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ABSTRACT
The American Thoracic ‘S/ociety Questiennaire (ATSQ), an 'epidemiological’
Questionnaire that is widely used in Nertn America to gather self-reported respiratory
symptom data, was recently revised and releesed for further validity testing. Reviews of
‘gender and respirarory disease have revealed potential gender differences in self-reported
| respiratery symptoms, specifically phlegm and dyspnea. The purpose of this study was to
describe the cognitive processes.th.at-men and women engaged .in when responding to
ATSQ questions and to compare these processes.for petential differences between men
and women and to suggest improvements to the ATSQ nased on this analysis. This study
generated an emergent conceptual model based on semi-structured individual intervievrs
. with 20 male and 20 female Coastal Marine Transperration Workers. The findings of the
study suggest that respondents interpreted ATSQ questions, rreﬂexiv.ely noticed ATSQ
symptoms, and integrated their interpretations and experiences to formulate a response.
Respondents who clearly defined themselves as either healthy or unhealthy with regards
to ATSQ symptoms easily formulated their responses. Conversely, respondents who
experienced tension between their int‘erpretations- of questions, reflexive noticing of
s‘,ymptorns,' and self-identity as heailtny or unhealthy, struggled to pro_vide accurate
responses. While the response processes were similar for men and Wemen, gendered -
work environments and the masculine nature of expectorating phlegm emerged as facters'
that differentially'rnﬂnenced men’s and women’s responses. It is reeommended that
revisions be made te the ATSQ to help mitigate ten_sions experienced by. some

respondents when formulating their symptom responses.
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CHAPTER ONE: INTRODUCTION

In the past fifty years, the demographics of chronic 0bsfruc_tiVe’: pulmonary disease
(COPD) and asthma' have shifted dramatically. Traditionally thought of as a disease
affecting older méles, reported rates of COvP-D have increased considerably amongst
>women, particularly between 35 .and 75 years of age [1]. In Canada, .data from the
1998/99 National Popuiation H/ealth Survey (NPHS) indicated that 3.2% of the Canadian
population had received a diagnosis Ao'f COPD; 2.8% of males (21 1;900 males) and 3.6%

| of females (286,600 females) [1]. In addition, COPD mortality rates among women have
been fast approaching and are expected fo surpass those of men [1]. During the 2000/01
year, 6.9% of males compared to 9.9% of females self-reported a diagnosis of asthtﬁa 2]
As well, bétween 1994/95 and 1998/99 waves of the NPHS, the prevalence of physician-
‘dia.gnosed asthrﬁa iﬁcreased by 37% and 58% among women aged 20-44 and 45-64
respectively and by 33% among men aged 20-44 [1]. Iﬁ light of these gendered trends,
researchers have increasiﬁgly begun to focus on the impact of sex and gender on -
obstructive lung disease.

One method of obtaining prevalence estimates for obstructive lung disease is
through self-réport sv;.lrv.eys of respiratory symptoms that .che.lracterize both asthma and
COPD (i.e., cough, phlegm, wheeze, and dyspnea). However, emerging evidence
suggests that there are potential gender differences in the self-reporting of these

symptoms [3], which may have an impact on both prevalence estimates and disease

" Throughout this thesis, Obstructive Lung Disease will be used as a common term to refer to both COPD
“(an irreversible inflammation and obstruction of the airways, typically characterized by a decrease in
quality of life and eventually, death) and asthma (a chronic condition, usually characterized by acute but
generally reversible attacks of breathlessness, also associated with inflammation and narrowing of the
airways). '




diagnosis. Hence, researchers have begun to theorize about potential explanati_ons for
observed differencesbetween men and women.

The influence of gender on the reporting of symptoms (as_rneasures of overall
morbidity) has a long history in the social a.nd'health sciences [4]. In these bodies of
research, gender has come to be conceptualized as a complex variable, inﬂuenced by
many aspects of one’s life and interactions across those various aspects [5].‘For example,
studies have shown that socioeconomic st_atus, social roles, and expectations of
masculinity and femininity, all affect men’s and women’s experiences with health and
illness, and hence symptom reporting [6]. This body of research has only begun to be
integrated into.research on rnen’s and women’s patterns of reporting of re‘spiratory
symptoms [3].

| Drawing on_‘data related to symptom reporting, as gatnered' through the American
Thoracic Society Epidemiological Questionnaire (ATSQ), the ai.m‘ of the current study is
to illustrate the complex nature of the mechanisms through which gender affects
interpretations of and responses to self-report. respiratory symptom questions. The ATSQ
was first developed in 1978. [7], adapted in part from the British Medical Research
Council Questionnaire. The ATSQ includes six domains and is widely used in
population-oased and occupational respiratory health studies as a measure of respiratory |
morbidity. The respiratory symptom domain on the ATSQ includes a total of 71’
questions, although skip patterns allow some respondents to skip redundant quéstions.

~Five symptom categories of obstructive lung disease are investigated through this

questionnaire: (1) cough, (2) phlegm, (3) episodes of cough with phlegm, (4) wheeze, and




(5) shortness of breath (see Appendix B). These symptoms éfe often used as markers of
asthma and COPD.

In‘ 2004-2005; the ATSQ underwent revisions and the .ﬁnding's of the current
thesis will inform its ongoing validation. Additionally, research on gendered health
éxperiences and outcomes are re-emerging areas of interest, where theoretical advances
are being made in the conceptualizatioh of the mechanisms through which gender affects
health and illness [8]. Reseafch on the effects of gender on Self-rep;orted respirator/y |
symptorhs 1s timely; as sex and gender différences in exposures, physio'logy, and_
d_iégnoses, in cbmbination with fisjng rates of réspiratory disease among women, have
| begun to draw research attention in Canada and intemationally.

L . Purpose of the Current Study

| The purposé of the current study is to investigate the influence of gendef on men’s
"and women’s self-reports of respiratdry syrﬁptoms on the. ATSQ. ‘During facé-to-face,
semi-structured interviéws, a sample of 20 men and 20 women provided detailed
descriptions of their perspecﬁves on what affected symptom reporting on fhe .ATSQ.
Study participants were invited to describe the cognitive processes that .they engaged in to
formulate their interpretations of and responsés to the ATSQ items related to cough,
phlegm, episodes of cough with phlegm, wheeze, and shortneés of breath. The study was
guided by tﬁe following résearch questions: | |
1. How do mén and women interpret fhe ATSQ respiratory symptom questidns?

2. How do men and women describe the cognitive processes that they engage in when

- answering the ATSQ questions?




-3. How do gender-related .psycho;social factors affect men’s and wdmen’s responées t(i
the ATSQ questions? -
II.  Study Setiing
Interviews Wére conducted wifh BC Coastal Marine Transpbrtati’on Workers in
Greater Vancouver and Vancouver Island, during the fall of 2005. At the time of the
interviews, this population was participating in the fifth wa.w.e'of an occupationél health

study and was completing both the revised and original versions of the ATSQ (see |

Appendix B).




CHAPTER 2: REVIEW OF THE LITERATURE

The ATSQ is widely used to collectsymptom datain occtlpational, envircnmental
é.nd population-based epidemiological studies; however, recent etlidence‘suggests that
thereare gender differences in the percebtion and/or reportihg of respiratory symptoms
[3]. While several studies have n‘oted differences between the symptcm-reportiné patterns
- of women and men, limited research has addressed the aetiofogy of these differences [3,
9-11]. Observed gender differences in reporting patterns, have at times been attributed to
~ differences irr men’s and women’s gendered socializations (e.g., norms related to
femininities and masculinities) [3, 12]. This review of the literéture examines the
empirical and theoretical support for this potential explanation, drawing primarily on
research perta'rning to gender as a social construct, survey rnethodology; and respirator};
epidemiology to examine the potential effect of gender on sélf—reports of respiratory |
symptoms.
.I. Defining Sex and Gender

“Sex” and “gender” are the terms used to distinguish t)etween males and females,
as well as men and women, within the health research literature [8, 13-19]. The
distinction between sex and .gender was first popularized by Ann Oakley in 1972 [17],
who defined the term “sex” as the biologicaf component of being a male or fernale; the
physical‘ (e. g., differe’nces in lung capacity and airway size), ‘genetic (e.g., possible
differences in susceptibility to tobaccc smoke), arld hormonal characteristics (e.g.;-
inﬂuerlce of cyclical hcnnonal variations on the hyperresponsiveness of airw.ays of the

lungs). In contrast, Oakley defined “gender” as the product of social constructions of

femininity and masculinity, whereby, “to be a man or woman, a boy or girl, is as much a




function of dress, gesture, occupation, social network and personality, as it is of

_possessing a particula{ set of genitals” [17, p.158]. While the basic tenets of Oakley’s

deﬁnitions of sex and gender have been adopted in gender and health research, many

progressions in the definition of gender have been made since the'1970s [5, 15].

Furthermore, while distinguishing between the terms “sex” and “gender” may be useful

conceptually, it is not always feasible empirically. Therefore, although the current study
has focused on the effects of gender (as a social construct) on respiratory symptom
reporting, it is acknowledged that the eftects of gender on symptom reporting arealso
likely influenced by sex. |

The definition of gender that will be adopted for use in the current thesis is that of
an “institutionalized system of social practices” [5], whereby men and women come to
perceive themselves and others as gendered beings’ through their interactions with:

1. Macro-level institutions (e. g, the nuclear family, tlie structure of employment,
vhealth and social policies; cultural belief systems of gender role expectations
and other factors that have the potential to create gender. inequalities in health)
[4, 20, 21]; and

2. Social actors (e.g., social expectations related to masculinities and femininities
that are manifested through interactions amongst people and between people
and institutions) [5, 16, 22, 23]. |

Through these interactions, individuals produce and (re)produce understandings of who
they are as gendered beings (and how they are perceived by others), as well as the

opportunities and disadvantages that their gendered identities afford them through the

% This follows a constructionist perspective developed from the sociological theory of symbolic
interactionism. Here individuals actively create/re-create the society they form a part of through everyday
interactions. Gender is one aspect of society re-created through the everyday interactions of its members.




social positionS that they occupy. As succinctly described by‘Courtney [22, b.1387],
“gender does not reside in the person, but rather in social transactions defined as
gendered.” A person constructs themselves as a “gendered being” (and is §0nstructed by
others) through understandings of gultural éxpectations of masculinities and femininitiesl._
Gendered construction of self and others may take on different forms depending on the
nature of the interactions, but perceptions of gender often align with hegemonic views of
masculine and femininé roles and behaf}iours [22]. In this way “it is gender as an
ideologiéal and institutional structure that determines how men’s and women’s
experiences in similar contexts (for example, invthe labour market, or in the family) are |
c_lifferenﬁated” [24,p292].
IL. Perceiving and Reporting Symptoms
Gender has been shoWn to'signiﬁcantly influence self-réporting of symptoms [3,

13., 22, 23] and there is emerging evidence of gender diffe?e.nces in self-reports of
specific respiratory symptoms [3, 12, 25].The current study’ prévides a uhiqhe
.oppor.tvunity to examine gender inﬂuences-(conceptualised as a function of both
institutic;ﬁs and social relations) on responses to ATSQ questions that solicit self-repor.te‘d
respiratory symptoms [22]; Self-reporting of symptoms, while resulting from the
deteétion of somatic changes in the body, is also a socially-constructed behaviour,
, inﬂuenced .by socio-structural factors, as well as individual experiences during social
interactions [26-28].

| Several researchers have devéloped models to help elucidate the way that

individuals come to perceive and interpret somatic bodily changes. In 1980°, Leventhal

’ In 1986, Leventhal adapted the Common Sense Model to also include a more detailed biopsychosocial
representation of symptom processing, as a component of chronic illness.




[27] published the Common Sense Representation of Illness Model, which delineates
how patients diagnosed with chronic disease come to Vlabel and interpret their disease
experience, while in 1994 a group of researchers from UCSF -developed an Intrapersonal
Model of Symptom Perception for the purposes of symptom management [see 29].
However, neither .of these models provide descriptions of the reasening that occurs |
regarding decisions_ to repdrt (or not) a specific symptom.

Teel et al. [29] developed the Symptdm Interpretation Model as a tool to help
health edre providers to understand symptoms from the patient’s perspective. The
Symptom Interpretation Model includes three stages: (1) an internal or external input
creates a disturbance with sufficient impact so as to create awareness; (2) the individual
interprets the sensetions credated by fhe somatic disturbance; and (3) the individual makes
a decision ‘rega;rding v;lhether they need to seek medical attenfion. While the three models
discussed above provide. some insights into the process of symptom reporting, they were .
developed to conceptualize the processes that patient populations .engage in when
perceiving symptoms and deciding to seelk care for symptoms; the ATSQ, alternatively, is
often used in population;based studied.

The most detaifed, generalized symptom perception model was developed by
Gijsber van Wijk et al. [30] in 1997. Drawing on Gijsbers van Wijk et al.’s )[30] Symptom
Percep‘don Model, and using the example of respiratory symptoms, perception and self-
.reporting of syrﬁptoms was conceptualized in the following way_:'

Firstly, the input of somatic information occurs (e.g., airway. inflammation). This

information is perceived by the individual, if their attentional processes focus on internal

bodily cues (e.g., a quiet moment at the end of the day, void of external competition for




attention). Once this oécurs, the somatic sensations associated with a specific disease may
be detected (e.g., dyspnea). These sensations are then attributed to somatic or
p.sychological causes (¢.g., a decision is made as to whether the dyspﬁea is caused by a
physical disease process or simply stress or lack of conditioning). In this stage,
“sensations are attributed to sympt‘omsl of somatic or emotional distress, or to a normal
response to environmental cqnd_itions,’ largely depend[ent] on the .subjecgtive meaniné of
these sensations; such interpretation involves multiple aspects and is influenced by
personality characteristics as well as by gender-role expectations” (31, p.4]. The final .
stége of the model results in the individual displaying and reporting somatic or
psychological distress and illness behaviour (e.g.‘, a decision to seek or not seek care from
a health professional).

While respondents may draw dn their previous perception of symptoms to.
formulate responses to:symptom questionnaire.s, the process that they engage in during
the research interview (or even duririg self-administéred surveys) differs from symptom
perception in daily life and consequent decisions to report symptoms to ,;1 health care
professional. Most notably,' survey questions 6ften s.timulateb respondents to consider
.eveﬂts (such as symptdms) that they may not have considered previously [32]. Research
on the Cognitive Aspects of Survey Methodology (CASM) has focused extensively on
the cognitive procésses that respondents engage in when responding to self-administered
and/or interviewer-adininistered questioﬁnaires, as well as how thé design of the .

questions and the context of the interview influence respondents’ interpretations of and

responses to questions [33-40].




Coghitive ASpects of S-urvey.Methodology

Several authors have developed models or “cognitive steps” to explain the
cdgnitive processeg undertaken in reépénding to survey questions [33, 36, 39]. Many of
the models delineate the response formulation process as including the following:, |
interpreting the question, re-éalling the event (e.g., the symptom), making judgments or
interpretations of the event, and reborting. While the models delineate a linea}r |
progression throﬁgh the various Stages‘, researchers have acknowledged that thére 1s likely
interplay between the stages [33, 37]. Many authors have also found that some people
more thorougﬁly engage in the cognitive processes outlined above (referred to as
optimizing), while others only superficially engage in these cognitive processes (feferred
to as satisficing)* [41]. .

Variations to this general model also have been proposed. Groves.et al. [33] have

- suggested that an initial process of encoding must happen before respondents can

adequately recall the symptom in Question (similai to symptom perception). Once an

~ individual has noticed a symptom, they form a memory of the experience, defined as
- encoding. The process of encoding consequently influences a respondents’ 'ab.ility to

recall the symptom event. Schwarz [37] has shown that serious, rare events are more

ljkely to be encoded th:an more minor, frequent events. Knauper and Turner [36] also
have found that respondents often engage in .an affectively-based reaction to the question,
depending on the prior encoding processes that they have engaged in. If a respondent has
engaged in pre‘vious epcoding, as well as formed a prior judgment about the importance

of the encoded information, then an affective response is more likely to lead directly toa

* A more thorough discussion of the concepts of satisficing and optimizing can be found in the literature on
cognitive economy. :
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judgrnent and response (By skipning the recall process) [32]. For example, respondents '
who have previouely noted that they are in excellent hedlth have been shown to truncate
: .the recall and judgment processes and ‘repert their health accordingly [36].

The interpretation stége of survey response models, has been shown to be
inﬂuenced not only by the wording used, but also by the response format, prior questions
and the respondents’. underétanding of the overall goal of the research project, refeded to
as context effects [35-37, 42]. Increasingly, researchers have come to see respondents’
interpretations of questions within the context of conversational processes,' whereby
respondents are viewed as cooperative communicators who seek to provide the
information that they believe the researcher ié requesting ‘[3 6]. Schober [43] has proposed
tnat it is only by considering respondents to be “engaged in interactive precesses,_not just
individual eognitive processes” that we can come te understand how people make sense
of questioné. In everyday conversatien, duestions‘ are designed specifically for the
individual respondent dnd the respondent has the oppot'tunity to interact with the
questioner in order to interpret the pragmatic meaning of the queStion being posed [43].
In research settings, questions are designed for a prototypical persdn (referred-to as
audience design) and standardized interview protocols limit the eonversational
interactions between the interviewer and the respondent [34, 43]. 'Therefore, respondents
attempt to interpret questions based on hew they think an “average” respondent would
interpret the question.

Schober [43] has also argued that because interections with interviewers are
restricted by standardized interview protocol, respondents’ zibility to correctly understend

and interpret questions that are asked of them, is further limited (i.e., the respondent is



unable to assess a common understanding of the question between him/herself and the
researclier, a process referred to as grounding)’. Given the lack of interaction between the
interviewer and respondent, the respondent has been shown to rely heavily on formal
asnects of the survey questions to inform the cognitive processes they engagein to select
their response [43, 44]. For example, filter questions, and.resulting skip patterns, have
‘been shown to influence respondents’ interpretations of the intended meaning of
questions [35]. Given this reliance o‘n question wording and design, it is essential that
survey questions are relevnnt and well designed. Mallinson [42] hes found that
respondent cooperation is hindered l—)y'poorly conceived or seemingly' irrelevant
questions. | |

According to the CASM literature, in the second stage of the reporting process
respondents engage in recalling events; to do this they lookb to retrieval cues [33]. These
cues help trigger the recall of information needed to make a reporting decision about the
event in question. It has been shown that individuals do not necessarily review all
' information related to an event, but rather, they stop the process of recall once they ‘feel
they have accessed enough information to form a judgment [37]. Knauper and Turner
[36] find that retrieval cues for health related questions are based on semantic knowledge
(e.g., health behaviour and knowledge), episodic knowledge (e.g., episodes of
complaints), and information about change (e.g., changes across the life-span). Event
recall is also influenced by the previously mentioned process of encoding [33].

During the judgment phase of cognition models, information from the previous

stages is thought to be integrated and supplemented to form a final reporting decision [33,

3 Using the talk-aloud technique, Mallinson [42] found that, given the interactive nature of the survey
interview, interviewer deviation from standardization procedures was often necessary to prevent alienating
respondents. ' '
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36]. For example, Knauper and Turner [36] have found that in the judgment stage
respondénts engage in social comparisons wifh people of a similar age. Through this
prqcess of comparing,. respoﬂdents form a judgment about the extent to which they recall
experiencing an event, compared to others their same age. Here again, the respondent . |
may draw on their undérstanding of the research goal in order to determine if his/her
recall matéhes the objective of the study [33].

