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DEF'INITIONS

Activity- "the execution of a task or action by an individual" (WHO, 2001)

Adaptation- the multifaceted process of adjustment, including the cognitive, behavioural
and emotional coping responses and the outcome of these responses. (Revenson,

200r).

Chronic illness- illness of long duration and generally slow progression (V/HO, n.d.).

Community- a domain of the environment described as both geography and the context
of an individual's routines of activity (Spencer, 2003).

Compensation-"includes attempts to close the gap between the maximum capacities
possessed by the individual and the abilities required to achieve a particular task"
(Falter, Gignac & Cott, 2003, p. 796).

Chronic Obstructive Pulmonary Disease, or Chronic Obstructive Lung Disease - "a
respiratory disorder largely caused by smoking that is characterized by
progressive, partially reversible airfl ow obstruction, systemic manifestations and
increasing frequency and severity of exacerbations" (O'Donnell et a1.,2003,p.
I 83).

Cultural environment- the customs, beliefs and consequent behavior associated with a
particular group (e.g. an ethnic group) or with a particular place (e.g. a work
culture) (Spencer, 2003).

Environment- "those contexts and situations which occur outside of individuals and
elicit responses from them" (Law et a1.,1996, p. 10)

Ilandi-Transit- a service for persons with vision or mobility limitations provided by the
city of Winnipeg as an alternative to the regular transit system (City of Winnipeg,
2007)

Home oxygen program- a program funded by Manitoba health services that qualifies
persons who require oxygen for extended use at home. It provides an oxygen
concentrator and a back up tank of oxygen and servicing of the equipment.

Institutional environment- the economic, political and legal elements of the
environment (CAOT, T997).

Occupation- "groups of self-directed, frrnctional tasks and activities in which a person
engages over the lifespan" (Law et a1.,1996, p. 16)
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Occupational performance- "the ability to choose, organize and satisfactorily perform
meaningful occupations that are culturally defined and age appropriate for looking
after oneself, enjoying life, and contributing to the social and economic fabric of a
community' (CAOT, 1997, p. 1 81).

Optimization- "behaviours that increase an individual's resources and facilitate
attainment of chosen goals" (Falter, Gignac, &. CotI,2003, p. 796).

Participation- " involvement in a life situation" (WHO,2001)

Participatory action research- "an orientation to research involving a collaborative
approach between researchers and consumers and resulting in new policy,
programmatic or social initiatives" (White, Suchowierska, & Campbell, 2004,p.
s3).

Phenomenology- "study, which seeks to understand the meaning of experiences of
individuals about a phenomenon or concept" (Creswell, 1998, p. 38).

Physical environment- the built and natural context or setting (Spencer, 2003; Law et
al.,1996).

Qualitative research-"an inquiry process of understanding based on distinct
methodological traditions of inquiry that explore a social or human problem. The
researcher builds a complex, holistic picture, analyzes words, reports detailed
views of informants, and conducts the study in a natural setting" (Creswell, 1998,
p.1s).

Selection- "involves restricting or reducing activities, adjusting standards and altering
goals" (Falter, Gignac & Cott, 2003,p.796).

Social environment- the expectations, norrns and attitudes of family, füends, caregivers
and the larger social group to which an individual belongs (Spencer, 2003).
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ABBREVXATIONS

CAOT: Canadian Association of Occupational Therapists

COPD: Chronic obstructive pulmonary disease

FEVI: Forced expiratory volume in 1 second

PEO: Person-environment-occupation model

SOC: Selection, optrmization and compensation model

TWRFIA: Winnipeg Regional Health Authority



ABSTRACT

As the number of women with COPD living in the community is increasing

(Canadian Lung Association, 2006), occupational therapists will encounter them in health

care and community settings. Our understanding of the meaning of community and

community participation may enrich practice aimed at wellness and quality of life in the

presence of chronic illness. This qualitative study explored the experiences of women

with COPD participating in occupations in the community. The objectives were to

enhance understanding about barriers and facilitators to participation, knowledge about

adaptations used and insight into changes to policy or programs to support participation.

Data was collected and analysed thematically from in-depth interviews and

activity diaries from 11 women with COPD aged 56 to 85 years. A consumer advisory

goup provided input before and after the interviews were completed.

Participants encountered barriers and facilitators in the environment outside their

homes. They described the importance of positive experiences and reciprocal

relationships to their participation in the community. The women adapted to their disease

in diverse and often subtle ways that were influenced by each woman's individual

biography.

Current community resources aim to maint¿in individuals in the community but

the results of this study suggest that they may not fit the needs of midlife and older

women with chronic illnesses. Occupational therapy can address the importance of

occupations outside of the home and advocate for transportation programs, support

groups and improved public awareness of COPD that would enhance community

participation for this group.
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trntroduction

As the number of older adults in the population rises, there is a rise in the

incidence of chronic illness. Older women tend to have a higher morbidity rate whereas

older men tend to have a higher rate of mortality (Statistics Canad4 2005). Revenson

(2001) states that over 80% of women over the age of 55 have at least one chronic illness.

Chronic iltnesses have varying durations and varying eflects on daily activity and

productivity.

One of the chronic illnesses with an increased incidence in women is chronic

obstructive lung disease (COPD), (The Lung Association ,2006). COPD affects 4.8o/o of

women and3.9Vo of men in Canada (Statistics Canada,2005). In2003,4,383 women

died from COPD in Canada (The Lung Association,2006). The rate of hospitalization

for COPD in women is also increasing. There is evidence of differences in disease onset,

symptom experiences and mortality factors between men and women with COPD

(Chapman, 2004; Laviolette eta1.,2007; Low & Gutman,2006). Women tend to limit

physical activity more than men because of shortness of breath (The Lung Association,

2006). Women also experience quitting smoking differently than men (Chapman, 2004;

Rosenfeld, 2001) and may have a different experience of health and health services

(Donner, Busch, & Fontaine,2002; Roberts & Falk,2001).

COPD develops gradually, often in the 5ù decade of life (O'Donnell, 2003).

Health care providers encounter midlife and older women with COPD in hospitals, in

rehabilitation programs, in respiratory and primary care clinics and in the community. A

recent document outlining practice guidelines for family physicians (O'Donnell et al.,

2004) and recent research studies (Garcia-Aymerich et a1.,2003; Jeng, Tsao, Ho, &
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Chang, 2002) proposed that there are benefits of individuals with COPD staying active as

part of their disease management practices.

There is an abundance of literature describing the experience of living with a

chronic illness. This includes descriptions of changes in occupations and participation

secondary to symptom limitations. In the COPD literature, changes are described over a

range of occupations including walking and recreation or leisure. These occur at both

early and late stages of the disease. Studies have also identifred that persons with COPD

feel isolated and closed in (Morgan & Britton, 2003; O'Neill, 2002; Jonsdottir, 1998) or

housebound (Barnett, 2005; Kanervisto, Kaistila, & Paavilainen,2007). Participation in

occupations is important for individuals with chronic illnesses including those with

COPD. There is evidence that pattems of participation in occupations, particularly

employment, homemaking and childcare are different for women (Christiansen & Baum,

1997). Thus it can be hypothesized that women with COPD may experience changes in

their roles and their ability to participate in occupations both at home and in the

communities in which they live and these experiences may differ from the experiences of

men with COPD.

The home and community environment are the primary sites for the day-to-day

life and self-management of chronic illnesses such as COPD. The environment can

provide ba:riers or facilitators to self-management and participation in occupations.

Studies have shown that the environment provides a physical, social, cultural, and

institutional context for participation in occupations (Andresen & Runge,2002; Fange &

Iwarsson, 1999;Law,2002; Mann, Tomita, Hurren, & Charvat,1999; Rebeiro, 2001;

Rubinstein, Kilbridge, & Nagy, 1992; Satariano, Thaddeus, & Tager, 2002). The

environment can be delineated into domains including personal, household, neighborhood
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or community and society (Law et a1.,1996). The community domain has been described

as both geography and the context of an individual's routines of activity (Spencer, 2003).

Social connectedness and community belonging have been associated with

positive health outcomes (Statistics Canada, 2005). A strong social network with family,

friends and acquaintances provides opportunities to engage with others in the community

and to maintain social roles. The social network and social engagement reinforce feelings

of belonging and attachment to both people and places (Berkman, Glass, Brissette, &

Seeman, 2000). In addition to the sense of belonging, participation in meaningful

occupations has positive effects on physical and psychological well-being. This has been

demonstrated in studies with well elderly (Jackson, Carlson, Mandel, Zemke, & Clark,

1998; Menec, 2003; Laliberte Rudman, Cook, & Polatajko,1997) and with older adults

with chronic illness (Duke, Leventhal, Brownlee, & Leventhal,2002; Miller & Iris,

2002).

The following study examined the experiences of women with COPD

participating in occupations in the community. Chapter One includes this introduction

and the study purpose and objectives. Chapter Two outlines theoretical considerations for

the study and summarizes a review of the COPD literature and literature about the

environment and other types of chronic illness. In Chapter Three, the methods used for

this study are explained. Chapter Four provides an overview of the study findings,

followed by a chapter discussing interpretations of the findings. Chapter Six is the

concluding chapter.
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This qualitative study examined issues related to these three concepts - women

with COPD, community and participation in occupations. The purpose was to explore the

experiences of women with COPD in the community as the environment for participation.

Exploring the impact of the community environment on activity and adaptations used to

maintain activity can increase our understanding of ways in which these occupations are

meaningful. Knowledge of how community connections are made and maintained can

contribute to recommendations for programs or policies to assist older women in staying

active and well even when they are living with chronic illness.

Research Obiectives

The objectives of the proposed research study were to:

1. Explore the experiences of women with COPD in activity participation in

community environments.

Explore how elements of the community environment (physical, social,

cultural and institutional elements) are perceived as barriers or facilitators to

occupational performance.

Gain understanding of how women adapt themselves, their occupations or

environments to promote activity participation and gain understanding of

which of these adaptations they prefer to use.

Provide recommendations for programs and policies that may reduce barriers

and enhance participation in community activities for this population.

2.

4.



CHAPTER TWO

Theoretical Considerations

"Theory is integral to the practice of qualitative research in health" (Rice &.Ezzy,

1999). Within qualitative research, theory is used for two purposes. It can be used as a

theoretical framework to describe a distinct philosophical approach to knowledge and

inform the general research design and the more specif,rc methods of data collection and

analysis (Creswell, 2003). The framework of phenomenology was used in this study and

will be discussed further in Chapter Three.

The second use of theory is what will be the focus in this section. Theory can be

used in describing the perspective or lens through which the researcher has reviewed the

literature and selected the research focus (Rice & Ezzy,1999). Therefore theory was

considered in the early stages of preparing a proposal for this study. Two theories are

summarized below.

Qualitative methods were used for this study and this included an emergent design

and the need to consider more than one theory. During the study design, it was

anticipated that the concepts and processes described in the data might fit better with one

of these theories or with an alternative theory not summarized below. This fit is reviewed

againlater in the discussion section that describes interpretation of the study's findings.

Person-Environment-Occupation Model

This model was selected because it incorporated the main concepts important to

this study. It also reflected the professional background of occupational therapy as a lens

or prospective from which the researcher reviewed the literature and developed the study
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objectives. The Person-Environment-Occupation (PEO) model (Law et al., 1996)) was

developed for use in research and clinical practice in occupational therapy. The model is

flexible enough to fit with other theories or perspectives outside the profession of

occupational therapy (Strong, Rigby, Stewart, Law, Letts, & Cooper,1999).

The Person-Environment-Occupation Model (PEO) focuses on the concepts of the

person, his or her environments and occupations dynamically interacting over the life

course. The concept of the person includes roles, experiences and skills as well as

physical, cognitive and affective qualities. The environment includes everything outside

of the person - the physical, social, cultural, and institutional contexts at an individual,

family, neighbourhood or community level. These elements of the environment can act as

a barrier or a facilitator to occupational performance. Occupations represent clusters of

fimctional activities or tasks. Occupations are classified as self-care, productivity or

leisure (CAOT, 1997). A Venn diagram is often used to represent the concepts as three

overlapping circles - person, environment and occupation. The overlap where these three

concepts come together at the centre of the diagram represents occupational performance

- the experience ofthe person as he or she is engaged in occupation. The degree offit

between the three concepts changes over time, and can be changed, as part of a

developmental, adaptation or therapeutic process and this in turn may promote or restrict

occupational performance (Law et al., 1996).

This model has been applied in several studies of persons with chronic illness

(Peachey-Hill & Law, 2000; Rebeiro, 2001). No studies were located that applied this

model with persons with COPD.
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Selection" Optimization and Compensation

This model was chosen as part of the perspective in the early stages of this study

because it was suggested by the literature and addressed the concept of adaptation.

Although this concept is implied in the PEO model a more specific model seemed

warranted because it was anticipated that adaptation might be important to the experience

of community participation.

