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PART 2: BRIEF COMMUNICATION
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in Puerto Rican Families
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Abstract: Puerto Rican children suffer higher asthma morbidity than children of any other
racial/ethnic group in the U.S. This study was intended to describe asthma self-manage-
ment behaviors in Puerto Rican youth. Key informant interviews (n=5) and focus groups
(n=4) were conducted. Informants were community pediatricians and community-based
organization employees. The focus groups included Puerto Rican parents of children
with asthma, children with asthma in grades 4-8, and adolescents with asthma in grades
9-12 (32 participants total). Data were audio-recorded, transcribed, and translated. Two
separate analysts performed theme extraction using naturalistic inquiry. Children were
assuming asthma self-management responsibilities at very young ages. The adolescents felt
they needed more parental assistance with their asthma. Asthma management techniques
that involved manipulation of the environment or emotions were the most popular. Fear
of asthma, need for more general education and smoking cessation resources, and com-
munity supports for asthma were discussed. These findings have important implications
for future interventions.

Key words: Pediatric asthma, Puerto Rican, qualitative research, self-management behaviors,
community-based participatory research.

uerto Rican children nationally experience the highest asthma prevalence, mor-

bidity, and mortality rates of children in any racial/ethnic group.'* Chicago is
home to one of the largest Puerto Rican populations in the continental United States.’
A survey of Chicago in 2002 reported potential total asthma rates of 14% in Mexican
children, 20% in White children, 25% in Black children, and 34% in Puerto Rican
children.* These high rates have been attributed to a genetic disposition that interacts
with environmental exposures.®
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A way to reduce the burden of asthma immediately is to modify conditions that
exacerbate it.° Two potentially modifiable conditions are indoor environmental expo-
sures and adherence to inhaled corticosteroid medications. Indoor environmental
exposures such as smoke, dust, cockroach, and mold, have been shown to correspond
to higher asthma prevalence rates among Puerto Ricans” and contribute to exacerba-
tions.*'? Inhaled corticosteroid medications reduce the rates and severity of asthma
attacks," but proper medication adherence is poor in Hispanics.'*** Previous asthma
studies of Puerto Rican populations in the northeastern United States have demon-
strated important associations between these two behavioral risk factors and social
and cultural variables.'**8

The goal of the current study was to inform the design of a self-management inter-
vention for Puerto Rican children with asthma. Asthma self-management was defined
as the behaviors individuals engage in to control their asthma. This study implemented
a qualitative approach to inform the intervention design, subsequently providing
the first information on asthma for the Midwest Puerto Rican population and also
allowing a rare exploration into the thoughts, feelings, and behaviors of Puerto Rican
youth. Specifically, the study aimed 1) to describe variations in the types of asthma
self-management behaviors typically performed by children, adolescents, and their
caregivers; and 2) to identify the specific beliefs informing asthma self-management
behaviors in Midwest Puerto Rican families.

Methods

Study design. The target community of Humboldt Park has a long history of political
activism and remains a primary port of entry for new Puerto Rican migrants from
the island. Forty-five percent of adults do not have a high school diploma and poverty
rates range between 22-33%."

The primary study method was naturalistic inquiry, where theory development
emerges naturally from qualitative research methods in order to incorporate the influ-
ence of the research process.”® The study began with key informant interviews and
continued with focus groups.»* The key informant interviews served to inform the
topics and frame the questions discussed in the focus groups. Members of the target
community participated from the study’s inception.** The lead author (MAM) was a
member of a community asthma task force made up of community leaders, research-
ers, community-based organization (CBO) representatives, school coordinators, and
parents of children with asthma. This task force approved the study and recommended
the sources for the key informant interviews. Several CBOs reviewed the interview
and focus group guides and assisted with recruitment, study implementation, data
interpretation, and manuscript preparation.

Written informed consent was obtained from parents and children in either English
or Spanish. Local CBO representatives were present to ensure that participants under-
stood the information presented as well as to help foster a supportive environment for
questions. The study was approved by the Rush University Medical Center Institutional
Review Board.

Key informant interviews. The key informants were recommended by local physicians
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and the community asthma task force. The lead author interviewed five key informants
for 30-60 minutes in August 2007. Interviews were performed in informants’ language
of choice (English) and were audio-recorded. A $50 reimbursement was given to key
informants.

