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Background: National asthma guidelines are often not
franslated info practice. Barriers to franslation impact both
provider and patient adherence.

Purpose: This qualitative study describes how perceptions
and experiences of patients with asthma or their caregivers
affect disease management in a Puerto Rican community in
Buffalo, NY.

Methods: Two community-based asthma workshops follow-
ing a focus group format were conducted with 22 Puerto
Rican adults with asthma or who cared for asthmatic chil-
dren. A bilingual-bicultural community moderator used a
semistructured interview guide fo foster discussion on asth-
ma definifions, friggers, management, coping and con-
cerns. Four analysts interpreted data transcripts following
the grounded theory approach, identifying salient thematic
categories. Multiple analysts and a postsearch for conflict-
ing evidence support analytical frustworthiness.

Results: Perceptions of illness revealed concerns about the
deceiving character and burden of asthma. Recognition of
indoor household triggers underscored concerns about the
impact on quality of life, emergency department use, and
the ineffectiveness or side effects of some prescribed thera-
pies. Misconceptions about asthma and self-management
strategies were idenfified.

Conclusions: Learning about lay perceptions and manage-
ment approaches regarding asthma may afford healthcare
professionals insight fo better understand, educate and
care for ethnic minority patients, and help to improve their
asthma outcomes.
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INTRODUCTION

Asthma is a chronic disease that can be managed
with appropriate medication and education.! Some
disparities in prevalence and related morbidity have
been identified among minority populations, partic-
ularly children.?® For example, Puerto Rican chil-
dren have been documented to have higher preva-
lence rates of asthma compared to African
Americans and non-Hispanic whites.>* Specifically,
data from the National Health Interview Survey
found that 83% of Puerto Rican children who
reported wheezing in the past year were diagnosed
with asthma compared to 71% of African American
and 57% of non-Hispanic white children.’ While
asthma prevalence among Hispanic adults in 2002
was lower than among non-Hispanic white adults
(5% compared to 7.6%, respectively), prevalence in
Puerto Rico was higher than in the 50 United States,
and U.S. territories.’ A study by Ledogar et al. also
found that Puerto Ricans had higher rates of asthma
than other Hispanic subgroups.® Similarly, Puerto
Ricans had higher asthma mortality rates compared
to African Americans and non-Hispanic whites (40.9
per million, 38.1 per million, and 14.7 per million,
respectively.* Puerto Ricans also had higher asthma
mortality rates than other Hispanic subgroups.* His-
panic adults with asthma were more likely than non-
Hispanic white adults to present to the emergency
room (26% and 14.5%, respectively), to have asth-
ma-related urgent care visits (36.9% and 25.8%), to
have sleep difficulty (64.7% and 47.4) and to have
activity limitations (40.4 and 23.6).°

The National Heart, Lung and Blood Institute’s
asthma guidelines encourage patient education to
improve management and thus improve outcomes.'
The guidelines recommend a continuum of educa-
tional opportunities that are supported by all mem-
bers of the healthcare team, with a focus on self-
management. Education should be offered in a
manner appropriate to the patient’s culture, age and
socioeconomic status. The preparation of a written
asthma action plan is one educational component
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that requires good provider—patient communication
in order to devise a strategy for managing asthma
that is medically appropriate as well as understand-
able, acceptable and practical to the patient.

The translation of patient education into a cultur-
ally appropriate model is challenging. It purports the
amalgamation of two distinct idioms: the language
of the biomedical professional developed in medical
school, and the lay person’s, which is molded by
lived experience.” Zayas et al., for example, high-
lighted the need to bridge these two idioms, having
demonstrated how members of a predominately
Puerto Rican patient population with low levels of
education characterize asthma according to the
acute illness model in terms of symptoms and
threats of illness rather than as a chronic biomedical
disease.® Such disconnect can hamper the patient’s
assimilation of the practical knowledge transmitted
during office-based asthma education and thus the
implementation of the prescribed asthma manage-
ment plan. By better connecting these two distinct
world views, the clinician—patient relationship and
patient self-management strategies may improve
and, in turn, alleviate the burden of asthma and
prove cost-effective.’!!