Selection, Optimization and Compensation (SOC) is a general lifespan

development theory from the field of psychology. It has been applied to a variety of

human development questions including successful aging (Baltes, 1997). Selection

includes setting goals, committing to achieving goals and if loss occurs adapting

standards and setting new goals. Optimization includes using practice, persistence,

attention and effort to achieve goals. Compensation is involved if obtaining a goal is

blocked. It includes using alternate means, obtaining help, using devices and changing

the application of time and effort (Freund & Baltes, 2002). Though defined separately,

the three processes are used in co-ordination and are best understood in the context ofthe

individual and the environment. The model offers an approach to understanding

adaptation and can complement the understanding offered by other models of coping and

goal adjustment (Jopp & Smith, 2006).

SOC has been used in studies of adaptation to chronic illness (Duke et a1,2002)

and in studies of adaptation to COPD (Falter, Gignac, &. Cott,2003). The inclusion of

environment factors is implied in some of these studies and in the above examples.

Persons with COPD may use all three of these processes. For example the process of

selection may include planning to leam tai chi to replace a previous leisure interest. The

process of optimization may include adaptations such as practicing effective breathing
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techniques to improve breathing efficiency and reduce shortness of breath. The process

of compensation may include using a device such as a long reacher to compensate for

difficulties when bending down to pick up an object from the floor.

Literature Review

A literature review was completed to determine previous work on participation in

occupations for women or men with COPD and the possible interaction of elements of the

environment. The search was restricted to English language articles, published between

1994 and2004. These years were selected to provide the most recent ten years of

information up to 2004, which was the year that most of the literature review was

completed. Articles that focused on activity, participation and environmental influences

for persons with COPD were included. Articles that were primarily concerned with

pathophysiology, medical care, and rehabilitation outcomes or measurement tools or that

involved primarily asthma rather than COPD were excluded. The following databases

were searched: Age Line, CINAHL, EBSCOhost, EMBASE, MEDLINE, PUBMED,

Social Services Abstracts, Sociological Abstracts and Web of Science. Key terms were:

COPD or chronic lung disease or bronchitis or emphysema or chronic airway obstruction;

lungs; disabilities; chronic illness; environment or environment adjustment or

environment attitudes or environment problems or environmental health or environmental

factors; home or house or residence or domicile; home environment or home modification

or housebound; social environment or social activity; activity or activities of daily living

or active living or activity participation; functional status or functional activities;



employment. Reference lists of selected articles were reviewed for additional

contributions.

Literature related to the interaction of the environment and occupational

performance in other types of chronic illness was reviewed in order to expand and

contrast with COPD. Key words used included: chronic illness, disability, home

environment, community, living arrangements, adaptation to disability, context effects,

and functional status. Articles dealing with children or young adults or with intellectual

disability, mental illness or dementia or with measurement or intervention were excluded.

Journals published between 1999 and 2004 and available in English were searched based

on listings in Age Line, CINAHL and PUBMED.

The literature was revisited during data analysis to explore themes and clariff

interpretations. This literature has thus been added to the earlier review and includes

references up to 2007.

COPD Literafure

What is COPD

Chronic obsfructive lung disease is a progressive disease charactenzedby partially

reversible airflow limitation. It includes emphysema and chronic bronchitis. ln 1999,

COPD was the 4ú leading cause of death in men and the 5ú in women in Canada

(O'Donnell et al., 2003)-

Physiologic changes include "mucus hypersecretion, ciliary dysfi.rnction, airflow

limitation, pulmonary hyperinfl ation, gas exchange abnormalities, pulmonary

hypertension and cor pulmonale" (Gerald & Bailey,2002, p.237). Persons with COPD

often have symptoms of cough, shortness of breath, fatigue, sputum production and
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wheeze. The course of the disease varies and is often punctuated by periods of

exacerbation. Spirometry measurements are used for diagnosis and to describe stages of

COPD (O'Donnell et al., 2003). Results for the FEVr (forced expiratory volume in one

second) are based on the percentage of a predicted normal value for each person

calculated by his or her age, height, ethnicity and sex. Persons at risk but who do not yet

meet diagnostic criteria include smokers or non-smokers with a chronic, productive

cough or frequent respiratory tract infections and an FEVr of > 80% predicted. Mild

COPD is defined as FEVI of 60-79%o predicted. Moderate COPD is defined as FEVr of

40-59% predicted. Severe COPD is defined as FEVI of < 40o/o predicted. COPD is

associated with risk factors of smoking though less than 20o/o of smokers develop COPD

and 15- 20o/o of persons with COPD have never smoked (Rennard et al., 2002). COPD

develops gradually, often in the fifth decade of life.

The impact of cigarette smoking on the prevalence of COPD is well known and

well documented (Bourbeau, Nault, & Borycki, 2002). Other factors have been

implicated in the cause of COPD including occupational exposure to dust, gases or fumes,

genetic factors and childhood infections (Bourbeau et al., 2002; Rennard et al-,2002;

Walter, Gottlieb, & O'Connor, 2000). Suadicani, Hein, Meyer, and Gyntelberg (2001)

recently suggested an additional occupational risk factor might be exposure to cold and

draught for 5 or more years. Kiraz et al. (2003) reported the findings of increased risk of

COPD among rural women in Turkey who relied on biomass fuels for heating and

cooking. Environmental tobacco smoke, air pollution, socio-economic status and alcohol

use have been studied as possible factors associated with COPD though results remain

inconclusive (Bourbeau etaI.,2002; Montnemery eta1.,2001; Rennard et al., 2002;

Walter eta1.,2000).
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Nutritional factors may have a positive or negative effect on the development and

course of COPD (Walter et a1.,2000). Bourbeau et al. (2002) cautioned that evidence for

the role of nutrition is unclear. Watson et aI. (2002) in a quantitative study concluded that

diets low in fruits and vegetables were associated with increased prevalence of COPD in

people with a history of smoking. Under nourishment is associated with later stages of

COPD. It is unclear if this is related to the effect of weight loss on respiratory muscle

strength and endurance or the effect ofprogressive shortness ofbreath and fatigue

producing more work of breathing and limiting dietary intake (Gerald & Bailey, 2002).

O'Donnell et al. (2003) described the importance of early diagnosis (screening at

risk subjects who are 40 years of age or older). The treatment options available include:

pharmacotherapy, long- term oxygen therapy, surgery, smoking cessation, education,

vaccinations to prevent exacerbations, and pulmonary rehabilitation. Treatment of

associated conditions including depression, anxiety, malnutrition and cardiac involvement

have also been described (Mannino,2003; Moore &.Zebb,1998; Rose et a1.,2002;

Yohannes, Baldwin, & Connolly, 2003).

The outcomes of these treatment approaches have been positive both in terms of

morbidity and quality of life, especially if COPD is diagnosed and treated early.

Guidelines for family physicians, respirologists, health care providers and public health

policy makers have been advanced. These include both national (O'Donnell et a1., 2004)

and intemational (Lenfant & Khaltaev,2004) documents. These guidelines promote

preventive approaches focused on smoking cessation, promotion of public smoking bans,

prevention of adolescent start up of smoking and the prevention and/or reduction of

occupational exposures to dust and fumes. Reduction of exposure to cigarette smoke,

occupational dust and chemicals and pollutants is also effective in stopping or slowing the
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progression of COPD. The guidelines also promote education, medications, and

pulmonary rehabilitation as useful in improving skills to cope with illness, improving

overall health status, controlling symptoms and reducing the frequency and severity of

exacerbations. As the disease progresses a stepwise increase in treatment is

recommended (O'Donnell et a1., 2004). When indicated, long-term oxygen

administration has been shown to increase survival in persons with chronic respiratory

failure (Petty, 1998). Surgery such as lung volume reduction surgery and lung

transplantation is used in selected patients (O'Donnell et al., 2004). The need for ongoing

support has been emphasized in several texts (Bourbeau et a1.,2002; Toms & Harrison,

2002; Wempe & Wijkstra 2004). The terminal phase of COPD is often prolonged, i.e.

over two years (Bourbeau et a1.,2002) and the above-cited guidelines state the

importance of planning for end of life care.

COPD in Women

Recent literature highlights the increased prevalence of smoking and the increased

incidence of COPD in women (Day, 1998; Chapman,2004; Kazerouni, Alverson, Redd,

Mott, & Mannino,2,004). Included in these reports is evidence that women may be more

at risk than men for developing changes in lung function related to smoking and may

develop symptoms at an earlier age. Mannino (2003) reports that in 2000, in the United

States, the number of women dying from COPD outnumbered men. Similarly, based on

data from the United States, Sama and Bialous (200a) shted that more women than men

are now diagnosed and hospitalized with COPD. Bourbeau et al- (2002) also reported a

potential difference in symptom presentation: women less often report cough and sputum

than men and women more frequently report shortness of breath than men with COPD.
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Crockett, Cranston, Moss and Alpers (2002) compared the mortality of male and female

patients with COPD and identified some gender differences. Women with severe COPD

who had poor emotional functioning at the time they were prescribed long-term oxygen

had an associated higher mortality. Living with a partner had a less pronounced positive

effect on survival for women compared with men in this study.

Gender difÊerences have also been identified in some studies of firnctional status

and coping (McBride, 1994; Haggerty, Stockdale-Woolley, &. ZuWallack, 1999; Yuet,

Alexander, & Chum, 2002). Leidy (1995) reported that women with COPD experienced

more difficulty in home management activities. McBride (1994) reported that women

more frequently expressed diff,rculty with perceived control in changing behavior pattems

to facilitate improvements in activity tolerance. Haggerty et al. (1999) identified poorer

walk test performance in females than in males.

O'Neill (2002) conducted a qualitative study with women with COPD who

attended pulmonary rehabilitation clinics. She found that the women in the study

experienced significant physical and mental consequences of COPD. Study participants

demonstrated the use of many coping strategies - breathing techniques, medications,

energy conservation, avoidance of irritants, focusing on the present and on the positive.

O'Neill (2002) recommended further research into the most beneficial components of

pulmonary rehabilitation, the use of a measure of self management and the use of social

support programs for women with COPD.
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The Environment and COPD

Physical Environment

The physical environment includes the built and natural context or setting

excluding person factors (Spencer, 2003; Law et al.,1996). There is evidence that this

aspect of the environment may affect the illness course and experience of COPD.

The course of COPD is partly affected by the number of and severity of

exacerbations (O'Donnell et al., 2004). Factors implicated in triggering exacerbations of

COPD include dust, low humidity, cold temperatures, and higher altitudes (Bourbeau et

aL.2002; Donaldson, Seemungal, Jeffries, & Wedzicha,1999). Although not conclusive,

strong odors and air pollution may also contribute to worsening of COPD symptoms

(Bourbeau et al., 2002). Pistelli, Lange and Miller (2003) suggest that the risk of acute

respiratory infections, which can lead to mortality in the elderly with COPD, might be

reduced by "controlling factors associated with poor housing, overcrowding and other

adverse social conditions" þ. 12s).

In addition to the above findings, studies of quality of life for persons with COPD

also reflect the potential impact of the physical environment, e.g. steep hills, stairs

(Guthrie, Hill, & Muers, 2001). Stump (1999) reported the need to identify potential

barriers to functioning in the home environment. She also suggested the potential benefit

of using fans to affect air quality and enhance activity participation by reducing shortness

of breath. Chan (2004) conducted qualitative interviews with three men with COPD in

Hong Kong and reported participants often referred to environmental factors, such as

weather conditions and air pollution in explaining exacerbations in the early stages of

their disease. Activity choices were affected by weather, air pollution and distance to

activities in participant reports in another study in Taiwan (Jeng et a1.,2002).
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Social and Cultural Environment

The social environment includes the expectations, norms and attitudes of family,

friends, caregivers and the larger social $oup to which an individual belongs. The

cultural environment includes the customs, beliefs and consequent behavior associated

with a particular group e.g. an ethnic group or with a particular place e.g. a work culture

(Spencer, 2003). Several studies (Anderson, 1995; Bayliss, Steiner, Fernald, Crane, &

Main 2003; Guthrie et al., 200I; Toms & Harrison,2002) have referred to the positive

effects of family and social support in the management of COPD. In other studies

negative effects were evident and persons with COPD were found to feel isolated and

stigmatized because of their smoking history and/or breathing problems (Morgan &

Britton, 2003; O'Neill, 2002; Toms & Harrison,2002). Nicholson and Anderson (2003)

reported subjects in their study identified similar concems with being blamed or feeling a

burden to others. A study of younger adults aged 40 -65 years old in lceland, reported

participants' feelings of isolation and "being closed in" (Jonsdottir, 1998). Rennard et al.

(2002) reported that public awareness about COPD is lacking. A study by Xiaolian et al.

(2002) found thata group of men with mild to moderate COPD may have been motivated

to practice self-management because of their perceptions of the socio-cultural

expectations on them to be strong and independent. Guthrie et al. (2001) also reported

the negative effects of an unsafe neighborhood as a possible stress for persons with

COPD producing increased anxiety.