.Finally,. cognitive r{lodels have shown that fn the rg:porting phase, respdndents
éhoose the barticular response option that they feel best Quits their experience with and
judgment of the event in queStioﬁ [33, 36, .39.]. In this stage, the respondent has to
communicate their response to the interviewer and may choose to edit his/her reSponse
due to. social desirability and sélf;presentation [37]. While it has been sugéést_ed that the
response format may lead respondents to view c_ér“tain response options as deviations
from the average (e.g., the “bookends” on a reéponsé scale), and hence less socially
desirable, to date, there is little empiri;:al evidence to support or refute this theory [see
37]. |
II1. Thé Effects of Gender-Related Psychosocial Factors on Symptom Perception
| énd Reporting |

| To date, limited research has been conducted specifically on the effects of gender
on respiratory-symptom reporting; however, there has been some important work that
helps explain gender differences" in self-feporfed morbidity in ofher illness (é. g., irritable
bowel syndrome and osteoarthritis) [45, 46], mental health (e.g., depression)v [47] and
self-rated health status (e.g., general measures of morbidity) [13]. However, explanationé

for observed gender differences tend to be theoretical in nature (but often lack empirical

13



support).. Most previous research has focused on the experience and perception of
symptoms (or illness as measured by self-reports of symptoms), but very little research
has been conducted on potential gender differences in reporting on research surveys.
During the 1970s and 80s, social science and epidemiological studies began
providing evidehce of gender differences io self-reported health using measures of
: morbidity, such as physical and mental health symptoms [4, 48]. Specifically, evidence
sﬁggested an excessl self-reported morbidity amongst females [4, 13, 48; 49]. |
Subsequently, this early work stimulated debate about possible explahations for this
| gendered trend, although additional ‘reéearch (e.g., that specifically focused on
osteoarthritis) called into question the heretofore reported excess of motbidityamongst
women [19, 23, 45,- 50-52]. Questiorls also beg.an to emerge rogardin'g the
medicalization6 and psychologizing7 of women’s experienoes of health and illness [53]. -
New research helped to idetltify some of the empirical and thooretical limitations
involved in isolating the concepts of “health” and “lll health” from the social contexts "
within wllich both men and women experience health-related symptoms® [24].
Coincidentally, new questions are emerging from a growing body of literature on the
potentially complex interactions between sex and gender (as well as emerging work orl
more nuanced conceptualizations of sex and gender), which may help researchers to
better understand the aetiology of obsorved gender differences in symptom reporting and

oltimat_ely health [14, 15; 46, 54, 55]. Nevértheless, within this diver}se body of literature

® Medicalization reduces women’s problems to phy51cal complamts needing medical intervention and/or
medlcal research.

7 Psychologizing refers to the attribution of psychological causes to phys1cal complamts (often described as
medlcally unexplained symptoms).

® Moreover, much of the research on “gender and health” focused primarily on women’s health, while
men’s health remained relatively unexamined from a gendered perspective.
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on gender differences in health and health outéomes, sevcral explanations for observed
gender differences in reported symptoms have been put forward and are summarized =
below. /
Socio-economic explanations
A vast body of literature has '_shbwn consistent links between lower socio-
economic standing and ill h'ealth.[56]. Typfcally, women have been expectéd to take a
more active role in unpaid, domestic duties, such as childcaré, housécleaning; and meal
preparation [6]. At the structural level, wdmen are thus relggated to economically
mafginalized positions (e.g., dependent on male spouse’s income, predominance of
~ single-mother households, disproportionate representation of women in part-time,
insecure employment that can accommodate domestic responsibilities) [56, 57]. The
higher prevalence of women living in poverty is oﬁe factor that has been thought to lead
'~ to greater experiences of morbidity among women [24].
Role-based explanations.
Men’s‘ and women’s role obiigatibns ha_Ve also been posited to lead to differences
in emqtibnal or étress related exposures, which in turn are thought to lead to hi.ghe‘r rateé
_ of reported morbidity among women [24, 30,‘ 58], eépccially with regard to symptoms
associated with distress (e.g., mental health symptdms and possibly‘non-speéiﬁc
symptoms includirig dyspneaj. For example, jobs available to women are often part-time,
less sécure and provide less éutonomy and control than 'those available to men (refei‘red
- to as precarious employment) [6]. These job characteristics, in addition to erihancing the
- overall economic marginalizétion of women, also bresult in more stressful working

conditions for women [59].
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, Additienally, research has begﬁn to acknowledge that fhe workplace is a venue for
further constructions of gender identities [6]. For example, gendered performances such
as, “male and female codes of dress, sexual harassment,_er th‘e predominance of a
masculineculture of sexuality,” [6, p.8]vhave all been found to influence men’s and
women’s experiences within their workplace. As a result, women in the workforce may
experience greater job related dissatisfaction and resulting stress [56, 59], particularly for
women who maintain domestic rele obligations, as the jobs available to them are more
likely be part-time ahd_ less-secure due to the need to accbmmodete family
responsibilities [6, 57, 60]. Thus, while a negative coﬁelation between emplbyment and
morbidity has been consistently_observed, the health benefits of employment have been
shownvto be less ‘for women than fof men and for employed methers es compared to
women without children [24]. Women also often have multiple role obligations (e.g.,
domestic and labour force responsibilities—“the second shift” phenomenon®), which
have been proposed to lead to.higher levels of stress [6]. This may be especially true for
mothers who are primarily responsible for childcare and who experience financial
insecurity [24]. Interestingly, Denton et al. [56] have found that stress has a greater
negative impact on women’s health, than on men’s. | |

Conversely, other authors have suggested that having multiple role occupancies
actually allows individuals to diffuse ﬁustrations with a seeciﬁc role by switching
between roles in times of discontent. [6]. Providing support to this hypothesis, Hibbard

and Pope [61] measured variations in levels of respensibility through an index of

employment and child obligations. They found that females experiencing both

® Women returning to their households after spending their days in the paid workforce are still expected to
take responsibility for domestic activities such as childcare, meal preparation and household cleaning.
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employment and child obligations report fewer symptoms than those without this double

role “obhgatlon” (or opportunity). Gljsbers Van lek et al., [30, 58] have proposed an

alternative explanation for findings such as Hlbbard and Pope . They have suggested

that women, who “only” carry domestic role obligations, find themselves in “underload

“external situations” (i.e., bored housewife). This lack of external information leads to a

- greater focus on internal bodily symptoms and in turn to a greater detection of somatic

changes. Gisjbers Van ’Wijk etal.’s hypothesis, however, is based on a Vaiue judgement
regarding the simplicity of domestic role responsibilities. Furthermore, Gisjbers Van
Wijvk and Kolk [30] have found that men and women rely on different cues in the
detection of symptoms. Men focus more on physical bodily cues, while women rely more
on external, situational cues. In short, it is unclear how, and if, women’s social roles :
contribute to higher rates of self-reported morbidityv. In fact, fhere isnow a general
acknowledgment amongst gender and heal‘.[h.researchers, th_a/l;c neithef gender; nor social
roles, are homogenous variables and that more attention 'should be devoted to the speciﬁc'
conditions ﬁoder which social roles are beneficial to men’s and women’s health [6];
Hegemonic Forms of Masculinity and Femininity as‘Explanation

- Socializations of femininity and masculinity have also been proposed to account
for gender differences in men’s and women’s perceptions of health and their health
behaviours [13]. It has been argued that because health has, traditionally, been described
as a “masculine coneept” (where women are held to a “less adult” ’sfa’ndard of health than
men) it is therefore less stigmatizing for V\./omenfto report symptoms ofvillness [4, 23, 48].
The basic pfemise of thesea_rguments is thaf by re'fusing to admit ;o 'illness, men are re-

establishing their masculinity and their bodies as more powerful and efficient than

17



women’s bodiés [22], constructing their masculine identities through a rejectioﬁ of
feminine symptom reporting behavibﬁ. Through stoicism, they re-enforce their physical
power as men [31]. Eq:ually, researchers have proposed that 1t is acceptable for women be »
seen as‘ill [48]. Therefore, it has been suggested that it is more accepfable for women to -
focus iﬁternally and look for bodily éymptoms, to report sympfoms to others, or to seek
health care in response to their symptoms [23, 30, 48]. Studies have shown that highér
scores on a masculinity index'’ are inversely correlated with self-reported morbidity and
number of symptoms [13, 16; 54, 62]. While Annandale and Hunt [13] have intefpreied ‘
the correlation between masculinity and low levels of self-reported morbidity as evidence
of the positivé effect of stereotypical' masculinity on health, it is possible that this
correlation in fact evidenées a suppressioﬁ of reports of ill health [22, 31].

Other research has suggeéted that men and women .differentiallly conceptualize
: whﬁt it means to be healthy (calling into question the assertions that imply that men are
“not allowed” to be sick) [23]. Within this body of Work, men are viewed to be more
reticenf to report specific symptoms (especially those symptoms deemed to reveal
weaknes;s dr that are seen to be stereotypically feminine),' rather than simply less likely to
réport any symptom [19, .45, 48]. As well, when defining health, women have been found
to have included criteria such as emotional and social well-being whereas rnén focu.sed on
a lack of physi;:al ailments: [23, 31, 63]. Similarly_, severél authors have proposed that
women may be rﬁore awaré of and more attentive to weak or diffuse bodily stimuli and

- also differ in how readily they conclude that diffuse or mild sensations are because of ill-

health [48, 64]. For example, Mechanic [48] found that the largest gender differences in

' While this observed correlation is true for both men and women, men are still more likely to rate
themselves as more masculine than women are.




reportiné> are found for symptoms of subjective distress and psycho-physiological
symptomo.

Research on pain also has illustrated how gender differences in observed
symptoms may rcsult from differences in men’s and women’s concepts of health.
Koutanji et al. [65] havc suggested thot social expectations are more supportive of
women reporting pain and therefore, women have learnt that it is acceptable for.therh to
~ be aware of their own and others’ pgin. Wise et al. [66] used the Gcnder Role
Expectations of Pain (GREP) questionnaire in el young adult university population |
(n=148) and found that women rcported a signiﬁcantly'greater willingness to report pain |
when asked to compare themselves to the “typical man” and men reported a lower .
'Willingness to report pain when asked to conipare themselveé to the “typical woman.”
The authors also found that men were more hesitant to disclose pain to others and were
more likely to experience fcelings‘of embarrassment at having to admit to pain. Gendered
'socialization is thought to be responsible for these findings.

Cooversely, Davis [45] in her analysis of 1971-5 National Health and Nutrition
- Examination Survey (NHANES) data found that 'controlling for o.bjective osteoarthrosis
disease markers altered the relationship between gender and the reporting of pain.
Although initially more wormen reported the symptom of chronic pain,' once discase status
was controlled for, m_erl became more likely to report this pain than women, per degree of
objective impairment. Therefore, it appears that once pain was associalted with a specific
disease, men were equally, or even more likely to report pairl. Other authors have also
provided subport for the finding that once a diagnosed disease is present, men and women

_are e.qually likely or men become more likely to report related symptoms [19, 30].
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Gendered socialization has also been found to lead to differences between men
and women in their health seeking behaviour. Women have been found to be eonsistently
more likely to consult a general praetitioner [3 1']. Asa resuit, it has been hypothesized
that women may be mere awere of medical terminology and have a broader medical
knowledge [45, 64]. This knowledge, in turn; has been proposed to enforce w'omen’.s _
awareness of internal symptoms and readiness to report symptoms [48]. In support of this
hypothesis, Mechanic [48] found that persons who had taken some form of action
regarding a symptom were more likely to te-call that symptom.

‘Men’s and women’s definitions of health may also affect the ways in which they
seek care, rather than simply whether they seek cate. For example, Verbrug‘ge. suggested
that men may be more reluctant to seek cete for symptoms for which they do not know
the cause [4]. While physical symptoms ate usually the determining factor in decisions to
seek health care, psychosocial problems and distress contribute to women’s decisions to
seek care more frequently than men’s [67]. Men seeking care may be more interested in
obtaining a label for their symptoms, whereas wornen are more likely to be seekirig
reassurance from their doctor [31].

‘ Studies have also revealed that interactions with healthcare providers can further‘
'c'onﬁrm the ethic ef health as masculin‘e, _especially regarding affective symptoms.. For
example, Nathanson [23] reviewed several studies which feund that healthcare providers
more strongly rejected a diagnosis of mental illness when patient scenarios were
presented using male patients than female patients. Based on ihterviews with men '
experiencing infertility, Moynihan [16] recourited discussions of clinicians’ use of

language as reinforcing masculine ideologies of control over their bodies (e.g., referring
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to infertility as “shooting blanks”). She discussed these patient physician interactions as
having reinforced a dualism between mind and body and an estrangement from somatic
expériences.

The majority of the literature discussed thus far pertained to the peréeption of
symptoms in daily life and the reporting of symptoms in health consultations. There is
little research on the effects of gender on symptom reporting Within a research setting
[68] and the few studies that did include gender did not find significant differences in
reportiﬁg processes between men and womén. Some studies have. found that gender

bdifferences are greater for questions regérding retrospective recall of symptoms, as |
compared to health diary studies wﬁich use current symptoms [30]. However, other
research has féund that gender differences persist irrespective of the timeframe. This

_ review of the literature did not uncover any research'oh how cognitive processes involved
in survey responsé might differ for men versus women.

Iv.  Self-Reporting 6f Respiratory Symptoms

Self-reports of syﬁptoms of obstructive lung disease (cough, phlegm, cough with
phlegm, wheeze and dyspnea) havé been shown .to differ for men and women. The most-
consistently repbrted gender difference is a highér rate 6f reporting of dyspnea among
women [3, 9-12, 25, 69-74]. Cohversely, several studies have noted a higher rate of

reporting of phlegm (and cough with phlegm) among men [3, 9, 12, 25, 70,. 72,75, 76],

~ although a smaller number of other studies record\the opposite trend [10, 11, 71, 77, 78].
No clear ge'ndered trends have been observed for the symptoms of cough or wheeze (3,9, .
12] although it appears that cough is more common among women in patient pppulatioﬂs

[79, 80]. It has also been found that women tend to report more severe asthma related
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symptoms (wheeze/dyspnea) than men [81]. ‘While gender differences in symptom
reperting have been noted in sex-stratified, epidemiological studies, there is little
hnderstanding of the gender-related mechanisms that contribute to these differences.
Effects of Gender-Related, Psyche-seciai Factors on Respiratory Symptom
Reporting |

In 1996, Kauffman and Becklake [3, 12, 25] published the first of three
' comprehensive reyiews on the inﬂuence of sex and gender on respiratory health. In these
publications, they reviewed biological, envifoninental and sociocultural factors that have
‘been proposed to lead to differences in the ways that men end women experience '. |
respiratery illness. Their reviews highlight the complexity of the study of sex and gencter
“in the area of respiratory health and illness, .exempliﬁed in their analysis of self-reporting
of resplratory symptoms in epidemiological questionnaires. Using self-report data from
the PAARC11 survey, Kauffmann and Becklake [3, 12, 25] found that, after matching for
.quintiles of FEV (forced expiratory volume in one second) and controlling for potential
exposures, self-reported rates of dyspnea remained consistently higher fer women than
for men. Although this finding 1ndlcates that gender differences in self-reports of dyspnea
existed above and beyond levels of obstructlon the reason for thls difference remains
unclear.

Se'veral hypotheses have been proposed to explain the potentially higher rates of
self-reported dyspnea among vt/omen. While there is seme support for hiological

hypotheses (e.g., research conducted on sex differences in inspiratory muscle_strength

" The “Pollution Atmospherique et Affections Resbiratoires Chroniques” (PAARC) survey was completed
by 20,000 men and women in seven cities of France to examine the potential relationship between air
pollution on respiratory disease. :




and secondary sex characteristics) [3, 82}, Kauffmann and Becklake [3, 12, 25] also
hypothesize that in Western cultures where athleticism and stoicism are highly valued

masculine characteristics, men may feel that experienbing and reporting the symptom of

dyspnea is indicative of weakness and hence diminishes their masculinity. Although_ this

theory has not been tested in empirical research within the field of respiratory health,
there is evidénce from research on gender and sport to suggest that athleticism contributes
to men’s definitions of their masculirﬁty [83, 84]. In addition, the symptom of d)"spnea12
has been shown_fo encompass a multitude of descriptors and sensatlions suéh as: chest
tightness, increased effort, inability to take a deep enough breath [85], difﬁculty
breathing, air hunger, and many mdre [86, 87]. As well, dyspnea is the third most |
comfnon. complaint seen by health pro.fessionals and is not solely indicative of respiratory
illness [86]. Given the non-speciffc, more emotive natﬁre of d};spnea, it could be one such
symptom where masculinities are maintained by denying exp_eriencés ‘of breathlessﬁess
(see séction three of this chapter).

Furtherrﬁore, while theories on stress have not been well integra{cd into the

literature on gender and respiratoryAsymptlom reporﬁng, research from other areas of

health and illness indicates that women’s social roles may produce higher rates of stress

(see section three of this chapter). Stress, in turn, may have a greater influence on the
perception of the symptom of dyspnea, as compared to pefceptions related to .,other
r,e.spiratofy symptoms, such as phlegm. Similarly, women have been thought to
experience é higher rate of depression than men and Martinex-Moragon and colléagues |

[88] have suggested that the correlation between depression and dyspnea could account

"2 The American Thoracic Society defines dyspnea as “a subjective experience of breathing discomfort that
consists of qualitatively distinct sensations that vary in intensity”
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for the observed highér teporting of dyspnea among women. However, given thgt
Martinex-Moragon et al.’s study deéign is cross-sectional, causality ‘cquld not be
established. Lindberg etal. [70], in their ten year study of COPD incidénée ina:
‘symptomatic cohort, found that dyspnea is only. predictive of COPD in men (OR = 5.27).
In addition, Knuiman et al. [89] found that while dyspnea was equally prcdiqtive of all
cause mortality in men and women, it was only significantly predictive of respiratory
mortality in men. This could indicate that while women are more apt to perceive and/or
report dyspnea, the perception of tHi_s-symthm in women is a less specific indicator of |
global health (i.e., not necessarily _indicati{/é of obstructive lung disease).

Again using data from the French PAARC survey, Kauffman and Becklake {3, 12,
25], found that men were three times more likely to an‘swer affirmatively to the .question,
“Do you usually bring up phlégm?” However, wilen asked about swallowed phlegm, men
were only twice as likely as women, to answer affirmatively. The authors attributed this -
to cultural ascriptions of desirable feminine behaviour which detef Womén from repéning
' phlegm, particularly expectofated phlegm. 'Lindberg et al. [70], in their ten year study of =
COPD incidence in a symptomatic cohbrt, find that the symptoms of cough, phlegm, and
cough with phlegm, are only predictive of COPD in women (OR = 3.60, 2;97, aﬁd 2.93
respectively),, pro§iding additional evidence of a potential gender d_ifferen“ce‘in reporting.

Many vstudies have shown the impact of smoking on the .development of
obstructivé lung disease and have proposed that increased rates of Smoking among
women are res;;onsible for the corresponding increase in rates of COPD arﬁong women

[3, 18, 90]. Additional studies have shown that women may in fact be more susceptible to

- the negative affects of tobacco smoke [3, 18, 90, 9A1]‘. Camp, Dimich-Ward and Kennedy




[92] have also noted thet occupational exposures vary greatly between men and women
and to date, we know com“l\baratively. little regarding worrien’}s occupational exposures, as
compared to men’s.l However, Kauffmann and Becklake 3, 12] have shown that gender
.differences in the reporting of dyspnea remain, and in fact increase, after controlling for
exposure status. Pofentially, men and women could hold differing representations of the
meanings of exposure on their health and this could in turn influence their readiness to
report certain symptoms. This review of the literature did ﬁo‘e uncover any studies that
- explored how respondents assessed their exposure status and the potential influence ef
this assessmerylt.on their perceptions-and reporting of symptoms. ‘
A recent Canadian study by Chapman, Tashkin and Pye [9.3] illustrated a gender
bias in the diagneses of COPD and asthma. Given the same hypothefical scenarios for a
man versus a woman, phyeicians were more likely to diagnose the woman as having
asthma and the man as having COPD. Cydulka et al. [81]. also found that women
presenting with an asthma attack are more likely to be admitted to hospital, have longer
hospital visits and receive more medication than men presenting with a similar attack.
These findings indicate a pre-existing phyéician bias, which may reinforce the type‘s of
symptoms that men and women associate with a disease diagnosis. '%
American Thoracic Society Epidemiological Questionnaire
The American Thoracic Society epidemioiogical questiqnnaire (ATSQ) is widely

used in North Amefica to gather symptom data related to obstructive lung disease (see
Appendix B). The ATSQ was adapted from the previously standardized Medical

Research Council (MRC) Questionnaire, based on review and consensus from a panel of

'* The symptom of chronic cough with phlegm is more often associated with COPD, while wheeze and
breathlessness are often thought to represent a more asthmatic type of obstruction, although there is
overlap.




experts [7]. Tests of ;/alidity were initially con&uctéd by.assessing the correlations of
sym;;tom reports with FEV,% predicted, as well as comparing responses to fhe MRC
questionnaire. A standardized protocol for administration was also developed. Recently,
the ATSQ underwent minor revisions based on suggestions from an expert review panel.
Respondent interpretation of the ATSQ and the processes that respondents éngag¢ in to
respond to symptom questions has yet'to be e);plored. Furthermore, the gender sensitivity
| of the ATSQ has yet to be assessed. |
V. Summary
While Kauffman and Becklake [3]. make a compelling case for the complex nature
of potential sex and gender influences on 'réspiratory syfnptom pe'réeptionand reporting,
there remains a disconnect between recent advancements in the conceptualization of
gender in health research aﬁd epidemiologib_al studies revealing différencc:s in men’s and
women;s reports of symptoms in the field of respiratory health. To date, little research
has examined the potential influences of gender on cognitive processes involved in
rééponding to survey questions, and no studies have examined potential gender
differences in the cognitive processes involved in responding to respiratory health
surveys. |
Recent revisions to the ATSQ and its release for additional testing makes this an
opportune time to examine men’s and women'’s response processes to self—reported
respiratory symptom questions; This thesis integraies fesearch on gender, survey
methodology and obstructive lung diéease in> order té illicit men’s and women’s

descriptions of the cognitive and emotive processes that they engaged in when

/

responding to the ATSQ.




