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ABSTRACT

Background

Native Hawaiian children have the highest prevadaate of asthma among all
ethnicities in the State of Hawai'i. Literaturdimmited regarding Native Hawaiian parents’
perception and experience caring for their childsah asthma in the context of uncertainty.
Nurses require more information and theoreticatignce to competently assist Native Hawaiian
parents in asthma care.

Objective

The purpose of this study is to explore contempoative Hawaiian parents’
perspective and experience of caring for theirdrhih with asthma in the context of uncertainty.
Method

Descriptive qualitative approach by means of dedaontent analysis using focus
groups was applied to this study. Focus groupg Weened to “talking story,” a familiar
method of sharing information among Native Hawaia&ight open-ended questions elicited
asthma history, asthma management, and how theildavealture affects parents’ health
practices. Directed content analysis applied Mishéncertainty in lllness Theory (UIT) to
guide data collection, organization, and analysis.

Results

The concept analysis of uncertainty and literataxgew confirmed the application of the

concept among multiple disciplines. Interview datae organized into the UIT constructs,

categories and subcategories. New subcategotagsdd¢o asthma care (lack of asthma



experience and asthma triggers) and culture (@iffiation between Western therapies and
complementary alternative medicine) were identified

Parents’ personal stories and accounts providaddata. The study’s findings verified
that Native Hawaiian parents experience uncertagggrding asthma care as commonly
described in literature. Contextual influencesudmg indigenous worldview and cultural
values affected Native Hawaiian parents’ percegt@md experiences with conventional asthma
care. Unique findings involved the etiology oftast and features of social suppooh@ng.
Conclusion

Nurses are in a strategic position to alleviateéatiawaiian parents’ experience of
uncertainty regarding asthma care. Nurses widl fire application of the UIT constructive when
working with Native Hawaiian parents because thaigue perspectives and experiences can be
better assessed and understood. As nurses becoradnowledgeable about indigenous
viewpoints including cultural values and preferesdbey will be able to assist Native Hawaiian
parents in a familiar and acceptable manner. Eutaplications for research, nursing practice,

and policy have been provided.
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CHAPTER 1
INTRODUCTION

Chapter one presents the background of the sttatgnsent of the problem, research
purpose, and research question. The conceptesEsitis uncertainty. Uncertainty is
experienced by most parents in the care of theorgbally ill children. This is particularly true
of parents of children with asthma.

In the illness experience, uncertainty has foumfar(a) ambiguity concerning the state
of the iliness, (b) complexity regarding treatmantl system of care, (c) lack of information
about the diagnosis and seriousness of the illmess(d) unpredictability of the course of the
disease and prognosis. This study is concerndudtiangt uncertainty experience Native Hawaiian
parents may have regarding asthma care. Whattasgfeasthma care are unclear, hazy,

imprecise or confusing?

The background section will present a descriptibitne uncertainty experience of
parents with children with asthma and elaboratedxitional concerns Native Hawaiian parents
may experience while caring for their affected dfgh. Native Hawaiian children have the
highest prevalence rate of asthma among childredl ethnicities in the State of Hawai'i.
Indigenous worldview, cultural values, historicahtext, and effects of assimilation and
acculturation may contribute to parents’ experieofcencertainty regarding conventional asthma
care. Research is sparse regarding Native Hawa#ieents’ experience of and perspective on
caring for children with asthma, particularly iretbontext of uncertainty.

Background
The statistical significance, extensive effects] health disparities of childhood asthma

in the United States and in the State of Hawalili be presented first in this section. This will



be followed by a discussion of parents’ experiesfogaring for children with asthma, with
special attention to Native Hawaiian parents.
Asthma Statistics

Asthma is one of the most prevalent chronic chitthdiseases in the United States
(Akinbami, 2006; Akinbami & Schoendorf, 2002, p 680 Laster, Holsey, Shendell, McCarthy,
& Celano, 2009). Currently, 6.7 million childreave asthma, representing 9.1% of children in
the United States (Bloom, Cohen, & Freeman, 2009}his population, more boys (15%) were
diagnosed with asthma than girls (11%) (Bloom,|e2809).

Asthma is the third leading cause of hospitalizafmr children (Dowd, Zajacova, &
Aiello, 2009). The cost for treating asthma inldfen is estimated at $3.2 billion per year
(CDC, 2006a). There were approximately 4 millitmidren who missed a cumulative total of
12.8 million school days due to an asthmatic em@gd@DH, 2011b).

Health disparities exist among ethnic minoritiédrican Americans (Gerald et al., 2006)
and Hispanic children have disproportionately hpgevalence of asthma (Brim, Rudd, Funk, &
Callahan, 2008; Canino et al., 2006). The Natidfedlth Interview Survey of 2007 established
that non-Hispanic black children were more likedyhtave been diagnosed with asthma (20%)
compared with Hispanic children (13%) and non-Hmspavhite children (11%) (Bloom, et al.,
2009) . In addition, children of American Indiaansd Alaska Native descent are 1.3 times more
likely to have asthma compared with white child¢akinbami, Moorman, Garbe, & Sondik,
2009).

Research is now demonstrating that social detemtsrere strongly associated with
asthma (Gern et al., 2009; Williams, Sternthal, &dht, 2009). Children in low socioeconomic

families were more likely to have been diagnoseth wsthma (17%) than children in families



that were of higher socioeconomic backgrounds (1@¥om, et al., 2009). Children living in
poverty may reside in deteriorated, violence-filleban communities and attend inferior day
care and schools (Belanger, Kielb, & Lin., 2006]l\ns, et al., 2009). In their everyday
environment, they are exposed to asthma triggets asi lower quality and crowded homes,
polluted air and water, and noise (Liao, Morphewnako, & Galant, 2006; Williams, et al.,
2009). Children in low socioeconomic families h#egs access to city services, financial
resources, and constant and stable social supjhaats et al., 2006; Williams, et al., 2009).
Minority children and children of low socioecononsi@tus use urgent care or emergency room
services more than preventive medical care fomaatfKim, Kieckhefer, Greek, Joesch, &
Baydar, 2009).
Hawai'i Asthma Statistics

Asthma is a major public health problem in Haw@DOH, 2011b). There are more than
106,000 people affected with asthma in this state;third of whom are children (DOH, 2011a).

When Hawai‘i was surveyed with 22 other statesd03 Hawai‘i ranked third highest in
Child Lifetime Asthma Prevalence Rate (13.4%; n€99), and seventh in current asthma
prevalence rate and numbers (8.6%; n=25,397) (@D06a, 2006b). The 2005 State of
Hawai‘i Department of Health (DOH) data report stamales (25,144) experiencing asthma
occurrences more than females (15,751) (DOH, 2007).

Child asthma status for Hawai'i for years 2005 tlylo 2009 has ranged from 32,000
children (11%) to 37,000 children (12%) of the plagion (DOH, 2011a). (Se&ppendixA:
Table A1) The data indicate that the percentagshibdiren in Hawai‘i with asthma is higher
than the national average. The continuously highlver of children with asthma demonstrates

that childhood asthma is a significant health peabln the State of Hawai‘i. Additionally, very



young children (0-4 years of age) with asthma ctrstthe highest number of patients seen in
emergency rooms and subsequently hospitalized ((ROH1Db).

Asthma episodes may be attributed to the tropicairenment and year round exposure
to allergens and irritants such as flowering pladtst, mites, mold, cockroaches, and pet dander
(Boychuk, Halm, et al., 2006; Chan et al., 200@)addition, sporadic atmospheric conditions
such as volcanic air pollution may contribute tthasa (DOH, 2011b).

Native Hawaiian Children with Asthma Statistics

Statewide household surveys were conducted yegrlghDOH to identify the number
of children with current asthma by ethnicity. Bttty was self-reported by the respondent. In
2008, 12,591 children (17.1%) of Native Hawaiialmnatity had asthma (DOH, 2010a). Native
Hawaiian children have had a high prevalence dfragtcompared to children of other
ethnicities according to trended data (DOH, 20Xdapitsky, Reyes-Salvail, Baker, &
Pobutsky, 2009)(SeeAppendix ATable A2, Table A3, Table A4, Table A5)

The large numbers of Hawaiian children with asthnaécate a great disparity in health
within the State of Hawai‘i. Therefore, nurseschezbetter understand how Native Hawaiian
parents are managing asthma care in order to deerfmodified approaches would be more
beneficial in supporting these parents.

Asthma Care

Asthma experts are clear about what informationskilts need to be learned for asthma
management and control in the home (Akinbami,.e2809). The primary resource for asthma
care management is the National Asthma EducatidriPaavention Program (NAEPP) that
provides physicians and health care providers w@littical practice guidelines on the treatment

of asthma (Lurie, Mitchell, & Malveaux, 2009). Awding to the NAEPP, each patient should



have a written Asthma Action Plan that guides tagent and family on basic asthma care, what
to do during episodic asthma exacerbations, whealtdhe health care provider, and when to

seek emergency care (Piper, Elder, Glover, & B36R8).

In order to attain and maintain asthma controleptr are required to learn a multitude of
tasks and concepts such as how to recognize asymy@oms (Grad et al., 2009; Wu, Glauber,
Gay, & Lieu, 2009), administer proper medicatiomgder, Gutierrez, Chang, Meddis, & Schatz,
2010), protect their children against allergendqSaever, & Zeldin, 2009), offer proper
nutrition, supervise exercise and strenuous a@s/iend maintain regular medical care
(Stephenson, Quimbo, & Gutierrez, 2010). Additibnalepending on disease severity, patient
and parents may be involved with a variety of lrea#tre professionals and settings (i.e.

emergency room, hospital, primary care) (Koeni@7)0requiring further skills.

Parents with Children with Asthma

Although standard asthma care is specific and #&fisanany parents have difficulty
managing their child’s asthma because of the nagkifed nature of the disease and treatment.
Asthma is a complex chronic disease of the airviagsis characterized by variable and
recurring symptoms involving fluctuating areas wfilew obstruction (Gruchalla et al., 2009).
Asthma symptoms may be difficult to recognize,allmy the disease to follow an unpredictable

and inconsistent course that may become life-tersag) (Gruchalla, et al., 2009).

Nearly all parents with children with asthma unaeugeven and complex processes of
recognizing initial asthmatic symptoms, understagdhe diagnosis, learning and implementing
a treatment regimen, and finally, transferringthkaiowledge and skill to the affected child

(Coffey, 2006). The development of parental corapey takes years and happens at varying



levels and intensities of uncertainty, particuladlyen new and unfamiliar events occur (Buford,

2004).
Native Hawaiian Parents with Children with Asthma

Literature is limited about Native Hawaiian pareas! their care of children with
asthma. Tse and Palakiko (2004) conducted a corityriwased participatory research project to
learn about the perspective of Native Hawaiian parand family members regarding asthma
and its treatment. Their research found that ganmetied heavily on emergency asthma
medication and depended on physician approvaldm.cMany were not aware of the

seriousness of the chronic disease and when thigrweas having difficulty with the illness.

According to health care providers statewide, parercluding Native Hawaiian parents,
require more support and assistance in the follgwaneas: (a) education, (b) disease
management, (c) prevention, (d) healthcare, ansuf@port (Hirokawa & Kishaba, 2005). They
specifically need more education regarding “sigyrafgoms/definition of asthma, appropriate
care-seeking, asthma triggers and risk factorgermedication use and compliance, proper
method of medication delivery, appropriate usee#kpflow meters, asthma action plans, and

treatment guidelines” (Hirokawa & Kishaba, 20057 p).

Although parents statewide, including Native Haamiparents, require more education
in standard asthma care, nurses need to recogpazednventional asthma health education and
teaching strategies may not be effective for ethmiorities (Handelman, Rich, Bridgemohan,

& Schneider, 2004). Medical and nursing literatpirevide evidence that parents’ personal and
cultural heath care beliefs strongly influence athealth practices, use of home remedies,
receptivity to the use of medicine, and accesb®health care system (Canino, et al., 2006;

Palafox, Buenconsejo-Lum, Kaanoi, & Yamada, 20(A)rthermore, literature validates the



importance and impact of provider-parent collakiorain securing successful asthma care (Ring

et al., 2011; Tse & Palakiko, 2006; Tse, Palak&d,exeira, 2005).

As indigenous people of the Hawaiian islands (knestanaka Maol), Native
Hawaiian parents’ personal and cultural health bateefs need to be understood by nurses
(Blaisdell, 1982; Bushnell, 1993). In addition,tNa Hawaiian parents may experience added
dimensions of uncertainty about conventional astbhara. Experiences unique to Native
Hawaiians such as indigenous worldview, culturdli@s, history, and assimilation and
acculturation of Western and Asian cultures maluerice their perspective. Moreover,
preference for complementary and alternative medi¢CAM) in the form of traditional
indigenous healing practices should also be coreid@ong with conventional medical care of
asthma (se@ppendix BNative Hawaiian Worldview and Cultural Consideras@andAppendix

C: Historical Context).

Indigenous Worldview.The fundamental worldview of the Native Hawaiianalwes
around their spiritual belief system. This sysestablishes their origin and positioning as
Native Hawaiians, as well as their relationshipghwabwerful and omnipresent spiritual deities
(Hewett, Alailima, Kamakea-Ohelo, & Mann, 2001; Meki, Hishinuma, & Nishimura, 2001)
Health, illness, island gods and goddesses, famliffionships, and healing traditions are tightly
intertwined for Native Hawaiians (Hewett et al.020Mokuau et al., 2001). Therefore,
understanding the indigenous worldview regardingtheillness, and treatment of a condition
such as asthma is fundamental to health care mareage

Western medicine, on the other hand, adheres tsié\pstic and mechanical
philosophical orientation that approaches healthilimess in a focused, objective, and discrete

manner (Tse, et al., 2005). Native Hawaiian paremdy not understand or appreciate such an



orientation (Broad & Allison, 2002; Palafox, et,&@001). They may prefer their health care
providers to put more effort and time towards usterding their entire personal and family
circumstances (Kaholokula, Saito, Mau, Latimer, &d 2008).

Western knowledge in the form of the scientific hoet, “germ theory,” and the nature of
allergens and allergen control are not fundameratepts in the Hawaiian tradition as the basis
for illness (Houser, 2008). Therefore, it may If&allt for Native Hawaiians to accept the
notion that traditional sources of powetrgng such as sections of landifya or kuleana,
plants, flowers, and trees (Oneha, 2001) are @tey@nd considered dangerous to their
asthmatic child. Native Hawaiian uncertainty abibwat veracity and trustworthiness of
conventional asthma treatment and the requisitelamoe of allergens may be related to a lack
of understanding, as well as a reluctance to agpsatific aspects of Western medical care.

Cultural Values and ConceptsCultural values are recognized and respected when
providing acceptable care to Native Hawaiian parand their children (Consortium, 1985).
Hawaiian values of helpind¢kuad), caring (nalama), and being responsibleuleang are
carried out withaloha (affection, compassion) to the weak or ill indiwad (Chun, 2008b).
Beingpono(living correctly) and maintaining harmoniougk@ahi) relationships are more critical
to the well-being of Native Hawaiians than mateoiapersonal gain (Chun, 2006b).

The ‘ohana(extended family, kinshigs the most vital concept in Hawaiian culture
because it explains and maintains traditional Hemanterpersonal relationships (Pukui,
Haertig, & Lee, 1972). Respecting family elddagpung and teachers of Hawaiian arts and
skills (kumy) is integral to the value obhana Other associated values include affiliation and

close bonds between peers and social networks ¢@ama, 1985), and the importance of the



group rather than individual needs (H. McCubbingipson, Thompson, McCubbin, & Kaston,
1993)

Unfortunately, Western health care systems not failyo incorporate important
Hawaiian values but may institute policies and pthoes that contribute to the uncertainty
experience for Native Hawaiian parents. Challenglesrent in the current health care system
for Native Hawaiians include unfamiliar health cagrsonnel, a confusing multi-level health
care system, adherence to rigid time schedules)taih to cost rather than relationship,
separation from family ghana)during hospitalization (Bushnell, 1993), and nookision of
family members hang when discussing health matters (Bushnell, 1998D&tmott, Tseng,

& Maretzki, 1980).

Nurses, therefore, should be acutely aware of @lltwalues that influence the promotion
of health and disease management. Converselydss and behaviors that may contribute to
uncertainty experiences ought to be avoided. kamgle, intergenerational relationships may
be sources of support as well as conflict in fagsil{Hewett, et al., 2001; Kana'‘iaupuni, Malone,
& Ishibashi, 2005). If there are any differenae®pinion about treatment, such as Western
medical treatment versus indigenous health practeeommended by a family elder or healer,
serious discord may be experienced within the fantdarmony (pkahi) and doing what is
proper and goodppno)are crucial cultural values that may be damagecoloflicting health
care beliefs and practices (Chang, 2001). Thesefbis essential to learn about the healing
practices advocated by involved family members teefimplementing a nursing plan of care.

Although the bhanais the most important social structure in Hawagatture, this
social system may be less strong, cohesive andstiygpin current society. Challenges for

Native Hawaiian families include high single-parbntiseholds; conflict within families as
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indicated by reports of abuse and neglect; disptaptely high rates of substance abuse,
arrests, and incarcerations (Kana'‘iaupuni, eR&05). Nurses must recognize the need to assess
the inter-relationship and functioning of eachanain order to provide client-specific nursing
care.

Historical Context Contemporary Native Hawaiians may be more cautimas
suspicious in their dealings with foreigners beeanfstheir history of betrayal and suffering
(Kuykendall, 1938, 1953, 1967; McDermott, et a@8Q; Rezentes, 1996). With the passing of
80% of the native population due to infectious dsseand loss of land ownership, Hawaiian
domination waned by the end of the nineteenth cgiiRlaisdell, 1982). Conversely, Western
influence expanded and slowly dictated a new of afdife that included a ban against
Hawaiian religion, prohibitions on speaking or wigf the Hawaiian language in schools and
businesses, promotion of a cash base economy,nmepkation of Western style education and
land ownership (Hoomanawanui, 2004; Kame'eleihil@®_2; Silva, 2004). Eventually, the
Hawaiian monarchy was overthrown in 1893, and Hawais annexed to the United States in
1898 (Kame‘eleihiwa, 1992; McDermott et al., 1980).

Historical trauma may affect the outlook of Natitawaiians on foreigner$i@ole and
their healing practices (Bushnell, 1993). Whodasidered a credible healing authority by
Native Hawaiian parents is a question that requssessment by nurses today.

In addition, consideration should be given to tfieativeness of existing health
education strategies. If health education matetiah as written Asthma Action Plans is
assessed by Native Hawaiian parents as uncleatedivéred in a manner that is unfamiliar, a
negative perception of the health care systembeilteinforced (Bushnell, 1993; McDermott, et

al., 1980).
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Assimilation and Acculturation Today, most Native Hawaiians possess two or more
ethnic heritages that influence the make-up ofrthealth care beliefs and practices. This is due
to early Western and Asian immigration, and clas@munity contact that promoted
intermarriages by Hawaiian royalty and commonekedKanahele, 1986; Kuykendall, 1938,
1953, 1967; Linnea, 1999). As sugar cultivati@ngformed the Hawaiian nation’s economic
system, foreign laborers and plantation workersvgeicured from Portugal, China, Japan, the
Philippines, and Korea (Kuykendall, 1938, 1953, M9dntermarriages and close networking
among the different ethnic groups provided a “melfpot” experience where the use of various
words, foods, traditions, and home remedies weoptad across ethnic lines (Chun, 1986;
Corum, 1985). Thus, the health beliefs and prastaf Native Hawaiians may be complicated
due to one or more of these immigrant heritages.

Complementary and Alternative MedicineNurses need to be sensitive to the possibility
that parents are utilizing CAM including traditidroa indigenous native healing practices (Ortiz,
Shields, Clauson, & Clay, 2007). Children withhaséa on regular conventional therapy like
short-acting beta-adrenergic agonists, corticogtey@and leukotreine modifiers may also be
receiving CAM products administered by their pasent

The reported national rates of CAM use by childréth asthma ranged from 33%- 89%
(Braganza, Ozuah, & Sharif, 2003; Li & Brown, 20@lora - Arcoleo, Yoos, McMullen, &
Kitzman, 2007; Slader, Reddel, Jenkins, Armour, @&#ic-Anticevich, 2006). Many
indigenous people and ethnic minorities continuesty on their traditional healing practices

(Freidin & Timmermans, 2008; Mazur, DeYbarrondo]l&fi & Colasurdo, 2001).
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Parents may rely on CAM because they are seekmgeafor asthma as well as
alternative natural methods that are without l@rgitside effects (Ko, Lee, Munoz-Furlong, Li,
& Sicherer, 2006). Some CAM therapies may haveesadued benefit for affected children
such as Vitamin A (Kumar, Batra, & Arora, 2002)tafmin C (Harik-Khan, Muller, & Wise,
2004), and fish oil (omega-3 & omega-6 fatty aci@@yorik & Brutsche, 2004). Breathing
exercises and relaxation are also of assistancerilG§ Brutsche, 2004).

However, serious harm may occur if children areegifierbal compounds in addition, to
prescribed asthma medications. For example, odntibal remedies (e.g. ephedra) may be
harmful when taken together with prescribed astlomaédication (e.g. albuterol) (Lanski,
Greenwald, Perkins, & Simon, 2003). Most NativeMdaan herbal remedies listed Appendix
D: La'au lapdau (Herbal Medicines) have unknown therapeutic resuitside effects.

Literature is unclear regarding contemporary Nakisvaiian parents’ perception toward
standard asthma care and traditional healing pec8uch als&‘au lapdau. It is thought,
however, that a great many Native Hawaiian paneratyg prefer and actually implement
traditional healing practices because of theirréesi re-establish an indigenous identity
(McCubbin & Marsella, 2009). On the other han@réhare many Native Hawaiian parents who
reportedly rely on standard asthma treatment agdigihns for asthma instruction (Tse &
Palakiko, 2004).

Asthma Programs for Native HawaiiansCurrently, there is a lack of stable and
sufficient number of on-going asthma interventiod @ducational programs throughout
Hawai'‘i. Availability of programs fluctuates based obtainable funding and participation of
active leaders and volunteers. Unfortunately, anfgw asthma programs identified in literature

integrate Hawaiian culture and values. In onéefrhost notable of recent initiatives, the Office
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of Hawaiian Affairs (OHA) awarded a grant of $2884 theAmerican Lung Association of
Hawai'‘i for its Maopopo Oli HandUnderstanding Asthmarogram. This is a three-part
asthma education program specifically for Nativevieigans on the islands of O‘ahu, Maui, and
Hawai‘i involving school age children with asthnsahool personnel, and parents (ALA, 2011).

Additionally, the Childhood Rural Asthma ProjectR& Project), funded by CDC
through the DOH, encourages community health cef@&HC) to hire community health
workers to go into the homes of underserved asibrpatients and families. This in-home
asthma education is specifically focused on elitmggtriggers in the home environment (DOH,
2010b). The three CHC engaged in the CRA Projateatly are Waianae Coast
Comprehensive Health Center, Ko‘olauloa Communialkh and Wellness Center, and West
Hawai‘i Community Health Center. Additional fundiwill be required by the end of 2011 in
order for these projects to continue. (3@pendix EAsthma Initiatives and Programs in
Hawai‘i)

The Center for Native and Pacific Health Dispasitiesearch, Department of Native
Hawaiian Health, John A. Burns School of Medicieeeloped a diabetes training project to
improve the knowledge of community health workens/sng Native Hawaiian clients. This is
an example of a culturally based intervention proj& he cultural components chosen to
promote awareness included such elements as thaildaianguage, positive culture-based
examples, food preferences, photos, and Pacifiadsgraphics. A key feature in the program
was the development of relationships between iogirand participants that encouraged the
acknowledgment of personal, geographic, and fahastianections (Look, Baumhofer, Ng-

Osorio, Furubayashi, & Kimata, 2008). The studgcassfully demonstrated increased diabetes
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knowledge within the client group and satisfactiath the program on the part of the urban
group of community health workers.

These cultural components implemented by the déslygioject can be utilized for an on-
going asthma control program. Additionally, effeetteaching strategies include verbal step-
by-step instruction, integration of Hawaiian prds®and personal stories, active demonstration
and observation, and experiential manipulationupipties and equipment (Chun, 2006b;
Kana‘iaupuni, et al., 2005). Foremost is the depeient of collaborative relationships between
nurse and Native Hawaiian parents based on mwggpect and understanding. Such a
relationship would facilitate the bridging of angtpntial knowledge transfer gaps.

Statement of Problem

A great ethnic disparity among children with asthewssts in the State of Hawai'i.

Native Hawaiian children have significantly higleerrent asthma prevalence (18%) compared
to the percentage of children of other ethnicilesupitsky, et al., 2009). The exceedingly high
numbers of Native Hawaiian children with asthma lbesn a serious and continuous public

health concern.

In order to achieve asthma control, Native Hawaparents must successfully learn how
to manage their children’s overall asthma careerétore, parents require on-going assistance
and education about the disease condition, etiolkigns and symptoms, asthma triggers
(Warman, Silver, & Wood, 2009), treatment modaditiand when to seek regular health care and

urgent care (Christman, 1990; Jurgens, 2006).

Unfortunately, the number of statewide initiatiasl programs has been insufficient and
time-limited to large numbers of affected Nativentddian families (Hirokawa & Kishaba,

2005). New approaches must be considered in todmrccessfully assist and support Native
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Hawaiian parents caring for their children withhesa particularly in regard to the evident health

disparity that exists (Canino et al., 2009).

Native Hawaiians as indigenous people should hdveiae” in the development of
asthma programs and be given an opportunity toesspiwhat type of support and assistance
would be of true benefit to them. Contextual iefliges including worldview, cultural values,
history, and assimilation and acculturation factoesy affect Native Hawaiian parents’
perceptions and experiences with conventional asitame. New research is needed to provide
contextual information in efforts to understandteonporary Native Hawaiian parents’

perspectives and experiences with asthma care.

By uncovering parents’ perspective of asthma careses will be able to modify their
practice to become more culturally sensitive atfielotie (Houser, 2008). Nurses will
understand how to be more supportive of Native Hiawaarents caring for their children with
asthma. Additionally, new knowledge will be incorated into the design of future educational
materials and intervention programs (Houser, 2008)e realization of enriched parent-directed
programs to improve the well-being of Native Hawaaichildren with asthma and their families
is a compelling goal.

Purpose

The purpose of this study is to explore Native Haamaparents’ perspective and
experience of caring for their children with asthwithin the context of uncertainty.
Research Question
What are Native Hawaiian parents’ perspective aqeeence of caring for their

children with asthma in the context of uncertainty?
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Summary

Chapter 1 provided the background of the studydtgtaishing asthma as a national and
statewide chronic childhood disease. Statisticsatestrated a continuous disparity of childhood
asthma among Native Hawaiian children comparedhiidren of other ethnicities in the State.
Asthma care is complicated and requires multifatated continuous caretaking skills by
parents.

Literature is sparse regarding Native Hawaiian piaigerspective and experience of
asthma care. In light of their indigenous worldvjeultural values, history, assimilation and
acculturation with Western culture, Native Hawaigarents may experience further dimensions
of uncertainty regarding conventional asthma c&ilee purpose of the research is to explore
Native Hawaiian parents’ perspective and experi@i@sthma care in the context of

uncertainty.
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CHAPTER 2
LITERATURE REVIEW

Chapter 2 consists of the literature review amddbncept analysis of uncertainty.
Definitions, associated concepts, antecedentfuis, consequences, theoretical frameworks,
and implications of the concept of uncertainty witlgard for nursing will be presented.

Definition and Purpose of Concept Analysis: Uncertaty

Concept is defined by Rodgers and Knafl to be “ddgnin nature “ and comprised of
“attributes abstracted from reality, expressedime form and utilized for some common
purpose” (Rodgers & Knafl, 2000, p. 33). Additiipa“‘concepts are more than words or
mental images alone” and may involve a “family rab&ance” of “cluster concepts” (Rodgers &
Knafl, 2000, p. 33).

The purpose of the concept analysis of uncertasnty clarify the current status of the
concept by identifying what is known about it, exaimg its evolutionary background through a
literature review, and determining the similariteed differences between disciplines when it is
applied. Frameworks and theories of uncertaintyelfas instruments that measure uncertainty
will be examined in order to gain a broad undeditag of the concept.

Method of Concept Analysis: Uncertainty

Beth Rodgers’ evolutionary perspective was seletdethalyze the concept of
uncertainty because its worldview and assumptioasigned with the nature of uncertainty
(Rodgers & Knafl, 2000). The study of uncertaiasya process is fundamental to its analysis,
and the evolutionary view adopts the naturalisicagdigm which recognizes that concepts are
evolving as well as interacting with multiple coxtigal realities. The evolutionary perspective

seeks to understand concepts and believes thagpisnare “fuzzy,” “dynamic,” open to stimuli,
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and may change within different contexts (Rodgeisn&fl, 2000, p. 77). The primary

components of the evolutionary approach to conaealysis are as follows:

=

Identify the concept of interest and associatedesgions.
2. ldentify and select the appropriate realm (setiind sample) for data collection.
3. Collect relevant data to identify:
a. Attributes of concepts
b. Contextual basis of the concept, including integighlénary, socio-cultural, and
temporal (antecedent and consequential occurremagsj}ions.
4. Analyze data pertaining to the characteristichefdoncept.
5. ldentify an exemplar of the concept.
6. ldentify implications and hypothesis for furthevd@®pment of the concept (Rodgers
& Knafl, 2000, p. 85).
Identifying Concept of Interest and Associated Expessions
The concept of uncertainty is being explored besaugertainty is oftentimes identified
as a negative experience and proved to be a barseiccessful asthma management. In
accordance with the evolutionary perspective, thed gf this analysis is a pragmatic
understanding of the concept so that nurses aectalblelp decrease the uncertainty experience
and improve parents’ competence in managing thdidren’s asthma successfully. Most
parents encounter uncertainty in three phasesglth@ir children’s initial asthmatic episodes:
diagnostic, treatment and home management, and méwerand unfamiliar events occur.
Concepts related to uncertainty are risk and prtibabUncertainty is encountered when
an outcome of a new event is unknown. Risk isngefias a situation with known probabilities

that are less than 1.0 (Cohen, 1993). Cohen goés @xplain that all human actions are taken
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under risk because consequences of behavior charlatown with absolute certainty. Parents

of a child with a life-threatening illness takesks” when they make critical decisions for their
child’s well-being. Optimally, when decisions amade under risk, the problem is clearly

defined, and options and statistical probabiliGéthe consequences are presented. For example,
one father created a multi-factorial model of @sid survival to plot his son’s prognosis in order
to decrease the uncertainty about his future (Cobh@®3).

Probability also provides a quantifiable measurehance that an event will occur, i.e.
50% probability that a child of a parent with ahenited disease will also have the affected gene.
Uncertainty, on the other hand, does not offeatistically reliable form of prediction that an
event will occur or provide any quantifiable meastirat an outcome will occur.

Setting and Sample for Data Collection

The initial search on Pub Med’s electronic databbaséhe keyword “uncertainty” was
limited to the period from 1960 and 2007. The cleaesulted in 19,661 items (articles). The
search in the Cumulative Index to Nursing & Alliddalth Literature (CINAHL) electronic
database for the keyword “uncertainty” resulted02 items published from 1982 to 2007.