Institutional Environment

The institutional environment can include the economic, political and legal

elements (CAOT, 1997) and services, systems and policies (WHO, 2001). The economic
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cost of direct medical expense and indirect costs related to unpaid care-giving often

provided by family members and costs related to premature retirement or mortality

represent a significant burden to society, families and individuals with COPD (Langa et

aI.,2002). Financial constraints were listed among barriers to self-care for persons with

multiple chronic illnesses including COPD (Bayliss et al., 2003). Czajkowski and

McSweeny (1996) reported that economic security, including savings and health

insurance has been linked to positive outcomes. Car ownership, which may reflect

economic advantage or sociocultural norms, was associated with community mobility in a

qualitative analysis by Guthrie et al. (2001). Economic considerations potentially

resulted in increased motivation for participation in activities with a health maintenance

focus if participation was perceived as reducing the cost of medical care to the individual

(Xiaolian et al., 2002).

There is considerable evidence that COPD tends to be under diagnosed and under

treated (Lenfant & Khaltaev , 2004; O'Donnell , 2004; Rennard et al., 2002). Falter et al.

(2003) questioned policies for funding home care services that may undermine

independence for older adults with COPD. Research results have also suggested that

social support services tend to be underutilized (Morgan & Britton, 2003; Yohannes,

Roomi, & Connolly, 1998) and informal supports including family are heavily utilized

(Langa et al., 2002). Leidy and Haase (1996) reported on the mixture of positive and

negative effects of treatment regimes and policies. Their study participants reported

benefits from long-term oxygen and from medications but also reported that these

interfered with activities including activities outside of the home. They also reported

positive effects from providers of health care services and negative experiences with

providers who appeared to dictate rather than collaborate.
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Viewing some of the above findings provided a starting point for examining the

impact of the environment on activity participation with COPD. The literature reviewed

supported a broad view of the environment including air quality and temperature and

other physical elements, social support, and health and social policies and programs.

Applying this comprehensive view of the environment as it impacts on activity may add

further to the literature on COPD, environments and activity.

Occupational performance and COPD

How and why is Activity Limited?

One of the problems encountered in reviewing the literature in this area of activity

limitations, was the number of terms used. Some examples of terms that are used

included activities of daily living (ADL), instrumental activities of daily living (IADL),

functional status and functional activity. These multiple terms are reflected in the

following section though preference in this study was to use terms consistent the theory

outlined earlier. The Person-Environment-Occupation framework uses terms that relate

to progressively broader aspects. As such, an activity is "the execution of a task or

action by an individual" (World Health Orgarnzation, 2001). Occupation is defined as

"groups of self directed, functional tasks and activities in which a person engages over the

lifespan" (Law et aI.,1996, p.16). Occupational performance defined as "the ability to

choose, organize, and satisfactorily perform meaningful occupations" (CAOT, 1997, p.

181) is the broadest category that incorporates occupations and to a certain extent also

relates to the concept of participation or "involvement in a life situation" (World Health

Organrzation,200l).
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COPD can have a profound effect on occupational perforrnance. Stages of COPD

are sometimes defined by the degree of dyspnea associated with and limiting activity. In

mild or early stages of COPD, shortness of breath (SOB) when hurrying or walking uphill

is described; in moderate COPD, SOB further limits walking speed and/or distance; in

severe COPD, SOB limits leaving home and basic ADL such as dressing (O'Donnell et

a1.,2003).

COPD affects almost all daily occupations but there are variations amongst

individuals, variations as the disease progresses and possible age related and gender

related differences and occupational preferences. Many studies as noted below have

illustrated the individual nature of this experience and several have attempted to discover

factors that would account for the differences.

Disruptions in walking, home management and in recreation or leisure, both in

early and later stages, have been noted in numerous studies (Falter et a1.,2003; Graydon

et a1.,1995; Leidy, 1995; Leidy & Haase, 1996; Wempe & Wijkstra,2004).

Independence in basic self care activities of grooming, washing, dressing and indoor

mobility seems to be preserved until later stages of the disease (Falter et al., 2003;

Graydon et al, 1995; Leidy, 1995; Small & Lamb, 1999; Yuet, Alexander & Chun, 2002).

Studies have also reported the effect of COPD on sleep, talking, eating and

defecation. These activities are not always measured in functional scales and are not

generally thought of as requiring high amounts of energy. Sleep disturbance due to

cough, shortness of breath or discomfort has been described variously as a symptom of

COPD and as an activity limitation (Graydon et al., 1995; Leidy, 1995;Nicolson &

Anderson, 2003). Peruzza et al. (2003) related nighttime hypoxemia to poor quality of

sleep and reduced daytime functioning. Rennard et aI. (2002) reported significant
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shortness of breath when talking in the COPD subjects in their survey study though this

was not an anticipated or measured finding. Diff,rculties with eating, possibly due to

associated poorer breath control have also been noted (Schenkel, Burdet, deMuralt, &

Fitting, 1996). A recent study (Delmastro, Santoro, & Nava, 2004) described objective

findings ofoxygen desaturation and associated subjective dyspnea during defecation in

late stages of COPD.

Although COPD occurs most frequently in people over the age of 70, the loss of

activity may be more dramatic for younger adults who have higher expectations or

commitments (Nicolson & Anderson, 2003). Several studies reported impairment in

employment and parenting that may be specific to this younger age group (Graydon et al.,

T995; O'Neill, 2002; Rennard et a1.,2002; Xiaolian et al., 2002; Yuet et a1.,2002).

Younger participants in some studies have also identified a loss or change in intimate

relations (O'Neill, 2002; Rennard et al., 2002). The interrelationship between age,

chronic illness and activity seems to require further study. Some studies have found that

older persons with COPD have more frmctional losses (Graydon, Ross, Webster,

Goldstein, & Avendano, 1995) whereas data from other studies do not support this age

effect (Weaver, Richmond, & Narsavage,l99T). Leidy and Traver (1996) compared

free-time activity and social activity between a group with COPD and a same age control

group and found no significant difference, suggesting that the declines noted were

attributable to aging rather than chronic lung disease.

Psychological factors have also been studied as impacting on the experience of

COPD. Weaver etal. (1997) proposed that functional status in COPD is directly related

to depressed mood, dyspnea and exercise capacity and indirectly related to pulmonary

function, anxiety and self-esteem. McCathie, Spence and Tate, (2002) studied men with
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COPD and found evidence that catastrophic withdrawal coping and low self-efficacy

were associated with anxiety, depression and reduced qualrty of life. Wempe and

V/ijkstra (2004) reported that fear of dyspnea and passive coping were associated with

less activity and impaired daily firnctioning. Moore andZebb (1998) identified a

negative relation between functional status and the presence of panic, depression and

anxiety.

How is Activify Maintained?

Overall, the literature reviewed supported the finding that persons with COPD use

a variety of strategies to cope with or adapt to symptoms and the functional sequelae of

the disease. Planning, use of breathing techniques, use of medications, pacing, using

energy conservation techniques, assistive devices, avoiding irritants and avoiding crowds

dwing flu season, using relaxation, distraction, resting, denial, knowledge and problem

solving are among the strategies described in qualitative and quantitative studies (Guthrie

et aI.,2001; Nicholson & Anderson,2003; O'Neill, 2002; Xiaolian et a1.,2002). Most of

these studies also listed the use of social support as a positive adaptation. On the other

hand, Scharloo, Kaptein, Weinman, V/illems and Rooijmans (2000) concluded that

seeking more social support was associated with higher levels of anxiety and worse

outcomes.

\ilhat are the Benefits of Activity?

Several studies have implied the benefits of activity. A qualitative study

suggested several activities that individuals with COPD identified as meaningful and

contributing to quality of life (Leidy &Haase,1996). These activities or occupations
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included: household maintenance, movement, family activities, social activities,

recreation and avocational activities. Avocational activities were often ones that reflected

social contributions, a sense of contributing to the welfare of others. These activities often

utilized knowledge and skills related to previous work activities reflecting continuity of

activities over time.

McBride (1994) interviewed individuals with COPD to explore factors motivating

their involvement in self-management. These factors included enjoyment of activities

and increased satisfaction of doing things. Several studies have reported the benefits of

letting go of activities that are too strenuous and of replacing activities with new tasks

that are meaningful and less restricted by shortness of breath and fatigue. These

adjustrnents were seen as positive and as contributing to a sense of continuity of self

(Leidy & Haase, 1996; Toms & Harrison,2002). Falter, Gignac and Cott (2003) studied

the use of a variety of strategies to manage difficulties in COPD and reported that

subjects often maintained a sense of independence by balancing receiving assistance and

maintaining active participation.

Gaps in the Literature

As the above summaries illustrate there has been considerable research interest in

COPD. Studies have used both qualitative and quantitative methods. With the exception

of the study in Leeds (Guthrie et al., 2001), few studies included a range of environmental

elements. Studies that have advanced an explanatory model for functional status in

persons with COPD have not included measurement of the influence of the environment

(Graydon etal.,1995; Jette et al., 1997;Peruzzaetal.,2003; Scarloo eta1.,2000; Weaver

et a1.,1997).
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The purpose of this study was to expand on these models that explain functional

status. There is evidence in the literature of the need to study women with COPD and to

include a range of ages to examine further the possible eff,ects of age and gender. The

importance of activþ participation in maintaining optimal health for persons with COPD

has been clearly identified. Therefore, this study, which addressed activity participation

and the possible influence of elements of the environment, adds to our understanding of

methods to achieve optimal health for persons with this type of chronic illness.

The Environment And Other Chronic Illnesses

Interdisciplinary researchers in the fields of geography, sociology, gerontology,

nursing and occupational therapy have raised the need for studies that explore the

environment in chronic illness. In completing the literature review for this study, some of

these were examined to expand fi.rther on the limited number of COPD studies that

explored a range of environmental elements. Some of these studies of the environment

and participation for persons with other chronic illnesses are highlighted below.

The home has been looked at as a specific environment in studies of adults with

chronic illness. Stark (2001) and Gitlin (2003) both cited the diffrculties in researching

the home environment because of its uniqueness both to individuals and to localities.

Gitlin (2003) has emphasized the importance of home as a physical environment, as a

phenomenon of feelings and experiences and as central to time use, activity engagement

and personhood. Larrson Lund and Nygard (2004) have examined the interaction of

participation in occupations and the home environment for persons with physical

disabilities. Study participants received daily home support services, from once a day to

five or six times a day. The study findings highlighted the importance of social support
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and the need to examine policies that dictate access to supports. Participants also

described the changed meaning of their home environments. In some instances, the

home became more public and institution-like due to the presence of adapted equipment

and support workers. With changing abilities, activities associated with home such as

cooking or entertaining were also changed or lost. Reid, Angus, McKeever and Miller

(2003) examined the experience of the environment of women wheelchair users

especially in relation to occupational participation in homemaking and parenting. Home

renovations and relocation were options often limited by financial constraints. Relocation

choices were also affected by policies that determined the availability of resources and

supports. Studies have also examined the presence of environmental hazards and barriers

in homes (Gill, Robison, Williams & Tinetti,1999; Stark, 2001).

Several studies have examined the environment as a broader construct than the

home and have included social, neighborhood, community and institutional factors.

Persons with disabilities were asked about the barriers and facilitators to well-being in a

study by Putnam, Geenen, Powers, Saxton and Finney (2003). Their responses suggested

the importance of social support from a range of sources. The insensitivity of colleagues,

strangers and health care providers who were poorly informed about the participant's

disability were seen as barriers. Physical accessibility, accommodations and assistive

technology were seen as important facilitators when available, but were also seen as

potential economic barriers. These economic barriers were often tied into institutional

policies of eligibility for insurance coverage or govemment funded programs. Bontje,

Kinebanian, Josephsson and Tamura (2004) explored the experiences of occupational

adaptation among older adults with physical disabilities and identified the influence of the

physical environment including weather, road surfaces, the social environment and
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institutional factors including access to public transport. Shumway-Cooke et al. (2003)

measured and compared the encounters and avoidance of environment challenges in the

community. Glass and Balfow (2003) discussed neighborhood variables that may affect

functional status and called for further studies in this area.

O'Brien, Dyck, Caron and Mortenson (2002) state, " physical, social, institutional

and cultural elements of the environment cannot be examined in isolation" (p. 237). They

used case studies to illustrate the meaning of place and how this meaning and the use of

places change over time. For example, a case study of a person with HIV/ AIDS

suggested specific negative effects of social and cultural environment factors but potential

positive effects of access to resources mediated by institutional systems specifically for

HIV/AIDS.

Environmental factors have been addressed in several studies related to the

experience of people with multiple sclerosis (MS). The physical environment was

adapted to maintain independence and involvement in activities e.g. by using a ramp or

stair glide, by restricting the use of some home areas or by relocation to the main floor or

to bungalow style housing. As the ability to maintain employment, run errands, and/or

ambulate outdoors became more restricted, there was an associated decrease in access to

social and community environments (Dreidger, Crooks, & Bennett,2004). The physical

and cultural environment at work and the presence of added responsibilities and/or added

supports at home were all found to be factors related to maintaining employment for

women with multiple sclerosis (Dyck and Jongbloed, 2000).