Chagter Three: Methodology

This study examined the experiences of men and women when reporting
~ symptoms on the American Thoracic So‘ciety Epidemiological Questionnaire (ATSQ) in
order to propose a conceptual response framework. The. goal-of this\conceptual
framework is to explain the cognitive processes that men and women engage in when
formulating responses to respiratory symptom questions and to assess tl_ie effects of '
gender on these processes. This chapter is divided into four sections. The first seCtion
provides the rationale for the use of a qualitative approach, including an overview of the
grounded theory techniques useci in this study. More detailed descriptions of the data
collection and analysis rnefhods are provided in Sections Two and Three, including a
description of the sampling procedures used. The fourth section includes an overyiew of
- the most salient issues pertaining to fhe assessment of rigor for this study.
L Qualitaﬁve Methodology |

While quantitative studies have noted that men and women provide different |
patterns of responses to questio‘ns regarding respiratory symptoms, limited empirical
evidence has been collected to examine tne potentiai influence of psychosocial factors on
these differences. Although useful for comparing the preValence of symptoms across
populations, a survey design does not easily expose respondents’ p.erceptions and’
cognitive processes through which they form'ulate answers to survey questions about -
respiratory symptoms. This qualitative study begins to fill a gep in the literature by
providing rich descriptions of the cognitive processes that men and women engage in
while responding to ATSQ respiratory symptom questions as well as describing the

psychosocial factors that affect the response process. The purpose of the study was not to
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meaéure the magnitude of difference, but rather to describe some of the underlying
;xlechanisms that cohtribute to overall differences in men’s and women’s responses.
Analytic Approach: Drawing on Grounded Theory

Data collection and analysis takes many forms in qualitative research; but this
study was most directly informed by the techniques fypically associated with the
grounded theory approach'®. This approach is commonly used to identify and create
conceptual representations or models of psycho-social processes (e.g., méking decisions
about which answer to select on a questionnaire) and is therefore well suited to the goals
of this thesis.

The hallmark techniques of groundéd theory include: sampling to enhance the
theoretical diversity of the sample; cohcurfent data collection and analysis; multiple step
coding process (open, axial, and theoretical coding); the constant comparative method;
and}integratior‘l of the theoretical framework. Memo writing is also an important

- }nethodological tool, used to enhance rigor in studies employing a grounded theory

approach. Each of these processes will be described in more detail below.

14 Grounded theory was first developed by Glaser and Strauss in 1967 [see 94] as-an alternative to
quantitative reseérch and the lack of theory that accompanied the quantitative approach. They saw the need
to get out into the field to see what was really going on from the point of the social actors of the
phenomenon of interest to scientists. They used these lay perspectives, along with their own research
training and knowledge to develop a method of research that produced theory that was grounded in
empirical data, being the experiences and perceptions of participants. Glaser’s contribution of a systematic
approach to data collection and analysis (based on his positivistic training) and Strauss’ contribution of
attributing meaning to empirical inquiry through his training in symbolic interactionism, combined to
produce a set of “systematic inductive guidelines for collecting and analyzing data to build mlddle -range
theoretlcal frameworks that explain the collected data” [94, p.509].
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II. = Sampling and Data Coilection
Participanis i)vere recruited from the population of study subjects in the:Coastal

Marine Transportation qukers Study; a longitudinal study which entered its fifth i)vave

in October 2005 [95]. Male (n=20) and female (n=20) employees were recruited to

participate in semi-strilcturéd interviews regarding their responses to ATSQ respiratory
symptom questions. To be eligible, participants had to: (1) be enrolled in the Coastal

Marine Transportation Workers Study; (2) have no éognitive impairments; (3) speak

ﬂuen_t English.. See Appendix A for characteristics of the sample.

A letter of re-contact was sent to all Coastal Marine Transportation Workers study
participants outlining the new optibn for workers to plarticipéte in the semi-structured
I interview regérding their responses to ATSQ syrnptom questions. Interviews were .

- scheduled to coincide with data collection dates for the ongoing Coastal Marine
Transportation Workers stildy and v\}erc'a conducted at three‘ locations 1n Greater
Vam‘:ouv_er'and 3‘ locations on Vancouver and Saltspring Islands. As the study progressed,
individual phone callé were made to potential respondents in advance of the interviews in
order to ensure that they were aware of the sub-study and of the time commitment
required to complete the semi-structured interview, should they ciiodsé to participate. The
sgb-'sample of Coasral Marine Transportatiorr Workers study participants who chose to.

. participate in the interviews receii/ed'an additional consent form for participation in the
intérView. Respondents did not ’recéive monetary compensationf
Thé process by which study participants were.' selected inio the s‘ample was
pilrposiVe and waé informed by theoretical sampling principles. Purposive sampling is
r10t based on probability, as woilld bié cxpr:cted of quan‘riiétive studies, but rather is a

t
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deliberate selection of participants based on _the experiénces and perspecfives that they
can bring to bear on the question of interest. So, rather than randomly selecting interview .
participants in order to .ensure their “_representativeness”'bf the broader population, I
deliberately selected participants who had the capacity to describe a range symptom
\pe.:rcéption processes. For example, in thjisv study, I hypothesized that knowledge of
perceived exposure and the consequences rélating.to respiratory health of that exposure
.could influence the ways that men and women interpret and respond to respiratory
symptom questions. By selecting partic.ipants who had a range of exposure statuses, I
purposively attempted to include paftiéipa_nts with a range of experiences relaﬁng to the
pfocesses of symptom bercepﬁon and reporting. For examplé, sﬁmpling for a range of job
titles and smoking status helped me to recruit and select a theoretically rich sample in
order to examine the inﬂuence of gender at potentially varying levels of exposure
(recognizing that job title and smoking are in essence proxies for more precise exposure
measures that may. be relevant to respiratory health). Purposive sampling also facilitates
the selection of a relatively sméll sample of interview_parti(‘;ipants (compgred to the
~ probability samples required for establishing populations estimates using data gathered
through quantitative survey techniques), while stiil captu_ring a broad range of
experienées and perspectives in drder to ensure the development of an encompassing
conceptual rﬁodel. ’ |
TQ understand the influence of gender on self-reports of ATSQ respiratory

symptom questions, several factors informed my sampling decisions: exposure history
(e.g., smoking, job exposure), knowledge of respirétory disease (e.g., doctor diagnosed

asthma), occupational roles (e.g., cafering vs. labour), and life stage (i.e., age). Cultural .
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influences, specifically cultural norms associated with ethnicity, had also been proposed

as impo_rtant potential influences on men’s and women’s interpretations of and responses

to respiratory symptom questions. However, given the lack of ethnic diversity in the
Coastal Marine Transportation Workefs study population (92% Caucasian [95]), this

~ variable was not feasible to use iﬁ tﬁe sampling strategy"”. |

With these sampling considerations in mind, I examined the existing Coastal

Marine Transportation Workers Study database toldetermine which participahts to ihvite
into my sample. I also sarﬁpled employees who had not completed the study in preyious |

years if their answers on the most recent questionnaire led me to believe that they could
bﬁng a unique perspective into the sample (e.g., a male who had feported only dyspnea).
As my data analysis progressed, I used new dafa from additional interviews to inform
subsequent sampling decisions. For example, after completiﬁg the first eight interviews, it
became apparent that most the male participants were employed at the shipyard;
subsequently, I tailored my recruitment and selection decisions to include males from
other job categories (e.g., éatering). HoWever, sampling decisions were also constrained-
by the characteristics of the Coaétal Marine Transportation Workersl populatién (e.g.,
very few men worked in catering). Therefore, my sampling dégisions reflected the
characteristics of the population (e.g., included moré men from labour jobs than from
cateriﬁg jobs). |
Interviews |

The “Questerviews” techniqué was used to conduct the intérviews.

“Questerviews” is a method whereby a quantitative questionnaire is used to facilitate a

'* Furthermore, the influence of ethnicity on gender differences in symptom reporting could itself bea
thesis, given the complexity of both of these variables. '




qﬁalitative, individual i:nterview about respondents’ responses to the ciuantitative
questionnaire. The basic principle of this method is that close-ended questionnaires often
have “‘triggers” that stimulate a respondent to recall, consider, and synthesize experienéés
related to their health before (;hoosing a response option [96]. “Questerview” techr_lique-s
exploit respondents’ natural tendencies to respond to “tfig'gers” in more detail. The ATSQ
was used to facilitate the interviews, along with a semi-structured interview guide that
included probes to stimulate respondents to elaborate on their initial answers to the
symptom questjons. These probe§ used several techniques to probe cognitive processes:
, i) retrospective think-alouds, 2) confidence rat.ings (where the respondent assesses their
conﬁdénce in their answers),.3) paraphrasing by the respondent, 4) defining key terms,
and 5)'vpr0bing to reveal response strategies [33]7 The interview guide was developed in
conjunction with my supervisofy committee, and was informed by the .existing literature
on symptom perception and reporting. The first four -interviews that were conducted,
acted as a pilot test for the questionnaire. Findings from the pilot test were also used to
inform the dévelopment of my conceptual model. |
The ATSQ'¢ was“adm'inistered by an interviewer for the Coastal Marine

Transportation Worker§ Study as pér standardized ATS protocol [7]. Standardized
administration protocol calls for the interviewer to ask the respondent eéch of the ATSQ
questions and mark down the response option that the respondent sélect_s. Intefviewers are
trained not to deviate from the qﬁesﬁoh wbrding and if the fespon‘dent is uncertain of

what their responée should be, the interviewer is instructed to record a negative

'® Respondents were randomly administered either the original (1978) or the revised (2004) version of the
. ATSQ. My follow-up interviews were probed accordingly. The only significant difference is for the
question on wheeze (see footnote 18). ‘ ' '




‘response\17 (i.e., selects the_‘;ne” response).. Following the completion of main study’s
data collection, I interviewed each of the 40 selected participanté, inviting them to
elaborate on their responses te.the symptom portion'of the ATSQ. After briefly
exp_laining the i)urpose and format of the interview, I began by repeating the first, close-
ended question in the new ATSQ. I then asked each respondent to expléin how s/he
interpreted the qﬁestion, asking each respondent to recall and explain the thoughts >and
emotions that were experienced as they chose their response option (most response

options are yes/no dichotomies). I also asked respondents to draw on their everyday

‘experiences of symptoms in order to prO\}ide descriptions of the symptoms on which they

were basing their answers to the close-ended questions. Questions were asked to probe
the concept of the social acceptability of symptoms and symptom reporting, and to

explore a variety of psycho-social factors that might help explain how symptom reporting

may differ for men versus women. This process was repeated for each of the five main

ATSQ symptom items: cough, phlegm, episodes of cough with phlegm, wheezing, and
shortness of breath'®, Interviews ranged frorh 5-50 minutes in length and were
audiotaped.

After each i_ntefview was conducted, [ made notes regarding my general
impressions of the interview, including participants’ nen-verbal reactions to Questions,
body Iaeguage used when descriBing symptoms, and interactions between the participant

and myself as the interviewer. As the interviews progressed, T was able to assess areas

' See Appendlx B for full ATSQ and interviewer instructions.

'® Note that due to time constraints, often only the initial question for each item was probed Questlons
included: (1) Do you usually have a cough?; (2) Do you usually bring up phlegm from your chest?; (3) In
the past 12 months, have you had periods or episodes of cough with phlegm that lasted 1 week or more?;
(4) Does your chest ever sound wheezy or whistling? (original) or Have you ever had wheezing or
whistling in your chest? (revised); (5) Are you troubled by shortness of breath when hurrying on level

" ground or walking up a sllght hill? Follow-up questions were only discussed if they were mentioned by the

respondent.




where the interview guide required revision. For exar_hple, it became appafent that being
diagnosed by a doctor as having a respiratory disease could influence how men and
women experienced and made note of symptoms. Therefore, new probes focusing on

, docto? diagnoses were addéd to attempt to tap into this pdtential influence on symptom
reporting. As well, some respondents found the interview guide to be repetitive, as probes
were similar for each.of the five symptoms. Therefore, in later interviews, I deleted
probes thaf were found to be repetitive and were not garnering new dialogue from
respondents. The interview questions served as a “guide” and interviews sometimes took
on a life of their own, depending on the experiénces of the respondent ahd interactions
between the participant and myself. |

Audiotapgs of the interviews were transcribed in orderb to accurately capture the

description.s.provided by respondents (transcripts were also checked againsf the tapes to
énsure their aécuracy). To ensure confidentiality, in_dividual identifiers were removed |
from transcripts and participants. were assigned an alias.» Informed consent forms and

- audiotapes were stdred in a locked file cabinet for the duration of the study. They will be
stored securely for five years after the complétion of the study at which point consent
forms will be shredded and audio-tapes will be érased. |
III.  Data Analysis

Qualitative data collection and analysis is an iterative process, with coding

informiﬁg decisions about subsequent sarﬁpling and interview qu_éstions and vice versa.
Therefore, analysis of the intervieW ‘daité started after four interviews were conductéd and

continued throughout the data collection process. This early analysis also informed

revision decisions to the interview guide (as described above). Coding and writing about




the findings also occur in tandem — wri_ting _about-the meaning of each code as it is
assigned and Writing about the emerging hypotheses of how ihe various codes fit togethet
happened concnrrently.

Coding

The general aim of the analysis is to compare and contrast the ways in which men
and women interpret/deﬁne symptom que.stions, describe the cognitive procesées that
- they engage in While selecting response options, and identify how gender affects these
preceeses. Coding is the process of developing conceptual labels that characterize
descriptions in the data. Three levels of 'coding. were used during the analysis process of
this study: open, axial, and theoretical-style coding. These coding processes will be
describe(i in more detail below.

In order to familiarize myself with incoming data, | completed a reugh
transcription of each of the eight initial interview.s (i.e., not verbatim). This
familiarizatinn with the data helped tn inform revision decisions to the interview guide,
allowed me to refine my inteiviewing style, and acted as a starting off point for the
coding process. It also made it possible to begin preliminary analysis i‘n adv:ance of
reeeiving the finalized transcripts, which are time consuming to prepare. Rough g
transcripts and intervie:w tapes were then given toa transcript_ionisf and were transcribed
verbatim so as to capture intonations of voice, pauses and hesitations, slang language,
imitations of symptoms used by respondents, and accurate interactions between the
interviewer and the participant (e.g., afﬁfmation from interviewer). As well; tlie

_transcriptionist removed all unique identifiers that emerged during the interviews (e.g.,

names). I then reviewed each tape and transcript to check for accuracy and the complete'
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| removal of all pdtential individual identifiers. The process of accuracy checking also
assisted me in re-familiarizing myself with initial data and the emergent concepts in the
data, informing testing and/or re-affirming coding decisions. Reviewed transcripts were
then uploaded using NVIVO softwaie to assist with data management duriﬁg the more
advanced stages of coding.
Open Coding

In the open coding stage of data analysis; I developed an initial set of codes (i.e.),v '
abstract, concéptual labels) that represented the key pfoces'ses’ described By men and
women. This was achieved by completingi line-by-line analy.sis of the raw data. At this |
initial stage, many of my codes included the words of participants (e.g., the descriptive
terms they used, th_e metaphors they empléyed). The aim of the open, line-by-line céding
process (i.e., attention to speciﬁc 'words used and meaniﬁgs of sentences) is to break
down the daté into discrete parts-to Ioék for all poss_ible emerging categories. Open
coding is used to sensit:ize the researcher to possible themes in the data that may
otherwise be overlooked.

The open coding process began after the initial week of data collection Where
eight interviews were conducted. Rough transcripts were printed out and emerging
concepts were highlighted. As well, I made ﬁotes in the margins’ about why I thbught .

“specific concepts were important tb the analysis and identified “gem” quotes that
éqntained What I considered at that point in the analjsis,- to be the rjchest descriptions of
. important concepts; During open coding, I éttempted to identify each new idea ’that B

emerged from respondents’ dialogue.
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Figure 3.14: ‘E)_(amnle of Open Coding Process

Interviewer: And um what do you think it would take for a person to answer, “Yes” to .
this question? '

Interviewee: If they had asthma [labelling] or under frequent- under a doctor’s care [Dr.
diagnosis] because with a lot of chronic health problems, because they come on slowly
[comes on slowly|, people don’t see the wheezing or say [sic] the wheezing as the problem
[not a problem| until someone says to them, “Gee you should see a doctor. You don’t
sound too good” Jother’s noticing]. But they think because it’s- comes on gradually [comes
on slowly|, you believe it’s a norm [it’s normal] you know, you don’t pick up on it- this
being a problem [not a problem].

Axiaj Coding

As the analysis progressed and additional interviews were conducted, bégan to
group the initial _codes into more abstract conceptual categories through the prééess of
axial coding—deﬁned by Corbin and Strauss [97] as’coding' “around the axis o‘f a |
category, linking categbriés at the lev;al of properties and dimensions.” During this axial
coding‘process, initial descriptive cod¢s or categories were grouped iﬁto more abstract
conceptual categories, helping to move the analysis beyond simple Vdescription. At this
point, I began to look for relatiohships between sets of codes in order to begi_n to build a.
néscgnt conceptual m(;del of the processes that reépondents engage in when'selecting !
responses on the ATSQ. For example, codes such as ‘induced by exercise,” ‘induced by |
smok_ing,’ ‘induced By sick énvironment,’ and ‘resulting from stress’ were combined tb
form the code “situating.” Eachv of the initial open codes became componénts of the
overarching process of “situ'ating” a symptom in the context within which it occurs. This

re-merging of data (i.e., dpen codes to axial codes) organizes concepts according to

theoretical links between the open codes, based on similarities and diffelféhces of
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dimensions or properties of the open codes and is assisted.by knowledge from the
existing literature and personal.expéfience. |

Even in this more advanced stage of the data analysis, Iv continued to use my
interview data to inform decisiéns about what kinds of data to attempt to collect next
(e.g., add new questioris to interview gilidé to more deeply explore an emerging concept,
including new concepts on which to sample). 1 continued to check axial codes against the
incoming data to ensure “fit” of new dialogues to existing conceptualizations. Gaps were
identified and axial codes were enhanced to account for new per‘spectives and
experiences. Data that did not “fit” with existing conceptual categories were not ignored.

. Rather, these perspectives were taken into consideration inA order to improve the fit and
scobe of the emerging th¢0ry.

The axial codihg stage yieided the development of my initial Symptom perception
and reporting model. Although this modél was subsequently reﬁned, the basis for fhe
model was developed through axial éoﬂing. During axial coding, I began ‘to think about
differences in fhe Wayé in which men’s and women’s descriptioné of the processes that
they engage-dv in and factors that they drew upon to choose responses. |
'. Theoretical-Style Coding

| In the theoretiéal-style coding phase, the emerging conceptual model was refined
and solidified. Analytical questions were asked of the data; poteptial links between
conceptual categories (i.e., axial codes) were further examined to _solidify or modify the
proposed relationéhips amongst concepté that were included in the emerging model. At - ‘
this point, I challenged myself to see alternative}explanations and perspecti\}es that had

not been adequately accounted for in the initial coding and model development. In this
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ﬁnai stage, [ moved back and forth between the empirical data, the literature, and my
most abstract conceptualizations of the emergent model, tying thé data together, in order
to tést and ré-tést my hypotheses about the fit Between my faw déta and the conceptual |
representation that was emerging. | |

4I used diégrams to illustrate and “pin down” potential hypotheses about
relationships and‘ patterns in the data. Initially, these diagrams were fo'rmula_ted to
represent general processes of symptom perception and fep_orting that both men and |
women seemed to engage in. As the analysis progressed, I used diagrams to compare and
contrast men;S’ and women’s narratives in order to ascertain potential differences in the ﬁt’
of the model for men as compared to v;iomen. I also used the diagrams to exafnine other
psycho-social factors (é.g., océupational_inﬂuences, differences in health seeking ‘
behaviour) that could lead to differential (and' similér) experiences of symptoins. The
results of this sfudy are éum}narized ina conceptual model (i.e., a final diagram). The
model is accompanied by a mbre detailed explaﬁation (i.e., an emergent theory) of the
processes that both men and women engage in when rebortirig respiratory symptoms and
the ways in which external gender-related, psychosocial factors affect these processes.
IV. | Issues of Rigor |

While findings from this study are not infended to be generalizable, it is important
to recognize the unique characteristics. of this relatively healthy, mostly working
population. Altough some men and worﬁen within the Coastal Marine Transportation
Workers sample are émploy,ed in “non-traditional” job categbriés (e.g., men in catering,
women shipyard employees), there rer.nains a gendered segregation of labour, where

many of the women are employed in traditionally feminine job areas such as catering and
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cleaning, while most male employees rpai'ntain more traditionally masculine jobs such as
ship engineers and tradesrﬁen (i.e., shipyard employe.evs). Therefore, this sample provides
a unique opportunity to examine Both men and women in traditional anci non-traditional
occupational rolés.

