the increased presence of medical
homes, a model that seeks to facilitate partnerships among the patient, his or her primary

Int J Soc Psychiatry. Author manuscript; available in PMC 2018 March 19.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Blixen et al.

Page 12

care physician, and the patient's family, can solve many of the problems related to
concurrent care of people with both physical and mental illnesses (Bodenheimer, 2010).
Another element to incorporate into the healthcare system may be the use of peer educators.
Peer support, provided by individuals who have a serious mental illness such as BD, can
teach and model self-management, help normalize the illness experience, promote hope for
recovery, and increase feelings of empowerment and self-esteem (Repper & Carter, 2011,
Schon, 2015). Peers may also help in reducing the feelings of stigma associated with BD,
provide social support for individuals who feel isolated, and improve outcomes. Indeed, a
recent evaluation of peer support services for individuals with serious mental illness
(Chinman et al., 2014), found that compared with professional staff, peers were better able
to reduce inpatient use and improve a range of recovery outcomes.

While our findings on overall barriers to disease self-management among patients with BD
have implications for informing care, there are some limitations. Patients with BD who
receive care in other treatment settings, or those who have less severe or disabling illness,
may have different experiences in managing this chronic illness, and different types of
encounters with providers and healthcare systems. At the same time, the focus on poorly
adherent patients facilitated an understanding on barriers to self-management among those
who are most in need for intervention. The small convenience sample and the conduct of the
study in a single urban area in the U.S. may limit transferability of the study findings. In
addition, our inability to obtain only limited information on comorbid physical health
conditions for our 21 participants, may indicate that this randomly chosen sample may not
be representative of the entire data set. These limitations are offset, to some extent, by the
use of rigorous qualitative research methods described in this study (Strauss, 1988). The
self-report method is direct, versatile, and yields information that would be difficult, if not
impossible, to gather by other means.

Conclusion

Our findings indicate that poorly adherent patients with BD had internalized the sense of
stigma associated with having a mental illness. Additionally, they had inadequate knowledge
about the causes and management of their mental disorder, little or no social support from
family and community, stressful relationships, family estrangement, multiple comorbid
conditions, alcohol and substance abuse, and chaatic lifestyles. All these factors posed
inumerable barriers to self-management for the study respondents. Care approaches that
provide social and peer support, locate resources, optimize communication with providers,
and integrate medical and psychiatric care, may improve self-management and reduce health
complications in this vulnerable population.

Additional areas of future research should further explore the topic of adherence
enhancement in individuals with BD as it relates to specific barriers. Our qualitative data
illustrates that adherence barriers are not uniform, and it is likely that a one-size-fits-all
approach will not satisfy the needs of many with this chronic mental illness. Targeted, or
personalized, approaches that address specific challenges to adherence are likely to yield
benefits that can help diverse individuals in a variety of settings.
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Table 1

Personal Level Barriersto Disease Self-Management Among Poorly Adherent Patients
With Bipolar Disorder (BD) (n =21)

Themes and Categories

Illustrative Quotations from Respondents

Psychological Barriers
Stigma and isolation

“It's kinda weird. People look at you differently. When you say, well, | have bipolar disorder, it's like you're crazy
or something. Stay away from her.” Respondent #2015
“.l isolate a lot. | try to stay away from people; basically just stay in my room. I just lock my doors and stay in
the house all the time.” Respondent #2052

Knowledge Barriers
Diagnosis & causes

“I have no understanding of Bipolar Disorder. Once I understand what it is that | have and why I'm what I am,
then maybe I'll understand why | sometimes respond or do things the way 1 do.” Respondent #2052
“I would like to know what causes it, but | don't. 1 just figured | was just born like this.” Respondent #2012

Behavioral Barriers
Altitudes & lifestyle issues

“I don't like being controlled by my medication, and being so dependent upon it. | just try to do it on my own. |
don't want to be stuck on medicine all the rest of my life.” Respondent #2009
“Bipolar is a serious disease because | make irrational, crazy decisions, mainly when I'm manic. Then I have to
face the consequences.” Respondent #2003

Physical Health Barriers

“But being bipolar and dealing with having HIV is sort of like a tough issue because I'm dealing with two
things!” Respondent #2005
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Table 2

Family and Community Barriersto Disease Self-Management Among Poorly Adherent
Patients with Bipolar Disorder (BD) (n =21)

Themesand Categories

Illustrative Quotations from Respondents

Limited Under standing of BD

Limited Community Resources

“Mly father thinks I should just get over it, that it's just in my head. Like I'm making it out to be more than
what it is. My father just don't get it and | don't think he ever will. He's just set in his ways and he thinks
I'm just stupid and just do these things.” Respondent #2016

“You have people that tell you, “Oh you don't need that (medications), you just need God.” But you know,
1 know I need them. | know that I need it, that's the one thing | know.” Respondent #2008

“Right now [ stay with a friend. I'm homeless. | been try in to get some help with subsidized housing, but I
can't seem to get no help, unless I stay at this shelter, S.G. And | know if | go down to S.G. and stay, I'll
wind up us in drugs, cause it's a lot of drugs down there.” Respondent #2012
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Table 3

Provider and Healthcare System Level Barriersto Disease Self-Management Among
Poorly Adherent Patients with Bipolar Disorder (n =21)

Themes and Categories

Illustrative Quotations from Respondents

Patient/ Provider Relationships

“That's fine and well, but it would be nice if | understood what is all go in on, so I can at least appreciate
the visit, half hour though it may be...I. ...then | can at least understand or know which direction I'm go
in, or at least I'll have a work in knowledge of why you're asking the questions you are asking me, or
whatever. When | see my therapist again, I'm gonna ask him to explain to me what the hell bipolar is—
nobody ever told me.” Respondent #2052
“The same questions every time. It's just a standard group of questions. Do | hear voices? Can I read other
people’s minds? Sometime | want to tell what's goin on. Like, if my brother, sister dies, my past. I'll get
upset about that and | want to vent. | wanna get that out. It's like, | go in just to get a prescription for
meds.” Respondent #2093

Accessto Care

“It's been over a year. They state you have to have a referral. Well, if that's the case I'm still waiting almost
two years for that same referral for someone to call me. Hey look, what does it take? Me to hurt myself or
someone else or to really have a bad, you know, reaction for myself, in order to get some help.” I need to
speak to someboay. I got a lot of issues.” #2089
“...but every six months they give you a new one (therapist) anyway. So you don't really have a chance to
have a close relationship. So, personally I try not to discuss anything with them that I feel is very personal
to me.” Respondent #2006
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