Although most of the literature suggests the importance of understanding

environmental features that enhance or limit activities, some studies have had different

results. Whiteneck et al. (2004) in a study of the impact of environment barriers on
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participation and life satisfaction for persons with spinal cord injuries reported that

environment factors were more strongly related to life satisfaction than to participation.

Other contributing factors, which were identified as important, included intrapersonal

factors, impairment severity and activity limitations. They, however, also suggested that

the limitations in their study, including loss of participants to follow-up and use of an

environment measure that assessed barriers but not facilitators, indicated the need for

further research. In a similar study with participants with traumatic brain injury,

Whiteneck, Gerhart, and Cusick (2004) found support for the role of environmental

factors but suggested that they may interact with other factors in determining societal

participation. Ayis, Gooberman-Hill and Ebrahim (2003) studied older adults in the

United Kingdom with long standing illness and found evidence for the impact of

environmental and psychological factors. Spencer eI al. (2002) studied the pattems of

participation in daily activities in Afücan American older adults and found support for

multiple factors including the environment, illness severity, depression and life history.

In summary, research into the role of environmental factors interacting with

occupational performance has contributed to the understanding of life with chronic illness

and disability. There were difficulties in defining, measuring and isolating factors within

the environment, for example, home versus community or social versus institutional.

There was support for use of a broad definition of the environment including physical,

social, cultural and institutional elements. The environment was not the only factor that

acted as a barrier or facilitator to participation.

This qualitative study followed the lead of these studies that have examined the

interplay between the environment and occupational performance for those with chronic

illness. It built on the available knowledge by focusing on a specific group of
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occupations - those performed outsi{ç of the home. It focused on the specifics of

community environments but addressed the range of elements within the community.

These focuses were applied to women with COPD with efforts to understand adaptations

and facilitate occupational participation in this group. The insights provided may provide

similarities and contrasts with COPD and other illnesses.
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CI{APTER TTIREE

Methods

Qualitative Design

A qualitative research design was used for this project. The choice of this design

was based on the exploratory nature of the question. The study explored the role of the

environment on activity participation as experienced by women with COPD. The study

used activity diaries, semi-structured interviews, observations and documents about the

specific community. Documents about the community included those available from

govemment, civic and agency sources.

A consumer advisory group of women with COPD was also consulted to include a

collaborative, participatory component (Cockburn & Trentham,2002). Collaboration

was planned in order to increase the relevance of the research and to increase the

credibility and face validity if needed changes were identified (White, Suchowiersk4 &

Campbell,2004).

A qualitative design was appropriate for this project because the study required a

naturalist rather than a positivist approach. The naturalist approach acknowledges that

truth is subjective based on the understanding and perception of the individual participant

(DePoy & Gitlin, 1998). Examining the experience of women with COPD about their

environment used this subjective, first hand perspective. Qualitative studies often

involve an iterative approach, with flexibility built into the design so that refinements can

be made as the study progresses (Locke, Spirduso, & Silverman,1993). Ref,rnements

were made based on the input from the consumer advisory group at early and later stages

of the study and based on initial data collection and analysis. These refinements are

described further in the applicable sections below.
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This qualitative study was based on the tradition of phenomenology in "describing

the meaning of the lived experiences for several individuals about a concept or

phenomenon" (creswell, 1998, p.51). The phenomenon in this study was community

participation. Creswell (1998) further described phenomenology's background work in

philosophy, sociology and psychology. The researcher brackets any preconceived ideas

prior to collecting data. Data collection is often in the form of interviews. Data analysis

steps include reading to identiff meaningful statements, transforming these into clusters

of meanings and then integrating these themes into a description of the phenomenon

(Creswell, 1998). For this study this meant that the literature search that preceded the

study and the clinical experience of the principal investigator were bracketed to help in

maintaining an open approach to the participants' descriptions.

Gathering information focused on the meaning and experience of occupational

participation from the first hand perspective of persons with COPD is consistent with the

values and language of occupational therapy as a professional group (Valiant Cook,

2001). Qualitative designs have been used successfully in other studies of persons with

coPD and in other studies of the environment with chronic illness.

Role of the Researcher

In qualitative studies, the researcher acts as the main research instrument

therefore, the researcher's background and interests are important as they might relate to

the perspective applied throughout the study design and implementation (Creswell, 2003).

In this study, the researcher was an occupational therapist with clinical experience with

persons with COPD. This experience caused curiosity about the nature of and possible

need for community resources when persons were discharged from a rehabilitation
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program. Persons in the rehabilitation program presented from a range of housing and

socioeconomic backgrounds and these factors had an effect on what occupations were

important to them after discharge. Aspects of the study including face-to- face

interviews, visits to persons in their homes, and working with an advisory group used

skills familiar in clinical practice. Experience in working and talking with persons with

COPD was perceived as valuable in the interview process because the researcher was

familiar with symptoms of cough and shortness of breath. This may have enhanced the

researcher- participant relationship and contributed to a relaxed rapport for the interview.

The researcher's previous experience, professional values ofclient centred practice and

familiarity with the person-environment-occupation framework influenced the selection

ofthe research question and literature context. The role ofresearcher, rather than

clinician, represented a change of viewpoint and required some cautions during

encounters with participants. For example, an information package about community

resources was provided to each participant but individuals were not counselled on specific

resorrrces that would be helpful to them. The researcher's role as a student completing a

master's thesis influenced the length of time available for this study.

Selection of Site

This study was located within communities in Winnipeg, Manitoba.

Geographically, the city of Winnipeg has been divided into 12 community areas

(Appendix G), (Winnipeg Regional Health Authority, 2004). Participants' homes were

located in 8 different areas. A description of these community areas is included in

Chapter Four.



30

Consumer Advisory Group Recruitment

The first stage of recruitment was to obtain volunteers through the Manitoba Lung

Association to act as a consumer advisory group. The Manitoba Lung Association

involves persons with COPD in a monthly support group. They also work in co-

operation with the University of Manitoba School of Medical Rehabilitation in offering

an ouþatient rehabilitation program on an annual basis. The researcher met with a staff

member from the lung association and provided letters of information for her to distribute

to interested volunteers (Appendix A). Four women were contacted. One of these had a

main diagnosis of asthma and was therefore excluded. One lived in a rural community

and attended the initial meeting only. This woman was replaced before the second

meeting and an additional volunteer was recruited allowing for a final group size of three

women.

Consumer Advisory Group Procedures

A letter of confirmation and a copy of the consent form (Appendix F) were mailed

to each member to allow time to plan or to ask questions prior to the meeting. Written

informed consent was obtained. An agreement of confidentiality was included in the

consent form and discussed in the opening session to establish an atmosphere of trust and

openness.

The term consumer advisory group was used to indicate that this group acted as

collaborators in the research rather than as a focus group for data collection (Rhodes et

a1.,2002). It also difflerentiated it from possible community groups of agency

representatives not included in this study and from the researcher's thesis advisory

committee at the university. The consumer advisory group did not have access to the
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names or the raw data from individual interview participants. Likewise, interviewees

were not provided with the names of the advisory group members in order to maintain

confidentiality for each group's participants. Consumer advisory group members were

provided with an honorarium of $40.00 for participating and submitted receipts for

transportation or parking costs that were incurred as a result of participating in the group

sessions. This method of reimbursing consumer advisory group members has been

applied in other research studies (Mann, Hoke, & Williams, 2005; Rhodes et a1.,2002;

Ross et a1.,2005).

The group was asked to meet with the principal investigator four times over the

course of the research study. Meetings were held at the Manitoba Lung Association site.

The time length for each meeting was one to two hours. The meetings included two

sessions prior to the interviews to present an overview of the project, to pre-test the

activity diary and the interview guide and to develop the information package for

participants. This package included information on COPD and community resources (see

Appendix H).

The final sessions were scheduled near the end of the project to obtain feedback

on the analysis and recommendations. During these sessions, consumer advisory group

members responded positively to the results of the analysis. The results were believable

to them as women with COPD. The consumer advisory group members provided

additional input in determining if and how to prioritize the recommendations stemming

from the results. They were also asked for input on a final title for the study and on a

sunmary of key messages thæ could be used to inform programs or agencies of the

study's results. The time lapse between the initial sessions in the spring of 2006 and the

final sessions in the sunìmer of 2007 was longer than planned. It was diffrcult to maintain
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momentum over this extended period. The final sessions were sparsely attended due to

illnesses among the consumer advisory group members although members expressed

ongoing interest in the project.

Selection of Participants for Interviews

A second, separate group of volunteers acted as the source of data for interviews.

Purposive sampling (Patton, 2002) was used to recruit a diversity of women with chronic

obstructive lung disease using criterion and maximum variation methods (Patton, 2002).

Criterion sampling with the criteria of women over age 50, with a diagnosis of chronic

obstructive lung disease was used. Maximum variation sampling was designed to select

participants with varied marital status, income, access to a vehicle, type of residence, type

of community, education level, cultural background and employment (Seidman, 1998).

The purpose of this variation in selecting participants was to provide a variety of

perspectives thus adding to the rich description of the experience (DePoy & Gitlin, 1998).

The study aimed to have up to ten participants because ten represented a reasonable

balance between suffrcient data to allow for variations and rich description of the

experience and a realistic demand for time and resources for data collection and analysis

(Creswell, 1998). It was recognized that with a sample of 10 true maximum variation

would not be achieved. The final number of participants was 11. Sampling continued

until data was saturated (Rice &.Ezzy, T999).

A twelfth woman was interviewed. This data was excluded from analysis because

the participant had major mobility impairments due to a second condition in addition to

the diagnosis of COPD. The extent of this co-morbidity had not been appreciated during

the initial phone call contact. Five additional volunteers were excluded at the point of the
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ofinitial phone call due to discrepant diagnoses e.g. asthma or discrepant community

residence e.g. outside Winnipeg. One male volunteer phoned but was excluded.

The total number of respondents to recruitment efforts was i8.

Inclusion and Exclusion Criteria

The following selection criteria were used. At some of the recruitment sites staff

were able to meet with the researcher to review the project and the inclusion criteria.

They then assisted in pre-screening participants. At other sites posters were used.

Participants were then screened when they called the researcher to volunteer. The

researcher did not access the medical record for participants at the recruitment sites.

The inclusion criteria were:

o Women with COPD

o Residents of V/innipeg

o 50 years ofage or over.

The exclusion criteria were:

Residents in personal care homes who due to place of residence and illness

severity may represent significant differences in participation compared

with persons who reside in homes or apartments.

Participants who were currently involved in the rehabilitation program

where the researcher worked. This included participants referred to the

rehabilitation program and those expected to return for follow-up during

the study time period. This was to ensure that participants were at arms

length (Creswell, 1998), that they did not feel coerced into participating

because of perceived expectations from the rehabilitation program.
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Participantsforwhomparticipationwouldpresentasignificantburdendue

tofraiþ,cognitiveimpairmentormooddisturbance.Thesepersonsmay

have had diffrcuþ participating in a face-to-face interview lasting 60 to 90

minutes.Theymayhavehaddifñcuþgivinginformedconsent(Strauss

et al,2001).

Participantswhowouldhavesignifrcantdiffrcultycommunicatingin

English who would have had difficulty completing the consent form'

activity diary and interview' An interpreter was not available'

Participantswhoseactivitiesweresignificantlyaffectedbyco-morbid

conditionsbecausetheresearchquestionfocusedontheexperiencesof

women with COPD.

Recruitment Procedure for Interviews

volunteers were recruited through ouþatient respiratory clinics, outpatient

rehabilitation progfams and an adult day program for persons with chfonic lung disease'

Research access approval at each site was obtained' The schedule for recruitment was

extended from the planned nine months. The initial response for recruitment was slow

and additional time was required to expand recruitment from the proposed initial site to

include progressively more sites. These revisions to the initial proposal received ethics

approval. Recruitment commenced in February 2006 and was completed in April2007'

Letters of information were provided for clinic or program staffto distribute to

potential participants (Appendix B) or a poster was placed in the clinic or plogram area

(AppendixB).Irrterestedparticipantsthentelephonedtheprincipalresearcher.The

project was explained further, and the researcher asked basic questions to ensure the
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project was explained further, and the researcher asked basic questions to ensure the

participant met the inclusion criteria for the study. The self-report was also used to assess

the presence of exclusion criteria. If the volunteer was still interested, she was sent a

letter of conf,rrmation of an appointment, an activity diary and a copy of the consent form,

prior to the interview (see Appendix C and Appendix F). The consent form was signed

prior to commencement of the interview. Basic demographic information was collected

at the end of the interview visit in order to describe characteristics of the participants as

representing a range of women with COPD (Appendix D). This included information

about each participant's degree of shortness of breath and disability based on the Medical

Research Council (MRC) scale (O'Donnell et a1.,2003).

Data Collection

Information from activity diaries, face-to-face interviews and documented

observations of the environment were the primary sources of data.