Conducting data éollection in éonjunction with the Coastal Marine Transportation
. Workers Study offered both benefits and limitations. I was able to ﬁse data from the
previous waves of the study to purposively sample sftudy partipipants (which also
facilitated contapting respondents and scheduling of interviews). The inclﬁsion of the
ATSQ.in the Coastal Marine Transportation Workers Study also made it possible for me
to employ thé “questerViews” technique, something that has not yet been documented in
respiratory research or in occupétion healfh studies. However, because my déta collecf_ion
was tied to the Coastal Marine Transportation Workers Study period, my data collection
period was fairly condensed for a qualitative project. Given that [ was drawing on the
principleé of grounded theory for my analytical approach, it‘ was a challenge to keep (_)ri
top of the incoming data, in ordér to.make decisions about what kinds of data to collect
next. However, | did ﬁeet with my corhmittee after each week of data collection to gather
their feedback. Dr. Shoveller also conducted one of the interviews at the mid-way point
of data collection in order to provide an additional perspective on the development of
neW probes and illustrate various techniques used to elicit detailed rgsponses from

‘respondents. I also was able to select interview sites to maximize the amount of time

between interviews in order to concurrently analyze data.




Use of Semi-Structured Interview'Guid_e and Questerviews Technique
The cognitive and affective processes involved in syrhptom reporting exist as

somewhat innate behaviour for most people. For this reason, the interviews were

" constructed in such a manner as to help participants reflect on and describe their

| perceptions and experiences:(i.e., to help people to describe the somewhat abstract

concept of reporting a symptom). For example, it was often challenging for respondents

to state how they would define the symptom of cough. Therefore, I would provide them

| with example definitions, such as “a clearing of the thioat,” or, “a deep, haéking cough,”
“and ask them to review which type of cough they considered when fhey responded to the

question, “Do you usually have a cough?”

Probing questions were used to stimulate respondents to consider specific factors

that may have “run through their mind” when déciding if they experienced a symptom.

_ Fdr example, the term “usually” (which appears in two of the ATSQ items I examined)

was probed in order to encourage respondents to elaborate on how they interpreted the
question, “Do you usually have a cough?”

Member Checkihg

As interviews progressed, I began to share concepts that had emerged from.

previous interviews with new respondents as part of the interview guide. This form of

- member checking helped to stimulate respondents to critique or add to the experiences

and perceptions of other respondents. This process helped me to ensure that varied
aspects of a phenomenon were captured during my interviews and to ensure that
dissenting perspectives that did not conform to the status quo were captured. For

example, many respondents provided lay theories regarding reasons for differences in
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men’s and women’s symptom experiences. By summérizing these lay theories to
respondents in. subsequent inter‘views, I was able to capture both agreements and
disagreements to previously reported léy theories.
Interview Notés, Self-Reﬂexivity, and Relationality

Making notes on the interview procesS (in addition to content) not only enhanced
data collection by highlighting potential changes to-the interview guide or areas that
needed to be probed, it also provided an opportunity to engage Iin reflexivity and
relationality. Reﬂexiv_ity refers to the procéss of éddressing the influence of interéctions
be_twéen th¢ interviewer and the .re_spondent during the interview process. Relationality
refers to the process of addressing issues of power and trust in the relationship between
the interviewer and the respondent [98].

Bccause the current study focuses oﬁ the effects of gender on symptofn reporting
behaviour, it was imbortant for me to be aware of pote.ntial’ gendered interactions between
 myself and the respondents. Therefore’, after each interview, I made notes about our
interactions, with attention to the potential influence of gender on tﬁese interactions (e.g.,
jokes made by reépondents (especially- male respondents), and my responses to their
statements). These notes also included descriptions of the participants’ (and my own)
dress and body language. I also déscribed interrui)tions to the interview (e.g., a fire
alarm), the quality of the interactions betWeen the respondent and myself (e.g., tensions,
my thoughts on how they perceived me énd how this may have influenced my/their
‘comfort during the interyiew) and my immediate thoughts on how to improve the néxt

interview. These notes were useful as I reflected on my reactions to respondents (e.g.,

whether or not I viewed the respondent as being stereotypically feminine or masculine)




and hew these reactions may have influenced the interview process (e.g., the flow of the
interview), the way I asked question's (e.g., the wording of my probes) and my analysis
(e.g., how the inﬂuence of gender on symptom reporting was maintained during my
intervieWs). I also attempted to make notes of how the respondent appeared te react to my
self-presentation during the interview and to reflect on the ways those reactions may have'
affected the flow of the interview.

As I analyzed the data, I tried to iemain cognizant of the many ways in which our
interactions dnring the interviews may have influenced respondents’ present_atiens of
their gendered-selves (e.g., male respondents may have felt the need to maintain “a

" masculine” self-identity in front of myself, as a female interviewer). I aiso attended to
inconsistencies in the narratives told, pauses and hesitations, and tone of voice., to
enhance my understanding of how intervieWer-respondent interaetions may have
influenced the .responses formulated by respondentsw. For example, I noted dnri_ng one
interview with a female respondent, that when asked about potential gender differences,
her tone of voice became terse and her dialogue was very assertive about the fact that she
would cough and spit if she needed to, with no apologies. I was conscience of the fact
that her response may have, in part, been a reaction to hervfeeling of being judged by my
interpretation of her gender identity during the interview’. In addition, thfoughout the -
course of the thesis, I kept detailed notes regarding my analytie decisions. Toget}ier, these
notes, with the notes I have made on reﬂexivity and‘ relationality, constitute what is |

* sometimes referred to as an “audit trail,” which I'hope lends credibility to the findings.

' This process is referred to by Poirier and Aryse [99] as “overreading.”
2% She had previously worked as a shore-worker, a traditionally masculine job occupation and 1 perceived
her as identifying with more masculine characteristics.




V. Ethical Considerations

Ethical approixai to conduct the interviews for this thesis was granted by the
University of Britisii Columbia Clinical Research Corrimittee (Certiﬁcate of Approval
‘number C05-0398). A cr)py of the ethics application is included in Appendix E. As this
study was one component of an extensive study on the respiratory morbidity of coastal
marine employees and retirees, my major ethical concern pertained to participant i)ur(ien.

In response, I kept my interviews as brief as possible so that respondents were not

overburdened by the length of the overall study process.




CHAPTER FOUR: FINDINGS

‘While models of symptom reporting have begn developed in other fields of health
research (e.g., cognitive aspects of s_élf—reported health), n;) research has examined the
cognitive processes that individuals engage in when responding to respirafory syrﬁptom
questionnéires, and 'speciﬁcally'to the American Thoracic Society Questionnaire (ATSQ).
A Additionally, little research has been conducted on possible gender differences in
cognitive processes of responding to healfh questiohnaires. While there is evidence of
gender differences in the reporting of respiratory symptoms, little is known about f[he
reasons for these observed differences. |

Through the use of grounded theory methods, a theoretical framework emerged
for beginning to understand the cognitive processes that men and women engaged in
whén respondihg to the ATSQ This chapfer introdﬁce_s the findings and describes each
" cémponent of the framework, whi.ch culminates in the pré_cess of integrating to nofmalizé
| or dé-normalizé symptbms-. While the emérgent model was found to be .similar for men
and Women, the chapter concludes with an analysis of gender influences on theA cognitive
processes involved in 'responding to the ATSQ:
L Characteristics of the Sample

Thé sampl¢ consistéd of 20 men and 20 women, with an average age of 57' and 58
respeétively (see Appendix A for a detailed description of the characteristics of the
sample). More women in this sample worked in catering and ofﬁce/administratioh ‘
positions, while mbre men Worked in the shipyard and engineering positions. Eight
women and five men reported no symptoms, while the remainder reported one or more
symptoms. Féur women Were current émokers; ten were ex-smokers, and s.ix had néver

i
'
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smoked. Two men were current sm‘okers, six were ex-smokers, and twelve were never
Ismoker’s_. - |
II. Oveirv}iew of the Emergent Conceptual‘M(-)del :

| The emergent conceptual model was developed based on respondents’ thoughts
and discussions of their experiences answering the ATSQ during the 2005 wave of the
Coastal Marine Transportation Workers study. I begin by outlining a general frarriewoik
that summarizes the processes thgit both men and women engaged in. [ then draw
* comparisons between men and women regarding the factors that contributgd to decision
making at eachv stagé of the model (e.g., the influence of masculinities and femininities,
Structural influences of gender, and respondents’ lay theories of gender). .

The conceptual mociel (iutlined below (Figure 4.1) deliiieateé the cognitive
processes that individuals engaged in to undersfand,- interpret, and respond to the ATSQ
questions that were posed by the interviewer. The framework consists of three levels of
cognitive prqcesses. The first process, called interpreting, describes how respond_enté
camé to formulate an understanding of the research questions (litérél interpretation) ‘and
the overall goal of the research procesS (intuitive interpretation). During the second
process of reflexive noticing, respondents engaged in recall to detei‘ming if they had
experienced the symptom in question. During integréting to ﬁormalize or de-normalize,
the third pro.cess-, respondents came to determine the significance of the symptom that
they recalled having experienced during 'ihe r'eﬂexive noticing pr(icess (e.g., 1s this
symptom significant enough to report on the ATSQ?). In this final process, the stages of

interpreting and reflexive noticing were integrated to form a final reporting decision (i.e.,

y€S Or N0).




The cognitive response processes outlined abové were found to be influenced by
resﬁondgnts’ prior perceptions of symétorﬁs. The degree to which a respohdent had’
percéived symptoms and encoded their syrriptom experiences prior to entering the
research setting influenced the éase with which they engaged in repprting procésses and
formed reporting decisions during the reéearch interview. Many respondents had formed

- assessments of their respirétory symptorﬁs and health priorvto entering the research
setting and easily intégrated their interpretations of the questions with their reflexive
noticing of symptoms, regardless of whether they had f‘ormed‘ more literal or intuitively-
based interpretations of the questiqns.l The same straightforward response’,v process was ‘
true for respondents who, aifhough they may not have previously given mucﬁ thought to
their respiratory symptoms or hgalth, did not recéll experienceé wi.th the sympfom_ in
questionlt};at matched either their literal or intuitive interpretétions.'of questions. For both

- of these respondents, self-deﬁnition.‘bf their health status aligned with their recall of
symptofn expériencgs dﬁring the reflexive notz;c‘ing procesé.

| However, a subset of respondents stfuggled to integrate their literal and'intu‘itive. |
interpretations of the 'questions and their rgﬂexive noticing given their self-identity as
being a person Who is “free from limg disease.” In~6ther words, while some respondents
intrinsically viéwed_ themselves as very healthy, they recalled experiencing ATSQ |

- symptoms during their reflexive noticing process. In this case, the process of integrating
to normalize or de-normalize was the product of efnotive tensions exﬁgrienced by

respondents’ attempts to reconcile their interpretations of ATSQ questions (literaland -

intuitive), reflexive noticing of symptoms, and self-identity.




Figure 4.1: Emergent Conceptual Model

Interpreting Questions
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III.  Perceiving Symptoms

The process of I.Uerceivingvsymptoms refers to respondents’ diséussions of héw
they had initially come to perceive an ATSQ symptom in their day-to-déy li;fe. In this
context, perceiving symptoms happened prior to entering the research i,nterviev? and

influenced the reporting processes engaged in by respondents. The process of perceiving
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symptoms not only influenced whether a respondent remembered noticing an ATSQ

. symptom (i.e., reflexive not'icing),‘but perceiving syfnptoms also influenced the degree to

which revsponde‘nt.s believed that a symptom was important to report (i.e., integfating to
nornbmlize} or de-normalize); this type of process is referred to in the literature on |
coghitive aspects of survey methodolo_gy as prior encoding of reievant information [33j.

Prior perception of symptoms (or the absence of symptoms), led many
respondents to form a éelf-identity-as healthy (or un-healthy) and, in relation to ‘fhe
ATSQ, their respiratory health status (i.e., encoding). Furthermore, prior encoding
processes also led some respondents to normalize symptoms that they had perceived ‘prior
to entering the research setting. I.n’ other words, even if a respondent had perceived

symptoms, this did not imply that they had encoded their symptoms as problematic. Other

- respondents discussed not having thought,about whether they had noticed a symptom

prior to being administered the ATSQ and had not formed an identity of their health in
relation to the symptom in question or becéuse they had not given their symptoms much
thought, intuitively defined themselves as healthy. It was these respondents, in particular,
whose discussions illustrated an emétive tension duringv the integrating to nbrmalize or
de-normalize phase. Respondents’ prior symptdm perceptibn was influenced by others

noticing, having received a previous diagnosis, and health behaviour (see Figure 4.2

below).




Figure 4.2: Perceiving Symptom Stage of the Emergent Conceptual Model

Interpreting Questions

Intuitive and Literal Understanding
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- Reflexive Noticing
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. Others Noticing
Many of the reépohdents described how other people noticing or mentioning their

symptoms affected their own perceptions about symptoms and ultimately their responses
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~ to the ATSQ. Men tallted_more often about their partners noticing their symptoms before
they did. For example, Frank stated that: *... T forget about it antl I get reminded by my
wife that ’'m breathing heavy, or that I seem to be laboured breéthing and I don’t notice-
it.” The women also talked about noticing and commenting on their male partners”
~ symptoms es illustrated by the following onote from Heather, “my boyfriend is having
this cough and I keep saying, “You better go get that cheeked out.” T_wo wornen
described how their family had noticed their health, one in terms of her children being
~ concerned about her “coughing fits” (she has asthma) and the other in terms of her
husband and her kids “nagging” her to quit smoking. These examples illustrate how other
people commenting on a respondent’s symptoms could le‘ad them to initially be more
. aware of their symptoms and hence more likely to remember them when asked to recall
an ATSQ 'symptom. Heather summarized this process:

. if they have it all tne time I think they don’t notice it, just accept it and carry

on. It might take somebody else to notice it and say I thlnk you better go get that
checked out.” Everybody’s busy in their life, carry on.’

While others noticing and commenting on respondents’ symptoms led many
of them to encode their experience and to form a self-identity as someone who
| undeniably experiences ATSQ symptom(s), some -respondents discussed how others’
noticiné their symptoms actually led to feelings of guilt and hence further denial of
their symptoms or their respiratory health status. For example; Carol, a 46 year old
smoker, talked about how her children and husband used to “nag” her about how
much she smoked. However, she could not give up smoking and therefore attempted
to hide her smoking behaviour from her family. She suggested that her guilt about her
smoking had also'led her to deny having experienced ATSQ symptoms on earlier |

- waves of the Coastal Marine Transportation Workers Study (she currently reported all
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~ symptoms except episodes of ceugh with phlegm); Therefore, it seems that others™
'ndtieing may not only lead to increased awareness and encoding of ATSQ symptoms,
hnt it rnight also enhance 'feelings of gnilt ‘and» responsibility regarding pdor lung
- health. This concept is ‘discussed'in more detail in the section on health behaviour.
Having a Medical Diagnosis

Having had a doctor or health practitioner diagnose a symptom (e.g., vyheeze) ora
dlsease related to a symptom (e.g., asthma) 1ncreased the likelihood that respondents had
initially noticed symptoms. For example Patty said it was easy for her to answer the
question about wheeze as illustrated in the following quote:

" “Well, the doctor said there’s a small wheeze in the very bottom. So that’s why I
said “yes” because the doctor told me.” (Patty)

She also indicated that if the doctor had not told her that he could hear a wheeze (with his
stethoscope), she would not have noticed it herself. Noah also described how his prior
experience with a diagnosed disease influenced the degree to which he perceived the
symptom‘ of shortness of breath: |

“Well, I know when I do that, I watch that all the time, because I have had

congested heart failure, as well, and I know what’s [sic] that like. So I’m aware of

- my breathing and my walking, alll the time.” (Noah).
While having received a medical diagnosis was discussed as being a signiﬁcant‘

‘ facter affecting whether a respondent noticed a symptom, receiving a diagnosis also

affected the degree to which respondents became concerned about the symptom(s) in

terms of their health®'. An excerpt from Bertha’s interview illustrates how some ‘

2! One respondent also discussed how not receiving a doctor’s diagnosis influenced her encoding of a
symptom as normal: “So I have to live with it and I don’t worry about it because I have my doctor
examination and he would tell me if it’s something wrong” (Beth).




respondents may become accustomed to symptoms (or deny symptoms) until a medical
diag;losis leads them to define the symptoms as préblematic:'
“[Interviewer: ... the doctor [sic] diagnosis maybe made you more aware of your

- symptoms?] Bertha: Yes. Yeah. Or that it was actually a problem [laughs]. I
guess I like to live in a, in denial. I just don’t want to deal with it; so, I’m fine.”

This process of determining the signiﬁéancc of a symptom occurred prior to Bcﬁha
entering the research setting and thefefore not dnly influenced the degree to which she
recalled noticing hér symptom, but also how easily she was able té define the symptom as
de-normalized given thatA she now iderﬁiﬁéd as a person with asthma (as a long-term
smoker, Bertha’s exaniple will be further discussed below in relation to how her smoking
affected her prior encoding of symptoms as normalized).
Health Behaviour
- Many respondents discussed their health behaviour as having i'nﬂuenced thé'

degree to which thcy would initially perceive a symptom in their da>y-to-dayklives. For -
Aexample, the following excerpt from an ‘interviewA with Doris illustrated how the level of |
physical activity that an individual engaged in, influenced how likely they were to
initially perceive shortnesé of breath: |

‘é[lnterviewer: How long of a distanée do you think- just walking at a normal

pace- would it take before you would start to experience any sort of feelings of

shortness of breath?] Doris: Um, well it’s hard to say because I don’t, I don’t walk
more than three blocks.” ' ' '

Many respondents also discussed how an increase in physical activity could trigger their
taking notice of shortness of breath almost immediately, since it interfered with their

activities (especially if they considered themselves to be highly physically active):

“... it’s really weird cause I play volleyball all the time and I’m very active and AI,
go up-a couple stairs and I’'m tight and short of breath and I’'m going “What’s this'
all about?” So, I thought something’s not right here” (Heather).




However, respondents also reported having decreased their physical activity as a method
of preventing the symptom that they,experienced. In this adaptive mode, after decreasing
their level of activity, they would no longer notice experiencmg the symptom. For
example, Frank discussed why he had prev1ously reported shortness of breath in an
earlier wave of the Coastal Marine Transportatlon Workers Study, but did not report
shortness of breath during this most recent wave of the Coastal Marine Transportation :

| Workers study: |

. I don’t do that sort of thing that much or anything too strenuous. So maybe 1
don t put the demands on my breathing as I used to.” (Frank).

When I asked for more detail, Frank explained that he did not feel that his health had
physically improved; however, he had simply modiﬁed'his level of activity so that he no’
longer expenenced shortness of breath and therefore no longer thought it was approprlate
to report shortness of breath in response to the ATSQ.
Smoking behaviour was also a signiﬁcant factor in respondents’ discussions of
.perceiving symptoms, both for smokers and non-smokers. Many of the respondents who
were not smokers described snroking as the major cause of respiratory disease. They also
viewed smoking as an individual choice and, therefore, they also portrayed the
experience of having symptoms associated with poor respiratory health in individual
- terms. This was well illustrated by Wendy who said:
“I...know of the type of people who do, which I imrnediately think smokers... I
worked as a retail cashier in drug-stores selling cigarettes to people [raises her

~ voice in irony] which wasn’t a very nice thing to do and I would hear them
coughing as they bought their cigarettes, as they walked out the door, lighted their

cigarettes and coughed some more. [...] You want to shake them, “Don’t do that to
yourself.”” :

Furthermore, since there is a much publicized association between smoking and lung

. disease (e.g., warning labels on cigarette packages themselvés), many respondents who




were not smokers implied that they did not need to be concerned about their respiratory
" health (e.g., defined ATSQ symptoms as smokers’ symptbms).