The purpose of this study is to describe patients’
experiences and concerns with asthma that chal-
lenge disease management in an urban Puerto Rican
community in Buffalo, NY, with a high burden of
asthma. Specifically, the main study question was:
“What are the common perceptions of and concerns
with asthma that could affect proper self-manage-
ment in this population?” Understanding these expe-
riences may help care providers to better deliver
asthma education that can be readily incorporated
into the patients’ everyday life.

BACKGROUND

The Lower West Side of Buffalo, consisting of six
geographically contiguous census tracts, is home to
24,951 residents. According to the 2000 U.S. Census,
35% of the population is Hispanic, 86% of whom are

Table 1. Six key questions leading the focus

group discussions

Question Description

1. What do you think asthma is2

2. What do you think gives people
asthma?

3. What things worry you about your
asthma?

4, Does your asthma limit your
activities? How so?

5. How do you treat your asthma?

6. How do you deal with your asthma?
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of Puerto Rican origin. The neighborhood is young,
with 27% <18 years old and only 11% age >65 years.
Thirty-seven percent of the population fall below
poverty level and 22% receive public assistance.'?

A community health needs assessment, conduct-
ed in 1994, revealed that 14% of Hispanics age >12
years or older had asthma, compared to 10% of
African Americans and 6% of Non-Hispanic
whites."® Twenty-one percent of Hispanic children
(<12 years old) were reported to have asthma com-
pared to 14% of African Americans and 11% of non-
Hispanic whites." One-third of people with asthma
reported their health status as sick or poor, and 14%
reported not having a primary care physician."
Another study conducted in the same area found that
41% of households had at least one person living
there with an asthma diagnosis."

METHODS

Two asthma workshops were held that were target-
ed to the Puerto Rican population in the community.
They were held in different locations to accommodate
convenience of participants. The workshops were rec-
ommended in an earlier participatory research study
that explored actual and potential asthma education
interventions in ethnic minority communities of west-
ern New York State."” Questions for the asthma work-
shops were derived in part from the focus group mod-
erators guide used in the previous study. The
workshops allowed participants to learn from each
other by sharing their experiences. Twenty-two adults
(=18 years of age) who had asthma or were household
caretakers of children with asthma participated; one
workshop included nine participants, the other 13 par-
ticipants. Self-reported asthma diagnosis was con-
firmed by the patient’s medication prescription. The
participants were invited through flyers and word of
mouth in community centers. Interested parties volun-
tarily contacted the project director in order to partici-
pate. The University at Buffalo’s institutional review
board approved this project.

The workshops followed a focus group discus-
sion format. A bilingual Puerto Rican moderator
from the community facilitated the workshop. The
moderator was trained in facilitation techniques by a
qualitative research expert, specifically in clarifying
expectations, managing the agenda, equally engag-
ing all participants, probing without leading,
prompting stories with content and context, and
group management issues. A semistructured inter-
view guide consisting of six questions about asthma
perceptions, known triggers, management, health-
care utilization, and other experiences and concerns
was prepared for discussion (Table 1). Group discus-
sion was predominately in Spanish and lasted
approximately 45 minutes. Group discussion was
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audiorecorded, transcribed and translated into Eng-
lish for analysis by bilingual research staff.

An analytical team of four researchers trained in
qualitative analysis manually reviewed the data tran-
scripts. Three bilingual analysts consulted the Spanish
transcriptions, while one English-speaking-only
researcher worked exclusively with the English trans-
lation. The analysis followed a theory-emergent
grounded theory approach.'®” This analytical
approach involves a systematic iterative process in
which the researcher “constantly and recursively com-
pares research interpretations ... against the data.”"’
First, the analysts read both texts independently to
identify meaningful, context-dependent units or seg-
ments of information (words or phrases) in each tran-
script that pertained to the workshop questions. Then,
they met to discuss their preliminary findings before
collectively classifying them into thematic categories
related to the general areas of inquiry through consen-
sus. Two of the analysts searched for conflicting evi-
dence in the transcripts to enhance the trustworthiness
of the findings.” Conflicting opinions were resolved
through the debate of supporting evidence for inter-
pretation until consensus was reached.