Focus groups. Four focus groups were conducted between August 2007 and February
2008 in community schools. The first focus group consisted of Puerto Rican parents
of children with asthma (13 participants). The second group contained Puerto Rican
children with asthma in local elementary schools which run from kindergarten through
8th grade (three participants). Both groups were recruited by parent educators from a
CBO. The third focus group of Puerto Rican adolescents with asthma were recruited
by a CBO affiliated with an alternative high school (nine participants). A repeat focus
group, recruited by a school clinic, was held for elementary school children (seven
participants) due to a small turnout at the initial focus group. All focus groups were
conducted by a Puerto Rican bilingual moderator (LL), with the exception of the final
elementary school group, which was moderated by the lead author (MAM). The par-
ent focus group was conducted in both English and Spanish, while the other groups
were in English. Each group lasted one hour and was audio recorded. Participants were
reimbursed $25 for their time.

Data analysis. Audio recordings from the key informant interviews and focus groups
were professionally transcribed and translated into English (when appropriate). Tran-
scriptions were analyzed using naturalistic inquiry methods which include an initial
data review for topical coding and a second analysis for exploring relationships among
the coding categories.? (One key informant declined to be audio-recorded and the
equipment malfunctioned during the initial elementary school focus group. Written
notes were used for these two instances.) The lead author sorted the data into coding
categories that had been developed based on the interview guide questions, and also
into new categories that emerged during the analyses process. The coding was repeated
by a second independent coder (JB) with agreement greater than 95%. Themes were
then extracted in a group process led by a senior qualitative investigator (SF) during
which time it was determined that theme saturation had been reached.

Results

Participant demographics. The key informants included a local general pediatrician
in private practice, a pediatrician from a mobile asthma van, two Puerto Rican parent
educators from a CBO, and a Puerto Rican school organizer. Focus group parents (see
Table 1) ranged in age from 17-46 years old and were mostly female (92%). Some of
the parents were born in Puerto Rico, and the majority had less than a high school
education. The adolescents and children ranged in age from 9 to 19 years old. All had
been born in the mainland U.S.

Asthma self-management behaviors of youth and caregivers. Parents and infor-
mants alike agreed that children were assuming the management responsibilities for their
asthma at younger ages than they ideally felt they should. However, they also agreed
that children needed to be able to care for themselves in the absence of a parent. The
adolescents discussed how developing asthma skills at a young age better prepared chil-
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Table 1.
FOCUS GROUP PARTICIPANT DEMOGRAPHICS

Parent High School Elementary School
Focus Group Focus Group Focus Group?

Total participants 13 9 10
Age range in years 17-46 14-19 9-13
Female 12 (92%) 5 (56%) 4 (40%)
Place of birth

Mainland U.S. 9 (69%) 9 (100%) 10 (100%)

Puerto Rico 4 (31%) 0 0
Completed high school/GED 6 (46%) — —
Current grade range — 9-12 4-8°

“Two elementary school focus groups combined.
*Elementary schools in this neighborhood run from kindergarten through 8th grade.

dren for the future. Despite this need for independence, parents felt asthma management
was an unfair burden for young children. (See Box 1 for participant quotations.)

Each elementary and high school participant reported they typically self-administer
their medication, with the elementary school children receiving more parental supervi-
sion. The high school group in general felt they did not control their asthma as well
as when their parents helped, and several stated they wanted more parental help now.
The key informants suggested that parents in this community often lack resources to
optimally respond to their children’s medical or developmental needs, such as learning to
manage their asthma, which may translate into difficult transitions into adulthood.

Beliefs influencing asthma self-management behaviors. When discussing how to
stop or prevent asthma, participants overwhelmingly focused on asthma management
techniques that involved manipulation of the environment or emotions. Relaxation
was consistently referred to across all focus groups as a primary treatment for asthma
attacks triggered by exercise or emotion. Attempts to repair imbalances between hot
and cold was another major strategy, as evidenced by statements relating to changing
the temperature, going inside, and adding clothing.

Participants repeatedly mentioned avoidance of asthma medications. Fear of over-
medication and side effects was described repeatedly. The adolescents complained about
the taste of the medications. The parents discussed confusion with medications due
to differences between their preparations in the mainland United States and in Puerto
Rico. Other medication barriers described by parents concerned access to and admin-
istration of medication during school hours. Several parents agreed that it is horrible
to have to force a child to sit, crying, with a mask on to administer the medication.
A final challenge discussed by the parents was how the side effects the medications
affect not only the child, but the family as well and sometimes force parents to make
very difficult decisions.
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Box 1.