Due to the large number of items which containatcérstainty” as a key term, the list of
items was narrowed to studies that focused onRuanertainty in illness” in the four disciplines
of sociology, psychology, medicine and nursing.e3éfour disciplines were chosen because
they published the highest number of articles r@iggrthe concept and because they studied
various contexts of uncertainty during the illnegperience.

Rodgers has specified that either 30 items arenithenum needed to demonstrate a
credible analysis for each discipline, or 20 petaéithe total number of articles per discipline,

whichever is greater (Rodgers & Knafl, 2000). Afteviewing abstracts and identifying
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commonalities in the usage of the concept of uagdit in illness, a total of 82 items in the
disciplines of sociology, psychology, medicine anising were selected for final review. The
following numbers of items in each discipline weatected: nursing (n=46), medicine (n=23),
sociology (n=8), and psychology (n=5).

An additional literature search was conducted endisciplines of sociology, psychology,
medicine, and nursing published in English using Mied andCumulative Index to Nursing and
Allied Health Literature CINAHL) from 1980 to 2007. This search specifiegdry and the
conceptual framework of uncertainty. Key searcmgeused were “theory,” “framework,”
“uncertainty,” and “uncertainty in illness.” Tha&ausion criteria comprised articles that
identified uncertainty as one construct or compomethin the framework. Research that
involved mathematical probability designs was @&scduded because its utilitarian value would
be limited for most practicing nurses.

Sociology and psychology did not have any concetamework or theory of
uncertainty in the disciplines’ literature. Twelagicles in the other two fields were selected for
initial review, but only four of these describedanceptual framework of uncertainty or a theory
of uncertainty and were consequently acceptedriai &nalysis. The articles included one
framework in medicine, two frameworks in nursinggdane middle-range theory in nursing.
Collecting and Managing the Data

After the samples were selected, the literaturenetieved using the University of
Hawai‘i-Manoa Library Electronic Online Resources. The aagsrwere initially scanned in
order to obtain a general background of each diseig perspective and then read carefully for

appropriate inclusion in tables for each discipline
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Tables were constructed to keep notes about eacirélated to the concept, specifically
the definition, antecedents, attributes, implicatod findings, and samples studied. Tables were
constructed and divided into sets of notes by giges: sociology, psychology, medicine and
nursing. Notes were maintained for all methodalabdecisions that were made throughout the
investigation as well as drafts of thoughts, petioag, and major themes as data collection and
analysis developed.

Contextual Basis of Concept: Interdisciplinary

Analysis was first conducted by identifying theid&fon of uncertainty, antecedents,
attributes, and clinical implications (if applicaplfor each discipline. Subsequently, agreement
and differences between disciplines regarding tagacteristics (definition, antecedents,
attributes, and clinical implications) were notad,well as the common themes surrounding
uncertainty in all the disciplines.

Sociology. Eight items (articles) involving uncertainty innéss were found in the
sociology literature. The concept of uncertaimygociology is primarily associated with
medicine and medical decision-making (F. Davis,Qt ¥&riffiths, Green, & Bendelow, 2006;
Haram, 2005; Lankshear, Ettorre, & Mason, 2005;tish, 1974, 1976; Nettleton, 2006;
Rafalovich, 2005).

The literature review revealed that the earlieséaech on the concept of uncertainty was
conducted in 1960 by Fred Davis, a sociologist.stdelied the uncertainty that physicians and
parents of children stricken with poliomyelitis @j@nced from the pre-diagnostic phase to re-
entry into the community (F. Davis, 1960). A higlkel of (real) uncertainty existed initially
when the child is diagnosed with poliomyelitis besathe extent of damage sustained is

unknown. However, in time the medical team is abldetermine the probable extent of the
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prognosis. Davis discovered that health care pergiprolonged the uncertainty experience for
parents because they were uncomfortable with ergdbe probable disability to parents who
might react emotionally and require additional raitan.

Definitions of uncertainty in sociology includedki(Haram, 2005; Lankshear, et al.,
2005), clinical uncertainty versus functional urtasity (F. Davis, 1960; Mcintosh, 1976),
medical uncertainty (Griffiths, et al., 2006), opfie of absolute certain about disease or
outcome (Mclintosh, 1976), and unclear diagnosist{@ten, 2006).

Antecedents of uncertainty in sociology were tHefaing: unknown prognosis of
cancer (Mcintosh, 1974, 1976); difficulty to makedital decision due to multiple and
unknown factors, i.e. labor and delivery cases kkaerar, et al., 2005); inability to accurately
predict outcomes due to unknown damage, i.e. dameg@nal nerves (F. Davis, 1960;
Mclintosh, 1976); unknown HIV status of partner (&ar 2005); unknown diagnosis (Nettleton,
2006); not knowing the etiology of attention deficyperactivity disorder in order to determine
correct treatment (Rafalovich, 2005); and womenisficlence in physician’s treatment plan
(Griffiths, et al., 2006).

Attributes of uncertainty in sociology were relatectlinical uncertainty (real difficulties
in determining diagnosis and prognosis) versustianal uncertainty (management of patient)
(F. Davis, 1960; Griffiths, et al., 2006); anxiéMcIntosh, 1976), powerlessness (Griffiths et al,
2006; Haran, 2005), marked skepticism (Rafalovafl)5), and medical dilemmas (Mcintosh,
1974).

Implications of uncertainty were seen in Nettleostudy of patients who suffered from

medically unexplained symptoms (MUS) that inclutleshg a life of uncertainty which is
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permanent and irreducible; having an undiagnosedrsyne of pain that is chaotic with no clear
beginning or onset of symptoms (Nettleton, 2006).

If the cause of a condition (like ADHD) was uncerigphysicians were ambivalent about
selecting the correct treatment plan (such asiRitaédication) (Rafalovich, 2005). If
physicians delayed in identifying the prognosigigrd and family experienced prolonged
uncertainty (F. Davis, 1960). When physicians wereertain about the diagnosis or prognostic
outcome, their communication with the patient aauify was affected. Physicians sometimes
offered either very little or too much informatioiheir explanations consequently, were
considered ineffective and were sometimes commteudcat inappropriate times (Mclntosh,
1974, 1976). Other conditions were equally invdlire producing uncertainty. The implications
of unknown HIV status not only affected individuatsalso affected entire communities, i.e.
Northern Tanzania (Haram, 2005). In a reversa,fobwever, Mcintosh (1976) found cancer
patients preferred uncertainty about the diseagassbecause it gave them hope.

Psychology In psychology, there were five articles involviiggtconcept of uncertainty
in illness. Definitions for uncertainty in the digline of psychology included risk (Braithwaite,
Sutton, & Steggles, 2002); unpredictability (McNulkivneh, & Wilson, 2004); and
ambiguity(White et al., 2005). Three of the fivéides (L. Johnson, Zautra, & Davis, 2006;
McNulty, et al., 2004; White, et al., 2005) referte Mishel’s definition of uncertainty as the
“inability to determine the meaning of iliness teld events that occur in situations where the
decision maker is unable to assign definite vatoesbjects and events and/or unable to
accurately predict outcomes because sufficient ateetacking” (Mishel, 1990, p. 256).

Antecedents of uncertainty involved questionald& for genetic condition (Braithwaite,

et al., 2002); absence of precise etiology forase erratic and unpredictable symptomatology
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of multiple sclerosis (McNulty, et al., 2004) antvgnile rheumatic diseases (White, et al.,
2005); vulnerability; and patient care during htelpzation and discharge to home (Hunt &
Smith, 2004).

Attributes of uncertainty found in psychologicdélature were related to patients’ and
families’ experience during illness. They includedbiguity and unpredictability (McNulty, et
al., 2004); emotional distress (White, et al., 20@bmotional strain, stress, powerlessness
complex, and caregiver stress (Hunt & Smith, 200dynitive stressors and the sense of loss of
control (Johnson et al., 2006). Other attributegnzertainty were described as intolerance or
tolerance of ambiguity, such as in the questionablesference of genetic conditions
(Braithwaite, et al., 2002).

Implications of uncertainty in psychological liteuee were related to the experience of
having a disease. When a disease has no orgarse,aancertainty becomes a cognitive
stressor, and individuals experienced a loss ofrobas well as changed perception of their
illness over time (Johnson et al., 2006).

The implications or repercussions of the uncerisrgurrounding multiple sclerosis
(MS) are related to the unpredictable and variapteptomology of relapses and exacerbations.
Patients experienced fatigue, sexual dysfunctiociasisolation, role strain, and fear of
symptom exacerbation despite adherence to meaigathen (McNulty, et al., 2004). McNulty
(2004) found that spirituality lessened the impaEaincertainty on patients with MS. This
patient group was composed of adults. Uncertauaty also identified as a stressor for children
with Juvenile Rheumatoid Arthritis (JRA) and pewesl as a contributor to their negative
perceptions of their illness (White, et al., 200Bcording to White (2005) children

experienced increase emotional distress, like dspe, when uncertainty was heightened. The
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child’s depressed symptoms affected parental dstf@/hite, et al., 2005). Implications for this
association resulted in improved efforts to deatereffectively with inconsistencies. These
efforts included attention to child and parent p®fogical adjustment, disease knowledge, and
self care.

One study found that individuals’ attitude towarttertainty was useful in predicting
health behavior and preference for genetic test@gncer patients who had a more negative
attitude toward uncertainty were more likely to argb genetic testing (Braithwaite, et al.,
2002). In contrast, patients who were able torédéeambiguity were uninterested in predictive
genetic testing (Braithwaite, et al., 2002).

Hunt and Smith (2004) identified three themes commoecstroke victims and their
relatives through their phenomenological study:amanty, personal impact, and strength of
relationships. Patients and relatives share the sancertainties during hospitalization and re-
entry home, and all required adjustment assistance.

Medicine Twenty-three references were identified in theigiste of medicine
regarding the concept of uncertainty in illnes$ie Befinitions of uncertainty in medicine
included the following: unknown (Keyserling et &Q03; Launer, 2005; Periman et al., 1991;
Reich, Olmsted, & van Puymbroeck, 2006; Tait, Vddmavis, & Malviya, 2003), not knowing
the future or prognosis (Boman, Viksten, KogneiS&muelsson, 2004; Lefebvre, Pelchat,
Swaine, Gelinas, & Levert, 2005); not sure, no gifiable reason, not exact, unclear, not
precise (Caro, Getsios, El-Hadi, Payne, & O'Briz005; Caro et al., 2005; Launer, 2005;
Lenhard, Breitenbach, Ebert, Schindelhauer-Deutséhklenn, 2005; Perlman, et al., 1991,
Sarnat & Holguin, 2007; Scher, Bigal, & Lipton, H)Q incomplete (Michaels & Monforton,

2005); unaware (Fried & O'Leary, 2006); risk (Baidwt al., 2005); degree or proportion of
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certainty versus uncertainty; lack of security (Bah, et al., 2005); inability to predict (Avner
& Baker, 2002); questionable reliability (FaraoB&derman, & Zimmerman, 2005); event
cannot be adequately defined or categorized bedacis®f information, no cognitive structure
is formed (Flemme et al., 2005); and worry and etyx{Shearer & Gordon, 2006).

Antecedents to the uncertainty experience in mediticluded a number of factors such
as the lack of information so that an event coutbe categorized or defined (Caro, Getsios, El-
Hadi, et al., 2005; Caro, Getsios, Payne, et @052Flemme, et al., 2005); difficulty
determining the validity of subjective reports (&ame, et al., 2005); difficulty interpreting
meaning or significance of signs and symptoms séake; inability to predict extent and
prognosis of illness or disability(Avner & BakeQ@2; Baldwin, et al., 2005; J. Clark, Bokhour,
Inui, Silliman, & Talcott, 2003; Keyserling, et a2003; Lefebvre, et al., 2005; Lenhard, et al.,
2005; Perlman, et al., 1991; Schroeder et al., 0@ to select appropriate interventions (El-
Sadr et al., 2000; Faraone, et al., 2005; Lefelmtral., 2005); and the nature of co-morbidity
upon illness or mixed factors (Sarnat & HolguinD20Scher, et al., 2005; Shearer & Gordon,
2006). The uncertainty experience for young phgsgrevolve around the absence of health
care team support in community settings resultmipe lack of continuous observation by
nurses, and easy access to tests and other paofalsspinion (llling et al., 2003).

Antecedents of uncertainty for patients and thesnifies included not knowing future
harm, disease related illnesses, complicationscandern about childcare in the absence of a
parent (Boman, et al., 2004; Flemme, et al., 260d & O'Leary, 2006; Reich, Johnson,
Zautra, & Davis, 2006; Reich, Olmsted, et al., 2008arents experienced uncertainty related to

surgery for their child and participation in clialdrials due to poor reading ability, insufficient
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information about surgery, and poor understandirtg@importance of the event (Tait, et al.,
2003).

In order to improve the air quality for asthmatatipnts, one study attempted to
determine the causal agents or air pollution tffatted air quality. However, the investigation
was unsuccessful because it was difficult to deteerapecific causal agents. Air quality was
attributed to a combination of multiple environmedriactors that could not be clearly identified
(Sarnat & Holguin, 2007).

Attributes of uncertainty in the discipline of meitie were related to features of the
clinical decision making process. Uncertaintyiltttes in the discipline of medicine were
identified as anxiousness, persistent anxiety,@ryWBaldwin, et al., 2005; J. Clark, et al.,
2003; Lenhard, et al., 2005); unknown cause oravuécof disease (Avner & Baker, 2002;
Baldwin, et al., 2005; Boman, et al., 2004; Caretdi®ds, El-Hadi, et al., 2005; Caro, Getsios,
Payne, et al., 2005; Truog, Christ, Browning, & Mgy2006), imprecision (Harrell & Bradley,
2009); hazy understanding (Lefebvre, et al., 2006);proven scientifically, or incomplete proof
(Michaels & Monforton, 2005); lack of control (Smea& Gordon, 2006); high perceived risk or
low risk (Tait, et al., 2003); and risk aversiordansecurity (Baldwin, et al., 2005).

The implications of uncertainty in the medicald#@ire related to the medical decision-
making process and behaviors physicians exhibiteshvthey were uncertain about the
diagnosis or outcome of disease conditions. Sametiponers tended to avoid decision-making
situations (Baldwin, et al., 2005; Boman, et abQ2; Elkington, White, Higgs, & Pettinari,
2001). Some physicians prescribed antibioticsufaronfirmed or unspecified infection while
waiting for laboratory results (Keyserling, et &003). Some physicians decided upon more

intensive monitoring if they were uncertain abde tliagnosis, as in the case of pediatric
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patients with fever (Avner & Baker, 2002) or th@gression of a disease such as bronchiliotis
(Baldwin, et al., 2005). When physicians were utaie about acute cough and respiratory tract
infection in young children, they asked parenteetarn the child for a recheck and prescribed
antibiotics (Hay & Wilson, 2002). In the case tdghostic uncertainty, further diagnostic
actions were taken to obtain more information (C&retsios, El-Hadi, et al., 2005; Schroeder, et
al., 2005).

When a physician was uncertain about a health conttee patient and family were
affected. Some practitioners had difficulty esttbhg meaningful relations with affected
family members of seriously ill patients (Lefebve¢al., 2005). When the medical team was
uncertain about the prognosis of seriously illmuied patient such as in the case of traumatic
brain injury, they might deliver a hazy and vagueigction to the family (Lefebvre, et al.,
2005). An early study of parents’ neonatal inteasiare experience with the health care team
found that physician uncertainty in providing infaation was significantly associated with
severity of illness (Perlman, et al., 1991). latere also uncovered physician uncertainty about
whether to reveal the whole truth of a life-thredg disease such as cancer (Yaniv, 2000) or
chronic obstructive pulmonary disease (Elkingtdrglg 2001) to the patient and family.
Therefore, physicians required training and asst&tan developing open communication with
the patient and family regarding complex medicalditons and possible poor prognosis
(Truog, et al., 2006).

The quality of life was lower for patients who Hdd-threatening conditions, i.e. cardiac
arrhythmia, because continuous uncertainty encosepaall areas of life and influenced their
daily routines and activities (Flemme, et al., 2006 was also discovered that some older

patients with cancer, congestive heart failurehwogic obstructive pulmonary disease were
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essentially unaware of the terminal nature of tiseake (Fried & O'Leary, 2006). One article,
however, proposed that worrying was a short-teffiecéfe response to uncertainty and
contributed to vigilance, preparedness, and thsestrat overall risk was controlled (Shearer &
Gordon, 2006).

Being definite about the etiology, diagnostic pehaes, and treatment for chronic
diseases and disabilities may be unfeasible. ¢h situations, some parents experienced long
term effects of uncertainty and repeatedly throughioeir life (Lenhard, et al., 2005). They felt
anxious, guilty and carried emotional burden remeythe affected child’s condition as well as
the possible risk for siblings to develop the ctindi (Lenhard, et al., 2005).

On the other hand, Michaels and Monforton (200t8dcthe delay of 2 to 4 years before
drug manufacturers placed warning on aspirin caetaito caution against administering aspirin
to children because of developing Reye SyndromighoAgh uncertainties surrounded the
adverse effects of aspirin, they recommended actmitne knowledge that was available and
placing warning labels in order to prevent unneggsdisease.

Clinical decision analysis (CDA) framework was gorious and systematic approach to
decision making (Schwartz & Griffin, 1986; Weinst& Fineberg, 1980). CDA proposed that
clinical decision analysis begin by identifyingfdifent parts and juncture points of the problem.
The physician was guided through a series of diaped on available data and probabilities
(Weinstein & Fineberg, 1980). Then careful judgimgas made while considering available
data, options and probable outcomes. Schematicatias of treatment options at separate
juncture points of the iliness trajectory were epées of this framework.

The primary purpose of the CDA framework was t@p# better method of organizing

data and support successful decision making. uldcoot predict events. The framework
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appeared logical and useful because it provideétaod by which to manage large amounts of
data and structuring points of mandatory decisiaking, thereby decreasing uncertainty.

Nursing. There were 46 references in the nursing literategarding uncertainty in
illness. The definition of uncertainty in this digline included the following: unknowing,
incongruence between what one knows about symptontiaess and outcome; unknowable
future (MacDonald, 1996); being unprepared for gmeeience (Charleston & Happell, 2005);
vague and unclear (Christman, 1990); risk and anityigJacobs, 2000); not knowing what to do
(Trollvik & Severinsson, 2004); inability to deteime the meaning of illness-related events
(Flattery, Pinson, Savage, & Salyer, 2005; McCokmiaimark, & Tate, 2006; Wonghongkul,
Dechaprom, Phumivichuvate, & Losawatkul, 2006); andredictability (Pelletier-Hibbert &
Sohi, 2001).

Antecedents to uncertainty experienced by pati@mtisfamilies primarily revolved
around conditions such as the unpredictabilityx@oerbations and side effects of prescribed
medication (Maltby, Kristjanson, & Coleman, 2008)known course of disease (Flattery, et al.,
2005); future outcome (S. Lee, Lee, Rankin, Alk&n\eiss, 2005; Wonghongkul, et al., 2006);
what to do when child experienced respiratory dssr(Trollvik & Severinsson, 2004);
capabilities if patient had prostate cancer (Geongnal., 1998); concurrent illness and fear of
recurrence of cancer (Lee, 2006; Mast, 1998); ngitor treatment or transplant (McCormick, et
al., 2006; Pelletier-Hibbert & Sohi, 2001); lackinformation (Twinn, 2006); outcome of high
risk pregnancy (Giurgescu, Penckofer, Maurer, &bty 2006); what and how a child with
cancer or congenital heart disease will suffer ftbendisease and treatment, chances of survival,
quality of life and future functional abilities (Gen & Martinson, 1988; Dean, McClement,

Bond, Daeninck, & Nelson, 2005; Santacroce, 20@2yr&cino et al., 1997); psychosocial
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adjustment while undergoing therapy for cancer i&@man, 1990; Germino, et al., 1998); lack
of confidence in parenting (Maltby, et al., 200&8)d difficulty sensing and determining
symptoms of heart failure (Jurgens, 2006).

Additionally, antecedents of uncertainty for patgeand their families were related to
their interaction and relationship with the healéne team. They included such conditions as
communication with providers (Maltby, et al., 2008)istrust (MacDonald, 1996; Twinn, 2006);
and inconsistent decision-making by health careigess (French, 2006). Immigrant families
also experienced uncertainty during hospitalizabienause they were unaccustomed to the
American culture and health care system (Lee,.e2@05). The complex health care
environment and interaction with many nurses sucim ¢he intensive care unit contributed to
the uncertainty experience for parents of seriotlisthildren (Coyne, 1995).

In the nursing literature, attributes to uncertaivere primarily associated with disease,
treatment, and prognostic process. Attributesishet] the following: feeling overwhelmed,
“groping in the dark”, harrowing experiences, “tigiin chaos”, becoming disillusioned, fearing
outcomes (Horner, 1997, p. 658); a “heightenedesehsulnerability” that is accompanied by a
“compelling need to know the unknowable future™fision, “murky” (MacDonald, 1996, p.
56); fear, feelings of helplessness, continuowsrstinsecurity, vulnerability (Santacroce, 2002;
Trollvik & Severinsson, 2004); very intense anxiatyd distress (Giurgescu, et al., 2006; Twinn,
2006); psychological distress (Giurgescu, et 8l0&); threat, anxiety, pressure (Kagan & Kigli-
Shemesh, 2005); symptom distress (Mast, 1998; Moiegr et al., 2006); temporality, danger,
hazard, probability (Jacobs, 2000); changeabilityrwertainty (Pelletier-Hibbert & Sohi, 2001);

stress appraisal consisting of feelings of harmeahand challenges (Wonghongkul, et al.,
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2006); loss of personal control (Mast, 1995); ass$lhope and reduced optimism (Germino, et
al., 1998).

Uncertainty evokes emotions that can be positivilii@atening depending on the
anticipated outcome (Hilton, 1994). McCormick (BP8tudied patients awaiting coronary
artery bypass surgery and found that they expegtnacertainty as a danger and opportunity
simultaneously. They perceived that they weremgaésecond chance” at life if granted the
cardiac surgery. Although uncertainty was ambigudwoffered hope to those with terminal
illness (Cohen & Martinson, 1988).

Uncertainty impacted quality of life. Cohen (19@8mpleted a longitudinal study of
children with cancer and their families. Theseifea® experienced “sustained uncertainty”
which became a part of everyday life (Cohen, 1993,7). Daily routines changed due to
unpredictable events as did personal relationshfadues were altered, expectations suspended,
and beliefs changed (Cohen, 1993).

The nursing literature contained references toti@aeary or coping behaviors by patients
and families during periods of uncertainty. Pasdygcame “vigilant” caretakers; “nurturer-
comforter” to patient; requested help and informafrom the health care provider (MacDonald,
1996, p. 56); made accommodations in order to adepteryday life; developed coping
strategies (Trollvik & Severinsson, 2004); reliedprayer and avoidance (Giurgescu, et al.,
2006); and adopted the practice of creating expeeigto keep as memories, used humor, sought
support and spirituality (Flattery, et al., 200%Yith reference to the efficacy of spiritual betief
African American men with prostate cancer did nqiegience fluctuating levels of uncertainty
due to social support and belief in God; and ttezidency to accept problems as part of life

(Germino, et al., 1998).
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Some research found that uncertainty and sympteerisgwere positively related to
adjustment problems throughout treatment (Chane&télappell, 2005; Germino, et al., 1998;
Jacobs, 2000; Y. Lee, 2006). For example, the auatibn of uncertainty and increased pain
was related to difficulty coping with fiboromyalggymptoms (Jacobs, 2000). High uncertainty,
in general, was related to high emotional distrasgjety, and depression (Thorne, 1993).

Families with chronic disease observed that thenank was more difficult to manage
because the unknown contributed to fearfulness €6,01993). Mishel (1990), on the other
hand, believed that the outcome of the uncertarperience could be twofold: patients and
families could develop a positive attitude and @ibstic thinking by creating a new sense of
order; or they could focus on emotionally distregghoughts connected to aversive events
which would eventually lead to post traumatic distr syndrome disorder (PTSD).

In order to mitigate the uncertainty experiencedatients and families, a number of
nursing actions were identified. These actionfuohed developing trusting relationships with
clients and offering effective health education (Mte, 2005); assessing the level of
understanding about the iliness, sources of stresertainty, and the impact iliness has on
family (Pelletier-Hibbert & Sohi, 2001); advocatifay patients, coordinating care, and avoiding
transmission of conflicting information (MacDonall§96; Santacroce, 2002); interpreting
symptoms (Christman, 1990; Jurgens, 2006); clavifyhe care-giving role between nursing
staff and parent for a critically ill child; assegswhether a parent is willing and able to learn
care (Coyne, 1995); preparing mentally ill patigiotschanges in milieu or physical location
(Kagan & Kigli-Shemesh, 2005); assisting patiemtd gamilies to negotiate a complex health
care system and increasing the patient’s contmllewvel of functioning (Lee, 2006); providing

more support to immigrant families (Lee et al., 2QMelping clients to focus on what was
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currently certain and engaging in health promobehaviors that can affect positive outcomes
(Santacroce & Lee, 2006); and assessing the unmagiilyfluence of culture on beliefs and
actions before intervening (Twinn, 2006).

The review of nursing literature identified twormaworks of uncertainty and one
middle-range theory of uncertainty in this disaigli The first framework focuses on diabetic
adult patients. The second one is about paremlsaildren with asthma. Mishel's middle
range nursing theory will be presented in the exangection.

The aim of one study by Nyhlin (1990) in Sweden ¥eagnderstand the experience of
diabetic patients facing long term complicationsausing the grounded theory method. The
study found that, over time, diabetic patients pesged through three distinct coping stages: (1)
“Coming to Terms,” (2) “Keeping Going,” and (3) “Miag Sense” (Nyhlin, 1990, p. 1021).

The research uncovered actions and attitudes #ti&inps developed to overcome or modulate
the uncertainty experience, such as learning hawake practical adjustments in daily life,
learning the rules of the health care system, elstisearching for information and advice, and
creating positive meaning and attitudes towara#kand complications.

Buford’s (2004) grounded theory research focusedarents caring for their asthmatic
children. A theoretical model entitled Theoretibadel for Parent-Child Transfer of Asthma
Responsibility was developed from this study. Rerexperienced three stages: 1) not
understanding the diagnosis, 2) learning and bemgpreompetent in asthma management, and 3)

transferring their knowledge to the child.
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This model reflected two major objectives: a) p&akrole attainment and competency
and b) self care by the child. The model promeatgasitive “can do” attitude for both the
parent and child and recognized the importancarmil§ structure, childrearing style, health
beliefs, etc. (Canino et al., 2006) from a systepamt of view.

Mishel was the foremost researcher of the condeptcertainty and developed a
middle-range nursing theory of uncertainty, Undettain Illiness Theory (UIT) (Mishel, 1988,
1990; Mishel & Braden 1988). There were four ssagethe model: 1) antecedents generating
uncertainty; 2) appraisal of uncertainty as a dafigéerence) or opportunity (illusion); 3)
coping efforts to reduce uncertainty or to maintamncertainty depending on the perception of
the uncertainty event; 4) and state of adaptat{@eeAppendix F:Uncertainty in lliness
Theory) In addition, to the theory, Mishel developed ¢imy instrument for the measurement of

uncertainty. (Seéppendix GMeasurements of Uncertainty

Analyze Data Regarding the Characteristics of the @ncept

Similarities and differences regarding the charasties of the concept of uncertainty
among the four disciplines will be discussed is $ection (Rodgers & Knafl, 2000). The
definitions, antecedents, attributes and implicatiof the concept of uncertainty are considered
characteristics of the concept.

“Unclear” or lack of clarity was a common defintiof uncertainty among three
disciplines of sociology, medicine and nursing.islRand unpredictable/inability to predict”
were also common definitions among the disciplihpsychology, medicine, and nursing. “Not
sure” was a common definition in both psychologg aredicine literature. Medicine and
nursing had common definitions such as “unknowm knowing, and unknowable.” Articles in

psychology (3), medicine (2) and nursing (2) addptishel’s (1988) definition of uncertainty.
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Antecedents of uncertainty from sociology, psycgglanedicine and nursing disciplines
were all related to an unfamiliar event or unknashinical diagnosis with unknown implications
and outcome. In the sociology literature, the eedents of uncertainty consisted of unknown
diagnosis and unpredictable prognosis by physici&mgecedents of uncertainty in the
discipline of psychology were related to patiewtscern for health risks and the
unpredictability of disease processes.

In the discipline of medicine, antecedents wereenspecific and took on the form of
insufficient or unrecognizable objective data (sigohysical assessment, and diagnostic tests)
and subjective data (symptoms). Lack of understan@egarding disease processes,
appropriate treatment, and prognosis) functioneahaaentecedent of uncertainty for the medical
profession.

In the discipline of nursing, uncertainty was rethto the patient’s perspective of the
illness experience. There were four antecedeniadertainty: ambiguity concerning the state of
the illness; complexity of the treatment and systémare; lack of information about the
diagnosis and seriousness of the illness; andlityata predict the course of the disease and
prognosis. Additionally, antecedents of uncertafot patients in the nursing literature included
patient/family’s mistrust of health care providarsd the necessity of negotiating complex
clinical facilities.

There were no attributes of uncertainty commoréofour disciplines. In the three
disciplines of sociology, medicine and nursing, dinéy common attribute was “anxiety” or
“being anxious.” “Loss of control”, “emotional sin”, “stress”, and “stressful” were common
attributes of uncertainty identified in psychologyedicine and nursing literature.

“Ambivalence” or “ambiguity” was found in both sotdgy and psychology literature.
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“Insecure” or “insecurity” attributes of uncertamnwere found in sociology and nursing
literature.

In the discipline of medicine, attributes of une@rty were related to diagnostic and
prognostic limitations. Nursing literature idergd the following attributes of uncertainty as
related to the patient’s illness experience: fegdiof helplessness, stress, continuous strain, and
insecurity; and being afraid. Additionally, atuiies found in the nursing literature reflected the
patient and family’s heightened sense of vulneitgbiieeling of threat, and possible harm due to
the lack of information about the disease and posgn

The four disciplines of sociology, psychology, nedé and nursing literature
concentrated on understanding or decreasing thertanaty experience (implication).
Sociologists, psychologists and nurse researcimepsyrticular, engaged in numerous exploratory
studies to understand what and how patients andiyfammbers were experiencing when faced
with chronic and life threatening diseases.

When physicians encountered uncertainty in clindieadision-making, they took further
action by protecting the patient through hospitdlan or by ordering additional diagnostic tests.
An implication of uncertainty, however, for the nead profession was to delay, withhold, or be
vague in explaining the diagnosis or prognosih&ogdatient. A sense of urgency in medical
research toward confirming the effectiveness céctell therapies was noted (El-Sadr, et al.,
2000; Keyserling, et al., 2003; Wang, Lin, Chanig, & Hou, 2004).

In addition, a literature search for frameworks #mebries of uncertainty in illness was
conducted in the four disciplines of sociology, gsylogy, medicine and nursing. The sociology
and psychology literature did not contain any framsks or theories of uncertainty in iliness.