Activity Diaries

Bytheway and Johnson (2002) reviewed the use of diaries in research and reported

that diaries can provide detailed data and assist with recall of events or activities. They

also stated that diaries allow additional involvement for the interview participant and

introduce words and terms of the participant. They advocated collecting data over a two-

week period as optimal and providing support initially and regularly throughout that

period. In this project, a one-week period was used to limit the time and energy required

by participants.

In this project the diary was used as an option, in order to avoid losing

representation from individuals who would find it too difficult to complete due to vision
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loss, language or education background (Bytheway & Johnson,2002). No participants

declined involvement in the study due to the diary. One participant did not complete the

diary because her interview was rescheduled at her request. Telephone support was

offered to participants who had questions about the diary. One participant phoned and

was concemed that she could not complete the diary because she did not go out much.

She agreed to participate in the interview. The remaining 9 participants completed the

diaty. They reported no concerns completing it with the directions provided. All were in

agreement to the researcher collecting this diary to take back for analysis on completion

of the interview.

The diary provided a snapshot of one week's main activities and whether they

were done inside or outside of the home (Creswell, 1998). The participant was asked to

complete one page of the diary each day in the week prior to the interview (Appendix C).

This record provided a basis for reflection and a starting point for responses to interview

questions (Elliott, 1997). Day to day vanations in activities or day-to-day s¿ìmeness were

evidenced quickly by looking at these snapshots. Participants used the comment section

to record their symptoms, and at times their frustrations. Participants often offered

information about how this week varied with other weeks and talked about why they were

more or less active in the recorded week. Data from the diaries was analysed with the

interview data. It was particularly useful in describing the type, range or variety and

frequency of occupations that comprised community participation.

Interviews

Interviews provide an opportunity for research to examine first hand perspectives

on lived experiences as described in the participant's own words. This specific and
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detailed information provides a rich description of the meaning and experience (Rubin &

Rubin, 2005). Interviews can also provide insight into experiences that would be too

difficult or time consuming to observe (Valiant Cook, 2001).

The format for the interviews in this study consisted of three stages (Patton,

2002). The interview started with an introduction, opporfunity for questions and signing

of the consent form. This was followed by a review of the activity diary and drawing out

a diagram to summarizethe participant's connections with the community (Appendix E,

p. 111) and a conversation based on the remaining interview questions. In concluding the

interview, participants were asked if they had anything else to add, demographic

information was collected and participants were provided with an honorarium and a copy

of the information package. The interviews, on average, lasted from one to one and a half

hours.

The face-to-face interviews were conversational and based on a semi-structured

format of open-ended questions (Creswell, 1998). The initial interview gurde with main

questions and follow-up questions is included in Appendix E. The guide was pre-tested

with a volunteer from the consumer advisory group (Valiant Cook, 2001; Rhodes et aI.,

2002). It was modified as indicated by early stages of data collection and analysis (Rubin

& Rubin,2005).

Ten of the interviews were completed in the participant's own home in order to

observe the environment and to reduce energy required for subjects to meet elsewhere.

One participant preferred to be interviewed at the day program site for an individual

reason (Mann, Hoke, & Williams, 2005). All follow-up interviews were completed in

participants' homes. An activity diary was not repeated. A unique interview guide was

prepared for each follow-up based on the outstanding issues identified in analysis of the
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individual's first interview and the overall analysis of interviews thus far. All participants

had consented to a follow-up interview. Six participants were seen for a follow-up

interview to clarify or extend information from the first interview.

All interviews were audio taped with the participant's consent. Notes were taken

as a backup in case of problems with the recording (Rubin &Rubin, 2005). The

audiotapes were available for all interviews and provided a much more complete account.

There was evidence that note taking served a secondary purpose. While writing there was

a pause in the conversation and this seemed to provide a relaxed pace for the interview.

Thus, we did not need additional stops for rests and the interviews were completed in one

session. Audio recording was paused for intemrptions, for example, to allow privacy

while the participant answered the telephone. The study proposal and the participant's

consent form had allowed for a referral to be initiated to the appropriate resources or back

to the respiratory clinic with the consent of the participant if unsafe conditions were noted

or if assistance was required. This was not indicated at any of the interviews or follow-

ups. Family members were present in the home for part or the entire interview with three

of the participants, though they did not participate. A family member was present and

participated in part of one follow-up interview.

An information package was provided to participants to inform them of available

community resources, which may have been useful to them if concerns arose dwing or

following the interview (Patton, 2002). All participants were given an honorarium of

$20.00 after taking part in the study to compensate them for their time and expenses

incurred as a result of participating. The decision to compensate participants for their

involvement represented some recognition that their experience and time was valuable

(Mann, Hoke, & Williams,2Û}5; Ross et a1.,2005; Rhodes eta1.,2002).
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Observations and documents about the communi8

This additional information was collected for two reasons. It supported

trustworthiness and credibility of the study results by providing trianguiation of data

sources in addition to data from the activity diaries and interviews. It also provided more

detailed descriptions of the rarìge of communities represented and the context of the

study. This related to the study's transferability or applicability (Krefting, l99l), another

area of trustworthiness.

Informal observations of the participant's neighborhood and community were

recorded by note taking before or immediately after the interview. Further data about the

community was obtained by accessing government and community documents. The data

searched included community descriptions, transportation, housing, support services,

leisure resources, employment, and population trends.

Data Analysis

The audiotapes of each interview were transcribed as soon ¿N possible. The name

of the participant was replaced with a numeric identifier for labelling of the transcript and

data file. The transcript was read while listening to the tape and corrections were made if

needed to ensure accuracy. Data from the face-to-face interview was analyzed as it was

collected. It was read and reread to assist with familiarity. The diagram of community

connections and the activity diary were re-examined and added to the data. A start list of

codes or categories w¿rs developed for initial use based on the interview questions. Data

in early interviews was also subjected to open, thematic coding to ensure that all relevant

material was included and coding was revised accordingly. Memos and a contact
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swnmary were wdtten to record the highlights and insights into themes. The need for

clarification or more in depth information was identified and the interview guide was

revised or a follow-up interview was scheduled with the participant if she had provided

consent for this.

This first stage of within case analysis included examining variables to uncover

the relationship between concepts and a series of checklist matrices and a case dynamics

matrix was drawn for each participant (Miles & Huberman, T994). The researcher also

returned to the activity diary, the diagram of community connections and the community

description for each participant to provide depth and detail for each case analysis.

The later stages of analysis progtessed from this within case approach to cross

case analysis. Efforts were made to examine possible clusters within the participants e.g.

satisf,red with participation versus unsatisfied with participation or early stage of COPD

versus later stage, to further assist with detecting patterns of similarities and differences.

Literatwe was reviewed to fuither inform the themes that were evident in the analysis. A

decision tree model of factors involved in participating in community activities was also

developed (Miles & Huberman, 199 4).

The thesis advisor read the interview transcripts, and independently coded two

interviews. Coding was discussed and discrepancies were resolved. The thesis advisor

and the principal investigator also discussed preliminary themes and reviewed

preliminary reports to assist with verification of the analysis. Additional emerging themes

were reviewed as the analysis progressed. This peer review contributed to the study's

measures for trustworthiness (Krefting, 1 99 1 ).

A preliminary sunmary of the report of the data analysis was mailed to eight of

the participants who had consented. This member checking was implemented as one



4T

(Creswell, 2003). Six replies were received in the stamped return envelope. None of the

replies indicated disagreement with or sensitivity toward the results in the report. Several

replies provided suggestions for clarification or emphasis that were useful in later drafts

of the report.

Throughout the above research process the principal investigator documented

reflections and process adjustments in a reflexive journal. This record provided a tool for

reflexivity and for iterative audits of the research process and decisions made during the

process (Rice & Ezzy,1999).

Ethical Considerations

Ethical approval was obtained from the Health Research Ethics Board at the

University of Manitoba both initially and during the study as revisions were made to the

recruitment process. The study received approval at each site prior to the start of

recruitment there.

Informed consent was obtained from all participants and confidentiality was

maintained (Creswell, 199S). Consent forms were mailed or delivered to volunteer

participants to allow time to consider and obtain information if needed prior to their

participation. Participants could withdraw from the study at any time. The interview

process was conducted in a respectful marurer and participant concems about

conf,rdentiality were discussed. Participants, who consented, were mailed a copy of the

preliminary report with a cover letter requesting their feedback (Rubin &Rubin, 2005).

The advisory group members were women who were not known to the researcher

in her clinical role as an occupational therapist. Some of the participants in the interview

group had previously attended and completed the rehabilitation program and were known
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group had previously attended and completed the rehabilitation program and were known

to the researcher from that time. One woman was scheduled to retum to the program but

this was unknown to the researcher because it occurred while the researcher was on an

education leave of absence. This potential conflict was discussed with a thesis advisor

and the Research Ethics Board Coordinator. It was decided that the participant would not

be excluded because of risks of offending her and because the risk of her perceptions of

coercion were minimized by the above factors. The original intent of excluding

participants involved in or scheduled to retum to the rehabilitation program where the

researcher worked to keep participants at arms' length was thus modified to include this

one participant.

Data management included assigning a numeric code to label all audiotapes and

data f,rles including those accessed by a person hired to transcribe some of the data.

Audiotapes and data files were kept in a secure area in a locked filing cabinet. They will

be destroyed after 3 years.

The planning and selection of research sites and participants included

considerations of sites that participants could be referred back to for follow-up if concems

arose during the interview. The information package was also provided with the intent of

supporting participants, especially if there were concerns on completion of the interview

(Patton, 2002). Participants who would find the interview difficult or who would have

diflrculty giving consent were listed in the study's exclusion criteria (Rice &.E2ry,1999).
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CIIAPTER FOUR

Studv Findines

I)escription of the community environments

This section describes data collected from observations and from government and

community documents. The information was considered during data analysis and is

included here to provide a context for other findings of the study. Information w¿Ìs

selected to facilitate understanding of the environment for women with COPD.

This study was conducted in the cþ of Winnipeg, Manitoba. The city has been

divided into 12 community areas (Winnipeg, Regional Health Authority, 2004),

(Appendix G). Of these areas, 8 were represented by the home locations of the study's

participants.

The natural environment

Temperature varies widely month to month in Winnipeg (Environment Canada,

2004). The average daily high temperatures (in Celsius) are: January -l3",April 10",

fuly 26, October l1'. Winter temperature extremes are increased if there are strong

winds as calculated by a wind chill factor in the weather report. For example, an extreme

value is listed as -57.1o. Summer weather extremes are increased if there is high

humidity as calculated by the humidex in the weather report. For example, an extreme

value is listed as 46.1o. The ground is generally snow covered (minimum of 5 cm.) from

November until March. Most months have between 21 and 30 days of bright sunshine

(Environment Canada, 2004).

Air quality varies dependent upon traffrc volume, local neighborhood industry,

and seasonal pollutants such as forest fires in rural or northern areas and stubble burning
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in rural areas bordering Winnipeg. Wind conditions can influence the impact of these

pollutants. Air borne tree pollens are most prevalent from April to June. Pollens from

grass and ragweed are most prevalent from mid-May to mid-October (The Weather

Network, n.d).

The city of Winnipeg has had a ban on smoking in indoor public places since

2003. It has been involved in studying and planning actions toward climate change and

air quality since 1998 (City of Winnipeg, 2001).

V/innipeg is located in the western prairies and is relatively flat. This in part

facilitates mobility on level ground for women with COPD.

The built environment

The city had a population of 706,749 persons and a land area of 462 sq. km

(Destination Winnipeg,2007). Homes in Winnipeg vary in age and size with}}Yo of

older homes built before 1946 (based on most recent census data available), (City of

Winnipeg, 2001). Parts of the downtown area have the highest number of homes

requiring major repairs. The average household income is lowest in the Inkster,

Downtown and Point Douglas areas. The average household income is highest in the St.

Boniface, St. Vital and Fort Gary areas (WRHA, 2004).

For 77Yo of Winnipeg residents over the age of 15 the most common mode of

transportation is by car, truck or van (City of Winnipeg, 2001). Municipal water services

and weekly garbage and recycling pickup are available. There is regular snow clearing of

major streets and sidewalks. The city adopted a universal design policy in 2001

facilitating the use of this accessibility approach for planning city projects and

renovations (City of Winnipe g, 2007).
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The community areas represented by this sample were: Downtown, Fort Gary,

Inkster, Point Douglas, Seven Oaks, St. Boniface, St. James and St. Vital (map Appendix

G). Most areas observed for this study, had access to paved streets and paved sidewalks.

The community areas represented by the participants were primarily residential areas,

reasonably clear of graffiti and litter at the time of observations for the interviews. One

participant felt that her area was associated with a higher crime rate and was perceived as

unsafe both in the daytime and at night. The remaining participants perceived their

community areas as safe especially in the daytime.

There are 13 indoor shopping centres andZ major casinos in Winnipeg

(Destination Winnipeg,2007). The participants in this study lived variable distances to

the nearest grocery store. Four (36%) had a store or convenience store within two blocks

distance. Two had access to a neighborhood park within one block distance.