FOCUS GROUP RESULTS AND SUPPORTING
PARTICIPANT QUOTATIONS

Asthma self-management behaviors of Puerto Rican youth and caregivers

Children manage their own
asthma at younger ages than
ideal

Children need to know how
to manage asthma without
an adult

Asthma management is an
unfair burden for children.

Adolescents receive less
parental supervision which
they feel leads to worse
asthma control.

Parent: “. . . imagine how it is for us . . . that she did
have an asthma attack and no one was in the house,
well, the child doesn’t know what we do. I think that
is good that she [another parent] leaves it to the child
to know what to do in case”

Adolescent: “The younger you start taking care of it
yourself, then the older you get the more you are
going to know. Like your skills are going to be better,
you know.”

Parent:*. . . Kids are active. They’re always jumping
around, moving, you know, like playing around,
running around . . . they know they got asthma but
they really don’t pay no mind to it because they’re
kids. You know, they want to play. That’s what, you
know, they’re here for now, to play around, you
know, they don’t take things serious”

Adolescent: “T can’t even tell when 'm wheezing. My
sister notices. That’s how normal it is forme . .. I
think the older you get the more it’s harder to figure

»

out.

Adolescent: “My mother used to be like you know
you got to do your inhaler, use the machine before
you go out and so she would prevent it from
happening, but now I just kind of wait for it to
happen ..

Beliefs influencing asthma self-management behaviors

Manipulate emotions to
manage asthma

Fix imbalances in hot and
cold

Avoidance of medications
due to fears of
overmedication and side
effects

Parent: “Sit them down. Calming them down. That
works. Letting them breathe in and out, that works.”

Adolescent: “He’ll [my boyfriend] want to take me [to
the hospital] but I'm like no, just put the fan in the
window.”

Adolescent: “Every time I feel something I got to pull
out the pump, you know, but that’s not good though”
“I'm putting so much albuterol in my system.”

(Continued on p. 469)
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Box 1. (continued)

Adolescent: “You can tell that you weren’t supposed
to do that. I shouldn’t have done that last one, right?
Damn, I might kill myself”

Child: “My doctor says I'm supposed to take an
asthma pump through the whole winter but . . . I
only do it when I get sick like if I have a cold or the
flu or something I'll do that, but when I'm fine I feel
that I'm just putting medication inside of me when I
really don’t need it because I feel ok”

Parent: One parent said: “Yes, you know, there’s
times I think about it, man, 'm gonna give him this
medicine right now, he’s gonna be climbing the walls,
he’s not gonna listen cause he won't listen. He'll just
be on the go, you know, like running back and forth
... I'm gonna give it to him and he’s gonna drive me
nuts all day”

Fear of asthma-related death

Children and parents fear Parent: “My daughter completely stopped breathing
dying from asthma and it was the most terrifying thing I went through
my whole entire life”
Child:“It’s like watching a scary movie, like you are in
the movie”

Adolescent: “T thought I was gonna die”

A need for more public education

Education is needed for Adolescent: “Teach the parents too because I know

parents and youth affected my dad was smoking on me and stuff and I don't

by asthma want to tell him not to because you know he’s
driving me to school. I want the ride”

General community Adolescent: “T went to places where they are

education needed throwing activities and stuff and people were

smoking around me. It’s kind of like they don’t
want you to be in there .. ”

Other important themes. Fear of asthma-related death. Key informants and focus
group participants emphasized the constant fear with which parents and asthmatic
children live. Parents described living with the fear that their child could die and related
a myriad of past fearful experiences. In response to this fear, parents and children
described behavior modifications such as learning your triggers and ensuring that you
have your medicine with you.
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A need for more public education. Key informants and focus group participants
unanimously agreed that more education was needed not only for parents and youth
affected by asthma, but also for teachers and the general community. Children and
parents emphasized the importance of support from people in their community with-
out asthma who could recognize and help when they are ill. Participants specifically
identified a need for smoking cessation education and resources, as well as a general
reduction of environmental tobacco smoke.

Community supports for asthma management. Key informants and focus group
participants identified multiple areas of strength and support in their community. The
primary assets identified by these groups were family and the schools.