The discipline of medicine, however, proposed tivéaal decisions analysis (CDA) framework
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that offered a rigorous and systematic approachedical decision making in order to decrease
clinical uncertainty (Schwartz & Griffin, 1986; Whestein & Fineberg, 1980).

The nursing literature offered two grounded thesindies regarding the experience of
uncertainty for diabetic patients in Sweden (Nyhlii90) and families caring for their children
with asthma (Buford, 2004). Although the findirgfiseither study were not generalizable due
to the limited nature of the methodology, new knealge about the uncertainty experience for
two specific client populations was assembled. higlis UIT was the only theory identified in
the extensive literature review of four disciplines
Exemplar of the Concept: Application of the Uncertanty in lliness Theory

One of the last major activities of the evolutignapproach to concept analysis is the
identification of an exemplar of the concept. Mik& theory of uncertainty, Uncertainty in
lliness Theory (UIT), serves as an exemplar ofadha and valuable framework to assist nurses
in the complex care of asthma.

Theories, particularly middle-range ones, are athgaous to nursing practice because
they describe phenomena, explain how things wardipt results, and/or prescribe
interventions (Walker & Avant, 2011). Mishel's Uhfiay be applied to the nursing care of
parents caring for their asthmatic child (Mele802; Mishel, 1990; Walker & Avant, 2011).
(See Figure 1)

Antecedents of uncertainty in the Stimuli Framesistinof the categories of Symptom
Pattern, Event Familiarity and Event Congruencysfhi & Braden, 1988)Uncertainty is
experienced when any of these categories are effe®eferring to Symptom Pattern category,
parents with children with asthma may experienagettainty because symptoms of the disease

are difficult to recognize and follow an unpredidgand inconsistent course. Clinical
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manifestations of asthma are varied and may cookdifficulty breathing, wheezing, and/or
coughing (Hockenberry & Wilson, 2007). The couréhe illness may be inconsistent:
symptom free periods, acute episodes, and contspatiern of symptoms. Parents may have
particular difficulty recognizing when very youngildren are having an asthmatic episode
because of their inability to communicate their pyoms. Parents will need to become familiar
with unspecific signs including irritability, resdsness, poor sleep pattern, and anorexia. In
addition, parents must be alert to older childregy@aseralized complaints associated with asthma
such as having a headache, being tired, or fegfihghess in the chest (Hockenberry & Wilson,

2007).

Event Familiarity category refers to parents’ faamity or lack of familiarity recognizing
the variable symptom patterns of asthma as wel@sreatment required for specific signs and
symptoms. In addition, Event Familiarity categogfers to being accustomed to the various
health care environments available for asthmaticlien such as primary care, emergency room,

hospital, and emergency medical services (Misg88).

The Event Congruency category relates to an expestent that is not realized such as is
the case when a treatment does not produce a ciraegeptoms or produce a cure (Mishel &
Braden, 1988). An Event Congruency dilemma octara parent after administering

bronchodilator medication to their child and theaehing continues.

The Structure Provider Frame consists of moduldtetprs that may lessen or heighten
the uncertainty experience. Credible authoritgjacsupport, and education are factors that may
lessen the uncertainty experience or contributent®rtainty. The Structure Provider categories
may include positive relationships with a credigaghority and helpful social support to

decrease the uncertainty experience for patienish@] 1990). Conversely, if the medical
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authority or social support is perceived to be wstivorthy or unsupportive, then the uncertainty
experience may be heightened for the parent. Hedlication is known to improve parental
understanding and competence in asthma care (BhyBlaMesa, et al., 2006; Buford, 2004,
Trollvik & Severinsson, 2005). However, if the ¢bang strategy is complicated or unfamiliar to
the parent, uncertainty will not be diminished, trihforced. The Education category also
consists of the parents’ level of education. Theik less than high school education
demonstrate higher levels of uncertainty regardmgplex home asthma management (Mishel,
1988). Therefore, it is critical to complete asessment of the learner’s needs as well as their

preferred learning style before health educatiateis/ered.

The appraisal of uncertainty as a danger (infefeoicepportunity (illusion) is labeled
the Appraisal Frame. Do parents perceive the géesaad treatment to be one of “danger” to the
well-being of the individual and family? For soparents, the disease may be considered an
“opportunity” to facilitate the development of chater and to strengthen the family unit
(Mishel, 1990).

The Coping Mobilizing Frame describes coping betavi Coping may be the
administration of medication when asthma symptorasaserved. Engaging in regular
exercise, eating nutrition meals, and sleeping aaledy are examples of effective coping

behaviors for both parents and affected children.

Finally, the Adaptation Frame is the state of adtmh that parents have achieved in
asthma management. How are parents adaptingita¢sponsibilities of asthma management?
Are the children’s asthma symptoms well controlleg®quent visits to the emergency room due
to asthma exacerbations may be an indication th&itipe adaptation has not been achieved.

The outcome of positive adaptation is the transiegeof asthma care responsibilities from
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parent to affected child (Buford, 2004). Answearshese questions will assist the nurse to
formulate an individual plan of care for clientperiencing uncertainty while caring for their

children with asthma.
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Figure 1. Model of Perceived Uncertainty in lliness
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Summary

Chapter 2 presented the literature review and qurasgalysis of uncertainty as guided by
the evolutionary method of analysis. A systemagicgew was conducted among multiple
disciplines including sociology, psychology, medeiand nursing. In the literature review, one
common definition could not be found by all fousclplines. It was discovered that three
disciplines including sociology, medicine and nngsagreed that lack of clarity (“unclear”) led
to uncertainty. Risk and unpredictable/inabiltypredict were also common definitions among
the discipline of psychology, medicine, and nursiAgdj four disciplines agreed that antecedents
of an unfamiliar event or unknown clinical diagreogiere marked by unknown implications and
outcome.

The concept has evolved such that the literatutieimvihe four disciplines studied now
associates the attributes of uncertainty with negamotional experiences such as stress,
anxiety, fear, worry, and distress. One major iogtion of the concept of uncertainty appears to
be related to the disciplines’ attempts to undecsthe uncertainty experience by the patient,
family, or involved health care team member (iflaggble). A second major implication is the
enormous attention and effort invested towardsedesing the uncertainty experience for the

patient, family, and/or health care provider.
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CHAPTER 3
METHODOLOGY

Chapter 3 presents the research methodology seletehis study exploring the
perspective and experience of Native Hawaiiansgdor their children with asthma in the
context of uncertainty. The chapter will inclutie discussion of the methodology selection and
a descriptive qualitative research approach otttk content analysis using focus groups. The
protection of human rights, setting, sample sedectilata collection, data analysis, and actions to

be taken to ensure rigor will also be discussetiisxchapter

Methodology Selection

The purpose of this study is to explore contempoative Hawaiian parents’
perspective and experience of caring for theirdekih with asthma in the context of uncertainty.
Descriptive qualitative approach is appropriate nvimyestigating the perspectives of
individuals, particularly those who are membergtbhic minorities (Kagawa-Singer, 2000) or
indigenous peoples (Mokuau, Browne, Choy, & Bra&2(8; Struthers, Hodge, Geishirt-
Cantrell, & De Cora, 2003). Characteristics comrtwhoth the qualitative approach and the
Native Hawaiian worldview include concurrence wiitle naturalistic paradigm; acceptance of a
broad and holistic worldview; and the importancéhaf relationship between participant and
researcher (Burns & Grove, 2011). Additionallys thualitative approach recognizes that
context influences the experience (Loiselle, PtofécGrath, Polit, & Beck, 2007). Contextual
influences particularly significant to Native Haveais include the influence of family, “sense of
place” (Oneha, 2001, p. 308) and affiliative relaships. Moreover, qualitative data collection
(e.g. observation, interview, narration) is congitugith the Native Hawaiian oral tradition of

transmitting knowledge (Chun, 2006a).
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Another consideration is the incompatibility of qtitative research to the study of ethnic
minorities and vulnerable populations (Yancey, @ate& Kumanyika, 2006). Multidimensional
guantitative analysis, particularly of discretetéas, will be ill-suited to both this particular
mode of research and to its goals (Handelman,,&2@04). While possible, the process of
transforming subjective experiences into discret guantifiable data is complicated and may
involve the construction of measuring instrumeBtgris & Grove, 2011). Instruments,
however, limit the extent and nature of respondemtswers because items/options are discrete,
guantified, and ultimately controlled by the resbar (Loiselle, et al., 2007). Concepts or
variables in quantitative research may not be wstded, experienced, or considered important
by ethnic minority populations (Loiselle, et alQ(Z; Yancey, et al., 2006). In addition, lack of
English proficiency on the part of the responden&y negate the results of the instrument
findings. Literature has indicated that minoriggearch subjects are unwilling to participate and
continue in quantitative research primarily dueligirust of investigators, negative attitudes
toward scientific and medical professions, psych@dassues, logistics, disinterest in health
topics, and religious beliefs (Yancey, et al., 2006

Qualitative research was determined to be the amstopriate method to utilize for the
understanding of contemporary Native Hawaiian patgrerspectives and experiences. As the
intention of the study was exploratory, the reseakesign required the following features: (a)
able to obtain as many perspectives and experiexscpsssible within a limited time frame, (b)
facilitate the gathering of sufficient data, (c)dmxeptable to the indigenous research
participants, and (d) specifically related to péseperspectives and experiences in asthma

disease management.
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A number of traditional qualitative research desigrere considered for this exploratory
study: phenomenology, ethnography, and groundemty{®enzin & Lincoln, 2011). Initially,
phenomenology was thought to be appropriate bea#uteuse of personal narratives to gain
empathetic understanding of varied experiencesd@dr& Ryan, 2010). However,
phenomenology utilizes one-to-one interview to gathata; and data collection is limited to a
narrow focus of interest. Native Hawaiian pareng not feel comfortable being solely
interviewed by an outside researcher (Tsark & Bya®@4). Ethnography was also considered
to be beneficial to the study because it allowgestib to speak freely about their experiences.
While this may have been a possible selectionaiitmeto learn multiple aspects of the disease
management experience may not have been met dieallotted time frame to conduct the
research. Finally, the grounded theory methodawasidered in obtaining a variety of
perspectives and experiences, however, derivihg@y to define data and explain relationships
did not serve the purpose of this initial inquiBefzin & Lincoln, 2011). A descriptive
gualitative approach was finally determined tolenost appropriate research design for this
study of Native Hawaiian parents.

Research Design

Descriptive qualitative approach by means of dedaontent analysis using focus
groups was applied to this study. Directed condmatysis is a research method that is used to
validate an existing theory and extend the appilitalof a theory to new situations or groups of
subjects (Hsieh & Shannon, 2005). The compondrgtidy are identified and defined by the
theory and used to guide the collection, orgaroratand interpretation of new text data. In
addition, the theory is able to explain the relagioip between components and predict outcomes

(Hsieh & Shannon).
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Directed content analysis approach for this studg selected for several reasons (Hsieh
& Shannon, 2005). Because literature regardingvBddawaiian parents’ experience caring for
children with asthma was sparse and previous relsdianited, utilizing a theoretical guide for
data collection and analysis ensured appropriagjargzation, collection of relevant data, and
interpretation of findings. Theories, particulaniyddle-range ones, are advantageous to nursing
practice (AHRQ, 2007; Doane & Varcoe, 2005). They scientifically-based and describe
phenomena, explain how things work, predict resaltsl prescribe interventions (Walker &
Avant, 2011).

Further, if data collection and analysis were panfed without a theoretical guide, it may
have been difficult to determine if the newly acqdidata wasrustworthy(Hsieh & Shannon,
2005). This difficulty was due to the exploratoature of the study. The unfamiliar nature of
the subject matter and limited scope of data cileanay have yielded results that may have
been challenging to interpret properly if theoratiguidance was not provided (Hsieh &
Shannon, 2005).

The qualitative research approach provided Natiae/ddian parents the opportunity to
freely express their thoughts, opinions, and feglim their own words (Houser, 2008).
However, data collection without specific purpasteyicture, and organization may not have
been efficient, reliable, or straightforward to aa (Groleau, Young, & Kirmayer, 2006). A
theoretical framework was needed to guide the reBdsecause objective guidance based on
scientific knowledge was especially important wiearing for vulnerable populations (Canino,
et al., 2009). Furthermore, evidence-based knayadeshd sensitivity were required when
working with indigenous people (Lucas, Michalopayl&alzarano, Menon, & Cunningham,

2008).
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Various theoretical frameworks sensitive to indiges groups and ethnic minorities were
considered for the research including the explagatedels and conceptual model of asthma
disparities. The scope of the explanatory moda ihconcerned with understanding health
behaviors, health beliefs, and meaning of illneas wonsidered to be too narrow for the purpose
of this study (Groleau, et al., 2006; Handelmaralet2004). Conversely, the conceptual model
of asthma disparities based on Institute of Medidrmamework was thought to be excessively
broad. Applying the model to investigate healttecsystem domain (regulations, insurance
reimbursement, health care provider character)stissvell as the individual domain
(socioeconomic, environment, ethnic factors) waelguire the combined work of a
interdisciplinary team (Canino, et al., 2009). Hwear, variables regarding the individual's
beliefs about medication and provider/patient comication were of interest (Canino, et al.,
2009).

Mishel's Uncertainty in Illlness Theory (UIT), a wektablished nursing theory based on
the concept of uncertainty (Mishel, 1988, 1990)s welected to serve as the study’s theoretical
framework for several reasons. Literature veritieat the theory was a valuable framework in
the complex care of children and adults with maisgaise conditions (Y. Lee, Gau, Hsu, &
Chang, 2009; McNulty, et al., 2004; Pai et al., 208tewart, Mishel, Lynn, & Terhorst, 2010;
White, et al., 2005). The UIT has been succegségplied in prior studies involving ethnic
minorities and international subjects (Meleis, 20dshel, 1990; Walker & Avant, 2011).
Moreover, the theory will be able to guide the fatdevelopment and implementation of
intervention strategies to alleviate areas of uagety (AHRQ, 2007).

Although Mishel's UIT had not been previously applito Native Hawaiian parents, the

theory proved to be applicable and beneficial toghrpose of the study. The UIT guided the
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investigation of Native Hawaiian parents’ perspextind experiences by identifying multiple
facets of asthma care (Lin, Yeh, & Mishel, 201The framework was broad and able to
incorporate contextual features such as indigeoaligre, cultural practices, and health beliefs.
The UIT specifically contained constructs and categ that concentrated on the antecedents of
uncertainty, modulating factors that increasedemréased uncertainty; and described attributes
and implications of uncertainty. Thus, a compreaenassessment and understanding of
parents’ uncertainty experience was completed tiging the UIT.

The use of focus groups for data collection in gagticular study was advantageous for
several reasons. Because little was known abeuytehspective of Native Hawaiian parents,
open-ended questions allowed participants to respotheir own words and from their own
unique perspectives regarding health, beliefs,eslpractices, cultural interpretations, and
cultural insights (Bernard & Ryan, 2010). The anfepen-ended questions in focus groups
facilitated the compilation of new data (BernardR&an, 2010).

The focus groups were conducted in the informdk‘$¢ory” format that was an
acceptable form of gaining information from Natiawaiians (Coelho, 2004). Sharing feelings
and thoughts in a group setting among other Nafia@aiian parents was compatible with
Hawaiian practice that strongly values affiliatwith others. Because Native Hawaiians adhere
to a collectivist orientation, sharing life experes and collecting perspectives through focus
group was very productive (Fern, 2001).

Listening to the individuals, as well as to therengroup, demonstrated a high regard for
affiliative relationships (Consortium, 1985). Addnally, new insights were derived through

collective sharing and reflection (Houser, 2008hese varied and complex perspectives
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enhanced the understanding of the experiencesdulatianore depth to the data collection in the
limited period of time allowed for the study (Maen& McCabe, 2008).
Focus Group Questions
The focus group questions were developed in caatsuit with Dr. David Morgan during
the International Conference on Qualitative Redearhinking Qualitatively 2010 at the
University of Alberta (personal communication, J@4e 2010). The questions were also
evaluated and approved by the dissertation adwisssertation committee members, and Dr.
Sandra Sinclair, pediatric nurse consultant. Fnalative Hawaiian parents with children with
asthma were consulted regarding the appropriateieke focus group questions. (See
Appendix H:Focus Group Questions)
The final version of the eight open-ended questasked in the focus group discussion

was as follows:

1. When did it (illness/asthma) start?

2. What do you do to care for your child with asthma?

3. What things or people have made it easier for yoa parent caring for your child

with asthma?

4. What things have made it harder for you as a parent

5. What is it like for you as a parent taking cargofir child?

6. How do you manage caring for your child with astRma

7. How has your Hawaiian culture influenced you in thee of your child?

8. What matters most to you as a parent about tinissfl or treatment?

The questions were tested by one non-Hawaiian @ndMative Hawaiian mothers with
one or two children with asthma. Additionally, tiNMative Hawaiian researchers with extensive

experience with Native Hawaiian focus groups amdilfar with the topic of asthma reviewed
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the questions. These consultants were asked wheghguestions were clear, understandable
and logical for the topic of interest. In additidhey were asked whether the questions were
offensive, too inquisitivergele), or insensitive.

There was a consensus that the questions werep@tecand acceptable. The flow or
sequence of the questions was satisfactory. Hawtheinitial questions were modified or
rephrased because respondents thought the phrvasieginclear or vague. It was also
discovered that interview probes were necessatiatdy questions and elicit more information
from the respondents (Harrell & Bradley, 2009).

In addition, the dissertation advisor, dissertatommittee members, and Dr. Sinclair
confirmed that the focus group questions correseadrd the constructs of the UIT.
Furthermore, they agreed that the questions weyoppate for an assessment of asthma
management and supported the application of duematent analysis using the UIT.

The open-ended questions to the focus group wésslas a “funnel fashion” (Harrell &
Bradley, 2009, p.50). In order to facilitate easd comfort for the participants, the researcher
began by first asking one to two broad narrativesgjons, followed by in-depth questions
related to the constructs of the UIT (Burns & Gro2@11; Morgan, 2010).

The focus group was first asked broad questiomga@lto the parents’ historical
experiences (personal story) and perception oagiema as a disease and treatment. The initial
guestions promotesbcial integrationwhich provided equal opportunity for each member t
participate in the discussion (Fern, 2001). The itwtial questions related to the Stimuli Frame
construct of the UIT, which referred to the peraapbf the disease, signs and symptoms, and

treatment.
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Then, more in-depth questions provided an undeaisigrof “what makes caring for an
asthmatic child easier and what makes it hard€hé& questions related to the Structure Provider
construct of the UIT. The Structure Provider camstidentified factors that modulated the
uncertainty experience such as credible auth@dgial support, and education.

Subsequent questions asked “what is it like fonthas a parent and “how do they
manage” caring for an asthmatic child. Their resges added understanding of their appraisal of
child caring responsibilities and how they wereingp The answers to these questions
furthermore indicated parent’s overall biopsychaadanctioning which addressed the
adaptation construct.

One direct question was about culture and its anfbe on asthma care. The last question
was a summative question on the topic (Harrell &ddey, 2009). The answer to the final
guestion assisted the researcher to prioritize wlagtmost important to the participants.

Sample

A purposeful sampling of Native Hawaiian parentthwahildren with asthma was
recruited (Barbour, 2007; Morgan, 2010). In oreobtain the most content and contextually
rich sources of experiences, a diverse samplingpdfcipants were recruited (Macnee &
McCabe, 2008). There were no restrictions reggreie, socioeconomic status, gender, or
number of children with asthma because it was htipaicheterogeneity within the sample
population would supply a wide range of perspestiv€he inclusion criteria of eligible
participants were as follows:

* Native Hawaiian: Either parent claims Native Haaaiancestry.
» Biologic Parent: Father or Mother
» Parent must be over 18 years of age

* Child: Age from birth to 18 years of age.
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* Gender of Child: Any gender
» Asthma Status: Parent reports child has currehtast

The inclusion criteria were later modified to adwomlly parents with more than one year
of asthma experience because recruiting parenitsi@gs than one year experience proved to be
difficult. A change to eliminate the “Early Expenice” group was initiated and approved by Dr.

Merle Kataoka-Yahiro, dissertation advisor, and Obmmittee on Human Studies.

The exclusion criteria included participant chagaistics that inhibited their ability to
actively participate in focus group discussion.e3écriteria included presence of mental illness,
cognitive impairment, hearing disability, and irapito speak English (Burns and Grove, 2011).
The PI explained both the inclusion and exclusigteiga tokey informants.Thenkey
informantswere asked to recruit only participants who metitlsdusion and exclusion criteria.

The Research Informed Consent Form further pradette rights of the participants.
Setting

The focus groups were held in two locations clasté participants’ community of
residence between November 2011 and January Zl0¥2e focus groups were held in
Windward O‘ahu and one focus group was conductédbimolulu. The settings were selected
based on convenience, accessibility, freedom fraeriiuptions, and sense of safety or neutrality

for participants.
Demographic Tool

All participants were asked to complete a demogtaglrvey that sought to obtain
information about the age and gender of the chilg, and gender of the parent, address,
education and occupation of parent, number of oiilavith asthma, duration of child’s illness,

social support, health care provider, and healbriance. (Se&ppendix l:Demographic
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Survey) The purpose of the demographic informatvas to identify the affected child; the
socioeconomic and educational background of thenpathe availability of social support and

health care providers; and access to health care.

Data Collection

This data collection section describes the traimhtipe research team, participant
recruitment, and focus group protocol. Data saneeluded a demographic survey, focus
group discussions, and field observation. Datiectbn began after official approval was
obtained from the University of Hawai'‘i atavioa (UHM), Committee on Human Studies (CHS)
for the proposed research, informed consent inefydonsent to audio-record, focus group
protocol, demographic survey, and recruitment flyEne time period for data collection was
October, 2011 to January, 2012. (3¢pendices andK for detailed data collection procedure
and protocol)

Training of Research Team

The principal investigator (PI) and one researdistant (RA) comprised the research
team. Both members of the research team atteratddfecus group in order to promote
continuity and consistency of data gathering as asetlata analysis.

The PI coordinated the entire research projectuited participants, moderated the focus
groups, maintained data, and monitored data asalyldie RA performed a number of tasks
such as arranging the physical set-up for focusmse®ssions, welcoming participants, and
assisting participants to complete the demogragincey and informed consent form. During
the focus group session, the RA was an observes;taker, and in charge of the audio

recording. After each focus group, she participatecoding and data analysis.
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The PI was the moderator of each focus group. watsetrained in interview techniques
and how to conduct focus groups through her stuatiise University of Alberta and University
of Hawai'i at Manoa. The PI oriented and provided training toRKAethroughout the research
project. Both Pl and RA completed the web basetfication in The Protection of Human
Research Participants.

The RA was properly instructed how to collect appiate data and answer participants’
potential questions or concerns. She was orieotéte research process including purpose of
study, intention of the questions, recruitment aftigipants, selection of focus group settings
(location, dates, and times for focus groups), idemttiality, field note-taking, collecting data,
data analysis, and dissemination of results. Thes®ucted the RA on the note-taking format;
symbol, notations and abbreviations to be usedpasdrvations to be recorded. Length of
training encompassed a total of five hours.

Participant Recruitment

Recruitment of Native Hawaiian participants inva\stributing informational flyers,
gaining permission from organizational leadersitedatly contact prospective participants, and
recruitingkey informantgo identify prospective participants and linkimgm with the
researcher. A number of recruitment efforts werectied various groups of Native Hawaiians
such aswla halau, canoe clubs, educational programs, and studebs cKey informantsand
other participants recruited family and friends Yhgrd of mouth.” Informal communication by
“word of mouth” was a culturally appropriate methafdecruitment, rather than using standard
methods such as radio announcements and advertise(@hang, 2001).

When the Pl met with organizational leadéesy informantsand potential participants,

she explained various aspects of the study inctuttie purpose of the research, focus group
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“talk story” format, procedures for recruitmentclnsion/exclusion criteria, incentives,
confidentiality, details about focus group datmeiand location, and PI contact information.
Similar information was included on the informatbflyer. The flyer was approved by the UH
Committee on Human Subjects before recruitmentiheg@eeAppendix L:Recruitment Flyer)

Furthermore, the PI telephoned the prospectivegyzaihts and/okey informantt
various intervals prior to each focus group sessibime first contact (10-15 minutes) was made
two to three weeks before each session to reitdrateesearch purpose and participant’s
involvement. Subsequent telephone contact (5-Tites) by the Pl at one week and one day
prior to the session with each participant anéé&y informanserved to answer any questions
and remind the prospective participants of the sagnoup location, date, and time.

In summary, 17 parents met the inclusion critenid were considered prospective
participants. Seven parents were unable to attendcheduled session due to various reasons
such as illness, birth, conflicting work scheduteonvenient location, and unwillingness to
attend session alone. In addition, two intereathdts did not meet the inclusion criteria due to
the age of child and not being the biological parérhere were a total of ten participants and
four focus group sessions held between Novembet 2adl January 2012.

Protocol

All interested participants were known as “prospecparticipants”. Prospective
participants were enrolled into the study when thgnded a focus group session. Enrollment
procedure included signing the informed consemhfand completing the demographic survey.
The participants were assigned a numerical coderdicg to the sequence of speakers in the
focus group. They received a copy of the inforroedsent form and the incentive prior to the

start of the focus group discussion.
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Having four groups had the advantage of bringinligtat distinct patterns (Barbour,
2007). Homogeneity within the groups promotedresssef likeness, connection, and

comfortable interaction (Morgan, 2010).

lliness duration was calculated by subtractingdaie of diagnosis from the date of
participation (Carpentier, Mullins, Wagner, Wolféu@tensen, & Chaney, 2007). All four focus
groups consisted of participants with long terninianst experience. The total number of ten (10)

participants met the anticipated total number ofipi@ants (8-12).

This section describes the focus group procedatevibs implemented as well as
cultural considerations. Each focus group meetiag carried out in a consistent and orderly
manner due to the application of the focus grogpgmol. (Seé\ppendix KFocus Group
Protocol) Each focus group met in one sessioR toours. The first 15 minutes was devoted to
completing the demographic survey and signingnfamed consent form. The focus group
discussion was 1 1/2 hours in length. Additiomaktof 15 minutes was allotted for
refreshment.

In order to support the parents’ cultural valuesumber of activities were implemented
throughout the study. An example of a culturafpp@priate method of introduction included
offering one’s name, family background, and areeesidence (Look, et al., 2008). Although
prayer was initially considered, the Pl felt insci#ntly familiar with the participants to initiate
prayer at both the beginning of the focus groupririew and at the end to acknowledge and ask
spiritual powers for assistance and guidance. PlHater realized that prayer may have been
acceptable to the participants after listenindhottanscripts. Therefore, prayer was offered at

the “member checkand second meetings.
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It should be noted, however, that introductory aelaging activities were not audio-
recorded to order to maintain confidentiality aedpect to the individual participants.
Throughout the focus group process, warm and atffrle communication (i.e. words of
welcome, hand shake, embrace) were generouslyedfferall participants. These activities
demonstrated acceptance and conveyed a sensdiafiaff and respect to each individual.

The data collection protocol specified steps timsueed participant attendance and
prepared for complete set-up of the physical figcil(SeeAppendix JData Collection Protocol)
In addition, a list of items was maintained in arttepromote efficiency and consistency in the
physical set-up and clerical aspects of focus gsmgsions. (Se&ppendix M:Pre-Group
Checklist)

The PI contacted the participants andiey informanbne week and the day before the
session by telephone or in person. On the dayeofdcus group session, the RA greeted and
asked participants to complete the enroliment m®céarticipants were given a copy of the
informed consent form and the incentives. Theyevaso asked to sign for receipt of the
incentives. Participants were encouraged to pamdkhe refreshments at their leisure.

After the enrollment process was completed by attipipants, they were invited to
select a chair around a table. All participants/ad within 15 minutes of the scheduled time.
As stated previously, a warm welcome and introdunctiof participants and research members
initiated the focus group session. The moderatplagned the purposes of the study, digital
recorder, and name tents. The role and expecsatibthe moderator, RA, and participants were
also described. “Ground rules” were reviewed iteorto protect and respect individual
contribution to the discussion. Participants wadfered an opportunity to ask questions after the

ground rules were reviewed.
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The moderator led the focus group discussion bingskuestions 1 to 8 in a sequential
manner. Ten minutes were allotted for each questRarticipants were given an opportunity to
offer final remarks after all of the questions tedn asked. Atthe end of the discussion, the
moderator summarized the major ideas or perspeotixpressed by the group members. A
request was made for participants to correct aratidrto the summary in order to have an
accurate understanding of the group’s main id&asally, the moderator thanked the
participants and encouraged them to enjoy theskefnents.

A debriefing session by the research team wasihettediately after each focus group
session to discuss general impressions, UIT agitamost important points, unexpected
findings, specific quotes; how the group discussuas similar or different from other groups;
and what to change or prepare for the next grospice (Krueger & Casey, 2009). The
moderator drafted debriefing notes as well as aralvassessment of the group interactions and
entered the data file for future analysis.

After the results were transcribed, another gragspusgsion with the same participants at
the location of the first group session was arrdrigethekey informantnd/or Pl to talk about
the findings of the focus group. The Pl wrote mmmary for each focus group. Participants
were given a copy of the summary to review. Thsessions were termechember checksand
their purpose was to inquire whether the resultsectly reflected the participant’s perspectives
and to check the credibility of the results (Hoyu2808, p. 311).

Three participants attendechémber checksneetings with the PI. However, seven
participants were unable to attend the meetingdaltime constraints or iliness. For these
participants, two copies of the written summaryewerailed to their home address with their

permission. The participants were asked to keepcopy and make comments on the second
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copy. Then they were asked to return the secopy twothe Pl in the self addressed stamped
envelope for their convenience. Every participgothmunicated theimhember check

comments to the PI either in person, writing ogpélone. Seven participants concurred with the
written summary. Three participants communicabedights that were not captured in the
summary and/or provided clarification and addititmghe summary.

Data Analysis

Data analysis included descriptive analysis ofdémographic data and direct content
analysis of the focus group sessions. StatisHoadluct and Service Solutions (SPSS) Version
19 was utilized to produce descriptive statisticke demographic data including frequencies,
percentages, means, and standard deviations.

Data from the focus group sessions were collectad three sources: (a) individual
participants’ responses; (b) responses that oatuaiue to the interaction of the participants as
they heard and responded to each other; and (seosnal and differing group opinions
(Macnee & McCabe, 2008). Data analysis of focusigrfindings consisted of a summary of
constructs, categories, subcategories, new theandgyerspectives of the participants in each
focus group and among the four groups. Descript@rexperiences and perspectives as well as
participants’ quotations provided rich data.

Through directed content analysis, data were iny&®d in order to understand, digest,
synthesize, conceptualize, and re-conceptualizeripésns of feelings, behaviors, experiences,
and ideas (Macnee & McCabe, 2008). SubsequentBrpretive coding of the data was
conducted to identify constructs, categories, stdgmaies and new themes (Houser, 2008).