Social-cultural environment

Winnipeg has a multicultural population (WRHA, 2004). Community areas of

Downtown, Point Douglas and Inkster have the highest levels of ethnic diversity

including Aboriginal, visible minorities and recent immigrant representations. This

contrasts with the areas of St. James and St. Boniface, which have low to mid levels of

diversity in these three groups (WRFIA, 2004).

For a recent community health assessment, levels of social support were measured

as a composite of persons who live in families, persons who are married versus divorced,

single parent families and seniors who live alone (WRHA,2004). Based on this measwe,

social supports were highest in St. Vital and in Fort Garry and below average in Point

Douglas and Downtown. The social environment was measured as good in most
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community areas based upon the incidence of home ownership and the stability of living

arrangements e.g. a low number of changes in residence. Based on this measure, social

environment was lowest in the Point Douglas and Downtown areas (WRHA,2004). A

related measure of social corurectedness is the sense of community belonging. Overall

the percentage of the population reporting a strong sense of community belonging tends

to be lower in Winnipeg, as in most major Canadian cities, compared with rural areas

(Statistics Canada, 2005).

Community Resources

Resowces for leisure and recreation operated by the city are distributed among the

different community areas. The quality and variety of programming are, at times,

dependent on the available volunteers. Resources include: 20 curling rinks, 24 golf

courses, 13 city operated public swimming pools, 70 community centres, 20 public

libraries, 8 recreation or leisure centres and 30 parks (Destination Winnipeg,2007).

Many of the community centres and recreation or leisure centres offer fitness progftrms.

Fitness programs are also available through commercial health clubs, the YMCA/YWCA,

walking group programs including mall walking and walking in the park, the Rose and

Max Rady Jewish Community Centre, the Wellness lnstitute, Recreation Services of the

University of Manitob4 Lions Club Housing Centres and the Reh-Fit Centre (WRHA,

n.d.).

Additional resources for seniors are co-ordinated by 13 area community resource

councils (Seniors Resource Network, n.d.) Programs for seniors are available through 16

seniors centres, Age and Opportunity, Creative Retirement and the Manitoba Society of

Seniors. Although most of these programs are geared to adults over age 65, the latter is
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open to aduits aged 55 years and over and includes organized day trips (Seniors Resource

Network, n.d.).

Assistance for tasks such as phone-in grocery delivery is available, often for a fee

of $5.00. Some stores also ofler delivery for persons who shop in person. Certain stores

operate shuttle bus services to nearby seniors' apartment blocks to provide transportation

for shopping. Supports for homemaking are often available through private companies.

Persons on low or fixed incomes may be eligible for subsidized programs for cleaning or

yard work, for example, the Community Home Services program. Meal delivery

progrrlms and congregate meal programs (meals prepared and served on a scheduled basis

in selected elderly person's housing complexes and open to community seniors) are

options to support meal preparation.

Persons in Manitoba, including Winnipeg, are eligible for a Parking Permit if they

have significant mobility impairments. The permit then allows parking in designated

spaces in parking lots and on streets in marked spaces. Transportation services available

through the city include transit, easy access buses and Handi-Transit (City of Winnipeg,

2007). The easy access buses serve designated routes and offer access to those with

limited mobility or using a mobility aid by features of a low floor, kneeling feature and

electric flip down ramp. Handi-Transit is a door-to-door service available to registered

persons who have mobility restrictions that would limit the use of regular transit services.

Customer trips are sha¡ed with several other customers booked at the same time and in

near by locations. Rides must be booked by i 1:00 am the day before the trip and then

confirmed between the hours of 2:00 pm and 10:00 pm the day before the trip. There is a

priority system for booking that designates trips to work, school or medical appointments

as first priorities. To cancel atnp, the user must give notice as soon as possible and at
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least 30 minutes notice. For shopping trips, the user must be able to reasonably carry

their parcels on their lap (City of Winnipeg,2007).

Other options for transportation are available, at times dependent on the

community area of residence. For example, some communities have volunteer driver

programs that charge a small fee for trips in the nearby area. The importance of

transportation and the long-standing problems with transportation services have been

acknowledged through the study and work of a Seniors Transportation Working Group

that has been active in Winnipeg since 2000. Their report recommended changes to

transit and Handi-Transit, income tax or insurance incentives for volunteer drivers and

fi.rther development of commercial and non-profit services ¿rs an option to meet

transportation needs (Seniors Resource Network, 2001).

Health services are available through 12 hospitals, l5 community WRHA offrces

and numerous private physician clinics. For seniors, there are 4 geriatric day hospitals

and20 adult day progftìms. At home services are generally administered under the Home

Care program and include assistance with personal care, nursing follow-up, occupational

therapy, physiotherapy, assessment and referral to other programs and household

assistance (WRHA, n.d.).

Health services that are more specific to persons with COPD include 3 respiratory

medicine clinics, 4 outpatient pulmonary rehabilitation programs, and one inpatient

pulmonary rehabilitation program. The lung transplant program will assess persons with

COPD as potential candidates based on strict criteria. There is also one adult day

program operated under the Home Care program that is specifically for persons on home

oxygen. Persons with COPD are eligible for the provincial home oxygen program if they

qualifu based on arterial blood gas results, results of an overnight oximetry study or
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results of a single blind walk test. The home oxygen progrcm provides an oxygen

concentrator (an electrical machine that delivers concentrated oxygen via tubing and nasal

prongs), oxygen tubing and a large backup cylinder ofoxygen for use in the event ofa

power failure. Individuals are responsible for purchasing portable oxygen cylinders to

use if they go outside of their home. Table 1 gives some examples of the cost associated

with prescribed oxygen for people participating in activities outside of their home.

Oxygen is prescribed as a medication and thus can be covered under the provincial

pharmacare program when the person has reached their deductible amount. Many but not

all of the other medications including puffers which are coÍìmonly used in COPD are

covered by the pharmacare program also.
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Table 1. Sample costs of portable oxygen*

* lnformation from Medigas and RANA Medical, July 2007.
**Travelers must also contact airline to release medical information prior to booking a

flight.

Equipment needed Weight of
equipment

Cost

Community
participation e.g.

shopping

Portable tank
Regulator on tank
Cart to carry tank

Large E tånk
weighs l2lbs.
Smaller D tank
weighs
7 lbs-

$24.00 for one large
tank that lasts over 5

hours or $15.60 for
a small tank that
lasts about 2 hours
at2L/mtn.
Regulator rental
varies from no
charge to
$17.0O/month
Cart costs $45.00 to
purchase

Within Canada
trip by car

Above plus
Rental of
concentrator or bring
own from home

Concentrator
weighs 60lbs.

Add:
$80.00 for
concentrator for 2
weeks

Within Canada
trip via West Jet**

Above tanks,
regulator, cart and
rental of
concentrator at
destination. Can
bring up to 2
portable
cylinders/guest
within Canada

Within Canada
trip via Air
Canada**

Above tanks,
regulator, ca¡t and
rental of
concentrator plus
Rental of Medipak
of oxygen for flight

Add:
$150.00 plus
tax/flight
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Findinqs: Description of Participants

Eleven women with COPD participated in interviews for this study. Six (55%) of

these women were seen for a follow-up interview. Participant information and

descriptions were collected at the conclusion of the interview (see Appendix D, including

the MRC scale).

Participants were aged 58 to 85 years of age (Ï age - 65.5). Among these

participants there were 6 (55%) who were retired, one (9%)worked fulItime, one (9%)

worked part time and the remaining women (27%) were on disability or unemployed.

Most participants (82%) had an education of 12 years or more; two (18%) participants

had less formal education.

Six participants (55%) were married,2 (l8Yo) were divorced and3 (27%) were

widowed. Six participants (55%) lived with their spouse, 4 lived alone (36%) and | (9%)

lived with family. Six lived in a house and 5 lived in an apartment. They had lived in

their current community for 1 to over 50 years (x : 21 years) and in their current home

for I to over 50 years (Ï: 17 years).

Participants used a variety of modes of transportation both collectively and

individually. Four women owned cars and drove; and of these, two also, used either

transit or had rides from family or friends. For three other women, their spouse was the

main driver. Two women used Handi-Transit or had rides from family or füends; one of

these also used regular transit at times or her spouse drove. One woman primarily used

taxis and occasionally family assistance. One woman primarily used a private wheelchair

van company-
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The MRC (Medical Research Council) scale is used clinically and in the literature

to describe stages of COPD based on the degree of shortness of breath associated with

and limiting daily activities. Higher ratings indicate more severe shortness of breath and

more limitations. Ratings on the MRC scale were as follows: one participant at grade l;

two participants at grade 2.5; one participant at grade 3.5; five participants at grade 4; two

participants at grade 4.5. Participants self identified the degree of their shorbress of

breath and disability on the MRC scale. This accounted for the half scores indicating

that, attimes, women felt they were between stages. These ratings translated into 3

paficipants at the mild stage and 8 participants at the moderate stage of COPD. Several

paficipants referred to a present or past history of other medical conditions. These did

not present as major limitations to their mobility or participation.

Women had been treated for COPD for varying lengths of time, from one year to

over 20 years. Among the participants, 10 (91%) used medications, 8 (73%) were on the

home oxygen program (6 used oxygen continuously and 2 used oxygen mainly at night),

7 (64%) had previously attended a respiratory rehabilitation program and 6 (55%) were

currently attending a day program for persons with chronic lung disease.

Findinss: Activify diaries and interviews

The following section is a summary of the major findings of this study. It is

divided into three sections based on a phenomenological framework of the lived body;

lived space and lived social relationships; and lived time (Kielhofirer,2006). These three

sections translate readily into the person, environment and occupation concepts

previously described in the theory section. This section is followed by the discussion

section which provides interpretations of the findings.
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'Women with COPD: The person. the lived bodv

Experiences with COPD

All of the women who participated in the interviews for this study reported having

a diagnosis of COPD. They reported symptoms of shortness of breath, tiredness and

activity limitations. Symptoms interfered with participation and posed dilemmas of

contradiction. On one-hand women wanted to do more but, especially at later stages, they

often reduced their activity because of fatigue. They did what they could but, at times,

that meant prioritizing and doing what was most important.

Part of the initial stage of adaptation to chronic illness involves understanding the

cause of the disease, in short, answering to the question of "why me" (Revenson, 2001).

In talking about their experiences women often addressed this question. Several

participants could relate to another family member who now has or who in the past had

COPD. One participant mentioned: "I find if it's really, really cold out, I get short of

breath. I noticed that with my father too when he was living and he had emphysema."

Several participants described experiences ofearly and serious childhood respiratory

infections as possible contributors to the cause of their COPD.

Nine of the participants in this study reported a history of smoking. Quitting

smoking had been difFrcult, often involving starting smoking again before finally quitting.

One participant was still trying to quit smoking and provided the following description:

This is the hardest change to do. And I've been offand I've been on and I've
been offand been on. Smoking is the hardest one. And that's the one I need to do
the worst and haven't done it. Particularly women cause they're at home,
cooking up a storm, cleaning up a storm and if they smoke in their house it's a
very bad habit to break.
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The women in this study also described the course of COPD including frequent

flare-ups. When they described a time when they had felt less able to participate in

activities in the community the response often involved an occasion when they had

experienced a flare-up. For example: "Every time I get an infection I get a setback. It

sets me back. Like I get out of my routine."

COPD is a progressive disease, however, several participants described being

more active than they had been a few years ago. One participant felt that she was better

since quitting work and reducing the stress in her life. Another participant felt that she

was better since starting on oxygen and since attending a rehabilitation program.

I can blow balloons up. And for the longest time I couldn't. It would take me an
hour to try and blow up one balloon. When we're having a birthday parfy, my
granddaughter and I will blow up balloons.

The unpredictable course of COPD makes it difhcult to plan daily activities and to

anticipate what will be needed in the future. Participants seemed to deal with this by

doing what they could from day to day. They described hopefulness and, on some good

days, having a pleasant surprise when going out into the community. "But I don't make

plans really to go until you know that day. I don't make plans to go anywhere until that

day."

Many participants felt that at times, they had less energy or required more time to

get their work done related to their age. Death was one of the topics discussed by several

participants. One of the younger participants talked about her motivation to care for

herself, in part, because she anticipated needing to use oxygen in the future and, in part,

because she feared an unpleasant death from COPD. Participants at later stages talked

about feeling that during a past flare-up they had been near death and had survived. This

had allowed them a renewed chance to enjoy life or to complete projects.
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Adaptations

Women in this study all used a variety of strategies to manage their chronic

illness. At times these stoategies were life skills or life long personality traits they had or

had developed through past experiences such as being a single parent, having interesting

career responsibilities, caring for ill family members. Women made adaptations by

changing themselves, their activities or the location of the activity. They often used

planning. They actively selected activities that were within their abilities and they paced

their activities. If tired, they stopped and rested and they scheduled their activities to

allow for rests. Some reported benefits of using medications, breathing techniques, and

exercise. Some participants referred to applying a positive attitude and reducing stress in

their lives:

And I found that as long as I don't panic, I can sort of control my breathing. But
if I start to panic, I can't breathe and I'm gasping for air, and just, you know. So

I'm trying to look on the better side of things and the brighter side and try not to
get worked up about silly little things, or anything.