Discussion

In 2001, the National Heart, Lung, and Blood Institute (NHLBI) stated, “The great-
est problem in reaching minority populations is not lack of effectiveness but lack of
understanding about how to establish patient programs in different settings and how
to encourage patients to become engaged in the education process”*P>*! To prevent
this common limitation, our study of the asthma self-management needs, assets, and
beliefs of the target population was conducted before implementing an intervention.
These data give the first description of the specific asthma management behaviors,
beliefs, and challenges faced by Midwest Puerto Rican children.

Information about different age-related self-management practices and their conse-
quences for child health has not previously been reported for Puerto Rican populations.
The skills and parental support needed by children to manage asthma varies by age and
individual maturity level. Our results suggest that adolescents may experience worse
asthma morbidity due to less parental supervision and inadequate self-management
skills. These are similar to results from other youth populations® and reflect a common
pattern in adolescence where family-based routines decrease and influences outside the
family play a larger role in structuring behavioral practices.” In our study, the elementary
school children felt comfortable with the parental supervision they received and the
parents were comfortable giving it. Conversely, the high school participants had less
parental intervention and worse control of their asthma; they wanted more parental
supervision; however, they also knew they needed to be able to manage their asthma
independently. Several informants suggested that parents needed more resources and
assistance to help their children develop the asthma self-management skills necessary
for adulthood.

The mind-body asthma management techniques described in this study are similar
to those held by other Puerto Rican populations in the Northeastern United States
and the island of Puerto Rico."*** These findings are consistent with the concept of
“balance”—either internal, emotional, or social—commonly found in the traditional
Puerto Rican ethnomedical belief system.” Our study sample did not contain non-
Puerto Ricans to determine if these beliefs are unique to Puerto Ricans, but other
studies suggest they are not.***

The fears of overmedication and medication side effects found in this sample are
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similar to those reported from Puerto Rican focus groups in New York State,'® although
our focus group design provided more poignant examples of the difficult challenges
related to medications. Several parents reported that the medications made their chil-
dren hyperactive, putting those parents in situations where they must weigh the risks
of not administering the medication with the burdens the side effects impose on the
child and the rest of the family. In addition, administering the medications to children
who resist can be very distressing.

Several other important themes were raised. Fear was mentioned frequently, which
is consistent with other studies in Puerto Ricans.* Additionally, all participants in our
study described a need for more asthma education, which suggests there is still a large
gap in asthma knowledge in this community. The children and adolescents in particular
mentioned that they could better prevent and manage attacks if more people without
asthma understood asthma triggers and the associated dangers they pose.

This study has several strengths. The first is its participatory design which involved
multiple community partnerships. Developing these partnerships took one year, but
the result was rapid recruitment, good attendance in groups, and engaged participants.
Another strength is the qualitative design, which provides a unique look into the per-
ceived world of the participants. Instead of relying on second-hand information from
parents and teachers, children and adolescents contributed directly to the study. The
final strength is the strong desire of the community partners to build local capacity for
both research and asthma management; these results and the research process informed
several new locally-driven research studies.

Because of the qualitative nature of the study, these results are intended only to
generate hypotheses and stimulate further investigation. The statements made by par-
ticipants cannot be applied to all Puerto Ricans. The data generated within a specific
social situation like a focus group are highly contextualized—it cannot be assumed
that what people say in a focus group is the same as what they would say in another
situation.” The sample size was not large although theme saturation was reached.
Individual asthma severity was not formally assessed; it is possible that perceptions of
asthma could vary depending on severity or level of control. A final limitation is that
the study included only Puerto Rican participants.

While much has been done to describe the disproportionate prevalence and morbid-
ity rates of asthma in Puerto Rican children, very few intervention studies have been
conducted to date.”’** The descriptive design of this study provides illustrations that
may be of use to both intervention researchers and clinicians. This study describes
the management roles of Puerto Rican children at different ages which is critical for
the design of pediatric self-management interventions, especially among adolescents
who need to gain adequate self-management skills for adulthood.”>*! Our study results
suggest that health care providers serving Puerto Rican children should strive to rec-
ognize and incorporate families’ views about the environment, emotions, and hot/cold
imbalances in order to generate successful partnerships. Interventions should have a
strong focus on medications, including how to minimize side effects and how medica-
tions can be a source of control when emotions and environment cannot be controlled.
Individual and community-wide education is needed that encourages leadership and
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has a strong emphasis on smoking cessation. Finally, interventions should involve the
family whenever possible and capitalize on the knowledge and motivation already
present in the community.
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