Codes of constructs, categories, and subcategandgheir relationships were

predetermined by the UIT (Hsieh & Shannon, 2003)T constructs consisted of the Stimuli
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Frame, Cognitive Capacities, Structure Providers;ddtainty, Appraisal, and Adaptation.
Categories were branches or off-shoots of construstibcategories became more specific
dimensions of categories.

The Stimuli Frame construct separated into categonicluding Symptom Pattern, Event
Familiarity, and Event Congruency. Cognitive Capes consisted of one construct. The
Structure Provider construct had three categofi€yedible Authority, Social Support, and
Education. The Uncertainty construct had four gatties: Unpredictability, Ambiguity, Lack of
Information, and Complexity. The Appraisal constrdivided into either Inference of Danger
or lllusion of Opportunity. The Inference of Damded to coping categories: Mobilizing
Strategies and Affect Control Strategies. Thesitbn of Opportunity contained one category:
Buffering Strategies. Finally, the construct ofafdiation involved two categories of Goal
Directed Adaptation or Adaptation Difficulty.

These codes were tested if they were applicableetalata obtained through focus
groups. If the UIT directed codes of constructdegories and subcategories did not reflect data,
then alternative codes were created to identify themnes (Hsieh & Shannon, 2005). Additional
codes were generated or combined as new themegeunner

A professional transcriptionist transcribed theiaudcording of group discussion
verbatim. The PI validated the transcription byditaneously listening to the audio recording
and reading the transcription line-by-line. Datarevcollected through hand-written notes and
observations by the research team members, assveid digital recording. During each
session, the RA took field notes in order to captuyservational data that was absent in the
digital recording. Non-verbal activity that wagoeded included nods, physical excitement or

positioning, eye contact that was made betweemiogparticipants, tone of voice, or other clues
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that indicated the level of agreement, supporhtarest (Morgan, 1998). A sketch of the seating
arrangements was also drawn.

The audio-digital data was transcribed verbatinth@ytranscriptionist. This meant
converting the audio recording into digital texe(Bard & Ryan, 2010). Later, the recording
was audited in tandem with a reading of the typadscription by the PI. This process served
several purposes: proofreading the transcriptiaimigg a sense of the entire interview, and
capturing emerging ideas. Details such as voice,tmflection, pauses, and observational
notations were added to the typed transcriptiothbyPl (Burns & Grove, 2011).

Two research team members and an external revi@adrand analyzed the transcripts
independently. Directed content analysis usingptieeletermined constructs and categories of
the UIT guided the interpretation of the data. Témearch team members also met and
communicated by email regularly to discuss thealysis and coding interpretation.

Coding was first performed by the research team Ineesnmanually by paper and pencil,
and then data was entered into NVivo. The pajpdrdf critical decisions was maintained by
note-taking and in NVivo during the line-by-lineaysis (Burns & Grove, 2011).

The text analysis process began with the list efgarticipants’ responses following each
guestion (Harrell & Bradley, 2009). A search fataltook place for each question associated
with the constructs and categories of UIT. Idésdifconstruct, category, and subcategory within
each question were coded. This was prepared ligitiing the selected text and associating it
with a particular UIT construct, category, or sulkegary in NVivo. Additionally, new
categories and subcategories were identified biyligigting repetitive themes (Bernard & Ryan,

2010).
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After the data were coded by UIT construct, catggor subcategory, then patterns were
sought among the construct, categories, and sugmrés. Patterns facilitated an understanding
of certain constructs, categories, or subcategéwrgsarticular types of parents or situations
(Harrell & Bradley, 2009). Moreover, a patternrefationships among constructs, categories,
and subcategories evolved. Through the processrftruct and category identification and
comparison of data, key ideas that frequently cédie the meaning of the data were established
(Burns & Grove, 2011). An orderly combination ohstructs, categories, and subcategories
was carefully defined in order to prevent overlagpof groupings.

Eventually, data saturation occurred, and inforamatippeared redundant with no new
information being gained. This became clear whamly acquired pieces of information or data
were placed into the established coding systemmenfipusly identified and defined UIT
constructs and categories (Macnee & McCabe, 20B8)thermore, each UIT construct,
category, and subcategory contained applicableccdd&a. After Focus Group 4 transcripts
were reviewed and coded, the research team arettdissn advisor determined that data
saturation had been achieved; and data collecéarsarl. The dissertation advisor, research
assistant and the external reviewer concurredaghattopriate data had been coded for each UIT
construct, category, and subcategory. They alseealgon the new subcategories that emerged.

Additional features of data analysis included a-ioy-line reading through which
unexpected issues or relationships were discovetemcentrated topics were identified in each
focus group. Participants who contributed to dpetopics most frequently were identified; and
their engagement thoughtfully considered.

A codebook was created through this process ofaatang according to the UIT

constructs, categories, and subcategories. Thatieis entered into the codebook for each
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construct, category, and subcategory adhered tthéwey’s original definition and usages. Four
new subcategories emerged from the focus grougnbnihe new subcategories were
originally defined by the research team then camgu by the dissertation advisor and external
reviewer.

After the transcription had been validated to beemily transcribed by the two research
members, the transcription and coded material werge available to the external reviewer and
dissertation advisor. The external reviewer aldzad NVivo to complete the content analysis
independently.

Assurance of Rigor

Rigor was ensured by maintaining a strict procéskata collection and analysis.
Aspects of rigor in qualitative research includedtworthiness of the data collected,
confirmability (consistency and ability to duplieadecision making regarding data collection
and data analysis), and credibility of the findiflylcnee & McCabe, 2008). Reliability of the
findings was also assured through an external cbktiie data and analysis.

Trustworthiness of Data

Trustworthinesseferred to the truthfulness of the data colledteth the participants. In
order to assure that the focus group questions waterstood, the questions were tested by
consultants who met the participant inclusion adte The questions were later revised and
written in order to be clearer and understandalblee location of focus group discussion was
selected on the basis of participants’ comfortllexed to be a place where they were able to
freely share their thoughts (Krueger & Casey, 2009)

In order to collect trustworthy data, only parteis who were interested in sharing their

feelings and perspective were recruited. Trustwoesss of data collection was further
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supported by the use of consistent focus groumpotd to collect data (Macnee & McCabe,
2008) and systematic analysis procedures (Kruegéagey, 2009). (Se&ppendix KIFocus
Group Protocql
Confirmability

The use of NVivo enhanced the rigor of data caltector confirmability, regarding the
process of data collection and analysis (Macneecabe, 2008). The program facilitated the
careful examination of data and the organizatiocabégories (Krueger & Casey, 2009).
Additionally, NVivo was used to maintain andit trail of ongoing documentation regarding
decisions, collection processes, field notes, &gl notes, and method notes regarding
approaches to categorizing or organizing data (Mead McCabe, 2008).
Credibility

Credibility, or confidence in the rigor of the study findingss tested by the PI.
Participants were asked to determine if the kegifigs listed by the PI at the end of the focus
group discussion addressed their shared statem€&hésPI later contacted each participant and
asked for their feedbackrifember checK’regarding the accuracy, completeness, and
interpretation of the group discussions (Macnee &dbe, 2008, p. 172). A written summary
was completed by the Pl and given to each partitipdMember checRswere carried out in
meetings with three participants. Seven partidiparere unable to meet with the Pl due to time
constraints or illness. Those who were unabledetrwith the Pl were given a copy of the
written summary. Every participant communicategirthmember chec¢kcomments to the Pl
either in person, writing or telephone. Sevenigigdnts concurred with the written summary.
Three participants communicated additional thougtds were not captured in the summary

and/or provided clarification to the summary.
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Reliability

The focus group protocol was carried out for eaeletng. Participants were
interviewed in one focus group session and anemmber checksession. Participants unable to
meet with the Pl forthember chec¢kcommunicated their opinions in writing or by telene.

All participants’ comments were added to the wnittemmary and considered as data for
analysis. Stability was maintained throughoutghely by having the Pl serve as moderator for
each focus group. In addition, the focus groupgqua was carried out in each focus group; and
the eight focus group questions were similarly dske

Internal consistency was maintained by having lbedim members attend each focus
group discussion. Internal consistency and iraggrreliability of the coding system was
achieved by having the two researcher team mendisrsss and determine coding
interpretation separately and as a team (BernaRy&n, 2010); and by an external reviewer.
The team approach and having an external reviemwarrmplete data analysis minimized the
effects of bias regarding the findings and perfatraeeliability check(Fern, 2001).

Thereliability check or ensuringexternal rigor,was achieved by enlisting the assistance
of Dr. Hatsumi Taniguchi, the external reviewer autiside qualitative researcher, to
independently analyze the data (Fern, 2004). &kiewed the text material in each code; and
verified that the coding was correct. She linked domments regarding specific texts through
the annotation feature of NVivo.

Data Management

The NVivo version 9 software program managed tha dad assisted in the analysis of

the findings. The primary reason for selectingih&vo computer software program was its
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ability to manage large amounts of group data (§en& Casey, 2009). NVivo is an
internationally established computer software praogspecifically created for qualitative
research (NVivo, 2011). NVivo is able to accomntedarious qualitative research
methodologies including descriptive research, adbtiased research, grounded theory,
ethnography, and phenomenology. It is designeddatively manage and analyze non-
numerical, unstructured, and text data. A vargdtglata format can be inputted, such as audio
files, videos, Word documents, spreadsheets, eixhand plain text. Data management

activities include coding or classifying informaticsorting, and arranging data.

Dr. Guenther Krueger provided advanced instructiot consultation to the Pl during the
NVivo Software Training on Feb. 23-24, 2012 at theversity of Alberta. He is a QSR
International official NVivo trainer. Dr. Krugelgaeed with the PI's plan to code by UIT
constructs; and conduct analysis by examiningicglahips between constructs, participants’
attributes, and focus group questions. His advé@hbévo instruction regarding focus group

data clearly enhanced the study’s data managemdrdralysis.

Data organization for the electronic NVivo databakseach focus group included file
names, transcription, field notes, background imfatron about the session, list of participants,
and general impressions. A spreadsheet was creskegp track of data status such as focus
group dates, transcription status, review of trapson, and coding completion (Harrell &

Bradley, 2009).

The file management system incorporated the NVoderclassification scheme of each
UIT component, focus group discussion, participaattsibutes, and compilation of the

participants’ answer to each question. This sygiesaided readily available information about
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each individual and facilitated easy recall whealitg with a number of focus groups and

respondents (Harrell & Bradley, 2009).

The PI entered the transcription into NVivo aftacle group meeting and before the next
focus group was held. Data monitoring was maiegithrough a storage system that kept each
focus group data labeled and separate in one ¢ocatithe double locked file cabinet in the PI's

office.

Protection of Human Rights

Protection of human rights is an essential actiypgyticularly for indigenous populations
(Brant et al., 1999). Application to the CommitteeHuman Studies at the University of
Hawai‘i at Manoa was submitted and later approved on Septen@h@021. The research team
was comprised of one RA and Pl. Both research teambers received IRB training and

completed the web based certification in The Ptmirof Human Research Participants.

Informed consent was obtained from each participadtinformation about the study
was disseminated to the participants through aewitopy of the informed consent document
and verbally in a face-to-face discussioApgendix Ninformed Consent Form). Information
about the study included the title, purpose, R, rthture of participants’ responsibilities,
timeframe, consequence of leaving the study befer@mpletion, foreseeable risks and
discomforts, benefits to participating, alternasiewailable for participation, confidentiality,
costs to be incurred by the participant, incentrnight to withdraw or refuse to participate, and
contact information if participant had questions.

The PI provided additional information regarding tbcus group structure and
organization including details such as the settiruge-taking, observation and audio recording

activities; responsibilities of the moderator aadearch assistant; and details regarding the focus
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group format. Participants were notified that teyuld be asked to complete a sixteen-item
demographic information form on the day of the ®guoup Appendix I:Demographic Survey).
The digital recordings were kept in a locked cabiard confidentiality was maintained.
Participants were also advised that after the trgptson was completed, the Pl would contact
them via telephone or in person, in order to sed time for the group of participants to review
the findings of the focus group. Participants wiafermed that the researcher is a doctoral
student at the University of Hawai‘i School of Nimgand Dental Hygiene, and the results
would be published as part of her dissertatione ddctoral student’s contact information and
advisor's name were included in the consent form.

Confidentiality was maintained by assigning a codmber to each participant so that
names were not accessible on transcribed or writiées. The Pl entered the demographic data
into the SPSS program. A transcriptionist trarmstithe focus group discussion. Later, the
transcription material was uploaded into the NVfirogram by the Pl. The electronic SPSS
database and NVivo program, as well as notes anthidiecordings, were consistently placed in
a double-locked cabinet in the PI's secured offitbe Pl was the only person with access to the
double-locked cabinets. After the analysis hachlzmenpleted, transcriptions, digital
recordings, and written/typed notes were destroyite electronic material and database will
remain secured in the PI's office but will be degéd according to the IRB protocol at the
termination of the study.

It was hoped that the participants of the resestatly gained some benefit from their
involvement. One benefit of participation relatedhe nature of the interaction among focus
group participants as they listened and respormledc¢h other (Macnee & McCabe, 2008).

Another potential benefit for the respondents virgsappreciation and respect that was
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communicated to each participant by members ofdbearch team. Because new knowledge
was gained by this research, participants shoukhlsfied to have been involved in a
worthwhile project that will assist the communitjage (Chun, 2008a). It was the intention of
this study that the participants would feel suppdthroughout the research process. Ultimately,
they would realize that their experience of respulity (kuleang in caring for their child with
asthma was shared by other parents. Parents fferecoan incentive or honorarium for their
participation in the form of $50, as well as frexsii to share with their families (H. McCubbin,

et al., 1993).

At the end of each focus group session, particgpeoluntarily commented on their
experience of the meeting. All participants expeelstheir hope that their participation in the
research would help other parents. Many enjoyedd#ssion, appreciated the opportunity to
discuss their child’s condition, and felt supportiecughout the group interaction.

Summary

Chapter 3 described a qualitative approach usiregidid content analysis for this study
of Native Hawaiian parents caring for their childhmasthma. Focus groups similar to “talk
story” sessions for Native Hawaiians served as/éigcle for data collection. The focus group
protocol, data collection process, and focus gigugstions have been presented. Each research
team member had individual and group responsi#sljtwith the goals of promoting productive
group sessions, comprehensive data collectionnaga data management, and rigorous
analysis. Directed content analysis guided byuheinitiated coding and analysis of the data.
Rigor was assured by attending to trustworthinessfirmability, credibility, and reliability of
the data. New knowledge and understanding of Bati@waiian parents’ perspective of asthma

care will enhance nursing practice, as well as adwdhe redesign of asthma care.
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CHAPTER 4
RESEARCH RESULTS

Chapter 4 provides demographic characteristicesgarch participants and the data
results obtained from focus group interviews. @h& is organized according to predetermined
constructs, categories, and subcategories of thigldieh & Shannon, 2005). New
subcategories unique to the asthma experiencel@néfied.

As the intent of the research is exploratory, thespectives and experiences of the
participants are both diverse and similar. Théigpants’ points of view are included as direct
comments in order to exhibit the application of tH&. This chapter identifies and describes
factors of uncertainty for Native Hawaiian parecasing for their children with asthma.

Sample Characteristics

Ten Native Hawaiian parents with greater than aa gxperience caring for children
with asthma met in four separate focus groups. dédmographic characteristics of the parents
were varied. There were, however, more females iti@es. Most of the families lived in
Windward O‘ahu. Parents’ ages ranged from twentdgties, with a mean age of 30 years.
The majority of participants were married. All pats completed high school. Six (60%)
parents had attended college. Of the six partitgparho attended college, four had earned a
college certificate, associate degree, or a backelgree. Current work statuses of the parents
were as follows: three (30%) unemployed, three (B38dents, three (30%) working, and one
retired (10%). All the children had medical inqura and an identified health care provider.

Four (40%) received Medicaid insurance and six (bB&al private health insurance.
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The focus groups contained one parent from eachyfamth no couples as participants.
One focus group had two members of one family. s€he/o participants were asked to speak

about their own child.

There was a wide range of ages but most of thdremlwere male and the eldest child.
Eight (80%) children were male and two (20%) wemadle. Children’s age groups included

one (10%) toddler, three (30%) preschool, five (3@émentary, and one (10%) high school.

The child’s position in the family varied: six (6Q%ldest, one (10%) middle child, two
(20%) youngest, and one (10%) only child. The nendj years the children had asthma ranged
from 1.5 to 16.5 years, a mean age of 6 years.(68986) children were the only child in the

family with asthma. Four (40%) children had ordisg with asthma.

Uncertainty in lliness Theory

The study findings indicated that Native Hawaiiamgmts experience uncertainty while
caring for their children with asthma. Each papant shared their perspective and contributed
vivid accounts of their uncertainty experiencese Tindings are presented according to
predetermined constructs, categories, and suba#&egy the UIT (Hsieh & Shannon, 2005).
New subcategories unique to the asthma experigradeacribed in their respective constructs.
(SeeAppendix O Organization of Results: Uncertainty in lliness)
Construct: Stimuli Frame

The primary antecedents of uncertainty are foarttié Stimuli Frame that consist of
three categories: (a) Symptom Pattern charactebyedriable respiratory symptoms of asthma
exacerbations and the unpredictable timing of agtbracerbations; (b) Event Familiarity or the

unfamiliarity with asthma symptoms, asthma triggarsd health care system; (c) Event
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Congruency refers to incongruent events such dfeatve treatment modalities. Notably, all
parents distinguished unidentifiable asthma triggenpredictable effects of asthma triggers, and
unknown timing of asthma exacerbations as formelantecedents to uncertainty that could not

be altered or understood.

Category: Symptom Pattern

The major antecedents of uncertainty were relaie¢le variable nature of asthma
symptom patterns before an asthma attack and danragthma attack. There was no clear
pattern of symptoms shared among participants.itiadlly, young children’s asthma
symptoms were more difficult to recognize and ustird than older children.

Initial symptoms known as primordial symptoms weseally vague and could be
attributed to normal behavior, minor iliness, aticate the onset of an asthma attack. Primordial
symptoms included changes in appetite, decreasefttyatevel, cold symptoms, and fussiness
and irritability.

Respiratory symptoms during an asthma attack were wbjective but not consistent.
Respiratory symptoms included increased respiratig; coughing especially at night,
wheezing, circumoral or bluish tinge color to lipsjor changes to entire face, and chest
retractions. Some asthma symptoms were acutdfarttireatening. One participant stated, “we
noticed he get hard time breathing [had difficldtgathing] and his lips...turned bluish....the
first episode...he was about three months and tsslipmed blue and then his whole face....”

Parents also had difficulty recognizing asthma spmgs of young children compared to
older children because young children were unabletbalize their discomfort. One participant
recalled a ride in the country.

He was screaming in his car seat, and...he nevearssréke that, so we took him out of
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his car seat and, we tried to calm him down and/tdn’t calm down...then | noticed

his breath like he wasn’t even breathing and hejustdike hyperventilating...

In contrast, older children were able to descritgrtrespiratory symptoms and seek
appropriate assistance. They were better ablepieess themselves and communicate their
discomfort. Two children ages 4 to 5 were knowappropriately ask for their “mask”
(nebulizer treatment). All school age children afder (n=5; 100%) were able to recognize
when their “chest starts to get tight” and commatedheir discomfort to their teachers or self-
medicate themselves.

Category: Event Familiarity

The Event Familiarity category is composed of stdgaries: Asthma Experience
Asthma Triggergboth new subcategoriegnd Health Care SystenRarticipants’ lack of
experience or familiarity with asthma and asthmaagament, triggers, and health care system
were identified as antecedents to uncertainty.

Subcategory: Asthma Experiencell of the participants have been caring for their
asthmatic children for more than one year. Pamgittsless asthma experience expressed and
demonstrated more uncertainty recognizing asthmmgp&ym patterns, identifying asthma
triggers, and implementing asthma treatment. @rother hand, parents with more asthma
experience correctly recognized symptom pattedesitified asthma triggers, and administered
treatment properly.

All parents distinctly recalled the initial asthneagpisodes and their inability to
recognize the symptoms or understand what the symgpteant. One participant explained
how she heardnd sawthe symptoms but failed to understand what thepgggms meant.

... he was sleeping, it was the middle of the nighind | could hear him gasping for air,
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and when | looked into the crib his chest was agumnand | could hear him wheezing. |

didn’t know what it was...

Those without experience (n=3; 30%) lacked knowdedigd understanding about the
asthma condition. They reported much confusioniarmrtainty about asthma symptoms,
asthma triggers, and asthma management. The rdtocoeighing appeared to be a symptom
that required special discrimination. One pareithh wany years of asthma care experience
correctly described the characteristics of cougheigted to asthma as, “the dry cough versus
the wet asthma cough. The asthma cough, thatspamsicough that you hear constantly through
the night.” Two parents with less asthma expegenere confused about the coughing, failing
to link it to asthma as it did not seem to makeativmg difficult for their young children.

One participant with a young child described herfasion about when to administer
nebulizer treatment as, “...her doctor said to gijenedication and treatment] to her [daughter]
as needed. But | didn’t know when she needeWiten does she need it? When she coughs? |
don’t know.”

Seven (70%) participants reported varied past épees with asthma that contributed to
“event familiarity” status. Past experiences ideld having asthma or similar respiratory
conditions and/or having two asthmatic childremrtigipants with past asthma experience were
familiar with medical terms, asthma symptoms, aies$ of available treatment modalities.
They were able to recognize their child’s asthmagpms without much difficulty. One
participant, with asthma herself, expressed hesgsative as, “I think it is helpful that | have
asthma. | am compassionate to his situationnlicarally sit there and know exactly...how he

feels. |think...that helps me as a parent be ableetp him in his situation.”
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SubcategoryAsthma Triggers Unknown asthma triggers and unpredictable action of
asthma triggers were recognized as strong antetsetteancertainty. The participants learned
how to recognize asthma triggers by watching tblildren react to various situations and
objects. However, unidentified triggers createxastant state of uncertainty for parents
particularly in unfamiliar environments.

Triggers, in general, were discovered by “trial @nicbr,” appearing in many forms for
each individual. General triggers included allegerritants, exercise, changes in weather,
upper respiratory illness, strong emotions, andi$oo

The unknown identity of triggers and unpredictadiddon of asthma triggers contributed
to one participant’s uncertainty. She “was reafiaid” of a possible asthma attack when she
first took her child “up to the mountain to go #eshe snow.” She did not know if there were
any asthma triggers in the new environment and dsthma attack would be initiated.

A parent voiced a common reality for asthmatic pecfye all have different triggers.”
As a parent she needed to find her son’s trigg@rsumber of triggers identified included:
weather changes, hot and muggy weather, rain, ‘Mogha winds, changes in seasons, windy
days, dusty days, candle burning in an enclosedd)damells”, perfumes, flowers, foods,
peanuts, peanut butter, having a cold, dust, amdnach running or physical activity. One
participant described the wide range of triggees thake living in Hawai'i difficult for
asthmatics.

And we live in Hawai'i. There is [are] cockroacheserywhere so you know if my

daughter has her asthma...“Oh no! We are not golregg¢]. There is [are] a lot of

cockroaches.” [Laughter] | don’t know. It is ey#ing...especially living in Hawai'i

with the Kona winds and the vog and the weathengéa drastically from sunny to rainy
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and just the steam that comes off of the pavenfetitirains or the flowers or

perfume...

SubcategoryHealth Care SystemThe initial hospital experience was difficult foamy
parents. They were unfamiliar with the treatmentlalities and did not understand the rationale
for specific diagnostic tests and procedures.dufiteon, participants did not report receiving any
type of support or help from hospital staff, cagsénsignificant degree of uncertainty. However,
parents did recognize the value of the hospitél atad the role that medical facilities played in
effectively resolving asthma symptoms.

Three parents described their initial experienngbé emergency room and hospital as
being difficult because their children were vehaihd required intensive medical attention. One
parent described diagnostic procedures as “doirtgeit tests, poking him with needles.” A
participant was distressed when she watched ara¢spi therapist “actually suction mucus out
of his lungs because he was so severely congestedisairways were so constricted.” Another
mother described her initial perspective and expegs in the emergency room as being
frequent, long and traumatic.

So we ended up staying at --- for like six, seveuark and he had to have like five

breathing treatments...he was screaming and | dish@tv what was wrong with him

because you know, he is so little, he can’t tell ydhat is wrong. So it was very nerve-
wrecking...we ended back up at the hospital like tones since, before he turned one
and a half, because of his breathing. It was tedion

Three participants expressed confidence in emeyg@en staff to provide superior
medical treatment to their child when home thenapyg ineffective. One parent reported, “After

giving the nebulizer two, three times [at home],rush [rushed] him [to the] hospital. Right
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away, the medicine that they gave him is instajattfective], | mean, cures him right away. |
guess they have a stronger medication, yeah?”
Category: Event Congruency

In the context of this study, event congruencymrefitto treatment that effectively
alleviated respiratory symptoms and resolved asttxaaerbations. An event was considered
“incongruent” when treatment was ineffective. Egample, with each treatment, parents
expected a lessening of asthma symptoms and ato ¢he asthma attack (congruent event).
When prescribed treatment proved to be ineffediiveongruent event), parents were
responsible for deciding the next course of action.

One mother who was experienced in asthma managermntied an example of an
incongruent event. She had administered a nebufzatment to her child for an asthma
exacerbation. If asthma symptoms persisted aftartiours, she knew to administer another
treatment. She explained a situation where tlagrtrent resolved asthma symptoms for only
two hours rather than the usual four hours. Sperted her next course of action as, “...it's
[nebulizer treatment] supposed to be lasting fmurk, we are not even lasting two, we gotta go
in [emergency room]!” This mother appropriatelgagnized that she lacked adequate
medication to resolve the asthma symptoms at hddhe. knew the child’s asthma exacerbation
could possibly worsen into severe respiratory dgsgtiwithout immediate treatment.

Another less experienced parent relied on the pedan for advice when faced with the
uncertainty of an ineffective treatment situatid®@he explained her action by saying, “I'll call
[name of pediatrician]. ‘He is showing these [syomps], this [medication and treatment] didn’t

work. What are we gonna do?”



79

Construct: Cognitive Capacities

The research team considered a number of factatsrthly have adversely affected the
parents’ capacity to understand their childrentbms (process information). Factors included
young age, developmental stage, work obligatioigh) &ichool or college attendance, and raising
more than one child. One participant felt “overimied” with her numerous responsibilities.

It was just a little overwhelming for me, like jusdt being able to be thefer him all the

time. You know being at school and work, | cahihk sometimes. I'm like oh my

goodness what am | going to do?

Two young participants were unable to recognizée th&ants’ initial serious respiratory
symptoms and did not understand the significan¢bef children’s on-going coughing
symptoms. Additionally, one participant could netnember the names of the asthma medicine.
Their lack of knowledge and understanding may keted to the parents’ young age,
developmental stage, and number of social respiitisig
Construct: Structure Provider

The Structure Provider is a construct comprisepeniple and educational experiences
that offer structure and meaning to events desgiiéhe Stimuli Frame. The construct
includes three categories: Credible Authority, 8b8upport, and Education.

Category: Credible Authority

Participants identified health professionals asspiigns, pediatricians, allergists, and
respiratory therapists. Although Native Hawaiia@almg practitioners might have been added to
this category, none were mentioned. Health pradaats were responsible for providing
adequate information about the meaning of symptadimgnosis, causes, consequences of

symptoms, and treatment modalities. Parents expegd serious uncertainty regarding overall
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asthma care if instruction and guidance were pamfymunicated. Parents reported a wide
range of positive and negative experiences witltiheare professionals.

Health care professionals were well accepted abltesauthorities by all participants.
Positive characteristics of a “good physician” ud#d being sensitive to the parent’s concerns,
available to talk to the parent outside of offiafs, willing to give advice, and able to
accommodate the child into the clinic scheduleesexied. According to participants, the
majority (70%) of health care professionals prodidetailed instructions and explanations.

Unfortunately, a few (n=3; 30%) health care provédeere unable to communicate
clearly and contributed to parents’ uncertaintyulasthma care. Health care providers who
primarily gave directions without specific and redat explanation were considered to be
unhelpful. One parent said that a doctor gavé'déunch of medications” and told her to “call
us if he doesn’t get better.” Another parent réghaving to ask the pediatrician questions
about the prescribed medications. Without infoiamtthe parent related, “I would have just
went [gone] home and did it [administered the matibm] every four to six hours.”

A participant encountered a respiratory theraplsb was unsupportive and did not
provide sufficient information about respiratorgdtment.

The first time | took --- to the ER and she wasmgvhim his treatment and he was just

laying there screaming. Because | was a first-timoen, | was like [asked], “Are you

sure that's okay? Don't you think you should picin up? Can you just like not do
that?” She was like [said], “No, it's better ifeth scream. They are opening their lungs

more.” I'm just like, “But it looks like torture.”
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Category: Social Support

Social support for the Native Hawaiian parents described through participants’
indigenous worldview, culture, and cultural valué®hanaserved as the participants’ primary
social support. Community resources also inclutgalth care providers, school teachers, and
school health aides. Social support assisted fsabgrdecreasing their uncertainties about
asthma symptom patterns and asthma managemend\agipg information, service-related
assistance, and emotional support. Each partichpthvarying social support systems. Without
adequate social support, parents experienced sarimertainty about asthma care.

In order to understand the social support systetheoNative Hawaiian participants, an
appreciation of theohanain the context of indigenous worldview is necegsdParents
identified the bhanaas their most vital social support and primary sewf emotional support
and service-related assistance. They engageddititmal interpersonal relationships; and
valued affiliation and close bonds between peedssacial networks. This category presents
vivid personal accounts of participants’ social fsurp.

The Hawaiian values d&bkua (helping),malama (caring), anckuleana(being
responsible) were carried out weloha (affection, compassion) to the Keiki (child) by the
entire ‘ohana(Chun, 2008b). FurthermoreHanareadily applied the identical cultural values
of kakua (helping) andaloha (affection, compassion) to parents when they dppédar aid.

‘Ohanamembers included a wide range of relatives whahifermost part lived in close
proximity to the participants. According to Natiawaiian parents, thehanaconsisted of a
large circle of nuclear as well as extended fammgmbers including spouse, mothers, fathers,
sisters, grandmothertufu), grandfathers, aunts, uncles, cousins, motheawirs;| and father-in-

laws. Participants identified special groups ddtiees with asthma experience as their strong
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social supports: three mothers, two grandmothexs niother-in-laws, three nurse relatives, and
two friends. A participant spoke about her motimelaw as being a reliable and constant source
of emotional and social support over the years.

What has also made it easy for me through the yearmy mother-in-law. She is

severely...asthmatic. So she knows, as soon asdhther changes, she is calling us,

“How is --- doing?” Because once she gets ontalebulizer...then she knows that he is

probably affected right now. So she is kind of kitile warning sign...which is great!

It's like...the alarm system.... So she is really gi@ad she has taught me a lot about

how to care for him, yeah.

In addition to providing emotional and social sugifio participants, mantutu and
kupunaassisted parents with asthma care by performaditional healing practices. One
participant describetilitu's assistance and her special relationship withghemdson.