RESULTS

Study findings reflect the participants’ lay con-
ceptualizations, principal misgivings, coping strate-
gies and basic misconceptions about asthma. These
are presented here as themes: 1) deceiving nature of
asthma; 2) household environment triggers; 3)
lifestyle restrictions; 4) emergency department use;
5) medication use and side effects, and 6) coping
strategies (Table 2). These themes are to be viewed
as interrelated. A thematic narrative of the findings
follows below.

Narrative of Findings

1. Deceiving nature of asthma. Participants
clearly held a deceiving and deeply worrisome per-
ception about asthma. For example, a mother of two
teenage girls with asthma described how one of
them “... gave me most problems since she was born
... her asthma is very deceiving ... she could be fine
and all of the sudden get asthma ...” In this same
case, the mother describes her daughter’s asthma as
ephemeral: “... she doesn’t get it like others do ...
her asthma is temporary, she doesn’t get it after
coughing or with a fever, no, it hits her suddenly.”
Asthma was perceived by some as “deadly:” “...you
get worried because it’s deadly ... you’re watching
someone having an attack and rushing them to the
ER ... seeing people all over the person you love ...”
Others personified asthma as a “traitor” or “demon.”
As one respondent described, “... I call it my enemy
... the demon that comes after [me] ... When I’'m in
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the middle of something good, this little devil comes
out of nowhere and attacks me ... I can’t stand it.”

2. Household environment triggers. Above all,
participants were specific about a variety of indoor
household allergens compared with outdoor ones,
particularly as residents spend more time inside their
homes during the cold winter season. Allergens that
participants were more aware of and concerned
about included: heaters, pets, dust, house cleaning
products and tobacco smoke. For example, one
respondent noted that her “... mother’s heater is con-
stantly 100° and she used to dress up with lots of
clothes ... she needs some fresh air...three times in
two months she would go to the hospital with asth-
ma.” Another one stated: “... when [ get around
bleach ... it’s over with. It just hurts ... strong clean-
ers ... [ can’t get near ...” Others cited: “the rugs in
the house accumulate the dust and that affects you.”
Also, “... whenever I get a chest cold or am around
cigarette smoke ...” in the house were mentioned as
common triggers.

3. Lifestyle restrictions and adaptations. Quali-
ty of life was central to all the workshop partici-
pants. Loss of sleep for both children and parents
appeared to have significant impact on their quality
of life. As one parent put it, ... at night ... you can
never get enough sleep because you worry that
something is going to happen [to the child] if you're
not there.” Another one complained, “[the child] will
sleep at night, but I have to be up every four hours
making sure he’s breathing alright ... I’'m the one
who’s up all night.” Participants were also very con-
cerned about the interference of asthma on their
children’s school attendance and school perform-
ance. One mentioned that “... my little boy gets sick
all the time ... sometimes misses two or three days
in a row, and I have to send him sick to school to
avoid problems ... about absences ... though I've
informed the school about my son’s [asthma].” Par-
ents were concerned that school staff would not rec-
ognize when their child required medical attention.

Several participants described the limiting effect
of their asthma on singing, exercise and outings.
Most were particularly concerned with the unknown
threats and uncertainties of asthma that could further
limit their way of life.