Several participants could readily identif'an adaptation or change that they felt

resulted in significant benefits for them such as starting to enjoy doing artwork.

Adaptations were often difificult and took time and self-discipline. Most participants did

not readily identify replacing activities as an adaptation though replacing was implied.

For example, many women entertained family at home and many used phone calls and/or

computer contacts either in addition to, or in place of, going out in the community to do

things.

All of the participants in the later stages of COPD received help either from

informal or formal supports. Asking for assistance was often diffrcult. Several reported

adaptations to the environment that were made by others to assist them in getting out in
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the community. For example, one \¡/oman 's brother had added a ramp at the entrance to

his home to make it easier for her to visit.

When asked about adaptations some participants didn't identify any. They had

been adapting to the disease for an extended time and these adaptations were habits and

not perceived as changes. They also may have made accommodations, by changing their

expectations or goals and shifting their perspectives.

Women's roles

In Western culture women's roles are often associated with nurturing and

domestic work (Eagly, 2001). 'When 
women retire, they may hope to have time to spend

with their spouse and time for socialization or, conversely, they may fear widowhood,

isolation and dependency (Skucha & Bernard, 2000). These roles and hopes were

reflected in the interviews. Many paficipants continued to help others. This consisted

of babysitting grandchildren, lending an ea.r to friends or children, maintaining their role

as a mother, acting as a caregiver for an ill family member, making things, knitting,

cooking or baking for others. "I'll help somebody if they need it. I'm like that. If

somebody needs me to help downstairs like with their groceries, I'll put them on my

walker."

The role of grandparent was very important to some participants. Participants

enjoyed visits and sometimes extended visits with grandchildren. Participants with later

stages of COPD, felt that they were less able to help care for and to lift and hold and play

with small grandchildren.
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The women in this study, also expressed concem about the impact of their disease

on family members. They were aware of family members'worries about them. They

were especially careful around holiday times to not disrupt family events with their

illness. "I think in the beginning, people worry more than, especially family. I think they

worry more about it. Now they're getting used to it "

Several participants also discussed domestic work. Most participants continued to

participate in meal preparation and household tasks such as cleaning or laundry. None of

the participants used a meal delivery service though one woman was considering this

option. There were references to frustrations with the loss of a previous role of

homemaker. Frustration and guilt were also expressed if domestic work was shared with

Home Care or with a spouse who was unfamiliar with the job or who was still working

outside of the home.

Literature (Revenson,200l) suggested that women more so than men rely on

social support to successfully adapt to ch¡onic illness. The findings of this study seem to

agree. When talking about losses, loss of former friends was significant for some of the

participants. Participants who attended the day program reported many positive aspects

of the social relationships there:

It's the connection between. We're all the same. It's really beneficial. A lot of
times we just sit and chat. And one'll say that this bothers her or that bothers her.
And the rest of us give her our opinion. You realize that you are all the same.

Familv Resources

Family often provided assistance and support. Family members sometimes visited

regularly or provided regular assistance with groceries or transportation. Family events

were often highlighted. Family who lived near by were often very appreciated:
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I have a huge support system from füends, but I also have a huge support system
from my younger daughter. She lives about maybe 10 minutes from here and
that's another reason that I wanted to stay in this area.

Some participants' family members lived further away or had other commitments

or personal health concerns and were unable to provide frequent support. This presented

difficulties for two women at later stages of COPD who more often relied on social

services and programs. Another exception to the variable of family resources wÍts

described by one participant as a reciprocal helping relationship and interdependence with

one of her family members: "Her dependency on me makes me independent."

Financial Resources

In this study, women were not asked directly about their finances but the cost of

participating in activities was often mentioned as it influenced the choice and frequency

of activities. Six women had stopped working because of COPD. Limited finances were

an issue that was linked to several barriers including transportation and grocery delivery.

One of the participants also expressed strong concerns about the cost of medications.

Traveling out of town or out of the province seemed a complex and expensive task for

many of the women who were oxygen dependent. They had to consider a:rangements for

their equipment, the cost of oxygen and the cost of travel health insurance.

The communitv environment: Lived space and lived social relationships

Lived space, home location

Participants in this study defined community as a place or as connections with

people. Home seemed important as the starting off location for activities in the

community. Many of the participants were satisfied with the location of their home in the
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community. They provided reasons for staying in that particular home including:

proximity to work or friends or family, the benefits of living in a house with a garden and

more space than an apartment, the benefits of knowing neighbors, easy access to bus

services, and living in an apartment building with an elevator. Two participants described

living in unsafe neighborhoods that discouraged them from going out alone. This had

been a major factor in one participant recently moving to a safer neighborhood.

Two participants lived in apartment blocks with neighbors who were friendly and

visited often. In one block there were organized activities. There \¡/as a sense of

community within the building itself:

I'm active here just by going out and chatting at the front with people. We've got,
like a club. And they have lunches once in a while that I can get out there for. I
go and play crib. It's not even far to come home if I have to come home. I'm
happy here.

Natural environment barriers and facilitators

The participants described climate as one of the factors that rendered the

environment difficult for persons with COPD. Participants reported getting out with

greater ease and more frequently when the weather was good. In good weather some

participants had more options for transportation. The energy needed to put on extra

outerwear was reduced. Two participants had power mobility devices (a scooter, and a

power wheelchair) that they used for going out in good weather. One woman enjoyed

sitting outside her house and the opporhrnity to visit with neighbors.

Conversely, factors of air temperature or quality associated with exacerbations or

increased symptoms including cold weather, windy weather, hot and humid weather often

restricted going out. One participant described the effect of weather as follows:
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It is very, very hard to breathe when the humidity is so high, you just can't do a
thing. COPD is like living in prison; except you can go out at any time, except
that is if the temperature is just right. No rain, not hot, not humid, not cold and
sometimes not windy.

Participants avoided going out or to places where they would encounter exposure

to dust, smoke, strong odors or people with the cold or flu. Smoke free public places were

seen ¿Ìs a facilitator though second hand smoke was still encountered, for example, at the

entrance to non-smoking buildings. One woman had an episode of severe shortness of

breath when out driving in an area where stubble was burning on a roadside field.

Participants were aware of news bulletins that would inform them of forest fires and

spraying of insecticides. Friends and neighbors were also helpful in warning them of

potential problems. Some participants had removed potential sources of dust in their

homes by removing carpets and changing their furnace. Some reported avoiding use of

strong smelling products for cleaning or repairs. Most participants felt that air

conditioning was a facilitator, and many had this in their homes or considered its presence

when planning to go out in hot, humid weather.

In addition to avoiding these barriers of adverse weather and airborne irritants or

pollutants, some of the women used adaptations such as accessing transportation that

picked them up and dropped them off at the door, covering their nose or mouth with a

scarf or a mask to warm the air or to reduce the dust or fumes and being cautious to wash

their hands frequently. One participant described having füends at her home as an

adaptation that allowed her to avoid going to places with second hand smoke.

I have a girlfriend who smokes constantly and so, the last change I made in the
last year or so, I make her come here and use my car, so she can't smoke. Cause I
find if I'm around, if I go to her place for our pizza and movie night, I come back
the next day andjust cough, cough, cough, cough.
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Built Environment Barriers and Facilitators

Participants reported that physical accessibility in the built environment was also a

consideration. Some features had a significant impact on the energy required or the ease

of mobility either with or without mobility aids. Helpful features included: a level

entrance or ramp, elevators rather than stairs, light weight doors or automatic doors,

parking spaces close to the door, enough places to sit and rest or to sit and visit, and wide

aisles in stores. Shopping malls seemed to be easier to access than big box stores or strip

malls because a shopper didn't have to go in and out several doors and outside several

times.

Conversely, barriers to general accessibility included: stairs, heavy doors or

heavy double doors, inadequate space for a walker or wheelchair, inadequate seating, and

long distances to walk either from parking spaces to the building or with in the building.

For example one participant did not visit other people's homes because usually there were

stairs.

Equipment that might be helpfirl or required to go out was, at times, also a barrier.

A walker or a wheelchair made it more difficult to enter buildings with heavy doors or

with double doors. Women or their family or friends who assisted with transportation

found it difficult to lift heavy equipment down steps at the entrance to their homes and

then into and out of their cars. Several participants described selecting places that were

barrier free or going places that had a wheelchair or a cart or scooter available to them to

help with distances or to reduce the need to bring their own equipment.

Transportation

Ease in access to transportation seemed to be related to satisfaction and the

potential for a positive experience. Participants, who had access to a vehicle and drove
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themseives, reported that they retained choice and control, two important aspects of

satisfaction. Some \ryomen drove, but did not have access to a car when their husbands

were at work and they could not afford a second car. Some women did not drive but had

access to a car and lived with family, usualTy a spouse, who drove. They had more

options than women who iived alone and did not have a car.

Lived social relationships

Vy'omen talked about viewing others and being viewed by them. When at home,

women might look out the window, in a sense keeping an eye on their neighbors' welfare

and at times envying others who were out and able to move freely. The women

participants also talked about others looking at them, either because of concern about

their wheezing or shortness of breath or because of curiousity about the portable oxygen.

In some of the early stages of disease, \¡r'omen reported feeling that they blended in or

they were able to be active and, thereby, their illness remained hidden. In later stages,

especially with the use of oxygen, the illness was visible. Vy'omen at times referred to

others as 'normal' implying their sense of self as different or disabled. One woman

described, with humour, her feelings of standing out as follows:

I can walk for about, you know. When I get tired, I just lean against the fence or
whatever else and rest. You know you don't dare sit on the ground. Somebody'Il
phone 9l I (laughs). Before I could do it, if I got tired, I'd just sit on the ground,
sit on the curb or something. Nobody would notice you were there. But when
you got oxygen. . .

Many participants felt that there was better public awareness of breathing

problems because of the increased visibility of these, including asthma. Participants

reported that they answered directly if strangers asked questions about their breathing

problem and they felt that people generally understood. One participant had a different
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experience. She encountered repeated diffrculties explaining her condition to her

neighbors.

Connections with family were almost universally important to the participants in

this study. Contact with others was also important. Five participants reported frequent

contact with their neighbors. Six participants reported frequent connections with friends.

Several others however reported thæ time spent with friends was now very limited.

I think the thing that really bugs me the most is all these friends and acquaintances
that we had before you get sick, and now you never see them or hear them. I
mean for a while there was a couple I was phoning, and they'd say "phone me,
phone me". I thought I'm not going to keep phoning them because maybe they
don't want to be bothered. Because otherwise I never heard from them.

Culfural environment

The participants in this study were all Canadian bom residents. Several

expectations based on Canadian culture were evident in the study results. The first of

these is related to smoking and the current negative attitudes towards smoking and second

hand smoke. The community studied has had a ban on smoking in public places since

2003. Women in this study were aware of and shared this negative attitude.

I know I brought a lot of it on myself to a degree. Because the smoking didn't
help. I know a coÍrmercial came on the other day about they show, ah, the mouth
and the yellow teeth and that, you know, it goes on to the lungs and all that, and
my son says to my grandson "Ale you watching that? You know what does that
eh?" "Yeah, smoking." "Are you going to smoke?" "No, dad." You know.
They need more of those things.

The participants in this study evidenced a second cultural expectation. This

culture shares an attitude of personal responsibility for health. Women may have had

personal motivations to manage their chronic illness and they may have done so also, in

part, because this is expected of them and others. Women in this study shared a value

that maintaining health and wellness were important.
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I try to do as much as I can to keep healthy. I eat healtþ food, and I want to keep

exercising and that and live a long life - as long as I can make it, until my
number's up (laughs).

This may also be linked to the high value of youth in the current Canadian culture

(Bernard, Chambers, & Granville, 2000). The role of midlife and older women in

Canadian culture is not well defined. Some research suggested that as women age they

retire from paid work but not from household responsibilities. They may also be

expected to continue in their nurturing roles as caregivers and grandmothers based on

traditional roles and family values.

Cultural norrns in Canada continue to focus on a strong work ethic and the value

of work and multitasking. This is reflected in programs such as Handi-Transit that

prioritize transportation for work, school or medical rather than for enjoyment. It may

also be reflected in the sense of loss when chronic illness precludes employment and in

the diffrculty adjusting to lower energy and a slower pace of activity.

Going places is also commonly valued in this culture. Many individuals look

forward to going places on weekends or vacation. The media presents strong, positive

images of travel by car, bus, train or plane. Similarly, the participants in this study talked

about travel and some referred to the reduced opportunity for travel due to COPD. One

participant reflected on this:

My girlfriend says to me, a couple of times I've been to Florida, I've gone with
her. She just came back from Florida. And she says "Well you're gonna go

again, aren't you?" And I said, "No, I don't think so". I wouldn't mind going.
But, it ain't going to happen.