My mother-in-law is 75% Hawaiian. When the kide aick, she just makes it all

better...it is everything from clearing out their eds rubbing their chest,...she’ll take

just take a warm compress and take them to bedhaitland just lay down in bed with
the warm compress on their chest...And | don’t knbthat is really just a Hawaiian

thing versus her just being grandm&utu” They call her...as soon as he gets into the

house, the first thing he does is hugs and kissesdga and she always asks about

him...but there is definitely something... there. ihththey have that bond, that
asthmatic bond going on, yeah.

Participants demonstrated traditional respeckdpuna(elders). Participants reported
expressing their appreciation to theitu or kizpunafor any asthma advice or assistance they

offered. In this way, cultural values lékahi (harmony) angbono(doing what is proper and
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good) were maintained. Onehfanahad four generations of asthmatics: grandmothethen,
Participant, and two children. The participantispoften about her grandmother’s help and
instruction about asthma “tricks” that included tise of Vicks, massage, and caffeine drinks.

In many other cases (5), relatives offered culttegaiedies to assist children with asthma.
The parents did not always understand the purpiode semedies, but they nevertheless
expressed appreciation for the relative’s concéiime parents did not always share these
practices or beliefs. For example, one parentsadout a relative offering her snanitea
with, “Like here, drinknoni. I'm like, yeah right. | wouldn’t even drinkoni.” The parents,
however, did not discouragetu involvement because they recognized that theiceors were
genuine. Rather, they acceptatl remedies, applying some and storing others avwayone
participant explained, “I do it just to...not figrdargue]... | do it to satisfy them for a little bit.”

The participants sought the help of social supfmorecognize asthma symptoms,
understand the meaning of asthma symptoms, deteraiceptable treatments, and verify when
to seek medical care. Without their assistanaesna would have experienced uncertainty
about the asthma condition and what to do for ttigiidren during asthma attacks.

Two grandmothers were the first to recognize tgeandchild’s asthma symptoms and
instructed the parent to take the child to the a@locOne participant continued to rely on her
mother because her instructions were clear andfgpeg8he reported, “I'll call her, ‘Mom, what
do 1 do?’...T'll...count his breathing and...tell her wthiais and she’ll be like ‘Okay, you need to
take him to the ER right now.’...I'd rather call myom than the pediatrician...”

Participants frequently mentioned service-orierd@diathat included child care,
providers watching for asthma symptoms, administemedication and treatment, and taking

the children to medical appointments. A mothetesta‘Luckily for me I...always had family
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like my sister would babysit when | was in schoolen | was working my mom and my dad.
And now he [dad] is my babysitter so he knows vibato.” One parent explained her
expectations of her babysitters as, “...if he stay®dé with my cousins or...sisters [l say], ‘If
you gotta [must] put him on his machine, make soewrite down the time and how much
[medicine].” So | know so | can have peace of niind

Health care providers were considered to be steongtional supports for the majority of
the parents. Five participants cited their phgsias someone who “made caring for their child
easier.” Additionally, four participants commurtied positively with their children’s teachers
regarding asthma, citing the need for teachersdwitor the condition of the children and to
permit the children to self administer their inltalas needed.

Not all members of parents’ social network were ggthetic. One participant sait¥]y
family didn’t understand it [asthma]. They didkitow what it [asthma] was. They always just
thought...like, ‘Why is he sick again? What are ylming?”” Another mother spoke about her
particular challenge: “I have two kids, but it sames feels like | have three kids because my
boyfriend is more like the big brother than the dhdm always constantly [asking], ‘Did you
give him his medicine?”

Three parents did not have any relatives with agtbrperience to seek knowledge and
advice from. One participant explained that he@iametwork included only her husband. In
other cases, five fathers/husbands were reportedihywolved with asthma management.
Finally, one single parent commented on her sibuadis being “hard to go through” particularly
during a period of time when her baby was serioillsind hospitalized. As a result of such

circumstances, a few participants had limited suppo
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Category: Education

Education provided additional knowledge and stngcta the understanding of asthma
for three parents. The research team definedategory of education as any program or degree
that conferred college credits. Three participacaege education influenced their ability to
organize asthma information and appreciate asttare cOne participant shared how her class

helped her:

They are taking us to the garden and...trying tohitescthe medicinal purposes of plants

versus like prescribed medicines. But it's crazknow like all those plants have certain

purposes...what they can do and what they are sugpose made for compared to like

what we buy at the store. So it’s nice to knowt thare is [are] other options...

Another parent with college education demonstratgceater knowledge base. As she
listened to her focus group discussion, she wastaldstutely categorize their experiences and
summarized their concerns.

Construct: Uncertainty

The construct of Uncertainty is composed of fouegaries: (a) lack of information, (b)
unpredictability, (c) complexity, and (d) ambiguityarious emotions will be described as

attributes associated to these four categories.

Category: Lack of Information

Parents expressed their need to learn about thenastondition. When information
about asthma was unavailable, incomplete, unabeaomplicated, parents experienced
uncertainty regarding basic aspects of asthma sthaha care. Although parents reported
growing understanding about asthma as their expeiecreased, it was a continuous challenge

as new situations developed.
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All participants contributed comments regardingeklof information including meaning
of the asthma diagnosis, clinical manifestatiorgpsisness of the illness, prognosis, types of
medication, action of medication, side effects efdioation, asthma triggers, when to go to the
physician office versus emergency room, how to adster nebulizer treatment, and reasons
why their asthmatic children were more susceptibliness. Common among all participants
was being overwhelmed with many aspects of asthhenvheir children were first diagnosed.

| think, in the beginning, what made it harder Wzt | had no idea what asthma really

was....lI didn’t know it was the inflammation.... | dilmnderstand how he got it or you

know I didn’t have it. | didn’t know if he wouldver grow out of it or...if this would be

a life thing that | would constantly have to watdihdidn’t know, could it get worse? The

hardest thing was just not knowing exactly whatas.

A mother with a young child had difficulty admiresing the nebulizer treatment. She
asked her focus group members, “So how long dake for the screaming to stop?”

Five participants wondered how their children apegliasthma. One participant said,
“[Asthma] could be oné&aole[White person] thing. | don’t know.” Another méer agreed, “I
think so. Because it [asthma] wasn’t so prevaback then. So | think something like asthma to
have a traditional way of healing, | don’t thinknas necessary then. Because | see more and
more [asthmatic] people now.”

A few parents were interested in understanding sdhgnany Native Hawaiians have
asthma. Frustration was an emotion specificalptee to Native Hawaiians and asthma. One
parent commented, “It’s just frustrating. Whaitigabout Hawaiians that trigger this asthma?”
Category: Unpredictability

The inconsistent effects of triggers and the uniptadility of asthma exacerbations
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created a state of uncertainty for the parentsrebher, unknown prognosis and questionable
effects of chronic medication use were persistenterns for parents.

All parents experienced “not knowing what” causadepisode and “not knowing when”
asthma exacerbations would occur. An experienstdratic parent with this unpredictability
stated, “One of the most difficult things, | think,not knowing when it [exacerbation] is going
to occur and if it occurs suddenly.”

The effects of asthma triggers were also unpredlietaOn occasion, asthmatic children
did not suffer any ill effects when they were exgub$o a potent trigger. One participant
reported, “And fortunately with this past vog...hdwli have an episode, which was great!”

Two parents had a “hard time sleeping” because wwyied about their children’s
breathing. One parent said, “It's just like a dans worry in your head. It never does go away.”

All parents perceived asthma exacerbations to t&r{s’ and many felt “fear” for their
child. “When they get to the stage where theytcareathe, it is really scary” for all parents.
One parent said, “...when my boy turned all blue...swendering [whether] he gonna make it
or what [survive]...His lips turned blue.”

Six participants were concerned about the long egnosis of asthma. One
participant asked, “Can a child ‘outgrow’ asthmarivo parents expressed concern about
chronic medication use. A participant commentddly Son took all these medicines and to me
it did make him better, but | don’t know about thaeg-term effects, the future, |1 don’t know
what it's going to do to his...chemistry or his brdidon’t know.”

Category: Complexity
The complexities of asthma treatment modalities@ibed by physicians created

confusion and uncertainty in parents. Furthermioteraction with the health care system
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contributed to the parents’ uncertainty experience.

Parents required more help to understand the peatfpofach medication. If parents did
not understand the purpose of treatment modalitey, carried out the therapies by rote
instruction rather than fully understanding thearédle for the treatment plan. In addition,
parents were perplexed about the complex healthsyatem that concerned itself with cost
rather than patient need.

All parents expressed confusion about complex aspé@sthma care. One participant
said, “And so | would take him to the doctor. Thugn't quite say asthma, which | got a little
confused about. Because you know...they give hirthalblbuterol and the prednisone.”
Another parent described her experience of recgioime prescription by the emergency room
doctor, then having the pediatrician adjust theinstbn two more times.

A parent reported not understanding the asthmémesd protocol when her child was
newly diagnosed.

...at first | didn’t realize...l should give her machito prevent [asthma symptoms] and

my mom would like scold me, “You need to give hexamine, you need to make sure she

does it every four hours if she needs it.” Anddrck realize how important it was until
now...it does prevent her from coughing or gettirg si

Several parents were perplexed and frustratedtivdin health care insurance that did not
cover the cost of nebulizer equipment. A partinipdedicated an entire $200 paycheck to
purchase the much needed nebulizer. Another gaatitdid not have the funds to make a
similar purchase. The young child was without buliger until an unused nebulizer was

secured from an aged family friend who had died.
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Category: Ambiguity

Ambiguity involved the difficulty parents experieat; when confronted with subtle,
indistinct or confusing respiratory symptoms thapear to be similar to asthma symptoms.
Parents required the assistance of their healthgrawider to establish an accurate diagnosis and
treatment plan for ambiguous symptoms.

Two parents specifically spoke about allergy artiraa symptoms as being similar and
their need to make a distinction between the twarder to provide appropriate therapies. One
parent wondered what her child’s symptom of “runoge” meant and what action to take. She
said, “Because he constantly has a runny nosehamdittll go away for a week and it'll come
back and it'll stay. So it's like I've never seleim without a runny nose.”

Seven participants reported having observed ambguespiratory symptoms that were
later diagnosed as cold symptoms, croup, or pneianddne mother recalled, “He was really
young and he had this crazy cough and | was coadiiiovas asthma. And then | started
looking things up. Took him in [to hospital], andme to find out it was croup. That was
scary!”

Construct: Appraisal: Inference of Danger

During states of uncertainty, two major appraisghg/ays resulted: (a) inference of
danger, (b) illusion of opportunity. When uncemtavents were potentially dangerous, parents
mobilized various coping strategies to minimizeelhminate the uncertain event. Significantly,

the appraisal or inference of danger was perceivedighout the study.
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Category: Coping Mobilizing Strategies
UIT coping strategies included four subcategongglance, information seeking, direct
action-Western, and CAM. The differentiation betweherapies, Western and CAM, was a

new cultural finding of the study.

Subcategory: Vigilance Participants applied vigilance as their foremogticg strategy
against uncertain events. Parents monitored tbnessymptoms and asthma triggers. Being
prepared to properly care for their children in évent of an asthma exacerbation was included
in this subcategory. Nine of the ten contributegitaccounts of vigilance. One parent

described her vigilance.

Being really watchful. | always...have to be on #age with him. Sometimes even the
smell of things or eating certain things can triggdout [asthmatic episode]...but in the
beginning not knowing exactly what would triggemhivas a little difficult because they
are not like every other kid; like with sports espéy, you know, | can't just [say], “Go
out and go play.” You know, | have to stay therdave to make sure that he is going to
be able to last the whole game or...that he is ntggm have an episode in between...
Three parents reported sleeping with young chiléhdullness in order to monitor their
breathing pattern. One participant explained, o't know when it's [asthma attack] going to
happen. So he is always sleeping with me. Heyisuddle bunny. So then...I can hear him
wheezing at night if he ...has a hard time.”
Monitoring also involved asking older children gtiess about their experienc®ne
participant described her conversation with heyé@r-old child as, “I am constantly on him.
‘How [are] you feeling? How's your chest? Are yokay? Was that an allergy sneeze?’ or ‘It's

just a tickle sneeze?’”
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One parent contributed the most number of comnedrasit vigilance. For instance, she
maintained a detailed monitoring system that ingdla calendar and recording of symptoms,
triggers, and effective treatments in a journahother concerned parent described herself as,
“I’'m just your compassionate mother who hasn’tloert umbilical cord yet.”

“Being prepared” was consistently linked to moriitg. As one parent cautioned, “But
just to make sure you're prepared is the biggesgthBecause | would hate to be somewhere
and_nothave the machine...and be like stuck with my babg wén’t breathe.” Older children
were always prepared for an asthma exacerbati@itlgr carrying the inhaler or storing it in
their backpack. Parents took additional medicagiod the nebulizer machine when they went
on overnight visits or trips. For off-island trjpme participant went so far as to pack the
“converter... so that | can run the car and run tlaelmme off of wherever we are.”

Subcategory: Information SeekingParents sought information about asthma, ther@at
of the disease, symptoms, triggers, purpose of caédns, side effects of medication, how to
administer the nebulizer, purpose of the nebuliaed other treatment strategies. Sources of
information included health professionalshang friends, and the internet. Community
agencies were not mentioned as sources of infoomathll participants reported seeking
information except for one participant.

One participant felt understanding the purposéefmhedication was the “key” to
successful asthma management. She said, “We Headrtoa lot about what albuterol was
compared to the steroid. You know, what is cleadnt the mucus, what is keeping the lungs

open, right?”
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All participants identified the health care provi@des their primary source of information
for medical treatments. In the event the healtk paofessional was unavailable or unclear,
participants readily sought the advice and instomodf their social supports.

Google and the internet were important sourceafofiination particularly for three
participants. One focus group identified the niedh central repository containing up-to-date
pertinent asthma information for Native Hawaiiai@ne recommendation involved the design of
an asthma information page similar to the immumoretact sheet parents receive before the
administration of a vaccination. The parent sugggs'Something you can read while you are
waiting for the physician to come in.” Another peipant recommended having a website for
Native Hawaiian parents to refer to that is “a Istgle asthma control...just something that
really defines Hawai‘i.” A different participantifther suggested creating an “asthma
dictionary” that contains “different remedies” inding those from other cultures such as
Chinese teas.

The research participants offered several suggestaward the development of a
community resource. A participant visualized a timgehouselfalau) placed in a strategic
location where Native Hawaiian parents are abknigage in “talk story” sessions in a
comfortable setting. They also shared their pegfee for health education. They viewed
conventional asthma health education and teachiatggies as not being engaging. They
preferred learning by informally sitting with a singroup of Native Hawaiian parents and
“sharing stories.” A parent suggested having ardral place “that you can go to and people
share theimana'‘q they share their stories, they share what wonkisvehat doesn’t work and

with families...I think that would help us a lot irakai‘i.”
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Additionally, parents in two focus groups gave tégearch team unsolicited feedback of

enjoying the focus group format of “talking story& parent shared her perspective.

I think it is...good like all of us talking here. Ydnow it makes you feel comfortable

knowing I’'m not the only one that does that...now ¥oiow these little home remedies

that work for each other. You share it with eatiteoand you find out what works.

Subcategory: Direct Action-WesternThe subcategory of direct action-Western was
specified by the research team as administeringaagéoh and treatment prescribed by a health
care provider. Additionally, the identification aflergens and protection against allergens were
included in this subcategory. Administering Westidrerapy sometimes was difficult for parents
to carry out.

Six parents referred to prescribed medical treatragibeing “Western” therapy, “more
Western like style,” and “very Western mediciné&lévertheless, parents collectively reported
“resorting to the mask and albuterol” for any iration of respiratory distress. They recognized
the reliability of the drugs to effectively resolkespiratory distress when compared to CAM
remedies. All participants reported administestiguterol either by nebulizer treatment or
inhaler. Several parents specifically administeredicosteroids such as prednisone by mouth
or via inhalation.

Participants reported complications when adminisgesome medicines and nebulizer
treatment, especially to infants and young childr&me parent reported difficulty administering
prednisone by mouth to her young child becausesdfucky” taste. Most participants were
concerned about the side effects of asthma medicaspecially those that made the child

“super-hyperactive,” “jittery,” “shaky,” and everally “drained.”
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Three parents learned about allergens from playscand followed their instructions to
protect their children from exposure. One child bastop eating peanuts and peanut butter.
Two participants diligently kept their houses clétause dust was a known allergen to their
children. Only one participant spoke about theartgmce of maintaining good hygiene as a
“preventive measure” against colds.

Subcategory: Complementary & Alternative Medicinén answer to Question 2 “What
do you do to care for your child?”, many particifgapracticed other types of treatment outside
of the medically prescribed plan. Three types AMXherapies were identified and categorized
by the research team: (a) comfort measures, (belremedies, and (c) Hawaiian cultural
healing practices. The four most common reasan€AdM use included preference for natural
remedies, familiarity with CAM therapies, difficylto apply the nebulizer mask to infants and
young children, and unwanted side effects of Wastegdications.

Six parents purposefully implemented CAM stratetiefore administering the
“Western” therapy. Although four participants didt use CAM therapies, they did not prohibit
the application of CAM to their child by relatives participant explained her rationale for
using comfort measures and Hawaiian practices befdministering medication.

I think being Hawaiian and being a part of our erdtyou learn different things...out of

the Western way, out of the medicine. Becausedgott always want your kid on

medicine. | don’'t want my daughter to be reliantitfasthma medication]...if at all
possible | would rather stick to natural resour@ed other mechanisms before | give her
the albuterol and what-not. And I definitely wildo [CAM therapy]...first.

Comfort measures included stopping their child framning, having them sit and relax,

asking them to take deep calming breaths, haviegntsit in a warm bathtub, “mist in tub,”
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having them sit in an air conditioned (AC) car, atidwing their child to sleep upright on the
mother’s chest. One participant reported, “Wheredn] he was struggling, | put him in the car,
| started up the AC and we would sit there. Indnyeway.”

Home remedies were described by one experienckohast parent as “backyard style
of doing things and... their own non-Western way ahd things and treating.” The remedies
were “handed down” to the mothers by theutti’ (grandmothers or older female relatives).
Home remedies included applying Vicks to chestkpand/or underarms; placing warm dry
compress on chest; “towel over the head;” eucafyptli‘under their feet, on their chest,”
offering hot water or warm tea; placing vaporizeroom; and having child drink caffeinated
drinks such as soda and coffee.

Vicks was the most agreed upon CAM product by aiftipipants except for one child
who did not like the menthol fragrance. Accordindamily elders, “Vicks is known to cure
everything.” Many participants remembered theitimo or grandmother “used to put some
Vicks in a pot of boiling water and you have togy@r it and keep the towel over your head so
that it keeps the steam in.” This procedure wasmaeed as their “humidifier.”

Parents resorted to home remedies when asthmaa@ymmpiccurred unexpectedly and
they were without medication. A parent explained tise of soda.

So if we are not at home and | don’'t have the miedjd will give her a Pepsi.

[Laughter] She’ll slowly sip on it and it works fber. It works for us. So that is my

quick escape...it'll last till we...come home.

Tutuor older Hawaiian relatives reportedly believeduperstitions, curses, teas, healing
with ti leaf, applying warm dry compresses, domilomi. Participants spoke about other

traditional healing practices supbpolo berries, boilingopopolo berry leaves for tea, applyirig
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leaf to the chest; placing calidleaf to the head for fever; drinking Hawaiian & noni, and
prayer.

Two parents verbalized praying for their child Fealing. Two other participants
practicedomilomi. A parent explained, “...witlomilomiin your family you learn ...how to
bring your child back down to a stable level. Bessmawhen they are with asthma they are either
shooting up with energy or they are so drainedefgy...”

A participant recalled the relevance of the ocednealing for Native Hawaiians. She
repeated what she learned from kgpuna(elder) as, “Take him to the beach, let him gorsw
in the salt water. Dry it all out.’...When you thimakout it, they give you a saline solution to
squirt up your...nose. So what'’s the differencet go to the beach.”

The actual application of Native Hawaiian cultunahling practices among participants
was limited. Four participants were not exposeldaling traditions for asthma or respiratory
symptoms. One parent recalled the former proloibitif Native Hawaiian cultural practices.

| learned from my mom when she was going [to] s€hdtey told her, “Oh, you have to

put your Hawaiian culture on the side.” My mom.tdiss to them. She is not [the]

activist kind of person so she [said], “Oh, okad a lot of things that we ask her she

[is] kind of humble, you know. So she used tcelisin school....I mean she really grew

up the old Hawaiian way. And she grew up Honaunaugfrigerator, no electric

[electricity]... home is [was] nine miles away [from¢hool. So she really grew up the

real old way and she really didn’t pass on what kow her mom taught her...

Another participant further explained the courséisforical events as, “With the culture,
the language, the art was banned. It was tabolot @& ourkizpunadidn’t pass it [healing

practices] down to their kids so we’ve kind of atbmpthe modern way.”
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Interest in learning about indigenous cultural pcas varied. Five participants
expressed avid interest in learning more abouttioal healing practices. On the other hand,
two participants observed th&itpuna(elders) apply healing cures on their children but
appeared disinterested in learning more about#uktion and practice.

Category: Affect Management Strategies

Coping strategies that attempted to reduce unogytand control emotional responses
such as anxiety was known as “affect managementiardIT (Mishel, 1988, p. 230). For
example, when a person believed nothing could Ine do modify the uncertainty event and
anxiety was heightened, affect management strategee employed. Affect-management
included methods of faith and comparing the paserdandition to others who were more ill.

There were only two references applicable to ttietesgy. One parent utilized faith and
said, “I know | need to have my faith and everythirLike he’s gonna be okay.” Another parent
compared her child’s asthma to a more serious raksiitiation as, “So as far as his illness goes,
I am thankful that it is not something much moreese where he has to be hooked up to a
machine 24/7.”

Construct: Appraisal: lllusion of Opportunity

When an appraisal or illusion of opportunity is reathe parent is making an evaluation
that an uncertain event is essentially harmlessoign. A category for this construct is
buffering strategies.

Category: Buffering Strategies
Buffering strategies block the in-flow of infornat and included avoidance, denial,

selective ignoring, and prioritization. Those pasewho were not heavily engaged with their
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children’s asthma care reportedly exercised mofiebng coping strategies than the primary

caregivers. Some parents also continued to hgweshaf a cure and healing from asthma.

When one participant first learned about her sdrdgnosis, she minimized the condition
as, “When | didn’t know too much about it, | wasdlj ‘Oh, okay. Everyone has asthma. Okay,

we’ll do some treatments, whatever.” Another pant also expressed her denial as, “I
noticed that he was having a hard time breathiaog| Bidn’t really think of anything because |

didn’t really think it was a possibility for him teave asthma since | didn’t have it.”

Five fathers reportedly utilized avoidance ané&dgagement by going to work and/or
leaving the child with the mother to administeihasa care. Mothers reported that fathers
perceived asthma exacerbations to be “scary;” aaayrfelt “fear” for their child. One
participant described her husband as, “...he’s afraid doesn't like to see him struggle.”
Another parent related, “My husband...kind of usugibes a little over the top [excited, upset]
only because he doesn’t know what it’s like.” (uaeticipant said, “Like for me as a parent, at
my young time [when | was young], | was always wogk working, working...my wife took

care [of] most of the...problems with the kids.”

In addition, three parents believed that physictivay would help their children “grow
out of asthma.” A parent shared, “I like to keepactive in things. So with sports or running or
swimming at the beach...I like to keep --- activénédp [child] eventually [and] hopefully grow

out of it...that would be my daily thing [activity].”

Construct: Adaptation
The research team defined adaptation as long tehavors involving biopsychosocial

functioning. Positive adaptation involved goalkedted behaviors. Conversely, negative
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adaptation was labeled as “adaptation difficultflighel, 1988, p. 231). Adaptation difficulty
behaviors demonstrated biologic, psychological/@nsbcial stressors.
Category: Goal Directed Adaptation

Positive adaptation consisted of everyday lifevatadis that incorporated asthma care so
that children could reach their developmental nhliess (biopsychosocial functioning). Parents
were responsible for managing their children’s mstltompetently, transferring their knowledge
about asthma and asthma care to their children.

Families of older children demonstrated more ga@lotied adaptation than those with
younger children. Adequate financial and sociabtgces may have contributed to this
difference. Parents with older children had esaliypnimore time to establish their households,
secure jobs or organize finances to support thdyaand “rally” social support. These parents
had identified asthma triggers and knew how tocselee most appropriate treatment for specific
asthma symptoms and triggers. Additionally, astiorehildren became “key players” in their
own health by developing sufficient self care dieiti to correctly recognize asthma symptoms
and self-administer medications independently. dlder asthmatic child experienced less
frequent exacerbations which significantly dimiradithe overall uncertainty experience for the
parent.

Five parents with long term experiences expreseatidence in caring for their child,
recognizing asthma triggers, administering treat@mfort measures, home remedies,
Hawaiian cultural healing practices, and/or Westeatical treatment), and determining when
they needed more assistance from credible autk®rit©One group of participants, in particular,
stated that they “did not have any trouble nowjthing is hard”, and “it [caring for an

asthmatic child] is like normal.”
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All participants with school age and older childread instructed their children on
various aspects of self care. They taught theidi@n how to recognize asthma symptoms,
communicate their situation to an adult, and seifimister the inhaler or nebulizer.

Additionally, five participants encouraged theiildren to engage in normal physical
activity. Parents encouraged their children ty esports (biopsychosocial adaptation). One
parent said, “When he played soccer...] mean le’srtg blue on the field, and he’s running out
like...give him one shot [inhaler] and he goes rigatk on.”

One parent explained her goal directed attitude.

So he has played baseball, basketball, swimmingt recently he tried volleyball.

We...don’'t want to hold him back. He also sings rhair. He loves to play music at

home and whatever he wants to try, if it's withur dmits, we are going to try it. So he

wants to go visit Arizona Memorial...we...[will] go... $tito try different things.

Participants with sufficient child care, financiahd social resources verbalized more
positive adaptation. For example, five parentsawstay-at-home” parents and did not express
much adaptation difficulty regarding the care d@itlchildren.

Category: Adaptation Difficulty

Biopsychosocial adaptation difficulties were expeded by all parents. Parents reported
lack of sleep due to worry and on-going caretakegponsibilities (biological difficulties).
Observing their children struggle during respinatdistress, nebulizer treatment, and medication
after-effects was distressful to parents (psychold@daptation). Many people in the
community did not understand the children’s astlsgraptoms and social relationships may

have been affected (social difficulties).
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Parents with younger children appeared to have elmallenges than parents with older
children. They struggled to learn about asthmapggms, triggers, and treatment modalities.
Young children experienced frequent asthma attaoklswere vulnerable to minor illnesses.
They required continuous care by a responsibleta@dcial responsibilities and limited
financial resources significantly contributed tatmapants’ adaptation difficulties as well.

Il children with asthma required attentive carétagkfor long periods of time
(biopsychosocial difficulty). Participants idemil themselves as the primary caretakers of the
affected children and many fathers reportedly ditlparticipate in asthma care. Although these
mothers did not offer any concerns about fathesk lof involvement or conflict about asthma
management, they expressed the lack of sleep askdous concern. One parent shared her
difficult season as, “Probably every winter ...I'm epery night, every four hours, albuterol,
prednisone for the inflammation, everything.”

A parent described her perspective and feelinggewbatching her child in respiratory
distress and receiving nebulizer treatments (pdgdnzal difficulty).

And | would cry because | feel so bad for him...hesiot understand but | know he

needs it, you know what | mean? And | have to figéit with him to keep it on and try

to take it in. And sometimes when he is so badveado into [visit] the doctors, he
doesn't take just one treatment, it is like twdloee treatments...And he is sitting there
just drained out because he has been fightingwatthe whole time.

Another participant explained the social difficuihany parents encounter when their
children play in public places (social difficulty).

People are like, “Oh! Your kid is sick.” “No, mydkis not sick. My kid has

asthma”...they are not contagious and | feel like ¢omstantly educating people. “She
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has...a chronic breathing problem. It is asthmae iSltoughing because she is

wheezing because she can’t breathe.”

Educating babysitters, teachers, coaches, andsotiter were responsible for the care of
the child with asthma was a major undertaking @atifficulty). One parent explained her
interaction with coaches and other people in tharoanity.

I would have to educate his...coaches on his comditim case he does have an episode

that they know...it is serious and that they can&keushing him. He needs to sit

out....l guess...educating other people about histstugs a little difficult sometimes...

Parents with young children appeared to have ditffaunderstanding the asthma
condition and the purposes of medications. Onematid not understand why her daughter had
a chronic cough and she said, “I guess when yolagieg down...maybe it's how she is
sleeping it's blocking her air or whatever it iddn’t know. But yeah at night and in the
mornings when she wakes up, her cough is bad.” migtder did not comprehend the purpose of
a specific medication (Singulair) to decrease mftaation; and prevent allergic reaction and
asthma symptoms. She reported being given ingingby the physician to administer
Singulair daily. However, the mother stated, “Sbesn’t really take that daily. If | give her
[nebulizer] machine she’ll be fine without it.”

Young children were often ill with minor conditiotizat later developed into asthmatic
episodes. A participant expressed her concerngliffimllties.

You... get stressed about, “Did | give her her mewi@i | can’t forget.” You know? It's

stressful. And when she’s sick it's stressful...heseal still have to study and do my

work and then take care of her when she is sickit'Sstressful...she is sick so often

and she can’t miss so much school and | can’t sogsuch school.
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Securing reliable and knowledgeable babysittersdiféisult for three participants with
young children. One child had threzhanababysitters. The parent developed a system to
ensure that a nebulizer machine was easily acdéessibach babysitter's home. She shared her
concerns in the group discussion.

But, it is hard because [grandmother]...never hasrghim a treatment. So if it actually

comes down to it, | don’t know if she’ll remembehat it is, cause [because] she is...old

and she is forgetful. But...I'm never that far avgayif she does call me then... So it

does feel like | can’t leave him for very long.

Finances directly and indirectly affected pareat$aptation challenges. One financial
difficulty included private insurances not coveriihg cost of nebulizer equipment. Five
participants reported missing work and/or schoaae for their ill children. One focus group

engaged in a lengthy discussion about work atteseland “upset” employers.

Two participants shared how absenteeism jeopardimadjob and college success. One
participant related, “I told my job like I'm sorif/you guys choose to let me go because I'm
taking care of my sick child, then do so, but I'teave my sick son home to care for himself.”
Another participant admitted, “I almost failed basa | didn’t come to class a couple of times
because he was having asthma problems and | det’'good enough to leave him...What if

something happened to him?”

Overall adaptation difficulty was experienced bsethparticipants who had young
children. They felt stressed and overwhelmed. garent described her overall situation in the

following manner:

I don’t know. Being a parent is already hard...tedrachool, work, taking care of the

two boys...It's hard to constantly know what’'s gomgwith them when somebody else
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has them...when he does get it [asthma attack]sat’'sandom...I'm not always there

when it happens so it’s just stressful.

Mothers were primary caregivers for asthmatic e¢kidd Many fathers were reportedly
uninvolved with asthma treatments. All parentsexeymmitted to caring for their asthmatic
children and made many adjustments. One partitglaared her perspective as, “| mean it's not
that hard once... you're forced to live with the atfan...You gotta adapt and you realize like...
okay.”