Respondents who defined themselves as srﬁokers also étruggle_d with the
knoWledgé that smoking is a known cause of respifatory disease. .Tb this effect, they saw
therﬂselves as causiﬁg theirAnegative lung health symptdms, which at times led them to
| deny their symptoms. For example, Carol discussed how she would not have chosen to
participate in the study if she had not been a smoker. Her smdking enhanced her level of
awareness.about her symptoms; it also heighte?éd her concern about the reason she rriight
be experiencing symptpms: | |

“It only concerns me because I’in a smoker. So,. when I have that [a cough] I think,

“Is this because of the smoking?” And I feel guilty because you’re smoking and

you know.” (Carol). '
While Carol repo_rtéd the symptoms of cough‘énd breathlessness on the most recént wave
of the Coastal Marine Transporteition Workers study because of her smoking, she
discussed how on prior waves her guilt regarding her continued smoking had led hef to
dény the symptoms she expefienced. Bertha also discussed how her self-identity és a
smoker had preViou,sly led her to norrﬁaliie her symptom of cough. In the following
.quote she described why she had not reported her sslmptom of cough On.previous Waves
of the Coastal Marine Transportatibﬁ Workers study: .

“Well, I don’t ever remember not having a cough ‘cause both my parents smoked
and I smoked [clears throat]. I just didn’t think anything of it. I Just thought that
was normal.” (Bertha).

Bertha’s quote illustrates how a persons’ self-identity as a smoker may be intricately tied -

with the development of lung disease, to the pb_int where symptoms become a normal part

~ of a smoker’s self-identity.
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IV, Jnterpreting Questions: Defining Symptoms and Understanding the

Research Goal | |

Réspondents discussed forming both literal and intuitive interpretations of the
ATSQ .questions that had béen asked of them during the“COastal Marine Transbortation
Workers study protocol. F or example, respondents discussed their literal interpretations
of ATSQ questions regarding what a cough would look or sound. like, what it meant to.be
troubled by shortness of breath, or how offen “usually” would be. In addition,.
respondents discussed the intuitive interpretatiéns they had formed of ATSQ questiohs

~ (e.g., the types of people they defined as “usual coughers” and the fypes Qf people the

re‘search project was attempting to identify through the ATSQ questions). Deﬁning
symptoms and understanding the research objective are two concepts that influence the

process of interpreting questions (see Figure 4.3 below).
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Figure 4.3: Inter_retin Stage of Emer ent Conceptual Model
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Defining Symptoms
When respondents reflected on the questions that they had been asked during the
Coastal Marine Transportatioh Workers Study, they frequently discussed the definitions

they had formulated of the ATSQ symptoms (i.e., the process of defining symptoms). For
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items that addressed common symptoms (e.g., cough), many respondents simply stated

that a cough was a cough and they did not appear to have any problem defining the

" symptom. This was especially pertinent for peoplé who were certain that they had

“never” experienced a usual cougn before or, conversely, those who easily defined
themselves as a “usual congher” (this connection with reflexive noticing will be discussed
in the upcoming section). This uncomplicated defining of symptoms was influenced by
prior encoding of self as healthy or unhealthy (as discussed in the section on perceiving
symptoms).

Other réspondents thought more carefully and provided more detailed descriptions

of how they would define specific symptoms. For e){ample, Isabelle defined “cdugh” in

the following way: “Uh when I think of a cough; I’m thinking of something that’s more

of a cold-style cough rather than a.. .rasping- fighting for breath kind of cough.” Some
respondents found thé process of defining symptoms challenging as they were uncertain
about the type of symptom that the ATSQ was requesting. James’ definition of phlegm
pr0v1des a good example of the more 1n-depth symptom definition processes that many
participants engaged in:
“...cause it says usually, well I mean, when you clear your throat there is always
something, whether or not it’s phlegm, it’s actually I don’t know. I mean phlegm to
me, it’s kinda, you know, a little more solld type rather than a you know just

general spit.” (James).

The symptom of wheeze was not easily defined by many respondents. For

example, Nancy paused and reflected aloud at one point during our interview and said,

“You know I really don’t know what wheezing is really”, While_ Gary described his

wheeze as follows:
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“... if I'm watching TV and it bores you, rny head falls back and I [zzzzz — he
imitated his snoring] you know. 1 wake myself up when I snore or something like
that.” ' ’ '

Many respondents were uncertain of the difference between shortness of breath and
wheeze. Several respondents suggested that wheeze was a symptom that was “just there”
and did not subside after ceasing physical exertion, whereas shortness of breath was
perceived to dissipate once they stopped engaging in the strennous aetivity.

Respondents described how certain words in the qnestions hgd triggered ’them to
deﬁne the ATSQ symptoms. Tlre trigger word', ;‘usually,” found in the questiens, “Do you |
usually have a cough?” and “Do you usually bring up phlegm from your chest?”,
captured the attentien of mainy respendents, as illustrated by Victoria:

“Well it’s because I do liave a.cough. Like right now, I’ve got a bit of a tickle in my

throat, I got a cough but it’s not usually. So I had to think, well how often would _
“usually” be? So I went with the word “usually” and what I wrote is “no.””

By paying attention to the trigger word “usually,” Victoria and other respondents
interpreted the question to refer to a symptom that is an ongoing concern, rather than
something that has happened occasionally in the past. |

Many respondents described being uncertain about how the question, “In the last
12 months, have yoii experienced periods or episodes of cough' with phlegm, lasting one
week or longer?” differed from the questions, “Do you usually have a cough?” and “Do
you usually bring up phlegm from your chest?’; They pereeived that both referred to
chronic conditions, although respondents who interpreted the question as referring toaflu
er chest cold type symptdm discussed having paid attention,to the phrases “In the last 12
months,” and “one week or longer.” _ ) o -

- When describing their interpretations of tlie question, “Are you treubled by

shortness of breath when hurrying on level ground or walking up a slight hill?”
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respondents most frequently attended to the qualifier “slight hill’; which triggered them to
recall situations where they had experienced shortness of breath (reflexive noticing). This
_ led them to thiﬁk about c'limbing stairs or walking up hills. As Scott said: |

“T get shortness of breath when I walk up hills, because we are just not used to it,

we are always walking in the flat lands of Delta [laughing]. So, you start walking
up a hill and you know, you start sucking wind.” _

Others, however, discussed struggling to formulate an understanding of the ATSQ
shortness of breath question and when probed about potential “trigger words,” realised
that they had missed key question components that would have helped them to define the
ATSQ symptom, as illustrated by Sylvia’s response:

Sylvia: And I had to think about that one because that’s like on flat grdund, no but

~ you know, if I’'m a couple of steps, just depends on how fast I’'m walking or if 'm-
yeah I mean I sort of thought about it a second like; “Do you walk like that all the
time?” Or how often you are affected by. And how much is winded, I mean, the

degree- [Interviewer: So what it means by “troubled by”?] Sylvia: I would say
“troubled.” 1 guess you really need to listen to the questlon

While the process of defining symptoms accordmg to question trlggers is based on hteral
interpretations of the ATSQ questions, some ques‘uon triggers, such as the word usually,
also led respondents fo form more intuitive definitions of the ATSQ symptoms. One
process that respondents engaged in_which led to more intuitive definitions of the ATSQ |
questions was cbmparing to others.
Comparing oneseb’ to others

By comparing themselves to others, respondents formed a mental representation'
of the symptom.they were being asked about (e.g., how would a person who is suffering
from shortness of breath appear?). -Many of the respondents discussed noticing other

people who had experienced the symptom, and, therefore, had come to define the ATSQ

symptom according to what they had noticed in other people. For example, when Acfam




discussed how he would describe the symptom of wheeze he stated that his reasoning was
based on information that he had gathered base(i on observing other.péople éxperience
this symptom: “So that’s why- how I went by the question, from what I’ve heard in
others.” This process led to both literal déﬁnitions of symptoms (i;e., what the‘sympt.oms
looked or sounded like) and formed the Basis for subsequent intuitive ihterpretations of
symptom quesfions by establishing the “types” of people who would experiénce the
ATSQ symptoms. |

'Respbndents often asserted that particular types of people (especially lsmokgrs)
were asséciafed With spéciﬁc symptoms (especially cough) and they ﬁsed those
associations to define their interpretation of an ATSQ symptom. For example, Beth
defined the_syrﬁptom of cough as follows: “You knqw I'm tﬁinking of people I know
who’ve stoked all their lives and coughed constantly, so that’s the way I’m looking at it
too.” Frank extends this association to,dis-'cuss what his definition of a smoker’s cough
sounds like:

“Usually, well I usually think of smokérs, because of that, beéause I have lived

with smokers. Usually it’s a dry cough or just- just clearing, but it doesn’t seem
like a cold type of cough, it’s a clearing of their throat.”

~ While many respondents engaged in the process of defining symptoms by comparing
themselves to others for each of the ATSQ items, the way that they defined the symptoms
varied depending on the symptom that was being asked about. For example, sméi(ers
were most commonly used as a reference group fo define the symptoms of cough and
ph.legm, but were less frequently associated with the syiﬁptoms of wheeze and
breathlessness. Whereas,Apeople who \;vere overweight or out-of-shape were referred to

when respondents illustrated how they were defining the symptom of shortness of breath

but never for symptoms of cough or phlegm; '




The process of comparing themsel\;es with others in Qfder to define ATSQ
symptome is intrieately tied to perceptions of what it means fo bea “nsual cougher”, for |
example. This concept is discussed in the forthcorning .section on integrating i‘n this
chapter. Comparing oneself to others is also closely hnked with understanding the
research goal as many respondents, by defining types of people who experienced the ?
symptom in question, .were also establishing their understanding of the types of people
thaf researchers were attempting to identify through positive responses to the ATSQ |
questions. -

Undefstanding the Research Goal | /

Respondents’ interpretetions of questions also were inﬂuenced by their
understanding of the overall goal of the research project. Although my study and the ‘
Coastal Marine Transportation Workers Study were not exphci_tl)} delineated ns lung
health studies on the consent ferms, the Coastal Marine Transplortation Workers Study is -
| advertised to participants as the UBC Lung Health Study. Furthermore, many of the
physieal tests (e. g., spirometry, chest x-ray) and the' layout and focus of the symptom
questiens led respondents to understand that the goal of the ATSQ questions (and hence
the Coastal Marine Transportation Workers and my research projects) was to assess the
iung health status of participants, and to link this to potential occupationel exposures. In
' this centeXt, the ATSQ questions were interpreted by respondents as having been
designed to detect people with re’spiratory disease. For example, when asked if she knew |

of anybody in her life that experienced the symptom of wheeze, Wendy stated: “I. ..can’t

- think of nnybody in my immediate circle of friend [sic] and family that suffers from any

sort of, chronic, respiratory malaise.” To her, the question, “Does your chest ever sound




wheézy or whistling?” did not simply refer to an occasional noticing of wheeze, but
rather it referred to a serious sign of “respiratory malaise.” Another example from Kevin
showed how he interpreted the skip peittems within the questionmiire as being indicative
of the goal of doing a lung health stndy: |
“We know it’s a iung study right? [...] So obviously \they’re lboking for lung |
problems [...]. You are looking for symptoms. You say yes thén they are going to

go, “Okay now he’s got symptoms now where do we go from here?” Some of -
“them, I might have checked, “No” so if [sic] he skips the whole page.”

Even the question, “Are you troubled by shortness of breath when hurrying on level
ground or walking up a slight hill?”” which could literally be interpreted as an occasional |
occurren'ce,'was frequéntly interpreted within the context of detecting people with lung | :
disease. This may have resulted from the order in which the questions are presented, -
where shortness of breath i.s the last of the ATSQ questions to be asked of respondents

: (therefcire it might be interpreted within the context of the prior questions).

The process of interpreting the: ATSQ questions according to what “types” of
people the researi:hers were aﬁempting to identify sets the stage.for the tensions that
some respondents enp'erienced between the .symptoms that they rernembered having
‘ noticéd (based on literal interpretations of quesﬁons) and the “type” of person they felt
that they represenfed (i.e., healthy vs. non—healthy, sinokér Vs. .non-smoker). This
appeared to be especially relevant for respondents who considered themselves to be free
of lung disease, but who recalled liaving experienced thev ATSQ symptoms in a way that
matched their literal interpretntions of the ATSQ questions.

"V, Reflexive Noticing
Once respondents had interprgted the ATSQ question that was posed, they began

the process of deiciding how they should respond. Reflexive noticing refers to the process
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that respdndents engagnd in to recall if they had previously noticed a symptom. They |
engaged in this process Based on their prib_r literal and intuitive intefpretations of the
AATSQ questions. For example, Sylvia taiked about how her interpretation of the question
ied her tQ look back at how often éhe had noticed experiencing the éymptom of cough:
“Yeah that’s right because it’s.not usual but you’re thinking, “Well, I don’t know. Do I
do it eVeryday? I don’t know.” You know?” This process of reflexive noficing ranged |
from extremely quick and simplistic re-call-to a more involved attempts to remember
whether they had noticed_v experiencing an ATSQ symptom. |

The complexity of the lreﬂexive noticing process depended on respondents’
interpretations of ques{ionn and on their prior symptom perceptions. Wendy, a Woman in
" her late fifties who had started having children in her mid-fonieéz described struggliné for
years with health issues due to the stress of raising her children. She said she haid later
taken control of her health by starting a regimen ..of vitarnins and mineralsl. She attributed
this regimen with impioving her health and now déﬁnes herself as very healthy. The
follnwing quote illustrates how her self-identity as healthy led her to engage in a less
detailed reﬂexive- noticing nrocess in response to the question, “Do you usually have a
. cough?” Wendy said: |

“I... was thinking about how grateful I am for being in such wonderful, good
health, [laughing] [...] I never have coughs. Don’t go there. Don’t do that.”

Other respondents who saw themselves as having a lung disease (usually those who had
received a prior diagnosis) also truncated their reflexive noiicing process by relying on
their diagnosis, rather than recalling their experiences with symptoms.

Some respondents, however, were less certain about how to define themselves

according to the question being asked, as illustrated by Francine:




“Yeah and ah, and like some people are very, very super healthy they never get
colds or anything so they can just go bingo like that. But when you know you’ve
‘had it you have to stop and think to yourself for a second,-“Ok was it just because of
that cold or was I doing it otherwise?” Or you know, no. Then you have to really
define it in your mmd type of thing.” :

‘This seemed to be more common among people who had not prev1ously formed a strong !
self-identity as healthy or unhealthy “It was something I didn’t really think about until

the questlon was asked to me’ (Adam). Therefore, prior encoding of the symptom

_ perception process combined with the intuitit/e interpretations of questions influenced the
degree to which a respondent engaged in’ the process of reflexive noticing.

As well, it became apparent that during the reflexive ﬁnoticing stage, re'sponden_ts
were not using a standardized recall- timeframe. For the questions on cough, phlegm, and '
shertness of breath, where no specific recall periods are denoted 1n the que'stions,
respondents discussed having reviewed diverse time perjods ranging from their life-
history through to their current experiences with symptoms. Qne reSpondent, Dean, relied
on different time periods for the questipn of cough (3-4 years) as cempared to the
question of shortness of breath (5-10 years)?. For some respondents, the time'peri'od they
used lwas‘ correlated with the 'length of time they had remembered having or b'eing«free
from .the symptom in question; hewever, others did not specify a reason for the timeframe
they had used.

Situating
A method through which respendents recalled neti(?ing symptoms was by

situating; a process where respondents reviewed situations and circumstances where they

may have noticed experiencing a symptom (see Table 4.4 below). Situating involved

22 Dean responded affirmatively to the question of usual cough during the day/mght and negatlvely to the
question on shortness of breath (see Appendix A).




_reviewing different circumstances and scenarios where a respondent rriight have
experienced the symptom in question. This process was based on the literal
interpretations of questions that respondents had previously formed, often with reliance

on question triggers that helped them to determine what situations to review.

Figure 4.4: Reflexive Noticing Stage of Emergent Conceptual Model
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The symptoms of cough, phlegm E;nd breathlessness were most frequently referred
to during‘descriptic.)ns of situating. Cough and.phlegm had almost always been'hreviously
experienced by respondents at some phint in their lives (e.g., when they had a cold);
When anéwerihg quéstions about cough and phlegm, many respondents reﬂeéted on
sithations where they had had a cold in order to remember the experience of the symptom
of cough and to determine if their mémory of noti‘cing_ the symptom fit with their current
interpretations of the qhestion and research goal. Adam discusséshis\ stniggle to
remember whether he experienced a chugh on a “usual” bésis:

“Yeah, you just start thinking about it. It’s something you don’t really fhink about,.

“Qk, yeah, I cough when I have a cold,” and then you start thinking about it, “No
I didn’t have a cold.”” o - .

For the question, “In the past 12 months, have you had periods or episodes of
cough with .phlegm that lasted one week or longef‘?” respondents fhequently discussed
struggling to recall if their symptoms had lasted one week or longer. Many respondents
initially recalled that their symptoms of cough and phlegrh had not lasted for one week or
longer, but some reconsidered upon further reflection during their follow-up interview
with me. |

Fhr the symptoms of cough and phlegm, respondehts discussed noticing
symi)toms when they wére_in a sick enviromnent. Men in particular' discussed their
reéctions to acute exposures that led to coughing or bringing up phlegm to clear their
lungs: “Because I mean if you’re working and you get a shot of dust or something, so you
know yeah, I may be cohghing fora minute or so but then I’ll try to cleé.r it out” (James).
Frank also discussed his sick environment at work as a situatiion where he noticed a
‘ wheezing or whistling chest: “If I get overdosed with dust and that sort of thing then my

lungs seem to feel like they’re filling up and so it’s harder to breathe so if I do get a dose -

67



of that then I really have a more laboured breathing” (Frank). The gendéred nature of this
finding will be discussed in the section, Gendered Social Roles.

‘When engaging in reflexive noticing of shortness of breath (and sometimes
wheeze), most respondents reviewed situations where they had engaged in exercise or
other typeés of e'xe‘rtion (e.g., climbing stairs, lifting heavy objects). As Gary said:

“Well the only time I’m short of breath is...like I was, believe or not, running
around, [...], playing rugby last Sunday. [...]. And there was four over 60 guys
playing last week. And we’re playing this Sunday again at [place] and Wednesday.

And I guess I do feel out of breath. After I run around the track, I get short of
" breath. But I’m not gasping for breath when I walk up a set of stairs.”

Exercise situations Were also re\}iewed by respondents who di_d not recall experiencing
any symptoms, as Wendy’s sto}y illustrated: “I thought of all the physical activity I do
and how easily I do it, without any'o.f those sorts of symptomls'.”

- Respondents engaged iﬁ varying levels of reflexive noticing depending on how
certain or uncertain they were regarding their prior perceiving of ‘symptoms.v Respondents
* who were uncertain about how to define their health in relation to their interpretations of
the ATSQ symptoms, used the reﬂexive noticing process to assess the degree to which
they had ever experienced the symptom in question. After they had engaged in this
- process of reflexive noticing, they then began the process of determining whether the
symptom that they noticed matched their interpretatiéns of the questions.

VL  Integrating to.Normalize or De-normalize

Integrating referé to bringing together the processes of interpreting the question
;'cmd reflexive noticing.in order to formulate responses to the ATSQ quéstions. Ihtegrdting
led respondents to either normalize ot de-normalize their symptom experience. The ease
with which respondents discu.ssed integrating to normalize or de-normalize was

influenced by their prior perception of symptoms and the resultant encoding. In addition,
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integrating was influenced by résp'ondents" attempts to align thpir literal and intuitive

, interpretations. of questions. Hence, respondéﬂts who had previously received é medical

diagnosis (br thbse who clearly defined themselves as healthy) easily matched their

" interpretations of questibns with their reflexive notiéing processés to formulate a response
during the integrating phase. In addition, it appearéd that some respondents did not form
intuitive ihterpret_ations of questioﬁs and therefore did not strpggl'e to align their self-
deﬁnition_ of their respiratory-health. status ‘(based on intuitiye interpretations of quesfions)

| with their reflexive noticing 6f ATSQ symptoms (often based on more literal
interpretations of questions). Instead,.thes.e respondehts simply formulated a response
based on whether they had experiehced the symptom 'in question (e.g.; did they
experience .shortness of breath when walking up a slight hill?).