4. Emergency department use. Participants
recounted several instances when they had to run to
the emergency department or be hospitalized
because of their asthma. For example, they were
concerned about the perceived inevitability of emer-
gency department visits, particularly when medica-
tions prove ineffective. According to one parent ...
sometimes the asthma machine at home and other
medicines didn’t help her [daughter] ... we had to
take her to the hospital ...” Another one reported,
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“... we ended up going to the ER three times ...
sometimes it gets out of control...the pump doesn’t
work when you’re having a severe asthma attack and
you need steroids.” Lack of health insurance was
also a concern for others who felt compelled to defer
medical treatment. When probed for why most end
up in the emergency department, one respondent
also noted: “... for insurance reasons, you don’t
have any medication at home.”

5. Medication use and side effects. The topic of
asthma treatments also raised some important issues
besides their perceived role in hospital visits. Partic-
ipants were concerned about the side effects of some
medications, including vomiting, coated throat and
hyperactivity, among others. Some participants were
frustrated and confused by similarities between asth-
ma symptoms and those of other illnesses. Some
used cough syrup to treat a cold before learning that
they should “not give her [child] cough or cold sup-
pressant or anything like that, just to let the cold
come out on its own ...” Furthermore, some partici-
pants believed that the “machine” (nebulizer) is for
cleaning and decongesting the lungs. Some reiterat-
ed that occasionally asthma medications were not
efficacious, sometimes resulting in an emergency
department visit.

6. Coping strategies. Participants shared some of
the strategies they used to cope with limitations caused
by their asthma. Participants felt that they could at
least try to control household triggers, as many were
frustrated by their perceived lack of control, for exam-
ple, over others who smoke outside the home. Restric-
tions on lifestyle patterns were a major concern and
often resulted in straying from management strategies.
Some creatively adjusted their lifestyle to engage in
new activities related to what they love to do. For

example, one participant discussed her child’s limited
physical activity due to asthma but found that swim-
ming helped and, thus, kept her child engaged in such
activity instead of in running. Some respondents
avoided taking prescribed medications because of the
side effects and instead “waited out” an asthma
episode or performed deep-breathing exercises. Par-
ticipants also shared sleeping patterns that made it eas-
ier for them to breathe. As one respondent stated,
“when I sleep on my back, I feel like my lungs are
deflated ... If I sleep on my side ... my arm is pressing
down and I cannot breathe, so I always have to sleep
with three pillows ...”

DISCUSSION

Patient experiences identified in these group dis-
cussions highlighted areas for improvement in the
delivery of asthma education and medical care that are
community-oriented and enmeshed with day-to-day
living. The discussions revealed a need for patient edu-
cation that integrates perceptions of illness, concerns
about potential medication side effects, the impact of
lifestyle adjustments on quality of life, and recognition
of and response to asthma symptoms. Workshop par-
ticipants expressed a desire to learn more about man-
aging their [or their child(ren)’s] asthma. They demon-
strated knowledge regarding asthma triggers and the
medications needed to control symptoms but were
challenged to modify their way of life to avoid triggers
or maintain a medication regimen. They creatively
crafted ways to manage their asthma that did not
entirely compromise their quality of life. Some of their
coping strategies also countered the biomedical man-
agement model for asthma.

Recent exploratory qualitative studies have also
identified similar patients’ needs for asthma educa-

Table 2. Summary of findings

Themes

1. Deceiving Nature of Asthma
e Traitor
* Demon
e Temporary
* Deceiving
e Unpredictable
* Deadly
2. Household Environment Triggers
* Heaters
e Dust
e House cleaning products
* Pefs
* Tobacco smoke
3. Lifestyle Restrictions/Adaptations
* Sleep deprivation
* Missed school days
e Limitations in physical activifies

4. Emergency Department Use

¢ Ineffective medications

¢ Long-term hospitalizations

¢ Lack of health insurance
5. Medication Use and Side Effects

« Side effects of medications

¢ Cold medicine for coughing

* Machine use to decongest lungs
6. Coping Strategies

* New activities

¢ Avoid taking medicine

¢ Alternatives to medicine

o Sleep upright

* Control indoor triggers if possible
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tion.”" These educational needs included but were
not limited to: medication side effects, triggers of
asthma attacks, lifestyle concerns and control of
symptoms." In addition, Davis et al. also found that
confusion with infection was the most common
diagnostic problem identified in managing asthma
among providers and patients who participated in a
focus group to identify educational needs of
providers.” Others also noted the importance of
addressing patients’ worries and perceived threats of
asthma, which are part of their lay definition of asth-
ma, in their education and counseling.®?!