Summary

The data was organized and presented followingtiieframework. Each UIT
construct, category, and subcategory was indivigaaldressed and supported by significant
statements and quotes made by the participantaddition, four new subcategories (Asthma

Experience, Asthma Triggers, Direct action-Westand CAM) emerged from the study results.

Antecedents of uncertainty were found in the Slifatame construct that consisted of
three categories: Symptom Pattern, Event Famifiaaind Event Congruency. The Symptom
Pattern category described the major antecedentsogfrtainty as being related to variable
asthma symptom patterns and unpredictable onstaaferbations. No clear symptom pattern
was identified. Parents had more difficulty redagrg asthma symptom patterns of younger

children than older children.

Event Familiarity category consisted of three subgories: Asthma Experience, Asthma
Triggers, and Health Care System. The new subogategsthma Experience, identified parents
with limited asthma experience as having more uagdy than parents with many years of
asthma management. Asthma Triggers was also aulegategory because unknown triggers

and unpredictable effects of asthma triggers wieomg antecedents to uncertainty for parents.
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Lack of professional support and unfamiliarity witeatment modalities, diagnostic tests,
and procedures in facilities of the Health Caret&@yssubcategory added to the uncertainty
experience of parents with children with asthmathWhore asthma experience, parents came to
recognize the value of professional staff and hezdte facilities to effectively resolve asthma

exacerbations.

Event Congruency category described ineffectigatinent modalities (event
incongruency) as being antecedents to uncertaimtydrents seeking to resolve asthma
symptoms. Parents over time became more knowlétiyaaout the course of action to take

when an uncertain event occurred.

Cognitive Capacities construct investigated factbat hindered information processing
and eventually affected parents’ uncertainty alasthma care. Participants who were tasked
with many roles and responsibilities may have ingaedr hindered their ability to process

information about asthma symptoms and treatment.

The Structure Provider is a construct comprisepeniple and educational experiences
that offered structure and meaning to the asthmditton and management. The construct
includes three categories: Credible Authority, 8b8upport, and formal Education. Credible
Authorities, composed of health care professionvadse primarily responsible to provide
information, instructions and explanations regagdisthma and asthma care. However, if health
care providers’ instructions were vague, unspeaeifid/or complex, parents experienced

uncertainty about asthma symptoms and treatment.

An understanding of the indigenous worldview, crdftand cultural values was
necessary to gain insight into the nature of Natagvaiian parents’ social support system.

Social Support for participants consisted priméryotang friends, and community resources.



106

Social Support assisted parents by decreasinguheeértainties about asthma symptom patterns
and asthma management by providing informatiorvigerelated assistance, and emotional
support. The number of social supports varied;ssorde were more helpful than others. The
Education category investigated the influence ainfd education which provided structure and
meaning of asthma to parents.

The Uncertainty construct consisted of four catego The specific areas of concern
regarding the four categories were as followsldel of information about disease etiology,
diagnosis, symptom pattern, and treatment; (b)ediptability of asthma exacerbations,
inconsistent effects of triggers, prognosis, amdjiterm effects of asthma medication; (c)
complexity of treatment and health care system;(dhdmbiguity of respiratory symptoms.
Emotions of worry and fearfulness were associatiéiul tive unpredictability of trigger effects,
unknown asthma triggers, unknown onset of asthraaerkations, and life-threatening nature of
the asthma condition.

The Appraisal Construct included an Inference ah@er or lllusion of Opportunity.
Coping Mobilizing Strategies included subcategonggilance, information seeking, direct
action-Western, and CAM. Culture and historicaiteat influenced the formation of the two
latter subcategories: direct action-Western, antICM®irect action-Western involved the
administration of conventional asthma treatmemgceons about side effects of medication, and
protecting children from allergen exposure. CAlvheglies were taught to parents by their
‘ohanaand included comfort measures, home remedies radiional healing practices.

In the lllusion of Opportunity Appraisal construancertain eventwere considered
harmless or benign. Buffering strategies thatk#dcthe in-flow of information included

avoidance, denial, and minimization. Parents htgmed for an asthma cure. The gender of the
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parent may also influence the utilization of buffigrstrategies.

Finally, the Adaptation construct consisted ofgsipgchosocial functioning in terms of
Goal Directed Adaptation or Adaptation Difficultyost parents with older children were able
to respond appropriately to asthma symptoms andugaged children to engage in activities to
promote normal child development. Many parentssierred their asthma knowledge to their
asthmatic children.

Adaptation difficulties were directly related teetburden of asthma care, including social
acceptance of asthma by the community. Parenksywiing children appeared to have more
adaptation difficulty than parents with older cindd. Limited socioeconomic resources were

strongly connected to adaptation difficulty.
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CHAPTER 5
DISCUSSION
Chapter 5 discusses the research findings by congpand contrasting parents’ care of
their children with asthma in current literatufEhe presentation is organized by UIT constructs.
The study limitations and future implications fesearch, nursing practice, and policy conclude
this chapter discussion.
Comparing Native Hawaiian Parents’ Experience to Lierature
The study results described the experience ang@etrge of contemporary Native
Hawaiian parents caring for their children withhesa in the context of uncertainty. The
research results were analyzed by utilizing the fodimework. The UIT components consisting
of constructs and categories identified antecedsfiiscertainty and factors that increased or
decreased uncertainty; and described attributesngplctations of uncertainty. Thus, a
comprehensive assessment and understanding otgareoertainty experience was completed.
Native Hawaiian parents experienced added dimessibancertainty about conventional
asthma care related to indigenous worldview, calfdnistorical, and assimilation and
acculturation influences. Participants were ablsuccessfully care for their affected children
because the Hawaiian worldview or “way of life” inded supportive cultural values and
continuous social support (Chun, 2006b, p. 2).

Construct: Stimuli Frame

Antecedents of uncertainty were clearly identifiedthe UIT Symptom Pattern, Event
Familiarity, and Event Congruency categories withia Stimuli Frame construct. No clear
symptom pattern for asthma was identified. Stranigcedents of uncertainty consisted of the

following: variable asthma symptom pattern, unpectable onset of asthma exacerbation,
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unknown triggers, unpredictable effects of asthnggeérs, unfamiliarity with the health care
system, and ineffective treatment modalities. Agtlsymptom patterns of younger children

were especially difficult to recognize than tho$elder children.

Parents with more asthma experience were comtertabognizing asthma symptoms,
identifying asthma triggers, determining the neodirse of action over a failed therapy, and
utilizing the health care system to their beneffarents with limited asthma experience

described more uncertainty regarding the diseasditton and its management.

The lack of a defined symptom pattern was idemtifis the major antecedent to
uncertainty in both the study results and in ttexditure (Cox & Taylor, 2005; Horner, 1997,
Trollvik & Severinsson, 2004). The study concurvégth the literature that antecedents of
asthma specifically related to variable symptontgrat unpredictability of exacerbations
(Barton, Sulaiman, Clarke, & Abramson, 2005; Mac8ldn1996; Maltby, et al., 2003; van
Dellen et al., 2008); and unknown and unpredicteflfiects of asthma triggers (Hockenberry &
Wilson, 2007; Trollvik & Severinsson, 2004).

Ineffective treatment was also found to be an auteot to uncertainty in both the study
and in literature (Barton, et al., 2005; Horner9Z1.9Koenig, 2007). The study concurred with
the literature that described unfamiliarity witlethealth care system, such as emergency room,
hospital ward, and intensive care unit, contributegdarents’ uncertainty experience while their
children were hospitalized (Koenig, 2007; Scha@ghelefsky, & Krishnan, 2009), and that
parents have more difficulty recognizing young dteh’s asthmatic symptoms than for older
children (Kieckhefer & Ratcliffe, 2000; Koenig, ZD0 Additionally, parents with more
experience recognized asthma symptoms and triggeméiflently determined the next course of

action over a failed therapy; and utilized the tieaare system to their benefit (Barton, et al.,
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2005; Coffey, 2006; Trollvik & Severinsson, 2008 arents with limited asthma experience
described more uncertainty regarding the diseasditton and its management (Barton, et al.,
2005; Koenig, 2007)

Construct: Cognitive Capacities

Parents in the study had difficulty processingpiamst information when they had multiple
roles and responsibilities to competently carryasithma care. Parents also reported difficulty
processing information when their children withhaisa were extremely ill and hospitalized
which led to sleep deprivation for parents. Simigsults were also reported in the literature

(Koenig, 2007; Laster, et al., 2009; Trollvik & Sinsson, 2004).
Construct: Structure Providers

The Structure Provider construct identified peapid educational experiences that
shared information about the asthma condition aadagement. The study identified health
care professionals as the foremost source of irdbom, guidance, and support for parents
regarding the asthma condition and management. edenva few health care providers
unsuccessfully communicated asthma care instrusti@uring these incidents, parents

experienced uncertainty about asthma symptomsraathtent.

Literature supported the importance and impactavider-parent collaboration in

securing successful asthma care (Ring, et al.,;ZD46 & Palakiko, 2006; Tse, et al., 2005).

Parents sought asthma information and guidance fieaith care providers and emergency room

physicians and staff (Boychuk, DeMesa, et al., 26@&nig, 2007).
Some participants in the study reported difficulbyderstanding the physician’s
instructions and explanations which was also regbirt the literature (Koenig, 2007; Laster, et

al., 2009; Rance & Trent, 2005; Reece, Silka, LaRgmault-Caragianes, & Peen, 2009;
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Trollvik & Severinsson, 2004). Incidences whereepiés of affected children experienced
uncertainty due to the lack of information and pcemmunication by health care professionals
were also found in Clark et al. (2009), Georgd.e2801), Rance and Trent (2005) and Trollvik
and Severinsson (2004).

Social supports for Native Hawaiian parents mudirmgerstood in the context of
indigenous worldview, culture, and cultural valu&ocial supports consisted primarily of
‘ohana(extended family) but also included friends anthomnity resources. Social supports
assisted parents by providing advice regardingnastimanagement, service-related assistance,
and emotional support. The amount of social supgied; some were more helpful than
others.

The ‘ohanaand the nature of its support for Native Hawapanents require an
understanding of the cultural meaning and contexttfe participants.Ohanaserved as the
parents’ most vital social support and consisted wide range of members including nuclear
and extended family member®Ohanapromoted an affiliative or “we” “group orientatiavth
mutual caringrfulama)” that was more concerned about the group thamttieidual
(McCubbin et al., 1993, p. 1066). Positive behes/mf the kanaka mkua” (*a good person”)
included humility, politeness, kindness, helpfukéskua), acceptance, hospitality, and love
(aloh@) (L. McCubbin & Marsella, 2009, p. 377). Traditaly, an assigned member would care
for the ill personifalama), and the family eldekk(ipung or healer Kahung would offer prayers
and prescribe healing remedies (Handy & Pukui, 18@Mnakau, 1991). Thus, thehanacared

(malama) for their own members and did not resort to hsabeitside of theirdhana

In the Hawaiian worldview, children were cherishietause they were direct “offshoots”

or branches of thehana The childrenKamalii) derive their stability and strength from the
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‘ohanawhich was comprised of their parentszkua), elders Kizpung, ancestors gumikua),

and greater GoKe Akud (Handy & Pukui, 1998; Rezentes, 1996).

Parents shared their personal stories of how rtiggmatheir children in the context of
the asthma condition.Ohanaas social support participated in thélama of the children with
asthma as well. The parents described howahariamembers worked together to make the
children strong and well. For example, the granithews,tutus and elders offered assistance by
recommending or applying home remedies and trawditibealing practices onto the children.
‘Ohanamembers and friends also provided emotional supasthma guidance, child care, and
other forms of service-related assistance. Ppdits did not mention churches, social agencies,

or government organizations as being sources gf@®tpr assistance.

The number and nature of social supports variepddticipants in the study and in
literature (Koenig, 2007; E. Lee, Parker, DuBoseijrta, & Logan, 2006) and social support
may be unavailable and unsupportive at times (Kpe2007; Neufeld, Harrison, Hughes, &
Steward, 2007). Families in the study practicegoaip orientation and mutual caringdlama).
Group orientation was commonly found among othdigenous groups of people such as
Native Americans Indians (H. McCubbin, et al., 1p9B Asian culture, such as Chinese and
Vietnamese, the needs of the extended family (Qraugipe also considered to be more important
than individual members (Purnell, 2009).

Emotional and service-related support from partrexgended family, and friends were
common findings in literature (Barton, et al., 20B®enig, 2007). However, thehanain the
study appeared to be a much larger network of iraebtelatives then what is included in the

literature (Barton, et al., 2005; Koenig, 20071 Ee, et al., 2006; Trollvik & Severinsson, 2004).
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Additionally, in the literature, fathers played am active role in asthma care than
reported by participants in the study (Svavarsdé&tiRayens, 2003, 2005; Trollvik &
Severinsson, 2004, 2005). Unfortunately, the seatiple size and the limited scope of the
study prevented further discussion of the role afié Hawaiian fathers in the children’s asthma
management. The roles and responsibilities ohasttare for both genders in the Native
Hawaiian family require further investigation.

Findings in the literature reported parents seeg&uygport and guidance primarily from
health care providers or emergency room staff whey were uncertain about asthma symptoms
and treatment (Barton, et al., 2005; Boychuk, DeiMes al., 2006; Calfee, Katz, Yelin,

Iribarren, & Eisner, 2006; Koenig, 2007). Partamps in this study reported going to the
emergency room only when treatment at home waseictefe. Also, participants reported
community social supports to include the healtle gaovider, school nurses, and school health
aides. Participants in other studies were likelytilize more community resources. Examples
of these community resources included health carégers, school nurses, churches, and social
agencies such as American Lung Association spodsamps for children with asthma (N.
Clark, Mitchell, & Rand, 2009; Laster, et al., 2009

Construct: Uncertainty

Both the study results and literature concurret haertainty was caused by the
following: lack of information about disease etigyp diagnosis, symptom pattern, and treatment
(Kieckhefer & Ratcliffe, 2000; Koenig, 2007; Reeeeal., 2009; van Dellen, et al., 2008);
unpredictability of asthma exacerbations, incoesiseffects of triggers, prognosis, and long-
term effects of asthma medication (Barton, et28105; Ng et al., 2008; Trollvik & Severinsson,

2004; Warman, et al., 2009); complexity of treattreamd health care system (Cox & Taylor,
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2005; Kieckhefer & Ratcliffe, 2000; Sidora-Arcolétgos, Kitzman, McMullen, & Anson,
2008; van Dellen, et al., 2008), and ambiguityesiratory symptoms (Koenig, 2007; Pachter et
al., 2002).

Participants expressed two concerns about theogliaf asthma that were not found in
literature: (@) its foreign origin and (b) NativeWaiians being more susceptible to the condition.
Although this topic requires further research, ¢hpeliminary findings have added to the body
of the existing literature. Literature identifidte etiology of asthma to be related to asthma
triggers such as allergens, irritants, exercisanghs in weather or temperature, upper
respiratory symptoms, animals, strong emotions,faods (Hockenberry & Wilson, 2009),
child’s anatomy and physiology (Pachter, et alQ20spiritual causes, heredity, prenatal
history, inadequate infant care (Handelman, e2@D4); and improper internal or environmental
balance (Ng, et al., 2008).

Construct: Appraisal: Inference of Danger

In the face of uncertainty, both study findingsl diterature reported the utilization of
coping strategies such as vigilance (Buford, 208d¢Donald, 1996; Reece, et al., 2009) and
information seeking (Barton, et al., 2005; Horrd&97; Trollvik & Severinsson, 2005). In
addition, the study results described two typethefapies utilized by Native Hawaiians:
Western therapies and CAM remedies. Study findafghnic minorities and immigrant
populations utilized these two types of therapiéb wreference for CAM remedies (Canino, et
al., 2006; Chang, 2001; George, 2001; Ng, et @bg82Palafox, et al., 2001; Reece, et al., 2009;
Sidora-Arcoleo, et al., 2008; Sidora - Arcoleoakt2007). Concerns about the side effects and
long term effects of asthma medication were mutoakerns for participants of the study as

well as parents in the literature (Barton, et2005; George, 2001; Ko, et al., 2006; Laster, ¢t al
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2009; Mansour, Lanphear, & DeWitt, 2000; Warmarglgt2009).

The CAM remedies identified in the study (comfoeanures, home remedies, and
indigenous healing practices) corresponded to ategories of CAM therapy described in
literature. Literature categorized CAM therapy@kws: (a) mind-body interventions , (b)
biologically-based therapies, (c) manipulative dody-based, and (d) whole alternative medical
systems (Freeman, 2009; Larson, 2007; Li & Brovd2 Mainardi, Kapoor, & Bielory, 2009;
Mark, 2007; Sidora-Arcoleo, et al., 2008; Sidorxeoleo, et al., 2007). However, the study
findings did not include energy therapies that wagscribed by Sidora-Arcoleo, et al. (2008).

The diminishing application of traditional Hawatiaealing practices was expressed
among study participants and other Native Hawai{@feng, 2001; Palafox, et al., 2001). The
reasons for the decreasing dependence and apmticdttraditional Native Hawaiian healing
practices are not entirely known. The study res@abpecific viewpoints regarding traditional
healing practices. Participants who were more lfanwith indigenous worldview stated that
they did not accept the notion of curses and stipers being responsible for their children’s
asthma. In addition, they did not believe thadlittanal healing practices such as the application
of ti leaf to the child’s chest would be beneficial. Taste of Hawaiian teas andni were
unpleasant to drink for both parents and children.

The diminishing application of traditional Hawaiiaraling practices and increasing use
of Western products may be due to the expandirigndason and acculturation of Western
culture; increasing time constraints and preferdacguick medical therapies; lack of
information about traditional healing practicesg amsufficient traditional experts akdpuna
(elders) to serve as resources (Broad & Allisoi§2@hang, 2001; Maltby, et al., 2003).

Notably, literature reported both the waning apgilan of traditional healing practices among



116

indigenous people and ethnic minorities (Pachteal].£2002; Reece, et al., 2009) as well as the
continuous reliance on these types of practicasipyigrants and ethnic minorities (Freidin &
Timmermans, 2008; Handelman, et al., 2004; Mazwl.£2001; Pachter, et al., 2002; Sidora-
Arcoleo, et al., 2008; Sidora - Arcoleo, et al.0Z}
Construct: Appraisal: lllusion of Opportunity

In the lllusion of Opportunity Appraisal construatjcertain eventaere considered
harmless or benign. In order to maintain thissitn, coping strategies known as buffering
strategies were exercised to block the in-flowndbimation. Buffering strategies such as
avoidance, denial, and minimization were eviderthastudy findings and in the literature
(Trollvik & Severinsson, 2004; van Dellen, et &008). In addition, parents in both the research
and literature engaged in a search for asthma ¢Grezolin et al., 2003; Ko, et al., 2006).

Construct: Adaptation

The study findings concurred with literature thatents became more confident with
asthma management as the children grew older (Baetal., 2005; Buford, 2004; Calfee, et al.,
2006; Jerrett & Costello, 1996; MacDonald, 1996]tha et al., 2003; Wu, et al., 2009).
Additionally, the study results and literature rgpd parents’ positive adaptation to the disease
condition, promotion of normal growth and developiand transference of knowledge and
skill to the affected children (Barton, et al., 30@8uford, 2004; Kim, et al., 2009; Trollvik &
Severinsson, 2004).

Parents with young children had more adaptatidircdlfy than parents with older
children (Jerrett & Costello, 1996; MacDonald, 19®®&ltby, et al., 2003). There was a
concurrence that adaptation difficulties relatethi constant and overwhelming responsibility

for asthma management (Barton, et al., 2005; Cp#@6; Tse & Palakiko, 2004).
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Furthermore, limited socioeconomic resources weongly connected to adaptation difficulty
for parents (Dowd, et al., 2009; Gern, et al., 2@&ichalla, et al., 2009). Socioeconomic
difficulties included securing competent babysgtéhe need to depend on family for child care
and daily needs, absenteeism at work, employmepgyjely, financial stress, lack of sleep, and
fatigue (Barton, et al., 2005; Koenig, 2007; Lasgtral., 2009; Ng, et al., 2008; Rance & Trent,
2005; Warman, et al., 2009).

There were discrepancies regarding two topics agaésing social acceptance of asthma
by the public and conflict amongst family membegarding asthma management. Gaining
public acceptance was identified only by the stfinigings. Conflict between spouses and/or
family members regarding the children’s healthusta&nd asthma regimen were not reported in
the study. Moreover, parental and family disced to stressful adaptation (Jerrett & Costello,
1996; Svavarsdottir & Rayens, 2003; Tse & Palak#4).

Limitations

Limitations of the study are related to directedteat analysis, use of focus groups,
scope of research, and small sample size. Th&ations of directed content analysis are related
to researcher’s bias and actions to establisheleeted theory as the most appropriate model to
direct the content analysis. Data may have pufpthgdeen selected and controlled to
correspond to a predetermined outcome. In theaadieected content analysis, manipulating
the study’s results to correspond to the componaritse theory may have been involved. In
addition, unique data may be unrecognized if tseaecher were predisposed to a set of well
defined data.

A number of precautionary measures were takendardo guard against such biases and

maintain objectivity throughout the research precebhe researcher followed a standard group



118

protocol for each focus group. Focus group paudicts were allowed time to gather their
thoughts before answering each question. In amgitiaving a note-taker safeguarded the
moderator from moving out of a neutral attitudevadi as asking leading questions.

Inter-coder reliability was enhanced with two menshaf the research team and an
external reviewer participating in the data analygieach focus group. Hsieh and Shannon’s
(2005) recommendations to maintain a rigorous dualitand audit process in order to document
neutral and unbiased decision-making were impleetenT o counterbalance any potential for
bias, an experienced qualitative researcher coaduwnt independent analysis of the data.

Finally, it is understood that the results of fdacus groups cannot be generalized to the
broader population (Harrell & Bradley, 2009). Tdwperience of uncertainty regarding asthma
care may prove to be different for other groupparents. The sample may consist of
participants with unique characteristics that matybe duplicated elsewhere. For example, most
of the participants resided in Windward O‘ahu. Bhhea of residence or locale may affect the
experience of parents. All participants were etkdaa majority (60%) earning college credits.
Furthermore, all children had medical insurance amdlentified on-going health care provider.
Literature confirms that children with health ingoce are more likely to seek regular health care
(Kim, et al., 2009). Therefore, the children mayé had adequate asthma control which
lessened the parents’ uncertainty experience.r@$earch sample may also have been a self

selected group of parents interested in sharing ¢éxperiences.



119

Implications for Future Research, Nursing Practiceand Policy

The preliminary findings of the study contributentarsing knowledge regarding the
perspectives and experiences of contemporary NH@veaiian parents caring for their children
with asthma. Future implications for researchsmg practice, and policy conclude the chapter
discussion.

Implications for Future Research

Future research is necessary to continue the eatgarof Native Hawaiians’ experience
and perspective about asthma care. The childoemient state of asthma control was not
ascertained due to the limited nature and scopleeastudy. In order to substantiate the
participants’ report of positive adaptation, iniscessary to expand the research to include the
health care providers’ perspective. Professiamfakimation about asthma control and parental
compliance will strengthen the participants’ repart asthma care (Yoos, Kitzman, McMullen,
Sidora-Arcoleo, & Anson, 2005). Moreover, intertien studies may be designed to meet the
gaps in asthma management (Conn, 2008).

The study’s interview questions, focus group forraatd application of UIT proved to be
applicable and advantageous to the study of N&taxgaiian parents caring for children with
asthma. Applying the research design and focuspgpootocol to a larger group of Native
Hawaiian parents will add to the body of literatu@oncerns about the sample size and
participant characteristics will be satisfied thgbuhis effort.

The perspective and experience of Native Hawaadimefs, in particular, needs further
investigation because males were not well represgdantthe study. A better understanding of
the father’s role, responsibilitiekuleang, and coping strategies should be gathered.

Additionally, research should be conducted Withunato understand their perspective,
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experience, role, and responsibilities regardirigraa care. This information will broaden our
understanding of the functioning of thehanain regards to the care of children with asthma,;
and further dimensions of culture and indigenowaihg practices will be gained.

A mixed method approach is suggested for futureareh. Quantitative data combined
with the current qualitative research design witttier our understanding about Native Hawaiian
children’s asthma status in relationship to palantarview data. Two measures of asthma
control include the Action Control Test (ACT), @anatally validated scale to determine asthma
control status (QualityMetric, 2002) and the Asthiruactional Severity Scale (Rosier et al.,
1994) that assesses four components of asthmat{@éanino, et al., 2009)Additionally, a
better understanding of the participants’ cultatalibutes should be obtained by using such
measures as the Hawaiian Culture Scale (Chang)2001

Future research involving CAM therapies compared/&stern treatment should be
considered given parental preference for naturakrbes. Parents may be very interested to
participate in research that studies the effephgfical activity on asthma control.

Finally, intervention studies that decrease thestiamty experience for Native Hawaiian
should be considered. Intervention strategies imelyde designing and implementing culturally
acceptable health education for parents ahdng guiding parents to effectively communicate
with health care professionals, teaching healtk panfessionals how to communicate
instructions clearly and in a relevant manner, @enxkloping focused nursing support and
education for parents during hospitalization an@éeyancy room visits.

Implications for Nursing Practice
Nursing practice directed toward assisting Natiaiian parents to care for their

children with asthma in the context of uncertaiaty multifaceted. First, Native Hawaiian
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parents may experience uncertainty during variaustp of the asthma illness experience and
will require asthma education and astute nursisgtmce. Secondly, cultural values, health
care beliefs, practices, and preferences need éassessed before intervention strategies are
implemented (Twinn, 2006). Thirdly, Native Hawaiiparents should be given the opportunity
to participate in the design of asthma intervenpiomgrams (Jordan et al., 2009).

Alleviating Uncertainty

In order to achieve asthma control, parents mustessfully learn how to manage their
children’s overall asthma care. Parents will regjalear and repetitive information and
explanation about the disease condition, etiolsgyns and symptoms, asthma triggers
(Warman, et al., 2009), and when to seek regulaltineare and urgent care (Christman, 1990;
Jurgens, 2006). Nurses should pay particular idteto the subjects of pathophysiology,
clinical manifestations, and purposes of medicadiod treatment because such subject matters
are unfamiliar and complicated for most peoplelé@@er-Hibbert & Sohl, 2001). As discovered
in the study, many participants did not understdwedpathophysiology of the disease.
Therefore, they were unable to recognize the dimetanifestation of asthma or understand the
purposes of the medication and treatment. Therfgsdof the study confirmed that nurses
should periodically assess whether parents havgtique and concerns and listen with a cultural
awareness.

Nurses should be able to foresee when situationa@drtainty may be experienced and
provide anticipatory guidance (Wallace, 2005). $é¢srneed to prepare parents for known
uncertain events by providing information suchtesitientity and effects of common asthma
triggers; difficulty administering nebulizer treagnt to infants and young children; what to do if

therapy is ineffective; side effects of medicatmmbiopsychosocial functioning such as
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jitteriness and hyperactivity; emergency room pdures and personnel; and the preparation of a
list of items needed in the event of an asthmaerkation.

Nurses should be able to recognize when patieit$zamily members are experiencing
uncertainty and provide nursing care to alleviatg iasecurity encountered (Pelletier-Hibbert &
Sohl, 2001). Nurses need to be sensitive to em®twd worry, fearfulness, confusion, and stress;
and expressions of difficulty caring for their ¢h{IM. Davis, 2009).

The study recognized theHanaas significant sources of information and servidated
help for Native Hawaiian parents. Nurses shoulcetigp collaborations with parents and their
‘ohanato work through areas or topics of uncertainty.pdrents anddhanaare amenable,
nurses may design an asthma plan with the familgli@ment for everyone to understand and
follow.

During periods of uncertainty, patients and famigmbers may require additional
financial, psychological, and social support. Heahre team members including medical
insurance representative, social worker, psychstpgnd/or counselors will be of help. Nurses
may consider having a directory of Native Hawajpaactitioners, community outreach workers,
and religious support for interested parents.

It is recommended to practicing nurses to conditelJIT when assessing parents’
knowledge, perception and experience of asthma(Barane & Varcoe, 2005). Itis a
straightforward guide and ensures comprehensivesaggent of asthma care. Nurses will be
able to quickly intervene after the area of need@akness is identified.

Health education materials and websites shoulcelbeldped as recommended by the
research participants in order to decrease unogrtagarding the lack of information. The

participants’ recommendations were as follows: sthraa information page similar to the
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immunization fact sheet parents receive beforethministration of a vaccination; a “local-
style” asthma website with content that is pertinerHawai‘i; and an “asthma dictionary” that
contains “different remedies” including those frother cultures.

Cultural Considerations

Hawaiian culture, historical background, and adsitioin and acculturation influences
affect the participants’ perspective and experigegarding asthma care. Nurses, therefore,
need to become familiar with indigenous culturdlea, healing practices and beliefs in order to
provide effective and acceptable car&tdive Hawaiian parents and their children (Consort
1985). Nursing action and behavior should integkédwaiian values dokua alohafor the
weak or ill individual (Chun, 2008b), beipgpng and promotindgokahi (Chun, 2006b). In
addition, nurses are encouraged to communicatecefp the bhanaandkizpuna

Nurses may be of further assistance to Native Hansif they are able to adapt policies
and procedures to accommodate important Hawaiikresas much as possible. For example,
policies that separate patients from family duhgic visits or hospitalization should be less
prohibitive (Bushnell, 1993); and non-inclusionfaimily members when discussing health
matters ought to be reconsidered (Bushnell, 199 &imott, et al., 1980). Advocating for
patients, coordinating care, and avoiding unclear@nflicting information will decrease
uncertainty events for families (MacDonald, 1998ntcroce, 2002).

A culturally accepted style of communication sholoddinitiated and continued through
the informal “talking story” approach. Native Haiaa parents may be reassured about the
complex nature of health care facilities if nursgsoduced parents to unfamiliar health care
personnel and gave them the opportunity to develeaningful relationships (Lee, 2006).

Nurses should provide basic and clear informatlmsutany aspect of the health care system
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that comes into question. A friendly and unhurdednheanor by the nurse will reassure Native
Hawaiian patients and parents that their questiolhd¥e welcomed at all times.

Nurses should take advantage of opportunitiestegrate cultural values and concepts
into health care, health promotion, and diseaseagement (Santacroce & Lee, 2006). For
example, the majority of the participants in thadgtpreferred CAM use rather than solely
relying on Western therapies. They expresseddstén gaining more information about asthma
care including natural methods and products. $¢participants expressed a desire to learn
more about traditional healing practices suchzasu lapdau (herbal medicines) in order to re-
establish their Hawaiian identity (McCubbin & Maltag2009).