Other respondents struggled to determine whéther the symptoms that they nqticed
might be considered normal within the reseaich context and many, responderﬁs even re-
formulated their original responses upon further reflection during my interviews. This
was most often the case among respondents. who recalled having noticed symptoms, but
did not feel that they. were the fype of person thét the ATSQ was éttempting to identify
(i.e., they did not feel that their symptoms reflected a chronic lung concern). Reépondents
who had not previously engaged.in the procéss of perceiving symptoms struggled to
integrate their response processes. For these respondents, the infegrating process was
challenging because they were attempting not oﬁly to recall whether they had

experienced the ATSQ symptom, but they also were attempting to do this within the » |

context of their intuitive interpretations of the questions. Therefore, within the




“pressurized” research settings, respondents struggled to quickly formulate an “accurate” -
assessment of their luhg lrealth symptoms and their lunglhealth status.

Although many respondents discussed exr)eriencing similar tensions between their
intuitive understandings of the questions, their reflexive noticing of symptoms, and their
self-definition of their lung health, these tensions were integrated in different ways;
through a similar line ef reasoning, a symptom would be normalized by one responderrt
5 andbde-norrrlalized by another, or one respondent would provide.similar descriptions of
both cough and phlegm but would normarize one and defnormalize the other.
Respondents also discussed disparities in response patterns amongst the various “waves”
of the Coastal Marine Transportation Workers study as well as differences between their
responses on the Current\ Coastal Marine Transportartion Workers initial interview and the
reports they provided during my follosv-rrp interview. Normalizing or de—ndrrrralizing the

symptom was dependent on responderrts’ perceptions of what component was most.
‘important: (a) their reﬂexive neticing of symptoms or (b) their self-definition of their lung
healrh given their intuitive inrerpretations of the questions. Throughout the following
sections, respendents’.quotes illustrate the potentially conﬂictirlg patterns of response.
However, central to all of these quotes is respondents’ treatment of the inte‘gration
processes through which they attribute cause and maintain vtheir self-identity in order to

formulate a decision about the normal or abnormal nature of the symptoms they recalled

having experienced (see Figure 4.5 below).




Figure 4.5: Integrating Stage of Emergent Conceptual Model

Interpretin Questions

Intuitive and Literal Understanding

. Reflexive Noticing

Perceiving

Symptoms ‘

Have I ever experienced this
symptom?

Encoding

No , Yes

No Yes

Attributing Cause and Maintaining Self-Identity
_ Normalization and de-_nofmalization appear to be achieved through attributing
cause and maintaining self-identity. Respondents’ interpretations of the cause(s) of a

symptom either led them to be concerned (and hence de-normalize the noticed symptbm)
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or it led them to consider the symptom to be normal given their prior interpretations of
the ATSQ questions and the context of the research goal, as the following excerpt from
John’s interview illustrates:
“... well there is a thing that clouds the issue a little bit, because I take three
medications for heart trouble and one for high blood pressure has the tendency to
give people a cough. So, it kind of complicates the answer, you know. [...]

Umm...the cough that is not related to lung problems, you know, so I’m not sure
about that” (John). '

John had responded, ‘fNo” to the questiori, “Do you usually have a cough?” becaﬁsé he
believed that the cougﬁ he noticed was .caused by his heart medication (i.e., attrfbuting
cause) and, therefore, was not thevresult of a lung health problem (i.e., it was normal for
someone taking that medication to expefieﬁce cough). Convefsely, many ;espondents de-
normalized symptoms because they found the cause of the symptom to be concerning and
possibly associated with negative luhg health conséQuences.

| The process of attributing cause was repeatedly associated with situating. Once a
respondent had reflected on the situatipns in which they had noticed their symptoms, they.
considered the .cause of the symptom (e.g., is the symptom due to exercise, being ill, or
being exposed to something in the environment?). For example, many respondents
situated their symptoms within the context of physical activity or exercise (particularly
for the symptom of shortness of breath) and dfew on these situations té either normalize
or de-normalize their symptom based on the cause of the situation (i.e., the physical
exertion). The following quotel by Heather illustrates fhe cémplex and conflicting nature
of this integ’ratiﬁg process:

“It was just going up a couple flights of stairs. I would be so out of breath and

[sighs] and I thought what’s with this cause I’m fairly active so, I had to think
about no, I’m always in a hurry and I’m not short of breath there but...”
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~ In this instance, Heathéi believed that her symptom was normal as it wés caused by her
hurrying up stairs and did not happen at other times. However, Heather latei reconsidered
~ her answer to the question on shortness of breath because she recalled that she also
experienced shortness of breath when she was walking up hi'lls:

“It just seéms to be that incline I’m thinking “What’s wrong with me?” You know,

walking in Vancouver I’m going “This hill is killing me” I’m going, “Something’s
not right here.”” ' '

Heather, a non-smoker who considered h¢rself to be highly physically activé, identified
as a very healthy person. This may have le(i to her initial normalized response to the
ATSQ shortness of breath question. Howéver, when she further considéred her
experiences with shortneés of breath, nhe decided that her noticing of breathlgssness was
‘abnormal given her usnal level of athletic ability. Here, the conflict between self-identity,
- reflexive nqiicing, and intuitive interpretations of questiohs is clearly illustrated and
shows how the uncertainty that Heather. experienced led her to change her response
ch_oié_e between the Coastal Marine Transportation Workers _interview and my follow;up
interview.

© Symptoms also were normalized if they were attributable to poor physical fitness
(i.é., something that could be changed vs. an irreversible lung Condition) as desciibed by
Kevin: |

Ke.\.zin’.j So I wouldn’t, you know I might ha.ve. shortness 6f breath but I can attribute

it to something else. [Interviewer: And because it is not about your lung health]

Kevin: Yeah, I wouldn’t suspect my lungs are, well if I were to suspect my lungs I
would suspect it’s because I’m out of shape.”

i

jTherefore, respondents’ understanding of the research goal and self-identity as physically
fit (versus unfit) influenced the process of integrating and led respondents to normalize or

de-normalize their symptoms accordingly.
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Respondents also uséd comparisons to themselves in a sick-state to noﬂnalize or
de-normélize the symptom they expérienced, as illustrafed by Isabe]le:

“The oniy time that I bring out phlegm is if i’ve got a full blown cold. And then

it’s just a clearing and it’s over and done with, but on a non-sick basis, no. It never

happens.”
Respondents used comparisons to themselves in a sick-state to define what would be
abnormal and then conﬁésted that sibk—state with what fhey experienced 6n aregular
basis in order to ﬁormaiize their experience with the symptorﬁ. Becaus_e‘the_:ir symptom
only occurred as the resulf of an acute illness, the symptom was normalized. This strategy
was most likely to be used by respondenté whose discussions of their symptom |
experience sﬁggested that they rarely éxperienced symptoms. Therefore, tﬁose who used
comparisons to themselves in a sick-state to ide‘rﬁify the cause of their symptom, rarely
experienced tension between their interpretations of questions, their reflexive noticing
process and their self-idehtity as healthy.

A numBer of respondents‘discussed normalizing a symptom because they
perceived it to be the result of an exposure (i;e., sick-environment), as was the case for
James, who said:‘

“... that would be what you are exposed to, right? I mean if you are breathing in
~ bloody exhaust because these idiots are running their machines while you’re
_ working, yeah you’re going to be coughin trying to get that crap out. But as arule
no.” ' e '
While it may seem fnore logical to de-normalize symptoms resulting from an exposure,
especially exposures which have been linked to lung disease, some of the respondents did
not make‘ this connéction.v Respondents who were exposed to dust, fumes or other

airborne contaminants in work environments often perceived symptoms as being “part of

the job.” They also tended to view the exposure as being more acute (e.g., they received a

—
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blast of dust) and therefore may perceive the resulting symptoms as a more temporary
- condition:
“Plus you say usually, I mean, you know, everybody coughs to clear your lungs or
whatever. And that also has to do with your environment, what we’re doing, who’s
doing what next to you. I mean, we can set ourselves up as safe as we want and
“then they’ll come up and put a piece of tape this wide [illustrates barrier with his
fingers] as a barrier and you’ll have a guy sawing next to'you. Yeah, that’s going to
magically stop everything that piece of tape right? You know? Come on.” (James).
Kevin described how the use of protective respiratory gear is not always possible: “My
other concern is that we’re exposed to stuff here right, and we don’t always have a
chance, we don’t always have our respirators and don’t always have protection so.”
Therefore, exposure at work was often viewed as temporary and beyond individual
control.
Many of the respondents who discussed their symptoms as resulting from -
workplace exposures struggled with the process of integrating _to normalize or de-
normalize. Both James and Kevin discussed their symptoms of cough and phlegm as
resulting from exposures at work. However, the following qnote from Kevin’s discussion
of his experience with the symptorn of phlegm illustrates how he struggled to integrate
his reflexive noticing of phlegm in his work environment, with his self-identity as
healthy:
“I don’t know if it’s coming from. Like I don’t cough it like I’m sure that there is
people that have respiratory problems that [cough] and it comes up. You know I
was, I find that I have a lot of phlegm. Not associating it with a lung problem just
thinking that ah it’s just the stuff I am breathing in or something that is just
accumulating and spiting itself out.” ,

Although Kevin perceived that the Ciuestion was attempting to identify people with

respiratory disease (which he did nof feel that he experienced), he felt that his reflexive B

noticing of phlegm at work, matched the literal interpretation of the ATSQ question and
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therefore, respended affirmatively. James alse discussed hie reasoning for both usual
cough and usual phlegm in a similar manner, étating that he experienced both of these
symptoms as the result of exposures at work; however,.he responded afﬁrmaﬁvely to
usual phlegm and negatively to usual cough. Inconsis_tent integration processes (sirﬁilar
to that described by James for the symptoms of cough vs. phlegm), were similarly
described byvother respondents for these syniptoms and for the symptoms .of wheeze vs.
breathlessness. |
In some cases, not recognizing a reasonable cause for a symptorﬁ (e.g., being a

smoker)_was itself a eause for concern. Adam, who struggled to form a response to the |
question, “De you usually have a eough?”, diseussed how not being able fo find e cause
for his symptom was what led him to de-normalize his morning cough: “Yeah. But I’ve
~ been thinking about it and maybe I should say yes because sometimes I wake up in the

morning and I cough my lungs out a little bit for no particular reason.” (Adam). He also

stated that it was almost like he was a smoker, even though he had never smoked, which

may have caused Adam to worry about 'the possibility that he could have a lung disease.

Through this type of discussion, Adem and others illustrated that during the integrating
| phase, respondents were attempting to ﬁnd reasons why sy;ﬁptoms they experienced were |

eii[her normal or abnormal in order to formulate their reporting decisions.

Respondents’ language ﬁse also reflected their perceptions that to describe havjrig

- alung disease was to have something “Wr‘ong” with you and that having NumMerous
symptoms was “weird” or “abnormal.;’ For example, Dean indicated that he responded
“no” to the question on usual cough_ because: “I know for 5 fact that physically there’s

nothing wrong with me; it’s sinus related.” (Dean). His response includes two
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components that may help explain his de-normalizing process. First, he indicated that

- A

there was nothing “wrbng” with his lungs (claiming that his symptom was sinus relat_éd)
| and therefore what he gxperienced was not relevant to the 'qﬁestion. Second, his qudte
illustrates how admitting that you have symptdms is also admitting that you have -
something wrong with you. Dean also discussed how having more broadly defined

9% &<

response categories, such as “yes,” “no,” and “other” (as compared to the current yes/no

format) would decrease the pressureb of having to define oneself as, for exérriple, a
chronic cougher. Bertha also described how many people do not want to admit tha/t»there
is something wrong with therh: |

“I like4 to think that that I’'m healthy, I'm ﬁnc;. And1 thiﬁk everybody does. Or most

people do.” |
VIL Femininitiés and Masculinities

Respondents’ peréepﬁo‘ns about feminirﬁties and masculinities affected their

responses td the ATSQ, particularly with feference to the itefn abqut phlegm. Dufing my
interviews, respondehts (both men and wqmen) aﬁempted to locate themselves in terms
of 'their own senée of how femininiyies and ‘masculinities fnight affect their self-reports of
‘ health (or ill health). Fof example, James presented himself as “old school” when it came
to gender expectations about reporting illness. He suggested that men would deny illneés
at all>costs: “You don;t go to the doc'tor. unless ybur’ leg is actually falling off.” This quote
- s ihteresting because it illustrates how James’ perceptions of masculinity inﬂuenlced‘ i’liS

need to portray a highly masculinized self-identity during our interview. He presented

himself as an outdoorsy man and frequently made jokes thfoughout the intérview.

Mofeover, James’ denial of experiencing most symptoms (although he did report phlegm)




was also a fool for maintaining his stereofypical s'ense'of what constitutes a man who is
strong and healthy. While thi's Was also true for some of the other men, many also.
~ indicated that they did not feel that norms of masculinity would influence responses. Of
all.the symptoms (cough, breathlessness, wheeze, phlegmj, the acf of reporting phlegm
was viewed as being the ‘le.ast threatening.to men’s seﬁse of rﬁasculinity. Reporting
breathlessness, wheeze and cough were all associated with weakness and/or ill health,
whiéh was viewed to bg'Somewhat emasculating.
Women and most men suggested that admiﬁiﬁg to experiencing phlegm was
extremely ﬁnfeminine. :Worﬁep more often described phlegm as “gross;” they also were
.more likely to deécribe never having bééri vable to bring up phlegm, even if they could feel
the phlegm in their chest. No men discussed this phenomenon of suppressing phlegm. |
Many women and men in my study discussed the fact that spitting is a leamed habit for
men and that women are taught and/01; conditioned to never bring up phlegm, even if they
have it. |

In general, women described phlegm in very negative terms. For example, Patty
de.'scribed how she had tried to discipline her grandson about bringing up phlegm:

“I know, I.say, ‘Quit 'doing that! It’s not very nice. It makes grandma sick .to see
you do that’. [And her grandson replied:] ‘Grandma, it’s a man thing. Live with
it.”” o ‘

This quote afso illustrates how the act of bringing up phlegm is perceived in highly
masculine ways. Like most women in my study, Sylvia expressed disgust at the thought -

of bringing up phlegm:

“No, because I mean phlegm, it’s [inaudible] and I’m definitely not bringing that
up...Yeah, like I do not definitely do that.”




When I asked men if they thought there was a gender diffgrence in reporting the symptom
of phlegm, many of them asked me (sometimes sarcastically) if I'd ever seen a woman
bring ﬁp bhlegm (and spit it out), bepause they had not. -
VIII. Gendered chial Roles |

Some of the male respondents talked about their work envirpnment and exposures
(to dust and fumes) és leadiﬁg to the need to “clear out” their throats and)or lungs. This
was less noticeable among the women (who primarify worked in office and Kitchen
environments), although a couple of women did talk about air conditioning causing
tickles in their throats or other forfns of minor irritation. In my sample, more mén than .
women were employed in physical labour jobs_ such as ship_maintenance and engineering.
In particulér, some of the men whowofked at the shipyard discussed being aware of )
ekposures tﬁat they believed were causiflg their symptofns (e.g., wood dust and‘ welding
fhmes). | |

MAen‘also talked about how their vs"lork culture (in comparison to women’s work |
culture) was more conducive to experigncing certain respiratory symptoms, especially
- phlegm. The work cuiture and enviromﬁent did not prohibit men from coughing loudly or
bringing up phlegm and spitting it out: “I’ve beeﬁ working for a long time in this type of
an environment where, it’s pretty roﬁgh around here so nobody thinks twice about that
sort of stuff” (Frank). One male participant talked about how if there were more worﬁen
in thesg work environments, theﬂ it might become more common and acceptable to see

women bringing up phlegm:

“Well, it’s just the way they are right. I mean unless you got some women welders
like these I mean it probably wouldn’t bother them” (Kevin).




He explained that this differeﬂce-was the résult of social expectations of behaviour in
tra&ifionally feminine workplaces: |
“So it’.s their workplace, right, they' are dealing with the publié or something and
we’re dealing with a piece of wood or some steel or something so it doesn’t talk
back to you. You don’t‘ have to be polite.” (Kevin). -

A fem'ale' participant also made the distinction bétween levels of masculine
acceptability of Acer_tain symptoms among males:in Haditionally masculine jobs. She
suggested that bridge workers V\}o.uld be even less concerned about the social
acceptability of their symptoms than the men working in the shipyard. Nancy described
her co-workers at the shipyard as “norinal, married guys,” while other construction
workers (she referred to bridge bbuilders) were peréeived to bé more rough an>d tough.

The few women tﬁaf I interviewed who worked in traditionally masculine
occubations (e.g., painter; deck hand) said that they were not expected to becpme ;‘one of
the boys” by engaging in ‘spitting. One female painter described her experiences on the

outside of the “boys club” looking in:

 “Well, they’re outside in their area, they don’t think I’m going to come around the
back because I sit out there and read. So, I know who spits [laughs]” (Nancy).

For Nancy, it was not acceptable for her to join in the masculine behaviours of spitting
phlegm and she noted that the men would apologize once they noticed that she had
observed them spitting phlegm.
IX. - Lay Theories of Gendér and Health

‘Many respondents discussed their lay theories regarding the influence of gender
on‘experiencing and reporting on the ATSQ questions. While it is difficult to identify if

and how these theories influenced respondents’ actual responses to the ATSQ questions,

the dialogues regarding lay gendef theories indicated that people frequently held distinct




views of men’s and Women’s health beheviour. The most common lay theories were: (1)
women are more likely to notice symptorns because of thein rQle as family cé.regiver; 2)
women are too busy to get sick because of their roles as family caregiver; (3) men don’t
notice or admit to symptoms because this would be seen as a sign of weakness; and (4)
specific symptoms (e.g., cough and phlegm) are not ‘lady-like,” while shortness of breath-
is ‘unmanly.” However, ‘there were also many respondents who indicated that they did not
believe that gender differences would exist between men’s and women’s experiences
and/or reports of symptoms. Some of the women had strong negative reactions to my
questions regarding potential gender differences in reporting of symptoms.
X. Conclusion

This chapter presented an( emergent cognitive model that described how
respondents interpreted ATSQ questions, reflexively noticed ATSQ symptoms, and
integrated their interpretations and experiences to formulate a fesponse. Respondents who
. clearly deﬁned themselves as healthy or unhealthy with regard to ATSQ symptoms easily
formulated their responses, while reépendents who experienced tension between their
interpr_’etdtions, reﬂexh:)e noticing, and s.elf-identity struggled to provide their responses.
While the resnonse processes were similar for men e.nd women, genvc.iered vx;ork.
environments and the masculine nature of expectorating phlegm differentially influenced
rnen’s and women’s responses. The next chapter discusses the implications of the

“tensions experienced by respondents and the gender influences on men’s and women’s

responses within the context of the goals of the ATSQ. -




CHAPTER FIVE: DISCUSSION
The nascent m(idel that emerged from this study, including the key stages that
| appear to have influenced response outcemes (i..e., percéiving symptoms, interpreting
questions, reflexive noticing, and integrating), reflects many of the ﬁndings that have
* been described in‘previous research on the Cognitive Aspects of Survey Methodology
(CASM) [33, 34, 36-39]. However, the model that was articulated based on data gathered “
from the current study specifically pertains to the cognitive processes involved in
reporting symptoms of respiratory disease using the American Thoracic Society
Questionnaire (ATSQ) (which has not been previously studied). Based on the findings
from the current study and drawing upon previous work, I will discuss the potential
relevance of the eniergent:theoreticnl rrindel asa framework that has unique qualities
pertaining to self-reporting of respir_atory eymptoms on the ATSQ, as well as make
euggestions that could be beneﬁciai to _the design, administration and interpretation of the
ATSQ in the future.
L Gender Related Psychosocial Factors ‘Affecring Men’s and Women’s
Responses ro the ATSQ |
Research on cognitive aspects of survey methodology haS yet to focus extensive’ly
on gender [36, 68]. Speciﬁc to the reporting of respiratory _symptome, Kauffman and
Becklake [3, 12] have suggested that hegemonic forms of masculinity and femininity may
influence the reporting of phlegm and breathlessness. In the c1irrent study, men and |
| women generally engaged in similar cognitive processes when responding to ATSQ

questions. While the gender and health literature indicates higher overall rates of

morbidity among women (resulting from socio-economic inequality, stress from




_ women’s social rqles, and the feminine nature of the sick. fole) [6], these did not emerge
as findings of the currént study. For exambi‘e, the 1iteratu;e suggests that stress is a major
/factor'in women’s eXcess reportihg of morbidity [56, 59]; but, stress did not figure
prominently in the current sfudy (i.e., only a few people :talked ébout it as a possible
explanation.for gender differences in symptom reporting).