This study highlights a disconnect between the lay
and biomedical approaches to asthma, identifying a
need for better communication between patient and
physician in a disenfranchised minority community.
This disconnect is similarly recognized by providers
who identified a need for bilingual education for fami-
lies and healthcare provider training to deliver socio-
culturally appropriate care to Latinos living in the
inner city as essential to improving quality of asthma
care.”? Similarly, “an educational dialog founded on
open communication between clinician and patient”
that elicits patient perceptions, worries, social support
and cultural frameworks is recognized as necessary for
successful partnerships in asthma care.” The National
Asthma Education and Prevention Program has
emphasized the need for clinicians to establish “part-
nerships” with their patients to facilitate better asthma
outcomes that would require bridging the experiential
and professional discourses.!

Educational interventions that combine the bio-
medical and lay models of care have shown effective-
ness. For example, an intervention that included a peer
leader in combination with a nurse and physician edu-
cation improved asthma care.* Another intervention
that involved a home treatment plan with provider fol-
low-up was also found to be cost effective in improv-
ing outcomes, such as decreases in clinic visits and use
of oral anti-inflammatory drugs.”

Although the experiences noted in this Puerto
Rican sample are not unique, the findings support
the overall need for education in a personal and
sociocultural context. These community workshops
were limited in size and scope and may not be gener-
alizable to other similar communities. No data was
collected to provide demographic characteristics of
the workshop participants. In addition, the work-
shops were conducted in February and March in
Buffalo. The seasonal nature of asthma may have
biased some of the responses. However, the informa-
tion gathered here raises important questions about
the delivery of patient education and can be used as
a baseline to gather more in-depth information on
how interventions may be structured to better
improve office-based asthma education and patient
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management of asthma.

In order to bridge the gap between the lay and bio-
medical management models for asthma, healthcare
providers should be trained to understand the patients’
perception of disease, with an emphasis on the cultural
background and socioeconomic situation of the
patient. Providers must ask about patient’s perceived
indoor asthma triggers and reinforce effective and cre-
ative strategies that the family is already using to
reduce these exposures. Having knowledge of com-
munity programs could help offset the cost and
encourage implementation of other remediations.
There is a need for better follow-up with primary care
providers after an emergency department visit for an
asthma episode to assess the context that resulted in
the visit. Patients need to have continued education on
medication administration with discussion on strate-
gies to lessen side effects or determine if other med-
ications are necessary. Asthma-related limitations vary
among individuals. Alternative treatments to improve
quality of life should be addressed in response to an
individual’s limitations, with an emphasis on practical-
ity. Providers should encourage positive approaches
already being practiced, elicit and dispel mispercep-
tions, and identify other alternative practices that
improve quality of life that complement the biomed-
ical management model.

Considering the competing demands of primary
care providers, creative ways to incorporate in-depth
education are needed in the office setting.** For exam-
ple, a staff member may become a certified asthma
educator to assist the provider in undertaking personal-
ized asthma education. The National Cooperative
Inner-City Asthma Study found that a Masters-in-
social-work-trained asthma counselor was effective in
conducting a personalized asthma educational inter-
vention among low-income children.””* This model
can be incorporated into the primary care setting. Inter-
ventions within the primary care setting that improve
patient—physician communication and processes for
extending educational efforts to other office staff can
be tested within primary care settings serving minority
patients. Through improved patient—physician commu-
nication and the extension of educational efforts within
the primary care setting, a more comprehensive med-
ical management model may evolve.
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