Nurses need to assess treatment preferences aeddyeto recommend a wide
assortment of evidenced-based practices (Sidoraldocet al., 2008). For example, beneficial
CAM therapies include foods rich in Vitamin A (Kumet al., 2002), Vitamin C (Harik-Khan,
et al., 2004), and fish oil (omega-3 & omega-6yfattids)(Gyorik & Brutsche, 2004).
Breathing exercises and relaxation also assidremlwith asthma (Gyorik & Brutsche, 2004).
Additionally, precautionary warnings should notfbegotten. Nurses ought to caution parents
about giving children with asthma certain herbahpounds (e.g. ephedra) in conjunction with
asthma medications (e.g. albuterol) (Lanski, e28l03). Notably, most Native Hawaiian herbal
remedies have unknown therapeutic results or $fdete. (SeAppendix D: lz*au lapdau
(Herbal Medicines)
Asthma Intervention Program

Creating a culturally-based intervention programNative Hawaiian parents caring for

asthmatic children is a future goal. The appradwuld be based on the strengths of the
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Hawaiian people and rely on their culture to giveaming to the purpose and activities of the
program (Kana'‘iaupuni, et al., 2005).

The research participants offered several suggestaward the development of a
community resource and intervention program. Aipg@ant visualizechalau or a meeting
house placed in a strategic location where Natige/ddian parents are able to engage in “talk
story” sessions in a comfortable setting. Accagdim participants in the study, they are willing
to kokua by suggesting topics to be discussed and sergmgear mentors. The development of
an affiliative and respectful relationship betweemses and Native Hawaiian parents will be a
major benefit of this collaboration (Swallow & J&gp 2001).

Learning for Native Hawaiians is not only concetgdaon the mind but it must also
nourish the heart, body and spirit (Kana‘iaupufiQ2). Thereforehalau plans should include
singing with musical instruments, a kitchen to @arepand serve Hawaiian cuisine, wide and
open living rooms, garden fti‘au lapdau (medicinal plants), and a spacious play area for
children. Nurses may encourage parents to engagpgecial group projects that promote the
building of relationships and goal-directed adaptat Enjoyable projects may include cooking
healthy meals, engaging in arts and crafts, workartge garden, and mapping family
genealogy. In addition, Native Hawaiian healthcgiteoners, those skilled iho'oponoponoand
other guests may be invited to participate in greegsions. Thiezlau environment and
activities serve to strengthen and support Natigerédian parents to competently care for their
children with asthma.

Implications for Policy
Implications for policy change address areas optaden difficulty identified in the

study. Medical insurance policies should coverahtre cost of nebulizer equipment for
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pediatric patients (Lurie, et al., 2009). Withpubper equipment, patients will become seriously
il and seek emergency care. In addition, emplggticy should be modified to allow parents to
take time off from work to care for their ill chilein with chronic disease. This should be the
same policy for educational programs. Additionakkvor other remedies should be considered
to compensate for missed work and/or school hours.

Summary

The exploration of contemporary Native Hawaiiangoés’ perspective and experience of
caring for their children with asthma in the cortekuncertainty has been preliminarily
completed. The study findings were discussed usiad)IT constructs to describe the
multifaceted features of uncertainty relative tthas care. The study results confirmed that
Native Hawaiian parents experienced uncertaintyentaring for their children with asthma.
Limitations of the research have been describecdbaechutionary measures have been put into
place.

Directed content analysis and the application af tdl the study of Native Hawaiian
parents’ experience proved to be advantageoustetearch purpose. Rich interview data was
gathered from ten Native Hawaiian parents who gigeted in four separate focus groups. Data
were organized into all components of the UIT. Tveav antecedents to uncertainty were
identified: lack of past asthma experience andnaattriggers. In addition, the study discovered
that Native Hawaiian parents differentiate asthreattnent as being either Western or CAM
therapies.

Contextual influences including indigenous worldwj cultural values, history, and
assimilation and acculturation factors affectediwaHawaiian parents’ perceptions and

experiences with conventional asthma care. Palacited familiarity with prescribed Western
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treatment, preferred CAM use, and heavily reliedrair ‘ohanafor guidance and support
during uncertainty in asthma caré@Hhanainvolvement proved to be the strongest, mostlkdia
and continuous social support for this group ofiaHawaiian parents. Their help significantly
lessened parental adaptation difficulties.

Native Hawaiian parents described their perceptantsexperiences as personal stories
and accounts of how thegalama (care for, protect) their children. The descdps have been
rich and revealing. Nurses now have preliminargvidedge about Native Hawaiian parents’
preferences and challenges caring for their childvith asthma in the context of uncertainty.
There is a large ethnic disparity in asthma motpidites for Native Hawaiian children. Nurses
are urged to continue their expanded efforts iratleas of research, nursing practice, and policy

in order to support and strengthen Native Hawaparents’ care of their children with asthma.
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Appendix A

Hawai‘i Child Asthma Statistics

Table A1

State Child Asthma Status for Years 2005 to 2009

Year Number % 95% ClI
2005 32,986 11.1 [8.5, 13.7]
2006 36,964 12.4 [10.6, 14.2]
2007 36,801 12.1 [10.4, 13.8]
2008 36,738 12.7 [10.9, 14.5]
2009 31,726 11.3 [9.4, 13.1]

Note CI = confidence interval. Adapted from “Asthm&hild Asthma Status by State, County,
BRFSS Age Group, DOH Race-Ethnicity, Gender, Is|l@ammunity, Education Level,
Employment Status (Grouped), Marital Status (Graypdousehold Income, Poverty Level,
Married, Military, Health Care Coverage, for thears) - 2005, 2006, 2007, 2008, 2009”, by
Department of Health, 201Hawaii Health Data Warehousp, 1.
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Table A2

Child Current Asthma Status by Race-Ethnicity fea’Y2005

Ethnicity Number % 95% CI
Caucasian 9,540 8.6 [5.3, 12.0]
Hawaiian 10,262 16.9 [8.2, 25.6]
Chinese n/r n/r n/r
Filipino 11,313 15.3 [7.0, 23.6]
Japanese 6,188 10.4 [4.9, 15.9]

Note n/r (Not Reportable) — Represents cell sizeictgin of unweighted count < 50.

Cl = confidence interval. Adapted from “Child Asth Status by State, County, BRFSS Age
Group, DOH Race-Ethnicity, Gender, County-CommuritpH Race-Ethnicity, Education
Level, Employment Status (Grouped), Household Inedisiand, Marital Status (Grouped),
Poverty Level, for the Year(s) - 2005, 2006, 20@0008”, by Department of Health, 2010,
Hawaii Health Data Warehousp, 6 - 7.

Table A3

Child Current Asthma Status by Race-Ethnicity fea’¥2006

Ethnicity Number % 95% Cl
Caucasian 14,027 12.4 [8.7, 16.1]
Hawaiian 11,287 17.8 [12.6, 23.1]
Chinese 2,703 14.6 [6.4, 22.9]
Filipino 7,303 9.0 [5.1, 12.9]
Japanese 7,334 12.4 [7.4, 17.6]

Note CI = confidence interval. Adapted from “Child#ma Status by State, County, BRFSS
Age Group, DOH Race-Ethnicity, Gender, County-Comityy DOH Race-Ethnicity, Education
Level, Employment Status (Grouped), Household Ingdsiand, Marital Status (Grouped),
Poverty Level, for the Year(s) -2005, 2006, 20000, by Department of Health, 20l8awaii
Health Data Warehous@, 20 — 21.
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Table A4.

Child Current Asthma Status by Race-Ethnicity fea®¥2007

Ethnicity Number % Cl 95%
Caucasian 13,419 11.7 8.2-15.2
Hawaiian 9,520 15.0 10.2-19.7
Chinese 739 4.4 .0-10.2
Filipino 12,222 14.7 9.1-20.3
Japanese 7,611 12.4 8.0-16.8

Note CI = confidence interval. Adapted from “Childt#hma Status by State, County, BRFSS
Age Group, DOH Race-Ethnicity, Gender, County-Comityl DOH Race-Ethnicity, Education
Level, Employment Status (Grouped), Household Inedisiand, Marital Status (Grouped),
Poverty Level, for the Year(s) -2005, 2006, 2000&, by Department of Health, 2018awaii
Health Data Warehous@, 34-35.

Table A5

Child Current Asthma Status by Race-Ethnicity fea’y2008

Ethnicity Number % Cl 95%
Caucasian 15,983 13.3 9.9-16.7
Hawaiian 12,591 17.1 11.6-22.6
Chinese 3,306 13.8 5.8-21.9
Filipino 7,683 11.3 6.2-16.4
Japanese 7,903 11.5 6.8-16.1

Note CIl = confidence interval. Adapted from “Childt#hma Status by State, County, BRFSS
Age Group, DOH Race-Ethnicity, Gender, County-Comitys DOH Race-Ethnicity, Education
Level, Employment Status (Grouped), Household Inedisiand, Marital Status (Grouped),
Poverty Level, for the Year(s) -2005, 2006, 2000&, by Department of Health, 2018awaii
Health Data Warehouse, 48 - 49.
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Appendix B

Native Hawaiian Worldview and Cultural Considerations

There are numerous traditional concepts that musinidlerstood when considering health
and iliness for the Native Hawaiian (Cook, 200Hgalth in the Hawaiian culture is more than a
state of being healthy. Health is defined in theaept of bla: life; a way of living; to be alive”
(Chun, 2008b, p. 36). Both Native Hawaiian died antive lifestyle are inseparable frdola”
(Chun, 2008b, p. 36). Healing was traditionallgdxh on identifying the cause of the illness and
involved the “whole body and mind and everythinguard you holistically” including family
relationships (Chun, 2008b, p. 18). Six fundamlangaitional sustaining concepts, including
pono, mana,dkahi, malama, kokuaandkuleana are defined below:
» Ponorefers to what is good, right, proper, fair, anorah (Pukui & Elbert,
1986) as well as “achieving balance or harmonyoafyh mind, and spirit”
(Oneha, 2001, p. 305). “Honoexists, health is maintained” (Oneha, 2001, p.
305).
* Manais spiritual power and authority (Pukui & Elberg86). “The flow of
energy that keeps relationshipsno (balanced, right, and proper)msana
When there is ill health, anger, discomfort, cesponsibility, there is a loss
of ponoand a loss afhana” (Oneha, 2001, p 307). The flow of energy,
mang can be restored through various resources phatiguelated to a safe
place, specific land areasif\a), prayers, and/or rituals. Through the
renewed flow of energy, livingonocan be regained (Oneha, 2001).
» Lokahiis unity, agreemenaccord, unison, and harmony (Pukui & Elbert,

1986).
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* Malamais to take care of, tend, preserve, and protadt(iP& Elbert, 1986).

* Kokuameans to help, aid, and provide assistance (Puliib&rt, 1986).

» Kuleanarefers to concern and responsibility, area of I@hekui & Elbert,
1986)

Chun (2008) explains sickness as the oppositelaf ‘and identified the following five
forms of iliness: “true” sickness such as a colaygical injury; illness caused by revenge; family
problems; condition related to and only known t@ féamily such as genetic, psychological, or
psychosomatic illnesse¥«ahuna lap&au (traditional healers) developed a formula of medit
herbs, used spiritual methods to ward off eviligpiand initiated physical and spiritual
cleansing to promote harmony and healing (Chung;1B8auss, 2001).

Native Hawaiians are traditionally a spiritual pEopThey offered chants and prayers to
gods, family aumakua(spiritual protector), or to the Christian Godcionjunction with herbal
remedies (Kamakau, 1991; Pukui, et al., 19Manais lost through iliness. But spirituadana
may be restored by prayers and chants (Chun, 2008b)

Elders such as Aunty Machaddpanilomi (Hawaiian therapeutic massage) healer,
reiterates that healing comes from God and th&itiomship with the spirits (Harden, 1999).
The healers and their particular instrument, siscplants or massaging hands, are only the
channel through which supernatural energy flowsdeia, 1999; Kaholokula, et al., 2008). In
other words, it is God who heals.

Ho'oponoponas the ancient Hawaiian method of problem sohandg maintaining
peaceful relationships. It is accomplished by gatty all family members to frankly discuss

matters that are contributing to a sense of disbet@een individuals and, thus, the family
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(Hiura & Engebretson, 1999). Pukui described thpdrtance oho oponoponas the key to
healing as follows:

My people believed that the taking of medicine whbttle help without first removing

any and all mental obstructions. When a problemseim the family affecting an

individual or the group as a whole, every membdhefimmediate family turned to the
ho' oponopono Every one of us searched our hearts for any feslthgs of one against
the other and did some thorough mental house ¢lganiVe forgave and were forgiven,
thrashing out every grudge, peeve or sentiment grasn It this way, we became a very

closely bound family unit (Chun, 2009, p. 4).

The ‘ohana(family, kinship)is one of the most important concepts in the Haamali
culture because it explains traditional Hawaiiaerpersonal relationships (Pukui, et al., 1972).
When one member was ill in the family, assigned bensiwould care for the ill person
(malama), and the family eldek(pung or healer Kahung would offer prayers and prescribe
healing remedies (Handy & Pukui, 1950; Kamakau1)99 hus thedhanacared (nalama) for

their own members and did not resort to healersideiof their bhanaor clan.

In Hawaiian tradition, the taro plarkglo) is known as the metaphor that illustrates the
importance of the family ¢ghana)to provide strength and stability to the individudlhe family
heritage is equated to the root of the taro pl@dep family roots are comprised of genealogy,
homeland, roles, relationships, values, beliefd, arstoms (Rezentes, 1996). The taro metaphor
expands to describe the relationship of childreaftshoots or branches of the taro plaoitd).

The children Kamali‘i) derive their stability and strength from tkedo roots which are
comprised of their parentegkua), elders kizpung, ancestors §umikua), and greater GoKe

Akug (Handy & Pukui, 1998; Rezentes, 1996).
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The Hawaiian family promoted an affiliative or “wgfoup orientation and mutual caring
or help kokua)that was more concerned about the group thamtheidual (H. McCubbin, et

al., 1993). Children were taught skills that béeefthe entire family.

Native Hawaiians experience a “sense of place aatthi through the concept of
kuleana(Oneha, 2001, p. 308). For Native Hawaiians rthega of land or place is known as
their kuleanawhich they take care ofmglama) in a heartfelt manner of responsibility for
themselves and theiohana. The place where they liveyleana)is considered their “anchor”

that will be given to the next generation as adgg®neha, 2001).

Indigenous people including Native Hawaiians possegient wisdom, enduring
tradition, and reassuring belief systems (Cook,120Qanguage is believed to have power
(mang, therefore, speaking words and phrases not anyeyed knowledge but also spiritual
energy (Commisssion, 1983). It should be undedstbat the transfer of knowledge from elder
or teacher to pupil involved transferenceradng thus elevating this connection to a realm
higher than the conventional teacher-pupil relaiop (Pukui, et al., 1972).

Chun (2006) explained Native Hawaiian educatioraditions as receiving and giving
knowledge between members of tbbang mutual dependency, relationship and belonging
within the community (Chun, 2006a). And respecttf® teacher is a paramount feature in the
relationship between teacher and learner (Hard299)1

Traditional Hawaiian teaching methods include obston; listening to verbal
instruction; reflection and memorization; perforgithhe task; questioning or verbal feedback.
Indigenous people transfer knowledge through thétaadition interlocked by relationships

between concepts (Kana‘iaupuni, 2005).
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Appendix C
Historical Context

The modern, Native Hawaiian experience of traumraased in exploitation and betrayal
by foreigners (Blaisdell, 1982; Kame'eleihiwa, 19B2zentes, 1996; Silva, 2004). This
historical trauma may affect their outlook on tlealing practices that are promulgated by
foreigners kaole (Bushnell, 1993). Historical negativity is expsed by the Hawaiian term
kaumahawhich means heavy, and figuratively implies besag, wretched, dismal, downcast,
and troubled (Pukui & Elbert, 1986). Thieatimahasyndrome” is rooted in collective sadness
and moral outrage felt by many Hawaiians” (Rezerité96, p. 37).

A trauma-induced negativity stems from the foraidgmination that resulted in loss of
land ownership ¢ina), devastating infectious diseases, eventual onestlof the Hawaiian
monarchy in 1893, and annexation to the UnitedeStat 1898 (Commission, 1983;
Kame‘eleihiwa, 1992; McDermott et al., 1980). Wesers’ expanding influence in Hawai'i
during the nineteenth century slowly dictated a wéway of life that included a ban against
Hawaiian religion, prohibitions on speaking or wiif the Hawaiian language in schools and
businesses, promotion of a cash base economyhanohplementation of Western style
education and land ownership (Hoomanawanui, 20@4ndeleihiwa, 1992; Silva, 2004).

Kana‘iaupuni (2005) of Kamehameha Schools explathatdwhen the missionaries and
other foreigners came to Hawai'‘i, they instituted Western educational model of a single
teacher instructing a number of pupils housed m @mysical location. This new system altered
the traditional Hawaiian educational arrangemeriaiwofily members instructing children how to
perform practical skills and understand family cgpts in the home and natural settings (Chun,

2006a). Royal children, too, were gathered andliarin the Chiefs’ Children School to be
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taught how to read and write English, as well astéfa religious and cultural matters (Irwin,
1960; Kamakau, 1992).

Theali‘i (royalty) embraced the notion of written languageught by the foreign
adventurers, traders, and later missionaries, ppdiated readers and tutors to learn how to read
and write the Hawaiian language because they redalek written language as having the same
manaor power as the spoken word (Chun, 2006a; Kaneh@8®9). Eighty books written in
Hawaiian were published between 1824-1846 as wdlmumber of newspapers (Chun, 2006a).
By 1839, the entire Bible was written in the Hawailanguage (Chun, 2006a).

The decline of the populace and changes in pdliticeninance led to the overthrow of
the Hawaiian monarchy in 1893 and annexation tdJhiéed States in 1896 (Kanahele, 1986;
Kanehele, 1999). During this period of changeyrsirinitiatives were made by foreigners to
“Americanize” Native Hawaiians. The prohibition thle Hawaiian language in the schools in
1896 contributed to the erosion of culture andideabf the high literacy rate among the Native
Hawaiian people (Kana‘iaupuni, et al., 2005).

The diminishing numbers of pure-blooded Hawaiiamstionues to be a source of sadness
for this indigenous people (L. McCubbin & Marselk®09). Historical records document the
population to have been at least 300,000 in 177&wv@aptain Cook arrived at the Hawaiian
archipelago (Blaisdell, 1982). Native Hawaiiangaviighly susceptible to infectious diseases
such as measles, smallpox, influenza, and leprosyed as venereal diseases (Consortium,
1985). Low birth rates due to venereal diseaskepaior nutrition compounded the diminishing
population problem (Blaisdell, 1982). The popwathad been drastically reduced to 40,000 by
1898 at the time of the overthrow of the Hawaiiaonarchy (Blaisdell, 1982). This means that

85% of the indigenous population had died withi@ ¥@ars of foreign contact.
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Native Hawaiians have poor health today and “camsito die at younger ages than other
Hawai‘i residents of other ethnic groups” (D. JobmsOyama, LeMarchand, & Wilkens, 2004,
p. 120). They have a higher prevalence of hypsiten type 2 diabetes, obesity, and asthma (D.
Johnson, et al., 2004; Look, et al., 2008). P@aith behaviors such as smoking, drinking
alcohol, and using illicit drugs continue to besefious concern (D. Johnson, et al., 2004;
Kana‘iaupuni, et al., 2005). There are about 500@-blooded Hawaiians (those of 100%
Hawaiian blood quantum) living today (L. McCubbinMarsella, 2009, p. 375). McCubbins
and Marsella (2009) believe that in 2050, theré mallonger be pure-blooded Hawaiians.

Many Native Hawaiians experience pain and angercpéarly related to the loss of their
land (‘zina) and former system of livelihood (Silva, 2004)atNe Hawaiian families with
children today “have the lowest mean income ($55)88sus the statewide average of $66,413)
and the highest poverty rates (18.3% versus 11t38évede) among the major ethnic groups in
the state” (Ledward, 2010, p. 6). Poverty is higheural areas of Moloka‘i and eastern areas of
the Big Island, where there is also a high conegiotn of Native Hawaiians (Ledward, 2010).
Almost one-third (32.4%) of the Native Hawaiianldren on the Leeward coast of O‘ahu live in
poverty (Ledward, 2010).

Native Hawaiians are striving to move the Unitedt& government to restore the rights
of their sovereign nation through the Akaka BHowever, setbacks repeatedly occur which

may be further demoralizing to many Native Hawasian
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Appendix D
La'au lapdau (Herbal Medicines)

Botanically Based Interventions for Asthma:
Effectiveness & Safety of Traditional Native Hawaian Herbal Medicines

Hawaiian Name Preparation Therapeutic Actions, Safety, Side
Genus & Species Effects
Common Name
1. Aali‘i Tips froma‘ali‘i branches may | Unknowr
Dodonaea dried & smoked. This treatment
viscosa should not be used too often fo
asthma because it tends to make
some patients mildly intoxicated.
Chewing the fresh sticky tips of
a‘ali‘i as a medicine for asthma
may produce much the same
effect (McBride, 1975, p. 78).
2. ‘ahing-‘ahine | For asthma make a tea of thivery Unknowr
Artemisia australis leaves of thedhina-‘ahinathat
O‘ahu wormwood have been pounded. Drink five
times a day (Gutmanis, 1976, p
49).
3. ‘ilima The root bark, mixed with tr Unknowr
Sida fallax flowers, was used for asthma.
(Krauss, 1981, 9-10)
4. ki(ti) A liquid made by grinding up Unknowr
Cordyline terminaliqL.) mixture of ti flowers & young
Kunth leaves, & other plants, was usef
ti for asthma. (Krauss, 1981, pp.
15-16)
5. ka'okc'olau (Krauss, 1981 pp.21-22) Unknowr
Bidens waianaiensis
6. Kukui The bark was used for asthn Unknowr
Aleurites moluccana (Krauss, 1981, pp. 25-26)
Candlenut
7. mai‘a Ripe fruit used for asthm(Krauss, Unknowr
Musa paradisiacad. 1981, pp. 31-32)
Banana
8. Niu Unknowr Unknowr
Cocos nuciferd
coconut
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9. Noni
Morinda citrifolia
Indian mulberry

Juice, te

Laboratory studies indicated tt
Tahitian Noni® juice (TNJ) may
have greater antioxidant activity|
than some commonly used
antioxidants. No confirmation
regarding treatment of asthma
(NationalStandard, 2009).

10. Pale-piwa
Eucalyptus sp.
Eucalyptus leaves o
oil (80+)

“When you have an attack of asth
(hana) get either the bark or oil
of the eucalyptus. Put in boiling
water and inhale the steam.”
(Gutmanis, 1976, p. 84)

r

Further research is needed to cont
anti-inflammatory and mucolytic
activity before this agent can be
recommended in upper and low
airway diseases.

Severe side effects have been
reported in children after small
doses of eucalyptus have been
taken by mouth or applied to thg
skin. Eucalyptus is not
recommended for use by infants
and young children, especially
near the face and nose (Nationg
Standard, 2009a).

11. Pépolc
Solanum nigrunt..
Black nightshade

Unknowr

Unknowr

12. Pue-kala
Argemone glauca

Prickly poppy

Get the flower of thipue-kala, a
white flower. If the flower leang
upland, do not get it. If it stands
straight up, get it. The Hawaiia
pua-kalais not very thorny.
When you get it, pound it soft,
add the proper amount of water,
and pour (strain). Pray. Drink i
The phlegm comes out. From
Na-luahine Ka-‘opua
(Gutmanis, 1976, p. 49)

D

N

Use the beach or prickly poppy that
stands upright. Pull it out. And
mix with mau‘u kukae pua‘a
grass, one or two thumb and
forefinger bunches, the end of
two hala keys, twenty-fivekukui
nuts. From Mrs. Kelly of Hilo.
(Gutmanis, 1976 , p. 49)

No confirmation usefulness f

asthma. Contrarily, may worsen
symptoms of asthma (National
Standard, 2009b)
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13. Puapilipili Sun died leaves are used { Unknowr
Desmodium treatment of asthma. The leaves
sandwicense are crushed in the hands to
Spanish or chili granulate them & then smoked |n
clover a pipe several times a day.
(McBride, 1975, p. 78)
14 ‘uala Unknowr Unknowr
Ipomoea batatafl..)
Poir
Sweet potato
15. ‘uhé-loa or hi*a- | The roots, leaves, buds & flowe Unknowr

loa
Waltheria indicalL.

Remove the bark from arhaloa

Amaumatuea is madefrom the dried

were used, with other plants, for

chronic cases of asthma. All th
plants were pounded together,
the juices pressed out, & liquid

strained. Then the strained juice

was heated. This liquid was
taken every morning for 5 days.
(Krauss, 1981, pp. 47-48)

root, apopoloroot & anolapa
root. Pound or grind these
together with a piece of young
koa bark, about 4 inches long b
one. Splint a joint oko & grind

it into the mixture. Mash one
smallnonifruit & stir it in. When
all ingredients are thoroughly
mixed, squeeze out the juice &

strain it. A tablespoon should be

taken each morning for 5 days,
followed by a tea made from
amaumau(McBride, 1975, p.
77)

pith of the fern, ground to a
powder. About a tsp of the
powder is put into a pan
containing 2 cups of water. This
is boiled &stirred well. Let cool
Strain it through a cloth & drink
while it is still warm. (McBride,
1975, pp. 77-78)

%)

D

174
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16. Flaxsee
Seeds of flax:
Linum usitatissimum

Purchase whole flaxseed. Boil it,
use 3 tablespoon 3 a times day
After boiling, add one tablespodg
of honey & one teaspoon of
medicinal glycerin. Putitinto a
bottle & take it 3 times a day. |t
is good for colds, coughs,
asthma, & flu. From a Mormon
elder. (Gutmanis, 1976, p. 84)

n

Unknowr

Omega-3 fats can help reduce the
inflammation that is a significant
factor in conditions such as
asthma, osteoarthritis, rheumatg
arthritis, migraine headaches, ahd
osteoporosis.

17. Indian ipeca
Tylophora indica
Tylophora
asthmatica

Chew leave(Spencer & Jacob
1999)

Treat respiratory disorder, mucc
accumulation.

Alcohol extract produced complete t
moderate relief of asthma
symptoms.

18. Ginger.Zingiber

1 gm of peeled rhizome of ging

Respiratory disorde

officinale plus 4 whole black peppers
chewed daily, along with neem
and turmeric (Cooper &
Yamaguchi, 2004)
19. Vasaki Smoked in cigarettes for asthme Source of bromhexine & ambroxol.

Or Malabar nut tree.
Adhatoda vasica

tuberculosis.

mucoregulating drugs used in
Europe.
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Appendix E
Asthma Initiatives and Programs in Hawali'i

In Hawai‘i a number of initiatives, studies andeintention projects have been conducted
to address the asthma needs of the State of Hawdig® DOH established the Hawai‘i State
Asthma Control Program (HSACP) in September 2082nandated and funded by the CDC to
carry out the national aim of addressing the hajhs of morbidity and mortality of asthma. The
HSACP focuses on alleviating the burden of asthmthe communities, collecting data and
planning policy, providing links to community resoas to work collaboratively, and engaging

in intervention programs (DOH, 2011b).

Through the HSCAP leadership, the Hawaii Asthmadtive was organized to promote
collaboration among public and private agenciesrder to increase the impact of their efforts
through a combined focus on asthma activities (D204,1b). One major outcome of the
Hawaii Asthma Initiative was the publication of tHawaii Asthma Plan 2006-2010, which
served to improve the surveillance of asthma (atallse), increase the understanding of the
burden of asthma, identify gaps in services, dgvalmore effective health care system, and
decrease pollution (DOH, 2011). The Hawaii AstHphan will be updated in 2011 to develop a
strategic plan for the next 5 years (DOH, 2011Db).

The Childhood Rural Asthma Project (CRA Projeaipded by CDC through the DOH,
encourages community health centers (CHC) to linensunity health workers to go into the
homes of underserved asthmatic patients and famdigive in-home asthma education
particularly focused on eliminating triggers in th@me environment (DOH, 2010b). The three
CHC engaged in the CRA Project currentlyWaianae Coast Comprehensive Health Center,

Ko‘olauloa Community Health and Wellness Cented ®West Hawaii Community Health
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Center. Additional funding will be required by teed of 2011 in order for this project to

continue.

Emergency rooms in Hawai‘i have also engaged iiveleéhg educational programs in an
attempt to decrease asthma-related emergency rsis1 (Boychuk, DeMesa, et al., 2006). The
Hawaii Child Asthma Research to Elevate StanddCddES) program provided asthma
education to patient and family members in four my@ecy room departments on O‘ahu
(Boychuk, DeMesa, et al., 2006). Multidisciplinasnergency room staff, including physicians
and nurses, gave asthma care instructions to tlenpand family members utilizing a number
of strategies such as face-to-face discussions, £)¥isual model of the chest, and distributing
a written asthma action plan (Boychuk, DeMesal.e806). Follow-up telephone calls were
made to families 3 weeks and 3 months after the@eney room visit. Additionally, contact
was made with the primary care provider to dis¢bhsdntervention conducted. The results of
this intervention study were positive, as demomsttdy the increased written asthma action
plans possessed by persistent asthma patienteeneased use of controller medication
(Boychuk, DeMesa, et al., 2006).

The American Lung Association in Hawai‘i has brawéfices on O‘ahu, Maui, and the
Island of Hawai'‘i (also known as the Big Islandfasffers services to the entire state. Its
services include providing nationally designed prmtiuced educational materials and
organizing asthma camps for school age childrdeam about self management of asthma. The
Open Airway for Schools Program, is an in-schoaicadion program led by volunteer asthma
educators to 800 children statewide (ALA, 2010,P20IMost recently, the Office of Hawaiian
Affairs (OHA) awarded a grant of $28,843 to the Aioan Lung Association of Hawai'i for its

Maopopo Oli HandUnderstanding Asthmarogram. This is a three-part asthma education
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program specifically for Native Hawaiians/Part Héeuas on the islands of O‘ahu, Maui and Big
Island involving school age children with asthnmehl personnel and parents (ALA, 2011).
The Waianae Coast Comprehensive Health Center (WO @Hbted a community-based
asthma management program to reduce inappropridéai utilization, such as emergency
room visits, and improve the quality of life forilkclien with asthma (Chan, et al., 2002).
WCCHC is the largest medical service provider toiwaHawaiians in the State. In 2000, 806
children under the age of 14 were treated for agth8eventy-four percent of the children had
Medicaid insurance or were uninsured. The integrabmmunity-based asthma management
project identified children with asthma to ensurattthey received coordinated medical services,
and sent community health workers to offer heattincation, self management skills and
instruction for environmental change to familieshe home. More effective asthma control was
achieved as evidenced by the decrease in emergedoyutpatient visits and fewer reported

daytime and nighttime symptoms (Chan, et al., 2002)

HANOCARE, an asthma management program of the Qué&#rysician Group, began
its work in 1998, to familiarize physicians abdu tNational Heart, Lung, and Blood Institute
treatment guidelines and offer continuous updatedioal education regarding asthma
management (Chan, et al., 2002). It also offestept education and pulmonary functioning

testing of high school seniors statewide.
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The Windward O‘ahu Asthma Coalition (WOAC) was esithed in 1999 to improve the
health of asthmatic school age children livingamenunities in this region (Chan, et al., 2002).
The WOAC volunteers participated in health faird aopplied experts to speak about asthma in

various forums.