However, two gender differences were noted in this study. Not surprisingly given
Kauffmann and Becklake’s prior findings, the reporting of phlegm emerged as a
symptom that appeared to be more highly stigmatized for women és compared to men. In
addition, the masculinization of fhe act of bringing up phlegm (and spitting it out) appears
to extend beyond simply reporting the symptom, to exbériencing the symptom in day—to.-
day life. Women in the‘ current study reported that even if they could feel phlegm in their
chest, they did not know how to expectorate phlegm and/or did not feel that it was
appropriate for a woman to spit out phlegm. The masculinézatior; of the S}(Imptom of
bphlegm appears to be re-enforced by differences in men’s andbwomen’s work
envirbnments (at least within the context of the Coastal Marine Transportation Workers
population). More men v;fere workiﬁg in jobs that did not require interaction witﬁ the
public and hence did nbt place social restricfions on the act of expectorating phlegm.

In the current study, men also were more likely to describe their symptoms as
being “just é part.'of the job,;’ partic;ﬂérl’y if they felt that it Was not always possible to

‘ ’adequately protect themselves from detrimental exposures. While Wome’n in .this sample
did not Aiscuss work exposures as causing their ATSQ s&mpt(;ms, there is an émerging

body of research that is beginning to document occupational exposures (e.g., cleaning -

/
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substances, poor air qual_ity/ventilétion, phbtocopy toner) that may be linked to
reépiratory diéeése among female workers [92]. | | - | )
Although the current étudy is exploratory in nature (and therefore dbes not claim
to have captured all gendered concepts related to the self-reporting of respiratory
_ sympt'oms), the findings highlight how gender as a social.concept may exéﬁ unique
influences iﬁ diverse areas of hedlth and illness. Furthermore, higher rates of self-reported
‘ élyspnea have also been consistently found in the respirafory health literature and a |
gendered explanation (as well és possible biological or sex explanations) had been
~ proposed by Kauffmaﬁn anvd Becklake [3]. Thé findings from the current study did not
support a gendeyed explanation for observed differe_nceé in the reporting of dyspnea.
IL. Potential Implications of Sélf-Répdrted Cognitive Processes for the‘ Design,
Administration, and Analysis of the ATSQ |
Befére launchihg into a more detailed discussion regarding the ways in which my
data may help inform the evolutioﬂ of design, administrative and analytical features of
the ATSQ, three more olverarching»comments are important to unde:standihg the use of
the ATSQ as a tool designed to gather. self-report symptoms. First, the ATSQ is designed
to;achieve a high level of .speciﬁc‘ityn through the folvlowing directivé: “If you are in
doubt whether the ansWer is yes or no, please answer no.” In respondents’ discussions
dﬁring this study, it appears that many people stfuggled to ‘d.ecide whether or not the

symptom that they experienced was significant to report and résponded inconsistently to

2 Specificity is the proportion of truly nondiseased persons who are so identified by the questionnaire
(note: although the term specificity usually applies to a screening test, the ATSQ is not used as a screening
test).




these instructions. These inconsistencies will be diécussed in relation to the effects on
speciﬁcity and sensitivityz“1 aﬁd suggestions for potential improveménts will be made.
Second, the ATSQ has traditionally been used not only as a measufe of symptom
f)revalence, but aléo as a measure of disease prévalence in population and 0}Ccupational'
héaltfl research, using symptom complexes as indicators of COPD and asthma (e.g.,
chronic cough and phlegm for COPD and wheeze/breathlessness for asthma). While there
is a consistent correlatioﬁ between éyrﬁptqms and lung disease, it'iskoftevn modest [89,
100, 101]. Among the gample in the‘ current study (a sample corhprised primarily of
working people), most of the respondents did not have lung fu_nctioﬁ measures that were
- indicative of COPD and only five réspondents had been diagnosed with. asthrha.
| Howeyer, despite their relatively high levels of lung function (and low levels of disease)
- many people responded gfﬁrmativ'ely to one or more of the ATSQ questions™. Perhaps
what thié finding speaks to is the notion that the ATSQ, when. used amongst relatively
“ healthy populations, is.bett.er at tapping into risks of developing lung disease, rather. than
capturing data felated to diagnosed lung disease (as constitited by measures of physicél
functioning): The intended purpose of the queétiqnne;ire has significant implications for
the analysis of symptom data. As diécussed bélow; two different concepts can be
collected using symptom data and the way that they are analyzed and their correlation
with the development of lung‘disease should be explo_red in more depth to assess the
usefulness of each concept.

Third, based on my data, I would suggest that two distinct concepts are being

operationalized within many of the ATSQ questions, respondents’: (1) “objective”

4 Sensitivity is the proportion of truly disease persons in the sample population who are identified as
diseased by the questionnaire.
2% This is at odds with the stated goal of achieving high specificity.
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: experiences of respiratory symptoms (i.e., the symptoms they recalled having

experienced) and (2) self-assessments of the irﬁportance of these symptoms as markers of

poor lung health. While both of these concepts may be important factors in predicting

negative lung health outcomes, results from the current study indicate that some

respondents struggled to integrate these two processes to formulate a response. Revising

the ATSQ questions to allow respondents to separately report their “objective” symptom

| experience and, then in different sets of questions, tap into the significance of these

symptoms, may help to mitigate the tensions experienced by respondents. The following

table provides a summary of the major processes that were identified during my analysis

and suggestions for revising the ATSQ. Each implication, for the processes outlined in

the table below, is expanded in the paragraphs following Table 1 (e.g., process A, |

implication 1 is denoted as implicatidn Al).

Table 5.1: Summary of Key Findings and Potential Revisions for the ATSO:

Process

Potential Revisions for the ATSQ

A. Interpreting Questions:
Questions led respondents to form
both literal and intuitive
interpretations. Inconsistencies in
_interpretations were noted.

1) -Provide explicit-definitions of the terms used in
the questions and response options. See A.1
below. _ '

2) Develop qhestions which allow respondents to
provide a self-assessment of the significance of

B. Reflexive Noticing:
Respondents used cues to help them
remember noticing/not noticing
symptoms.

their reported symptom. See A.2 below.

1) Provide situational cues to stimulate -
respondents’ recall of symptoms. See B.1
below.

C. Integrating:

‘Respondents normalized/de-
normalized their symptoms
depending on their reliance on
either literal or intuitive

interpretations of ATSQ questions. |’

1) The suggestions provided for potential revision
‘A.1 and A.2 may address this process.

2) Provide instructions to respondents asking
them to report their experience with symptoms
in the initial questions and their assessment of
the significance of these symptoms in the
follow-up questions. See C.1 below.
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Potential Revisiqn A.1 Provide explicit deﬁnitioris of the terms used in the questions
and response options.

The use of vague concepts/quantifiers has previously been deﬁned as problematic
in the literature on survey design, as it can lead to differences in fespondents’
interpretations and, therefore, their responses [4 1-]. Groves et al. [33] recommend
providing concrete definitions of terms inlthe root of the question and providing a |
sufficiently diverse fange of response options that reflect the broad ranging nature of
‘nvlany symptoms. This kind of approach may also help.limit fespondent reliance on
intuitive interpretations and help respondents to focus on the literal interpretation.

While creating more defined éjuestions could potentially aide those respondents
who felt they did experience symptoms but did not think that their symptoms were the
_résult of lung' dis\ease (i.e., improve sensitivity), it may also offer more standardized |
deﬁnitions to respondents who repdrted symptoms baséd on experiences that researchers '
may not consider to_}be indicative of a chronic sympfom (i.e.; enhancé speciﬁ_t:ity). This
may be particularly true for the seemingly prqblematic question of shortness of breath
where many respondents described haQing responded afﬁrmati\}g:ly because of seemingly
“normal,” exercise-induced shortness of breath (e.g., after running up a flight of stairs):
At the very least, it is recommended that fhe standardized probes on the ATSQ be ésked |
of all respondeﬁts and not just those who ask for further clarification (e.g., the probe,
“exclude clearing of the throat” (see Appendix B fof full ATSQ). As well, the use of |
categorical response options could allow for fesponses to be analyzed‘to reveal potential

trends or gradients in the experience of symptomé (although they also can easily be

recoded to dichotomous outcomes where appropriate). Other research regarding




respondents’ atterhpts to deéipher the intended meaning of qﬁéstions (ie., what
information the resevarcher is truly é&empﬁng to garner) also indicates that inore precisely
defined questions and response opfions are helpful in reducing respondenf relianéé 0n.

- intuitive interpretations [42, 44]. Hdwever, any future revisions should be tested against
the current ATSQ to déterminé validity and reliability (see IV. Recommendations for
Future Research).

Potential Revision A.2: Develoi; quéstioﬁs that allow _res):ondents to provide a self- -
assessment of ihe significance of their reported symptom.

When respondents simultaneously formed both literal ;cind intuitive interpretations
of questions tensions often arose between their experiences with symptoms and their
perceptions of their lung healfh. Because respondents’ self-assessments of their health
status have been found to offer excellent predictors of future health/disease outcomes
(e.g., the developrﬁent of lung disease or mortality) [102], it méy be useful to add
quesﬁons that allow respondents to prévide self-assessments of the significance of their
ATSQ. symptoms. Developing séparéte questions to tap into literal versus intuitive
assessménts of sy_rﬁptoms might help to re_dupe the tension experienced when réporting
symptoms on the current ATSQ, while allowing researchers to assess the relationsﬁip
between symptoms aﬁd respondents’ conceptualizations of lung disease.

Potential Revision B.1: Provide situational cues to‘stim;tlate:respondents’ recall of
symptoms.

The ATSQ questioﬁs do not inclqde situational cues to help respondents recall
symptoms (with thé exception of the qhestion on shortnes;s of breath, which refers to

hurrying on level ground or walking up a slight hill). Prior research has suggested that
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surveys can use retrieval cues or question triggers to help respondents understand the
types of situations and memories thet they need to review in order to detefmine their
response [33]. 'Rev‘isiﬁg questions to provide the respondent with situational cues could
assist with symptom recall. Additioﬁally, this reVision could help researchers determine
whether a respondent’s cough occurs in multiple situations, which might be ihdicaﬁve of
~a chronic eeugh that ceuld bedistinguished from an acute episode ef cougﬁing. However,
situational cues need to be designed so as not to limit the range of circumstances and

_ scenarios that are brbught to mind by respondents.

Potential Revision C.l: Use é.xpliqit definitions qnd allow respondents to provide self-
assessments. .

When respondents normalized or dé-normaljzed symptoms, they failed to
e()nsistently apply their literal versus intuitive interpretations of questions. A fespondent
could reply to one‘question using a literal interpretation, while replying to another based
on an intuitive 'interpretation. Developing separate questions to tap into literal versus
intuitive assessments of symptoms might help to improVe the consistency with which
respondents apply either literal or intuitive paramet'er.s (see Revisions A.i and A.2).y It
may also be beneficial to provide instructi.ons to respondents thaf guide them through this
response process and infdrm them of the different response expectations for each set of
questions: However, if any potential revisions are applied,v the validity of the revised

ATSQ Vs.hould be tested against the current ATSQ to determine if the suggested revisions

are in fact beneficial (see IV. Recommendations for Future Reéearch).




III.  Strengths and Limitations of the Current Study

The purbose of the current study was to describe the ways that men ahd womeﬁ
| iﬁterpreted and responded to ATSQ questions, and the potential gender—reiated
psychosocial factors that may have affected their response processes. This study provided
an in-depth examinatiqn of the cognitive process that men and women engaged in when
responding to the ATSQ questions and highlighted the complex nature of reporting -
decisions. My ﬁndings suggest that the désign of the ATSQ may have led respondents to
integrafe literal and intuithe interi)retations of quesﬁons. While cognitiile response
patterns Were also found to be similar fdr men and women, ﬁndiﬁgs from the éurrent
Study were able to identify two potential gendef—related psychosocial influences on the
self-reporting of respiratory symptoms.

One of the most significant limitations of this study is that it‘ relied on
retrospective repoﬁing of cognitive and emotive response processes. Therefore; some
respondents may have describe'd the_ir symptom reporting processes differently than they
actually Qccﬁrred when initially resﬁonding to the 'ATSQ. However, discrepancies
between initial and subsequent descriptions of response processes were rich Sources of
data that illustrated how s;)me aspects of the ATSQ are potentially problematic. As well,
' ~ social desirability around gender equality may have affected responses to ﬁly questioris
about the influence of gender on symptom reporting, espécially among women working
in traditionally maséuline job roles. |

Since many of the respondents had already completed the Coastal Marine
Transportation Workers study protocol prior to participating in my interview, they often

éxpressed the desire to keep my interview short. In addition, the abstract nature of my
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Questioning (é.g., to many i)eople, a cough4is- simply a cough) often led to ‘some
frﬁstration. In order to minimize respondent burn-out, kept my interviews short
especially for those interviewees who expréssed frustration (interviews ranged from 5-50
minutes); However, respondent burn-out may have influenced the degree to which
respondents provided accurate deécriptiohs of their cognitive response‘ processes. Given
this time cohstréint, I vyas only able to probe initi‘al ATSQ questions for each symptom
‘itém. |

The small sample size and épeciﬁc charagtéristics of this safnple limit the
generalizability of this exploratory study. Moreover, while many qualitative studies strive
to achieve theoretical éaturation (where no new themes emefge with additional
interviews), it was not feasible' to achiéve saturation with this sample due to timé and
resburce constraints. In-addition, given thét the Coastal Marine Trénsportation Workers
.st‘ud'y has an bccupationa] focus, respondents also appear to have focused dn occupational
experiences when discussing their response processes in this study. Therefore, it is
acknowledged that many other factors may play a ;ole in the reporting of respiratory
symptonis utilizing the ATSQ. |
Iv. Recommendations for Future Research

In light of the ﬁndihgs from this study, seyeral areas of research emerge as
needing further exploration, including:
1) Continued testing of the validity and ‘reliability of ihe 2004/05 revised ATSQ and any
additional revisions. : |

~While the current study found that respondents often struggled to formulate

accurate responses to the ATSQ questions, resulting in inconsistent response patterns,




additional Validity and reliabilify testing should be conductéd with a larger sample of .
respondents. Members of the Interd1501plmary CapaCIty Enhancements: Brldgmg
Excellence in Respiratory disease and Gender Studies (ICEBERGS) team are currently
conducting a reliability and validity study of the revised ATSQ with the following
objectives:

1) To exémine »the rep_roducAibility'of self-reportéd ATSVQ symptoms;

2) To' examiné the correlatiqhs between the revised and original ATS
questionnéires with respect to: reporting of symptom fre(iuency and severity; |
prevalence of COPD and aéthma phenotypes (using symptom complexes);
associations between symptoms, phenotypes, And objective measures of lung -
function;

3) To compare results from obj ecﬁves 1 and 2 for men and women.
Findings.from this ongoing study may inform the need for additional revisio‘ns (such as
the ones éuggested in Table 5.1) that might enhancé the reliability and validity of theb
ATSQ. Any future }revisions to the ATSQ should be pilot tested and the reliébility and
validity shquld be compared to that of theAcurrent ATSQ.

2) Longitudinal analysis to assess whether self-reported ATSQ symptom complexes
provide evidence of a person’s risk for the development bf measurable lung disease and
assess potehtial gendér differences in the validity of thése symptom complexes.

In occupational- and population-based respiratory epidemiological studies,
symf)torﬁ data is alm‘ost always collected but rarely analyzed (physical measures of
airway Qbstruct_fon are considered to be better prevalence measures of obstructive lung

disease). While some studies have shown correlations between reported symptoms and
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~ the development of lung diseaée, this is an area that is relatively under-researched, in part
due to a lack of adequate analytic techniques to assesé, the correlation between differenf
patterns of reporting (e.g., consistently symptomatic/asymptomatic versus
incident/regressed symptoms). Currently, Victoria Arrandale, a trainee with ICEBERGS
is conducting an MSc thesis on the following questions:
1. What méthod(s) are best suited to identify and analyze symptom patterns
using the Coastal Marine Transportation Workers océupational cohort aé a
saniple data set?
. 2. How do symptom patterns relaté to lung function chénges over time?
3. Are there gender differences in how symptom batterns relate to lung function
changes over time? |
Results from hér‘ thesis may inform ways to use ATSQ symptom data as measures of risk
of developing measurable lung disease. Since my study findings suggest tha;[ women are
less likely to repbrt fhe symptom of phlegfn, ﬁndings. from Arrandale’s thesis may
identify which symptom compléx_es best correlate with the devefopment of measurable
lung diséase amongst wbtnen as compared to men. |
3) Continue to explore the factors ajj‘"ecting self-reporting of respiratory symptohs.
While research has focused extensively on the effects of -smoking (and to a lesser
extent, other environmental and occupational exposures) on the development of |
respiratory symptdms, to my knowledge no research has examined the effects of
respondents’ perceptions of c:xposur'es‘on self-reporting of respiratory symptofns. The
current study suggests that smoking and occupational exposures may influence the degree .

to which respondents come to perceive their experiences with symptoms as significant
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within a lung disease framework. It is also acknowledged that physical sex characferistics
may play a role in the different descriptioné of men’s and Women’s experiehces with the
syinptom of phlegm. .Continuedvrvesearch on potential sex differences in the etiology and
ekperience of lung disease is important. -
V. Conclusion

| | The cutrent study examined the response processes that men and women engaged
in when responding the ATSQ and suppofts the notion that multiple cognitive pfocesses
are involved in formulating responses to sﬁrvey questions. This study also illustrates how
the desigp and administration of the que\stionnaire inﬂue_nced the response process and
sometimes led respondents to struggle to formulate responses. Finally, this study suggeéts |
that men énd Women éngaged in similar reporting processes, although stereotypiéal
enactments of masculinity and femininity appear to have influenced the reporting of the
symptom of phlegm. The findings of my study may help inform potentially beneficial
r¢visions to_tﬁe design and administration of the ATSQ, as well as the need to fuﬁher
investigate methods 6f analysis that take into account potential gender differences in the
reporting of the symptom of phlegm. As rates of obstructive lung disease continue to
increase (especially among women), effective measurement tools will help ensuré the
quality of the data we use to construct estimates of symptom prevalence fbr both men and

women, which ultimately may help us to better understand the evolution of this erherging

problem at the population level.
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€01

‘Characteristics of the Sample

Alias Age | Job Smoking | Diagnosis Q Version | Previous Sx Carrent Sx
Dean M 47 Shipyard Ex Hay fover, Originat No Cough dayinight
. Bronchitis ‘ .
.Adam M 46 Shipyard | Never None Original’ No Morning cough
Peter M 45 - | Shipyard | Naver Bronchitis _Original. “No long:
Bamy M 32 Shipyard Never None Originat ‘NiA Cough, Phlegm,
. : Episodes, Wheeze (with
James. M 53 Shipyard Current Hay Fever Original | Phisgm, Wheeze Ehlegm
Frank M 52 Shipyard Never Asthma, Hay | Revised Wheeaze, No-Yes Episodés, Wheeze
Fever, Dyspnea
: : . Bronchitis .
Evelyn F 5¢ Cleaning Ex - None Qriginad Wheeze Dysprea
Gary  |M {67 |Retired | Ex-never | Bronchitis Original No-yes phisgm Cough; Phlegm,
: . Episodes, Wheeze
Alex ‘M 146 | Enginear | Ex None Originat N/A. None
Tyler M 51 Shipyard | Never None Raevised, No Nong
Lionel M 73 Retired Never None Revised No’ i.Nore
Ben: M €0 | Refifed | Ex Asthma Original Phiegm Wheeze and | Cough, Philegm,
Dyspnea Episodes, Wheeze,
Doris 3 68 | Relred | Ex Bronchitis Revised None. _Dyspnea
Bertha. £ . |59 | Admin Ex Asthna, Orginal | Yesw:no wheeze, Dyspriea | Cough, Phlegm,
s Bronchitis; Episodes; WheaZe,
. . - Pnedrhonia . 1 'Dyspnea
Anne 1F &1 Shorehand | Naver Bronchitis Original Dysprea Morming Phiegm, Oyspnea
Doothy |F 162 |Catering | Ex ‘Bronchitis | Revised: NiA: - None
Nancy B 42 Shipyard | Never None Originat Nonss Norie
Carol F 46 Catering Currert | None Ravised Yes-No.cough, Yes-No Cough; Phiegm; Wheeze,
Whaeze, Yes-No Oyspnea
Dyspnea.