Partners Against Asthma (PAA) was organized in Z2@0drder to improve health
outcomes of children with asthma through the effoftfour work teams. These efforts included
developing educational materials, educational agtiedata collection, evaluation, and training

(Chan, et al., 2002). Emphasis was focused opdbeand children of Hawaiian ethnicity.

Alu Like, Inc., through OHA grant funding, offertderly Native Hawaiians self-help
regarding chronic illness management such as asthsupport groups led by eldefgipung
(Alu Like, 2011). This particular program does imotolve parents or the care of children with
asthma.

Three main concerns regarding intervention programtsNative Hawaiian parents need
to be addressed. First, there is a lack of sw@plgoing intervention and educational programs
throughout the State. Availability of programsctiuates based on obtainable funding and
participation of active leaders and volunteers.e®pirways, an American Lung Association
school-based educational program, has receiveduedsg recently and will be decreasing the
number of school contacts. CARES, HANOCARE, PAAd &Vindward O‘ahu Asthma
Coalition are no longer providing asthma serviceoeding to G. Kishaba, DOH Asthma
Specialist (personal communication, March 31, 20T)e Childhood Rural Asthma Project
(CRA Project) funding will end in 2011 so additibfianding is required for services to

continue.
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A second concern relates to the design of interoemirograms and attention to culture
(Brim, et al., 2008). Although programs such aRRES, WCCHC pilot intervention program,
and American Lung AssociationMaopopo Oli Hanautilize culturally appropriate methods, the
specific strategies have not been described iratitee (ALA, 2011; Boychuk, DeMesa, et al.,
2006; Chan, et al., 2002). The WCCHC reporteditinesy modified the NAEPPA guidelines to
be culturally sensitive but the modifications anspecified in literature (Beckham, Kaahaaina,
Voloch, & Washburn, 2004; Burns & Grove, 2011).

The third concern is the insufficient availableddture regarding Native Hawaiian
parents’ perspective of asthma care. The mosblegand comprehensive report regarding
Native Hawaiian parents’ perception of barriers tauiitators to asthma care was completed in
2004. The Family Perspectives of Asthma Projeteseas an exemplar for community
participatory research involving Native Hawaiiamfies and community members (Tse &
Palakiko, 2006). The Native Hawaiian Health Cayst&m:Ke Ola Mamelsland of O‘ahu and
Hui Malama Ola Nz ‘Oiwi-Island of Hawai‘i, and the Department of Pediatridniversity of
Hawai‘i conducted an in-depth study to understdnreditarriers to asthma care for Native
Hawaiians. Research participants were Native Hawahildren with asthma, their parents and
siblings; community representatives, and traditi@ma Western health care providers. They
completed surveys and/or participated in intervéessions.

The results of the study included the followinggraal themes regarding asthma care:
high reliance on nebulizer and inhaler; reliancegbwsician’s approval; hyper-vigilant, expects
young children to comply with treatment; expectesldhild to tell parent if there are problems;
asthma perceived as unifying factor for some fasiind for others asthma considered divisive;

not aware of the seriousness of the disease; usamiaan the asthmatic child was having
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difficulty with illness (Tse & Palakiko, 2004). €Hindings of the research project have
reportedly been distributed to community organ@adiin order to facilitate the design of

effective, culturally-based, and family-centerethasa care programs.
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Appendix F
Uncertainty in lliness Theory

Uncertainty is defined by Mishel (1997) as “thegmar's inability to determine the
meaning of iliness-related events” (p.4). It sognitive state that occurs when a person is
unable to “structure or categorize an event duelézk of sufficient cues” (Mishel, 1997, p. 4).
The person is unable to assign value to objectve@nts and unable to predict the outcome
(Mishel, 1997).The concept of interest is uncertainty. In theedls experience, uncertainty has
four forms: (a) ambiguity concerning the statehef tliness, (b) complexity regarding treatment
and system of care, (c) lack of information abbetdiagnosis and seriousness of the iliness, and
(d) unpredictability of the course of the diseaspr&gnosis. This study is concerned about the
uncertainty experience Native Hawaiian parents hese regarding asthma care. What aspects

of asthma care are unclear, hazy, imprecise owusamng?

Mishel is the foremost researcher of the concepincertainty and developed a middle-
range nursing theory of uncertainty, Uncertaintyllimess Theory (UIT), that “explains how
persons construct meaning for iliness events” (Blisk988, p. 225). There are four stages in the
model: (a) antecedents generating uncertaintyggpjaisal of uncertainty as a danger
(inference) or opportunity (illusion); (c) copinffats to reduce uncertainty or to maintain
uncertainty depending on the perception of the tairey event; and (d) state of adaptation. A

schematic diagram of the Perceived UIT is founBigure 1.

The Stimuli Frame consists of the disease symptomdsmedical treatment from the
patients’ perspective and operates as the foreambstedent to uncertainty. Cognitive

Capacities is explained as the patients’ abilitpriocess information and is affected by their
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general cognitive abilities as well as external emernal processes associated with their

illnesses or treatment (Mishel, 1988, 1990; Mish&raden 1988).

Structure Providers consist of credible authostgial support, and patient education
(Mishel, 1988, 1990). Credible authority is essdrib ascribe meaning to the symptoms,
forecast prognosis, and recommend treatment. ISagiport supplies the patient with feedback
and interpretation of events. Often social suppbares and affirms the patient’s beliefs
concerning the illness and also provides esses#i@ices such as transportation and chores.
Social support thus lends predictability and cdesisy to a patient’s life circumstance. A
patient’s educational level and health educatipnagram have been found to be significant
factors in the experience of uncertainty. Struetaroviders may significantly modulate the

uncertainty experience for the patient.

Once an illness event is encountered and unceytaigixperienced, the person decides
(appraisal) whether the event is one of dangeei@nfce) or opportunity (illusion). Then, coping
efforts to reduce uncertainty or to maintain uraety, depending on the perception of the
uncertainty event, are undertaken. Finally, eesthtadaptation/maladaptationashieved

(Mishel 1988, 1990).
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Appendix G
Measurements of Uncertainty

The Mishel Uncertainty in lllness Scale (MUIS) wihe only instrument discovered in
the literature review that measures uncertaintggieed during illness (Mishel, 1997). The
original scale was developed in 1980 to quantigygkperience of uncertainty in hospitalized
adult patients, with specific reference to thelatienships with hospital staff and medical
treatment (Mishel, 1981). The (MUIS) was laterised and updated in 1997 as the Mishel
Uncertainty in lliness Scale for Adults (MUIS-A) {8hel, 1997). The instrument is a 5 point
Likert-format scale which measures a person’s egpee from “strongly disagree” to “strongly
agree” (Mishel, 1997). The MUIS-A contains 32 igedivided into four factor categories:
ambiguity, complexity, inconsistency, and unprealdity (Mishel, 1997).

Subsequently, the Uncertainty in lliness Scale (BHA)) has been revised into several
versions to meet the needs of different patienufagns. The MUIS-C is a community form
that was designed to be used for the chronicdligdividual or family member at home (Mishel,
1997). A separate scale measuring the parentgrtamsty experience concerning their ill
children is entitled Parents’ Perception of Undattain lliness (PPUS) (Mishel, 1997). The
PPUS contains 31 items categorized into four factambiguity, lack of clarity, lack of
information, and unpredictability (Mishel, 1997)he PPUS was later revised (PPUS-FM) to
evaluate the degree of uncertainty that any famaynber, such as a spouse or relative, has for
an ill family member (Mishel, 1997).

According to Mishel (1997), normative data haverbestablished for all four versions of
the Uncertainty in lliness Scales: MUIS-A, MUIS#RUS, and PPUS-FM. The MUIS variants

have been translated into a number of languagédsasiBwedish, German, Korean, Hebrew,
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Mandarin, Cantonese, Arabic, Spanish, Greek and(Mishel, 1997). Research is now being
conducted using these translated scales.

The Uncertainty in lllness Scales Manual lists ta6tributing researchers who have
used the various MUIS scales for a number of camttsuch as abdominal aneuryms, asthma,
back pain, breast cancer, prostate cancer, lungecadlV disease, myocardial infarction, cystic
fibrosis, irritable bowel syndrome, infectious dises in acutely ill children, and spina bifida,
(Mishel, 1997). One instance of MUIS use is reldtea study of treatment modalities for
adolescents with scoliosis. The MUIS was selertetis quantitative correlation design to
examine the relationship of uncertainty, socialpgrf and psychological distress among
patients with polio (Neville, 2003). Separate instents were used to measure social support
and psychological distress. There was a “postoreelation between levels of uncertainty and

psychological distress” (Neville, 2003, p. 212).
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Focus Group Questions
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Questior Probe Question: Cultural Focus Uncertainty in
Perspective, Group lliness Theory
Language, Process
Value Constructs
1. When did it a. How did you knov | Mo‘olelo Broad Stimuli Frame
(illness/asthma) start? | that your child had (History) Question . _
asthma? History of illness
2.Whatdo youdoto |a.Whadoyoudotc | Malama(care | In-depth Stimuli Frame
care for your child help your child for) Question
with asthma? every day and Treatment, home
during illness? Kuleana management,
o recognition of signs
(Responsibility) and symptoms
3. What things have Kakue In-depth Structure Provide
made it easier for Question _ _
you as a parent (He!p, Cregllble Authority,
caring for your assistance) Social Support,
child with Education
asthma?
4. What things have a.What kind of Pilikia In-depth Structure Provide
made it harder for you trouble pilikia) do Question _ .
as a parent? you have taking (Trguble, Crecﬁble Authority,
care of your child difficulty) Social $upport,
with asthma? Education
5. What is it like for a. What is it like to br | Makua (parent | In-depth Appraisal of
you as a parent makuafor yourkeiki? . ~ | Question | Uncertainty
taking care of Malama keiki oo
' , oping
your child? (Caring for
your child) Adaptation
6. How do you manage Makua (parent | In-depth Copinc
caring for your Question _
child with Kuleana Adaptation

asthma?

(responsibility)
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7. How has your
Hawaiian culture
influenced you in
the care of your
child?

a. What healing

practices have yotu
learned from your
elders kipung
that you use for
your child with
asthma?

Teachings o
kapuna

CAM use

In-depth
Question

Influence of culture
Contextual stimuli

Credible authority

8. What matters most

to you as a parent

about this illness
or treatment?

a. Please share yo

mana‘o
(thought/opinion)
with us about
caring for your
child with asthma.

Mang'o

(Opinion,
thoughts,
wisdom)

Wrap up
question.

Priority conern—
What is most
important?

Stimuli Frame
Structural Provider

Appraisal of
Uncertainty

Coping

Adaptation
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Appendix |
Demographic Survey

‘Ohana(Family Information)
Please help us by getting to know you by answetiegollowing questions:
1. Number of years experience caring for your chilthveisthma? Circle answer.
Less than 1 year
More than 1 year

Participant’s First Name:

Child’s First Name (First child with asthma in ydamily)

What position in the family is this child with asta? (Example: oldest child, middle
child, youngest child)

2. How long has your child had asthma? arsye

3. Age of child with asthma

4. Gender of child with asthma: Circle Male Female

5. Age of parent

6. Gender of parent: Circle Male Female
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7. Highest education grade of parent. Circle besivans

9" grade — 18 grade — 11 grade — 1% grade — GED

1 year of college — 2 years of college — Degree

3 years of college — 4 years of college — Degree

5 years of college - 6 years of college — Degree

8. Name of high school you attended

9. Occupation/Work of parent

10. Ahupua‘aor Home Community name

11.Social Support Ghana; kkkug. Who do you consider your social supportardnato
help you take care of your childExample: mother, cousihgnai sister, friend.

12.What kind of help okskuado they offer for you and your child with asthma?

13.Health Care Provider (docteghuna/kupuna/kumuName or Clinic

14.Health insurance (yes / no): Circle. Yes No

15. Are there other children in your family with astit& es No

If yes, how many other children with asthma argaar family?

16. Any comments or questions?

Mahalo!
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Appendix J
Data Collection Protocol

UNIVERSITYOF HAWAI'l atM ANOA
School of Nursing and Dental Hygiene
Department of Nursing
2528 McCarthy Mall, Webster Hall
Honolulu, HI 96822

TITLE OF STUDY :

An exploratory study: Native Hawaiian parents’ pexgtive and experience caring for their
children with asthma.

RESEARCH TEAM MEMBERS

Principal Investigator (Pl): May Kealoha. Moderato

Research Assistant (RA): To be determined. Coraplehrollment procedure (Demographic
Survey, Informed Consent, Copy of Informed Conskngntive, and Receipt of Incentive),
Note taker, clerical assistant, and in charge df@uecording.

Professional Transcriptionist: To be determinedan§cribe audio recording verbatim.

STEPS

ONE MONTH BEFORE FOCUS GROUP DISCUSSION:

* Pl will reserve focus group site(s).

* Pl to meet with RA to review focus group procedwaed RA’s assignments.

* RA will begin to prepare the research packet. BHsearch packet should
include: participant letter, research informed @mdorm, participant
demographic survey, thank you participation envesgparticipant incentive
form (receipt of $50 by participant), list of paipants, name tents for
participant, participant name tags, research temmertags, and site flyers.

* Flyer with information about the study will havedmecompleted.
Information to include purpose of study, focus gralates, times, and
location, confidentiality assurances, and honorariu

ONE WEEK BEFORE FOCUS GROUP DISCUSSION
* Pl to meet with RA to review focus group proceduf&’s assignments.
* RAto place completed research packets into loskecge in PI’s office.

DAY OF FOCUS GROUP SESSION:
* Research team arrives for site visit at least taarfr ahead to SET UP and
PREPARE. RA: Hospitality table set up with refresnts. Arrange seating.
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* The RA is responsible for obtaining the eligibiltsiteria, research informed
consent form, and demographic survey from eachcgaant before the start
of the focus group. This takes approximately 1@3oninutes for each
participant.

» After the research informed consents and partitcigamographic surveys
have been signed and/or filled out, RA1 will asktipgpants to sign for
receipt of the $50.00 honorarium.

* RA Note taker fills out the Participant List formhich includes code
number, participant name, and comments.

* RA should have NAME TAGS for research team andig@pents. If tables
are used, participants should have NAME TENTS witir names.

» Pl to ask participants to sit in a circle.

* RA Note taker turns on two recorders and signalsiédator to Start.

* RA Note taker makes a diagram of the sitting areamgnt and assigns a code
number to participant that is the same as is timebeu on the demographic
survey.

* Moderator leads focus group session.

0 Introduce research team

Purpose

What the study is about

Introduce the digital recorder

Purpose of name tents or name tags

Purpose of moderator

Expectations of participants

Set Ground Rules

Introduction of participants to others in focusgpo

Begin Questions. 10 minutes per question. Tot& gdiestions, for

total of 80 minutes

Ask if there is anything else to share

Summarize the main points and ask if this sumnagaccurate

Asks if we missed anything?

Moderator thanks the group for their participation

OO0 O0OO0OO0OO0O0OO0O0

(ol elNelNe]

AFTER FOCUS GROUP SESSIONS

RA responsible for cleaning refreshment area aadaaging furniture.

RA note taker responsible for turning off digitatorder and cleaning recording
area.

PI responsible for preparing a written summaryeyf goints.

Pl leads debriefing session.

P1 collects all information and two digital recordén a sealed package labeled
COMPLETED FORMS for return to Pl Office.

Pl and RA clean area and pack supplies and equipmen

Digital recordings are to be submitted to PI.
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» Pl creates two sets of CDs. One CD is to be us¢dmscribe discussion, and the
other is kept in a locked box.

* Moderator will give one CD to Transcriber.

» Transcriptionist to transcribe the focus group asston verbatim.

* Plreceives the transcripts from Transcriber falgsis.

» Pl arranges meeting with RA to discuss data argalysi

* Plis responsible for dissemination. Research temmbers will be
acknowledged in the dissertation and all reports.

Note: Adapted from “Data Collection Protocol” by Mataoka-Yahiro and K. Richardson, 2009.
Adapted with written permission from authors.
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Appendix K

Focus Group Protocol

UNIVERSITY OF HAWAI1atM ANOA
School of Nursing and Dental Hygiene

Department of Nursing
2528 McCarthy Mall, Webster Hall
Honolulu, HI 96822

An exploratory study: Native Hawaiian parents’ pexdive and experience caring for their

children with asthma.

1. Welcorre Welcome. | want to thank you for coming today. Name is May
Kealoha and I will guide today’s talk story sessidrhis is --- here to
help us.

2. Opening Open prayer (pule) if appropriate and acceptabfgtticipants

Introductions
(5 minutes) Let’s introduce ourselves to each other by shasimgname, family

background, and area of your family home.

My name is May Kealoha. | am a nursing studett@tUniversity of
Hawai‘i at Manoa. My father's name was Bironio and he was born
Waimea, Kaua'i. Later he wdwnai to the Kealoha family in Koloa,
Kaua'i. My mother is from Kumamoto, Japan. | limeKaimuki with
my one son. (Next person to introduce themselves.)

3. Ground Rule
(5 minutes)

Before we begin | need to explain the ground rfdesur discussiol

a. | am going to ask you several questions. We ddae¢ to go in
any particular order but we do want everyone te fadrt in the
discussion. We ask that only one person speatkimiea

b. This is a talk story time so you can listen anll taleach person
You may agree or disagree what is being said. &aer no right
or wrong answers. We are asking you for ymana‘o(opinion)
based on your own personal experiences. We agetddzarn
from you.

c. Don't worry about having a differembana‘o(opinion) than
someone else. But please do respect each otimsmgess or
opinions.

d. If there is a particular question that you do nahwto answer,
you don’t have to answer.

e. We will treat your answers as confidential. We @oegoing to
ask for anything that could identify you and we andy going to
use first names during the talk story session.

We also ask that each of you respect the privagvefyone in
the room and not share or repeat what is saidiheney way that
could identify anyone in this room.
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f.  We are audi-recording the discussion today and also ta
notes because we don’t want to miss anything ygu klowever,
once we start the digital recorder, we will not asgone’s full
name and we ask that you do the same. Is eve@#&nwith this
session being audio recorded? (GET VERBAL CONSENT T
AUDIO RECORD DISCUSSION. IF A PARTICIPANT
DECIDES THAT HE DOES NOT WANT TO BE RECORDED
AND WANTS TO LEAVE, THE PESON SHOULD STILL BE
GIVEN THE ENTIRE HONORIUM.)

g. We will not include your names or any other infotima that
could identify you in any reports we write. We hdéstroy the
notes and audiotapes after we complete our studiypablish the
results.

h. Finally, this discussion is going to take about2 Hours and we
ask that you stay for the entire meeting. We tgiven you an
honorarium of $50 and bags of frgshi to thank you for
participating.

i. What questions do you have?

Introduction—
for recording
purposes

(5 minutes)

(Start audio recording now.)

I'd like to go around the table starting on my tigind have each person
say your name again. Please tell us your firstenanty and the name o
your child or children with asthma.

Group Discussior-
Question 1
(10 minutes)

Question 1: When did it (illness/asthma) start?

PROBE: How did you know that your child had asthma?

Group Discussior-
Question 2
(10 minutes)

Question 2 What do you do to care for our child with asthma?

PROBE: What do you do to help your child every dayand during
illness?

Group Discussior-
Question 3
(10 minutes)

Question 3: What things or people have made it easifor you as
a parent caring for your child with asthma?

Group Discussion-
Question 4
(10 minutes)

Question 4: What things have made it harder for yolwas a parent?

PROBE: What kind of pilikia (trouble) do you have taking care of
your child with asthma?

Group Discussior-
Question 5
(10 minutes)

Question 5: What is it like for you as a parent takng care of your
child?

PROBE: What is it like to be makuafor your keiki?
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10. Group Discussio~ | Questions 6: How do you manage caring for your chdl with
Question 6 asthma?
(10 minutes)

11. Group Discussior- | Question 7 How has your Hawaiian culture influenced you in the

Question 7 care of your child?
(10 minutes)

PROBE: What healing practices have you learned fronyour
elders kizpuna) that you use for your child with asthma?

12. Group Discussior- | Question 8: What matters most to you as a parent aut this

Question 8 iliness or treatment?
(10 minutes)

PROBE: Please share youmana‘o (thought/opinion) with us
about caring for your child with asthma.

13. Final Thought Those were all of the questions that | wanted kc
(5 minutes)
Is there anything else that anyone wants to share?

14, Review and Wra- | would like to summarize the main points thatdriged from thic
up session. ------------- .
(5 minutes)

Is this summary accurate?
Did | miss anything?

Thank you for coming today and for sharing yourezignces with us|
We hope you enjoyed the talk story time today.

Turn off audio recording.

15. Closing praye Closing prayerpule) if appropriate and acceptable to participi

Note Adapted from “Focus Group Protocol,” by M. Hdremd M. Bradley, 2009 ata
Collection Methods: Semi-structured Interviews &odus Groupspp. 124-125Copyright
2012 Reproduced with permission of RAND CORPORATI@he format Dissertation via
Copyright Clearance Center.
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Appendix L Recruitment Flyer

The University of Hawai‘i is conducting a study:

Malama na makua i na keiki me ka hano:

Native Hawaiian Parents Caring for
Their Children with Asthma

Are you a Native Hawaiian mother or father?
Has your doctor told you that your child has asthma?
Is your child between 0 and 18 years old?

If the answers are YES...

May Kealoha, RN and PhD student, would like to invite you to participate in
a research study.

The purpose of this study is to learn what it is like for you as a Native
Hawaiian parent to have a child (keiki) with asthma. Your participation
may help nurses, doctors and others to better understand what it is like
for Native Hawaiian parents to care for a child with asthma.

= One (1) focus group “talk story” session will take place at
= Study volunteers will be compensated up to $50 for their time.

= A summary of the results of the focus group session will be available
to study volunteers.

To learn more about the study,

Please call May Kealoha, RN, at 808-734-9301

UH IRB Approval Date: 09/26/11
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Appendix M

Pre-Group Checklist

1. Up-to-date copy of Interview Guide
2. Recruitment-related Items
a. List of names of participants
Payments of honorarium
Receipts for honorarium
Cooler and fresh poi
Consent forms
Name tents
Name tags
“Focus Group Here” directional signs

S@ "0 oo0CT

3. Taping
a. 2 digital recorders
b. Batteries or power cords for recorders
4. Writing-related Items
a. Pencils and pens
b. Index cards
c. Markers
d. Easel and pads
5. Refreshments
a. Paper products: plates, napkins, cups, fork, spoons
b. Fruit platter
c. Water cooler, ice, water
6. Miscellaneous
a. Clock
b. Masking tape
c. Facial tissue
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Appendix N
Informed Consent Form

UNIVERSITY OF HAWAI1at M ANOA
School of Nursing and Dental Hygiene
Department of Nursing
2528 McCarthy Mall, Webster Hall
Honolulu, HI 96822

Research Informed Consent Form

TITLE OF STUDY :
An exploratory study: Native Hawaiian parents’ pexdive and experience caring for their
children with asthma.

PRINCIPAL INVESTIGATOR:

May Kealoha

Doctoral Student

University of Hawai‘i at Minoa

School of Nursing and Dental Hygiene
Department of Nursing

2528 McCarthy Mall, Webster Hall
(808) 734-9301

CO-INVESTIGATOR:

Dr. Merle Kataoka-Yahiro

Associate Professor

University of Hawai‘i at Minoa

School of Nursing and Dental Hygiene
Department of Nursing

2528 McCarthy Mall, Webster Hall 409
(808) 956-5329

INTRODUCTION:

My name is May Kealoha. | am a doctoral studemhatUniversity of Hawai‘i at Mnoa (UH) in the
School of School and Dental Hygiene. As part & thquirements for earning my doctoral
degree, | am doing a research project. The purpbsay project is tolearn aboutNative
Hawaiian parents’ perspective and experience cdongheir children with asthma. | am
asking you to participate because you have a ghtldasthma.

This Informed Consent Form is to explain the reseand the how the participants will take part
in the research. We want to share with you fireatmhe research is about, who will take
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part, what will be asked of participants, and yoghts. This presentation is called informed
consent.

After you understand the purpose and what will beedin the research, you will be asked if you
are willing to take part in the research studyydt agree to take part in the research, you will b
asked to sign the Informed Consent Form.

A signed copy will be given to you to keep so thall can have a written description of what the
research is about

You have the freedom to decide whether you wiltipgrate in the research or not.
» Taking part in this study is of your own free will.
* You may decide not to take part in the study.
* If you decide to participate in the research lbtgrd change your mind, you may stop at
any time without any problem or penalty.
» If you decide that you don’t want to be part ofststudy, you can leave the room at any
time.

WHAT IS THE PURPOSE OF THE STUDY?

The purpose of the research is for other peopfeeaally doctors and nurses, to know what it is
like for you as a Native Hawaiian parent to hawhidd (keiki) with asthma.

HOW LONG WILL YOU BE IN THE STUDY?

You will be asked to sit and “talk story” with othBlative Hawaiian parents who have a child
with asthma. It will take about 1 1/2 hours.

You will also be asked to fill out one questioneawith your name, address, child’s name,
child’s birth date, and other information. It ifllwake about 10 minutes to complete.

You will be asked to attend another group meeti3gveeks after the “talk story” session. This
meeting will be about 15-30 minutes. The purpo$ethis meeting is to share the
researcher’s recording of the “talk story” with yotihe researcher would like to know from
you if the information recorded was correct and plate.

WHAT WILL YOU BE ASKED TO DO IN THE STUDY?

You will be asked to sit and “talk story” (focusogip) with 3-5 other Native Hawaiian parents
who have a childkgiki) with asthma. The purpose of the research isdmlwhat it is like
for Native Hawaiians parents to have a chhkdiki) with asthma. A researcher will ask 8
guestions, and each participant will have the ojpoatly to talk or listen. While everyone is
talking and listening, one researcher will alsoliseening and writing notes about what
people are saying. In order to get everyone's wad paper, a digital recorder will be
turned on during the “talk story” time. You mayle at any time during the “talk story”
session without any problem or penalty. We ar¢efbfor your help.
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WHAT ARE THE FORESEEABLE RISKS OR DISCOMFORTS?

The study will take about 2 hours of your time god will be sharing your thoughts with others
(loss of privacy).

WHAT ARE THE BENEFITS?

You will receive no direct benefit from participati in this study, but your participation may
help nurses, doctors and others to better understdrat it is like for Native Hawaiian
parents to care for a child with asthma. We mé&yNative Hawaiian parents in other areas
of Hawai'i about their experiences in another resdegroject. Our community will be
enriched by the information that you and the otparents share with us. Long range
benefits may be that nurses and doctors will be &bltake better care of Native Hawaiian
families who have a child with asthma.

WHAT ARE THE ALTERNATIVES TO BEING IN THE STUDY?

You do not have to participate in the study.

WILL YOUR INFORMATION REMAIN CONFIDENTIAL?

When | type and report the results of my researofept, | will not use your name or the name
of your child or any other personally identifyingfarmation. Rather | will use numbers
instead of names and report my findings in a wagt throtects your privacy and
confidentiality to the extent allowed by law.

The research team will listen to the digital re@srdnd read their notes. They will write what
they learn in a paper that will be published sa thet community and people of Hawai'‘i will
know what it is like for Native Hawaiian parentshtave a childKeiki) with asthma. Also
the research project will be shared with interegteaple such as doctors, nurses, research
institutions, and state and federal organizations.

The digital recording of the “talk story” sessiomlwnly be used for the purpose of this
research. The digital recordings will be kept iseaured double locked file cabinet in the
principal researcher’s office. The recordings wél kept for the duration of the research
project only. After the research paper is writle@n the digital recordings will be destroyed.

ARE THERE ANY ADDITIONAL COSTS TO YOU?

None

WILL YOU BE PAID FOR YOUR PARTICIPATION?

If you decide to participate in the study, you wélceive $50.00 and 2 bags of frgshi. We
give this gift to you in appreciation for your timgurmana‘o,andkokua
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YOU HAVE THE RIGHT TO REFUSE OR WITHDRAW FROM THE S TUDY

You may agree to participate or refuse to partieipa the research. You may decide to stop
participating at any time. There is no penaltyass of benefit or taking away of our token
of appreciation. If you decide to stop participgtithe information that was collected from
you will be kept as part of the research. No actmll be taken to complete the research
with you.

You have the right to refuse to sign this Inforn@ahsent Form. Your refusal to sign this Form
means that you cannot participate in this study.

WHO DO YOU CONTACT WITH QUESTIONS?

This study has been explained to you by the rekeemeestigators. If you have any other
questions about this study, you may call May Keald?rincipal Investigatogt
(808) 734-9301 or Dr. Merle Kataoka-Yahiro, Co-Istrgator, at (808) 956-5329. If you
have any questions about your rights as a resepacticipant, you may contact the
Committee on Human Studies, University of Hawaili960 East-West Road, B-104,
Honolulu, HI 96822 by phone @ 808 956-5007 or ¢ataihirb@hawaii.edu

VOLUNTARY CONSENT STATEMENT:

| HAVE READ THE INFORMATION PROVIDED AS WRITTEN IN  THIS PAPER. |
HAVE BEEN GIVEN THE OPPORTUNITY TO ASK QUESTIONS AB OUT MY
PARTICIPATION IN THIS STUDY, NATIVE HAWAIIAN PARENTS CARING FOR
THEIR CHILDREN WITH ASTHMA. | VOLUNTARILY AGREE TO PARTICIPATE
IN THIS STUDY.

YES, 1 AGREETO BE RECORDED IN THE TALK STORY SESSION

NO, I DO NOT AGREE TO BE RECORDED IN THE TALK STORY SESSION

My signature below indicates that | agree to partigate in this research project.

Participant’s Name (Print) Date
Participant’s Signature Date
Signature of Investigator Date

A SIGNED COPY OF THIS INFORMED CONSENT FORM WILL BE GIVEN TO ME.
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Appendix O

Organization of Results: Uncertainty in lliness Thery

Table O1

Construct, Category, Subcategory: Stimuli Frame Staicture Providers

Construct

Focus Group
Category Subcategory Question
Stimuli Frame Symptom Pattern 1. When did it
(illness/asthma)
start?
Event Familiarity =~ Asthma Experience* 2. What do you do
. to care for your
Asthma Triggers*  cpiig with asthma?
Health Care System
Event Congruency
Cognitive
Capacities
Structure Providers Credible Authority 3. What things

have made it easier
for you as a parent
Education caring for your
child with asthma?

4. What things
have made it
harder for you as a
parent?

Social Support

Note. New subcategories are bolded and indicaged b
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Construct, Category, Subcategory: Uncertainty, Agigal, Adaptation

Focus Group

Construct

Category Subcategory Questions
Uncertainty Lack of Information 5. What is it like for

. . you as a parent taking
Unpredictability care of your child?

Complexity

Ambiguity
Appraisal: Coping Mobilizing Vigilance 6. How do you

Strategies
Inference of Danger g

Affect Control
Strategies

Appraisal: Buffering Strategies
lllusion of

Opportunities
Adaptation Goal Directed

Adaptation Difficulty

Information Seeking

manage caring for
your child with

Direct Action- asthma?

Western*

Complementary &

7. How has your
Hawaiian culture
influenced you in
the care of your
child?

Alternative
Medicine*

8. What matters most
to you as a parent
about this illness
or treatment?

Note. New subcategories are bolded and indicaged b
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