Y01

[Ginny

T48

Catering

Ex

1 Asthina

Revised

No-Yes Cough, No-Yes

Dyspriea, and No-Yes
. :

| Heather

Tower
Control

Never

None

‘Revised

Nonig

None

Francine.

“TRefired.

Curent

'| Bronchitis

TRevised

-1 Was:-No Dyspnea

Kevin

1 Shipyard

Never

None:

Qriginal

wa

<lgls)

None.

1:-Revised

4 No-Yes Dyspriea: v

Dyspred

Daryt

43

Catering

None

{ Originat

ofa

Ocuasiorial wheeze

Beth

45

Admin

Newver

Original

Philegm

Phlagm

61

Retired

Never

None

No-Yes Phisgny and
Dyspnea

Dyspnea

| Brenda

Ka

Retred

Never:

"1 Nona

1 Phiegm, wheeze,
i Dysprea

:Phlegm-(moming only),

Dysprea

R."‘ e

1 None.

Rev&s&d

Phlagmmeze '

Phisgm, Wheeze

Lindsay

Y 3""'2.32“”7"‘"

8®

Admin:

Ex

Bronchitis,
Prisumonta

|.8nd-hay faver

Yes-No Wheeze, No-Yes.

Oysprea

Oyspnea

T Retired

| Congestive

heart failure

Revised

Dyspnsa.

Victoria

Admin

i Ex

1 None'

Wheeze,

Isabslie

1 Retired:

Ex

Bronchitis

Origingt.

No 8x

' ‘Nong

Retired:

Ex:

Heart troubis

Revised

c “Dysonea

Wneeze, Dyspiea

COliver’

Enginoer

Heyfov

Revised

Yes:No Phiegm; Yes-No:
Wheeze

None

John

0

TEX

Preumonia

Originat:

No-Yes Cough, No-Yes

; Phlem No-Yes W?me

"Morming cough, phiegm

{Olvia

. Catengg

G

“Nene:

1-Ciriginal:

Cough, Wheeze

Wriesze (with coids)

47

Other

E¥%

Bronchitis

Origingl

1 Yes 1o No Dyspnsa.

Paty

55

Catering

Current

Asthma, Hay
Fover

Revised

| Wheeze, Dysprica.

Wheaze, jSsbhea

Syivia:

Adrmin_

Bronchitis

- Revised

None:

None

| Jessica.

R

71

Retired

Ex

None

Originat

nia

None
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( ough WIth Phleom, Whee:ve, and Dws;mea e

- Part 2 Resplmtsry Symptoms L e e -
The following questions are about resptmtory or Lhest symptoms ii wu ﬁre m doubt whcther thc ansm,r xs o
; ves ot no, piease answer, m) G - : :

A Dn you usualb have 4 coug,h" ( count mugh thh first smoke ];Yes e
wot f;x‘st é,omg, out of dom*a deudb clearmg thr oai ) &

fif 'ms TO A} 'ask

' B })0 wu usuaii\, umgh 48 n}ut.h as 4 hmes u day, 4 or more o
days out of the wwk? L e

f?'u NO TO. w, aski”

" €Do you usmﬁy cough ax al! on. gettmg up or hxst thmg m: ' ‘1.Ye
ﬁ}e nmmmg‘? PR _ . '

. D f)o wu usuall} caug,h dt o Y% |

i i-during the restof the day or -

}l* Y!ﬁb }(} ANY OF AB{}V}L ask

' E: Do you usuaib coug _,h tike this most days for3
mnsewnve months or more {Iumw the year?

F i‘sr how m‘uw yeam haw yt}u bad ﬁm wugh; il .

' (x i}ﬁes tha, mugh 1mpmw: e
: Condaysoff? o
on long huhdays‘?

o 11 {" (heu, dﬂ}’lhmé» Gf ’iltuamrm wim,h wmakes yom mng,h" R

L worsc:?"; i
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- 22 PHLE(;\‘,I

e i ;\ 1)0 ycm uquaﬂy bnnv np phlf:gm fmm your chcst" .
: {cmmt phicgm w:th first smoke or ﬁrst gom;, ‘out of (ioors -
Cuum *‘.wal}owed phlogm Exciude phlegm trom dm nme,)v

n« YES TO A", k. T
A Do you uxudﬂy bring up phlegm like this ¢ as much as "-' i
pwice a day 4 or more days out of ihe week'? -

3 ';b NO' m A" ssk

. C Du }uu ucually bnng, up ph!eg,m at ail on g,ettmg up cn
f rs: ﬁunu n the, mnmmg" L

l") l)o yuu usudliy bnng up phir:g,m at .xll (Iurmg thf, rast c)f -
(he day or mg}xt’ T

lf* YES "Y() A?\Y ()F AKOVE ask

- B o you usuaﬂy bring up phlegm like this most days for 3 5_
o wmsawtwe mumhs o mwe durm;, ﬁxe year?_ .

- ' .—i‘ ;ilmr huW[many yems have you hz_ul trgub_le w_tth. phiegm‘-.{ b- s

: (s Does the phle,t_,m xmprovev )
Condaysoff? o
on lcm,«_; hohdays

o iI is thcre anvthmg or sxtu‘mm; whu,h makcs you brmg up R

phl»gm 7

"2 A. I the past 12 months, have you had periods or episodes of .
wug,h with phiegm that lasted | week or mors? (Hyou usually . . 1.
have cough and phlegm, pix,ase count oniy px,rmds or np:mdu: m o
muease,d wug,h and phleom } ‘ : L

S B ’ib()ut how many suuh i,pmﬂdes havz you had‘m the pas; L e
i" munths’ el S SR 2 . numberof cp:sodes

B ( l‘ur how man) yem have mu had : stt l suuh epas&de” :

“dumber of years -
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. ?'.z ;wnwmmx .

Docs your chest ever ﬂound whwzy or vmisﬂm '
I" A Whm yuu have a coid’ B
B ()Lm:{:xuih, ap:m i‘mm widx?

j;;_'zr v&s TO B ot 'Crask

: ?: _Most dd‘y\ .md m&hts"

' D Is the wheeze a_smcmted thh chwt txg,hmcw or dxfﬁculty
bmdthmg" R S e L

R !”ox how nnuly \wxs hds thts ixu.n presmt? >

- F When does the wheeze o»cwr M()%'I frequemly‘f {choose ong) .

Sy atwork ol o7 2 onretin home.
3. during \}ctp

3
o5 upun wakmgup M_;j :

o 'G._Iﬁoz:ﬁ the whw:, xmpm\;e SRR
~ - on days off?

L:m kmg hohddyg 9.

H Is them anytmnu or %xtuanun whu.h'

L vmzwhseze? o

xf)ﬁs ;-
o 'Emrusc e :
S Cold :ur f.'.:-

E Tohacw Smﬁk*’ T

: Mr(mg 0duur ERES
- »._l‘umes or dubt

ST Other 5peuh

L l:. the whe&zmg_, worse m dn) pamcular txme: oi xhe_
. \erv .

ot Yifyes, whe_’p‘;'

¢ o4 o difference. o
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2.5 BREATHLESSNESS .-
NWRVE{*WI‘R - Check heré if person is unabic 1 walk dus W L

mﬂd}tmns n’ther th:m shormﬁss of brcath

A ﬂ\{e y(m troubied by shermess {Jt brmth whm hunym;_., on
' ievd ground or. walkmg up a shghg hx!i" o -

IP YES l{) ’A’ ask

B. Do you have walk slovwer than pc:oplt: of ynur awn. lYes
. age,on tha Ievei because of breathiessness" - SRR

R o8 Du you mmr lmw, 0 >£op fo: brwth when walkmg at
~.yOur own paLe o ievei ground‘? T .

Do you ever hav& o swp for brm!h Atcr w«ﬁkmg dbom
4o ma ‘vaxds (ox a icw mmutus) on the levei’? :

L For haw man) ycam have vou had shcrmsss of
o breath" ' :

S.' i)o‘.s xi :mpmvc '
g L on d%},s aff‘>
: : on Iong hahday:
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file://t:/i7

Re\ lsed Amtnwu ’lhorauc ‘Soclety Questlonna!re' C ouUh Phlegm. kpnodes of (,uugh _
' - st w:th Phleom, Wheem, and Dyspnea PR

B Pért 2. Respxramry %ymptoms : : :
“The following questions axe abom respnra{or) or chest symptomc H you are mjduubt whe:ihcr thc answ
"_vno answerno, - L B . : S

er is_ Yes or

: ._ZJ (T_()i}_(}li"ﬁf"." :

. ] A_ Do you ugu.ﬂl) hdvc a umg,h" (wum coug,h wﬁh first
‘;moke or hrst g)ms, mlt ()f doom P,xciude Lle.mng,, d’m)dt )

"n YluS 1(} ‘AT ask

i B. Do you usually cough as mud; as 4 nmw a da), 4 er
mme days out ut the Weekq :

'_- ¥ NOTOA’ "&qk

! C DO you usudli\ wug,h at all on Luttmg up ur t:rst thmg, :; j_' Y R
13 '_ m the mmmng? :' R ‘ _

i ‘{) Do’ you usually muuh at all duxmg me rest nf !}m d«\) ur:'-.- »
- .mght” o : o : :

IF Y&S IO ANY OF ABOVE ask
1 E Do you usua}t) cmxgh likis this most da)s for 3
consccume mcmhs or mofe durmg thu yf.ar” o

F l !* l“or hm» m«m} years hawz wu h&d thss u)ughf‘ .

B } (x I)Ocs the cuu.'h lmpmv
- ondaysoff? -
¢ on Ecn,g, huisd‘i)%")

H i~> ﬂwm Anythmu or mmm(m wmdx makes )uux wuwh 1.

':_ ‘wame?-_ ERS

-. 7 'specﬁx-i

3 A fn'the last 12 monﬁm ha\e you been awakemd fmm slecp bv_'. 1 Yes"
wm&xmw? : . : ’

110




?u Yxes TO A usk:

2 B i’n th{, km iz, m(mths Imw nﬁen have you becn (1w1kcned by wughmg" B
Lt Most Days G Nights IR SRR
_7. A few days or nights a weck

3. Afew days or nights a mmlth
R A few days or nights’ ayear, of k,ss

S22 PH[ EC’\’I
e iA Do )ou u:suaﬂ) bﬂﬂé, up phlenm trom )mlr Lhe&l:

i vr:sm ‘A*;sk

',ii?_*idfTo'"A' wh

13 YF,S TO ANY OF AB()VE, sk

(mum phle«m with first sinoke or first g going out of dm)rs
Cmmr ‘twaiiowed phlegm I:xciude phlegm from tht, fiose; } .

_ 1 B 1)0 wu xmmﬂy bnng up ph!eg,m ke tins as much a- R Lo » " {j 39 ‘ .‘i:
: thceaddv 4 or more days outoftheweek’? R T ] DAE A PR

( Doyou wsually bnng up ph!e:gm at ali on ;,em;)g up or Y Yes W ,
ﬁrst t;hmg w thct mommi., CARNERY S

1. Do yuu usuaiiy brmsz, up phleg,m 4% aﬁ ciumw thﬁ' mst of : i iYes
the d:i’} or mght? : RN

RS F ‘Doyou uquali) bxmg up phlegm hke this most d:ms tor _ ‘ ‘u
"3 wmu.uuv&, m(mﬁxs or more durmg the )&Lr"’ S

D !{ For hx}_w;mamy_y'ears hgy¢ 'y‘o'u had"tm'u_bievw'ith ph!__e.‘.gm?{ S

N (; l)oes the phlegm mxpmve
- on days off? :

on iong, bohdays‘?

H Is them any thmn Qr smmnon whxdt mdkes yoa b:mg, up: N G

K ph{“um?
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> ",A fn ths: pawt 12 montht. have you had pex jods of episodcs oi
;. cough with phlegm. ihat fasted | week or ‘more? (Ifyou usually -

have couigh and phiegm, pieasa count (mh penods or cpxsodes of
; mureasmi cmmh ‘md phk,gm ) '

B “B. About how m.my smh epxsz}de:s h.m: you hdd i Xhe pas
- l" mm}fha 2. : .

& l'ar how m.m> years havc vou had a& lea:st 1 such epnsodfﬂ

< 23IWHEEZING

3_;:._'.31./\‘:. Hﬁa\'z’eryou’ ei}é.r'___l)ad_ Wii'eéi"{ﬂg'orvwhisﬂiﬁgih yout-chest? 1. Yes

'_sre NO ;o w SKIP xONFxT sz«m lON
5'.-___iF YES TO ‘A’ wk: ‘ S
' '-i B~D D:d \cu havx, whwzmg, or wl’usﬁmg in yuur c,hesl wﬁen you werf.,:

F .'_‘l B Youné,cr rhan 2 )cars old”

. }wun Lhest al ansf umu’

LTENOTO *A' 'SK}? m QL‘ESI x{m 3:7 e
I YESTO SAY, ask: L ‘
2B In the iasc l’ ma.mths hgw o&m havie you had ﬁms whwzma or whnsﬂmg‘?

_ 1. Most 1)§1y< or Nxc,im, S o
c _‘ A few days or nights 4 wieek o :
'3 A few days of nights amonth -

4 AR rew davs or mn%\t« ayear, m fess -

e 2. L T the l‘m 12 months haw you had this v«h;aez.mga ux'.
DR whxs!lmg in tha fsh%t when you had @ col(U '

v ” D In the Tast 1” mnmhs havc you had th;s wheezmg, m‘ :
whxsﬁmb in tim ghest apart from colds" :

- 2 E ln fhe Lasi 1"’ momh: have yuu haé an amk ()t




IR _khancxfbrea:h? S

e 2.F. 1n the iast 12 nwmh.s has thxs wheeuuy or whxsﬂmg

B :mpm\&d
On dd)s oﬁ‘?
, On long hohdays PRI
B 2 iz thn dom the whi,ue muu' MO‘ST frequemiv’? {c.homc one)
CLatwork T LT 2 onreturn Home -

-3 during sieep
5 u;;on wakmg up

4 no dnfference :

3A° In zhe L;st 12 momhs hswe you baen awakened fmm siu:p b\ 1. Yes
;y;"_whc,ezmg or whu;timu m }aur chest? L T e

CIENOTO A sm? T0 NEXI‘ sn(:no

_f-'If‘ YES TO. ‘A’ ask - : : e o
13 RB. Inthe last. 12 momhs how oﬁen h'wc wu bum awakmed b) whcwmg, or whzsttmg B

in 5mxr t,hesf"’ - . : C o ’

: R ¥ 'Viosl Dayq wN;ghts _
22 Afew days ornights a wcek
.3 A few days or mghts a momh _

4 Afew day« or mghts &)tﬂf or less

ffgz.s BREATHLESSNESS e

VN'TLRVIPWE:R Lheck here if perwn 18 unab)e tu waik due fo. _' 1 Yes 00N
: Lon{imom othcr than shormess of breath. - 0 S

':_‘."!I YRS T() l’ &KH’ IONFXT SE( TlOv

_ } A Au, you trcubled by shcrrme:,s of bteath whc:n hurrymg, ozx
L ewl g;rmmd or waikx% up a siig,ht hﬂl'? .

_';f_.‘;F N() TO A, s&xp 10 NExT SE(‘T!ON

: {FYF‘B 104, sk S . _
-1 1B, Do you have fo walk slawer than peop!e & ynur ar,:: un L Yeés
L Ec:w:} grounci betauso of sharmess of breath? *" - . T

Sie L C Do you, wef ‘have 1o stop for breath. when dextxgb at
e 'your own paw ()ﬂ k,vel ground‘? S

1. D Dy }cxu ever ha»e w smp h)r brwth »mu waikmﬂ about

Come [ oram
. -_i()Omrd‘z (oui"cwmmutes) on leve! gJomd? SRR Lo |
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LB Are you ‘too short oi breaﬁi fo iedve the huuse, or shurt:ff_'f
ol breath on dressmsv or undressmé,- AR SR
‘ . ik F Dces 1t xmprove : :
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. Semi-Structured Interview Guide

PREFACE TO BEGINNING INTERVIEW: You answered a series of questlons about cough,
phlegm, wheeze, breathlessness and sleep symptoms. Now I’d like to ask you some more in- depth
questions about the way you understood those questions and how you formed your answers to
those questions. What I’m looking for is a description of the reasons why you answered the
questions the way that you did. ’

Cough 4 _

* How did you decide on your answer to this question? How did you interpret or decide what
this question was asking? How would you define what was meant by usually have a cough?

» Thinking back, is there a time where you would have answered this question differently? Can
you tell me what changed to lead you to change your response?

* In general, how far back in your memory did you go when deciding how to answer these
questions on cough?

¢ Some people experience “coughing spells” (which go on and on) and others report milder,
brief coughs. Some people cough all throughout the day, others just cough when they have a
cold or are bothered by something in the air and still others only cough in the morning or at
night. Tell me about the kinds of coughs that you experience and how coughing affects your
daily life. How do people react to your coughing? Has anyone commented on your coughing?

*  What did you think or feel when you were around someone who coughed a lot?

* Do you ever resist the urge to cough? What makes it acceptable to allow yourself to cough in
some situations and not in others?

* Do you think that it is more or less appropriate for a man or a woman to answer, “Yes, |
usually have a cough”? ‘

Phlegm

* How did you decide on your answer to this question? How did you interpret or decide what

~ this question was asking? How would you define what was meant by usually bring up phlegm
from your chest?

e In general, how far back in your memory did you go when demdmg how to answer these
questions on cough? Thinking back, is there a time where you would have answered “no” to
this question? Can you tell me what changed to lead you to change your response?

*  For many people, coughing up phlegm is relatively easy. For others, it’s very difficult to
bring it up out of their chests. How does bringing up phlegm affect your daily life? Are there
situations where you experience phlegm but don’t cough it up? Situations where you do
cough it up, but do not or cannot spit it out (e.g., you are in a public place)? Situations where
you are more likely to cough it up? Spit it out? Swallow it?

¢ What did you think or feel when you were around someone who brought up phlegm from
their chest? Spat it out?

* Do you think that it is more or less appropriate for a man or a woman to answer, “Yes, I
usually bring up phlegm from my chest”?

Episodes of Cough with Phlegm : :

* What led you to answer this question the way that you did?

* In your own words, how is this question about episodes of cough with phlegm different from -
the previous question of cough on its own and phlegm on its own?

* Inyour experience, what does it mean to experience an episode of cough with phlegm?

Wheezing or Whistling '

* How did you decide on your answer to this question? How did you interpret or decide what
this question was asking? How would you define what was meant by a wheezing or whlstlmg
chest?




In general, how far back in your memory did you go when deciding how to answer this
question on wheeze? Thinking back, is there a time where you would have answered “no” to
this question? Can you tell me what changed to lead you to change your response?

* Some people experience wheezing or whistling in their chest because of colds while others

experience this without having a cold. Some people experience such severe
wheezing/whistling (sometimes lengthy in duration) that they feel short of breath, while

others report more mild or brief wheezing/whistling. Still others report wheezing/whistling

only at night. Tell me about your experiences of having a wheezing/whistling chest. How
does this affect your daily life? How do people react to your wheeze or whistling chest?
Some people find it easy to manage their symptoms of wheeze, while others struggle with this.
How do you manage your symptoms?

What do you think or feel when you are around someone who wheezes or has a whistling
chest?

Do you think that it is more or less appropriate for a man or a woman to answer, “Yes, | have
or have had a wheezy/whistling chest”?

N

Shortness of Breath

How did you decide on your answer to this question? How did you interpret or decide what
this question was asking? How would you define what was meant by troubled by shortness of
breath? How would you define hurrying on level ground or walking up a slight hill?

In general, how far back in your memory did you go when deciding how to answer these
questions on shortness of breath? Thinking back, is there a time where. you would have
answered this question differently? Can you tell me what changed to lead you to change your
response?

The questions that were asked of you regarding shortness of breath refer to walking activities
and dressing or undressing. Are there other situations where you feel short of breath?

People use many different words to describe the feeling of being short of breath. How would
you describe your experiences of being short of breath? Why do you think you experience - -
shortness of breath (e.g., is it stress, strenuous activity, health problem)?

How does shortness of breath affect your day to day life activities and how does this make
you feel about yourself at work? At home? During recreation?

How do others react to your shortness of breath? Has anyone ever commented on this? What
did they say?

What do you think or feel when you are around someone who is short of breath? Do you

“ think that shortness of breath is a reflection of an individual’s level of fitness? Health?

Do you think that it is more or less appropriate for a man or a woman to answer, “Yes, |
experience shortness of breath”? : :
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e partxcxpatxon m cmer parts of the study or your conunumg health care in any way
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