Programs and policies

The parking permit program was of great benefit to women who drove and to their

families who assisted them. Taxi service or private wheelchair transport companies were
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not used often because of the cost. One participant was eligible for a subsidy, which paid

for a private wheelchair company. One participant used Handi-Transit but several did not

because they found pre-booking difficult because they needed to plan one day at a time.

They also described unreliable pick-up times as a concem if they became tired or if they

used portable oxygen, which could be depleted before the bus would arrive. One

participant could not sit in the backseat of a car with two other passengers. If she felt

crowded she felt more short of breath. She was able to have her Handi-Transit

reassessed to allow her to sit in the front seat or to have a van rather than a car.

Participants who attended the day program had consistent transportation to attend once a

week.

Programs for services such as grocery delivery were used at times if family was

not available to assist. These were not ideal due to the cost of items and the inability for a

participant to get out and see what \¡/as on the shelves to help her in planning different

meals to fit her diet. The limited availability of supports for cleaning and laundry from

Home Care meant that women also had to rely on family for assistance. One participant

identified this as a problem because her family could not take time away from work for

this unpaid work. Another participant identified that this put an additional burden on her

husband who was working and assisting her with other tasks.

Four participants accessed fitness programs in the community including through

the city, the local community club, their apartment building and a seniors' group. To

walk for exercise, three participants walked in their neighborhood, weather permitting,

two walked the halls of their apartment buildings, and one walked at the mall. Walking

was done on level ground. Places were chosen that were free from inclines and stairs.
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Programs and services within the health care system including medications,

rehabilitation programs, Home Care and the adult day program were mostly positively

received. Three participants reported a perceived delay in the diagnosis of COPD and

they felt it had reflected negatively on both their quality of life and their income. Many

described access to information about their diagnosis through the clinic they attended, the

rehabilitation program, the lung association, Home Care or the day program they

attended. Information was occasionally accessed on the Internet but rarely through

newspapers or television.

Improvinq environments

Participants suggested changes to reduce difhculties through improvements in the

environment. These included: accessible public places - ramps, automatic doors, places

to sit in public places, scooter loans at public places, placing an area for smoking far away

from the entrance or exit to a public building, extending the smoking ban to include

aboriginal businesses, improving scent free places and scent free cleaners and improved

warnings on strong smelling products.

Women also considered improvements to resources for themselves and their

families. These ideas included: additional low cost options for transportation, services

for errands such as small orders of groceries, day programs for other types of chronic

illness, more spaces in the existing day program for people with lung disease, the option

of attendin g a day progr¿ìm more often than once a week, reducing costs or supplementing

the cost of medications, and adjusting smoking cessation programs to individual needs.
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Table 2 presents a sunmary of difficulties that \ilomen described in this study. It

includes adaptations used to avert these difficulties and recommendations that would act

as facilitators.

Table 2. Summary of diffrculties, adaptations and improvements

Environment DifFrculties
Encountered

Adaptations used by
Participants

Recommended
Suooorts

Physical -climate with hot,
cold, windy weather
-poor building
accessibility e.g.

stairs, heavy doors,
n¿urow walks or
spaces, lack ofseats
to rest at
-initants of smoke,
dust, odors
-unsafe
neighborhood

-avoid going out in bad
weather
-use door to door
transportation
-select destination for
easy access
-avoid places with
irritants
- inform others of the
effects of iritants
-go out with someone for
assistance and/or safety

-physically accessible
public places with
level entrances,
elevators, adequate
places to sit
-decrease barrier of
perfumes, odors
-improve warning
labels on potential
inhaled irritants, e.g.

cleaning supplies

Social -crowds
-difficulty asking
for help
-poor public
awareness of COPD
-loss of füends
-family who are not
available

-avoid crowds
-inform others of needs
-social contacts with
family
-maintain social roles and
relationships

-increase public
awareness of COPD
-aff,ordable options
for transportation and
companion if family
not available
-increase accessibility
to visit homes of
friends and family

Institutional -delayed diagnosis
-limited
transportation
options
-cost of supports
and medications
limited programs
and program spaces

for support for
women with COPD

-self-management of
chronic illness
-access current medical
services, supports and
programs

-improve timeliness
of diagnosis
-increase options for
affordable
transportation and
supports
-increase programs
for ongoing support
for women with
COPD
- smoking cessation
progüìms that meet
women's needs
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Occupations: Lived time

Range and frequencv of occupational performance

Participating in occupations in the community was important to all of the

participants. They referred to characteristics of participation based on the range or

variety of activities and on the frequency. Most participants had variations in their

activity pattem - some weeks were busier than others, and often spring and summer were

busier seasons. Four participants were interviewed in the winter and seven participants

were interviewed in the spring. Several participants who were interviewed during the

spring season went out five times in the week recorded in their activity diary but reported

that they would have gone out only once or twice in a typical week in the winter.

During the interviews, participants were asked about staying active, what helped

or hindered them, and if they felt that they were more or less active than others who were

the same age. Those in the earlier stages of COPD were more likely to see themselves as

being active. When asked about how they felt they compared with others their own age,

they felt that they were either as active or more active. They often were going out daily;

one of them was working full time.

Participants in later stages of the disease were more likely to focus on getting out

of their home. The terms being active or staying active in the community were

interpreted as involvement in volunteer work or service organizations and did not fit with

their experience. This interpretation was discussed fi.rther and they were asked to

consider all types of activity that they did in the community. They often felt that they

were less active than their same age peers. Their frequency of going out varied from once
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a week to several times a week. Many of them would prefer to go out more often. Those

who went out only once a week would have preferred going out at least twice.

Figures 1,2 and 3 illustrate selected information about community participation

provided in the activity dia¡ies completed by the participants. All information is based on

the one-week snapshot captured in the diary.

Figure 1. Frequency of days out/week for each of 9 participants
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for each of 9 participants
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Figure 3. Frequency of outside contacts while at home/week for each of 9
participants

Note: # of outside contacts represents data on connections with the community in the form of visitors or
service providers who came into the home, phone calls or email contacts recorded by the participant.
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Several women also talked about travel. Travel included short and longer

distances for holidays, trips to the cottage and trips to visit family. Many had enjoyed

travel prior to their illness or had planned to travel on retirement. Finances, including the

additional costs for oxygen, difüculties with equipment and./or accessibility now often

limited travel opportunities. "But not anymore. I've got my oxygen machine now and

it's hard to haul all that around. We have a condo up at the resort. We won't be able to

go there now for a while I guess."

The meaning of community participation

Participation in activities in the community was associated with several meanings.

These are summarizedin Table 3. Activities that served a productive or household

purpose meant independence. Others that served as leisure supported meanings of

enjoyment and variety. For some participants being able to get out also meant being

healthy, a sign that they were well enough. It meant carrying on, not giving up. 'Women

also reflected that they went out as part of their efforts to maintain health through positive

experiences and through incorporating healtþ behaviors such as walking for exercise at

the mall or shopping for healthy foods. For other participants it meant not being confined

and a chance to reduce boredom and depression. Being able to go out was often

associated with a sense of anticipation and the experience of non-routine events. For

many it also meant maintaining friendships or staying in touch with, and staying close, to

family thus maintaining continuity of their established social roles.
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Table 3.
Meaninss Example of a sienificant statement from interview

Independence

2. Enjoying life

3. Being healtþ

4. Not being confined

5. Continuity of
social roles

1. "I go out to do what I have to do...go to get my hair
cut, go to the bank, get my picture taken for my driver
license."

2. "I really enjoy that." "Seeing something different"
"I wouldn't be as depressed if I got out more."

3. "Unless... it is inhibiting, it's carry on, carry on as

usual."
4. "I'd like to get out more...some days I feel very

confined."
5. "I go out for lunch a lot with friends." "I've got to go

to all the family stuff."

The interviews also revealed some of the meanings of staying home. Participants

identified at-home activities that were important to them. These included: preparing

meals, home management, decorating, exercise, reading, TY, pvzzles, crafts, computer

games, pet care and resting. Several women in this study also talked positively about

spending time alone and enjoying time alone. This seemed to agree with findings by

Letvak (1997) who found that women valued privacy and solitude possibly as time earned

in return for time spent caring for others.

Overall, five of the participants reported that they were satisfied with their

experiences in getting out in the community. Four were not satisfied. Two were satisf,red

some of the time. There was not a direct relationship between the number of facilitators

or adaptations and perceived satisfaction. Participants who described more ba:riers were

not necessarily dissatisfied. The subgroup of women who were satisfied included women

at various stages of COPD. Women with fewer financial resources, family resources, and

transportation options seemed to be at a disadvantage both in the range and frequency of

community participation, though their expressed satisfaction differed.
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Figure 4 represents a swnmary of the factors that the study findings indicate are

interrelated in determining the experience of women with COPD participating in

activities in the community. The bi-directional arrows indicate that there are mutual

influences between elements of the person, the environment and occupations. Each box

lists the factors that seemed most strongly reflected by the findings in this study. Factors

in the person included the experience of COPD, adaptations, women's roles, family

resources and financial resources. Factors in the community most strongly reflected

included home location, natural environment, built environment, transportation, social

relations, culture and programs and policies. The factors related to occupation included

the range, frequency, meaning and satisfaction with participation. Social relationships

were considered as occupations. These interrelated factors are discussed further in

Chapter five.

Figure 4. Summary of experience

Community Factors
Home location
Natural environment
Built environment
Transportation
Social Relationships
Culture
Programs and Policies

Person Factors
COPD experience
Adaptations
'Women's roles
Family resources
Financial resources

2
Occupations in the
Community
Range/Frequency
Occupational Balance
Meaning
Satisfaction
Social Relationships
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CHAPTER F'IVE

Discussion

The study results suggest four broad themes that answer three of the initial

objectives of this research. The first objective was concerned with the experience of

women with COPD participating in occupations in the community. Women with COPD

perceived their experiences of community participation as something positive.

Reciprocal relationships in the community were important to this experience and

supported women's roles and social identities. The second objective was to explore

baniers and facilitators in the community environment and the study findings revealed

that women's experiences were influenced by factors in the environment. The third

objective was to gain an understanding of adaptations. The findings identified and

described a process of adjustment to the environment, chronic illness and individual life

circumstances. The fourth objective was concerned with recommendations to reduce

barriers and enhance participation. Women spoke directly and indirectly of

improvements that could be made to programs and policies to afford them access and

opportunities for ongoing participation. This information is discussed in the theme of the

environment and again in Chapter Six.

The themes discussed below are based on an analysis and interpretation of the

study findings. The themes are related back to the PEO and SOC themes from Chapter

Two and contrasted with literature about COPD and chronic illness and the environment.
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The positive experience of community participation

One of the overwhelming findings of this study was the positive experience

described in discussing community participation. Activities in the community were

meaningful in ways beyond the anticipated discretionary, leisure based pursuits. This

finding reinforces the need for attention to activities outside of the home in research

literature and in clinical assessment and practice tools.

In health care settings the emphasis is often on everyday, basic activities and

disease management. Basic self-care activities are essential, for example, in determining

readiness for discharge from hospital. Community participation is also an important

component of life after discharge and should be addressed in pulmonary rehabilitation

programs (Falter, Gignac & Cott,2003; Williams, Bruton, Ellis-Hill, & McPherson,

2007). It may often be taken for granted that individuals will resume activities outside of

the home when they are well enough. For persons with chronic illness however,

community participation represents opportunities and additional challenges to participate

in occupations that contribute to well being.

Research is demonstrating the benefits of positive events and positive emotions

for both physical and mental health. Positive emotions such as contentment, joy, interest

and love have been found to have lasting effects in building personal resources and

resiliency and undoing the effects of negative emotions (Fredrickson,2006). Positive

events are associated with positive affect, feelings of control, autonomy and stress

reduction (Zautr1 Hamilton, & Yocum,2000). Some of the positive events described in

this study, were regularly scheduled activities but many were non-routine. This may be

consistent with the day-to-day fluctuations in COPD symptoms that challenges

established routines. Non-routine events may also be positive because they are a break
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from daily routines and they offer different elements to the concept of occupational

balance. Occupational balance refers to how time is organized into patterns over days, or

years (CAOT,1997). The balance between routine and non-routine activities may be

important. The balance between time and activities at home and away from home may be

another element of balance or adjusted balance for persons with chronic illness. In

either case, for women with COPD, their occupations in the community were associated

with positive events. Other studies have concurred with this finding (Kanervisto, Kaistila,

& Paavilainen,2007). Community based occupations may then warrant consideration

because of the reported high risk for co-morbid depression and anxiety in COPD

(Goodridge,2006; Lee, Lee &MacKenzie,2006; 'Withers, Rudkin, & White, 1999).

Travel was one of the important occupations discussed. It was a source of

positive anticipation, a source of connection with family or others through visits, and a

source of continuity with previously planned or completed travel. Some participants

regretted being unable to travel either due to their health, their equipment or the expense

of travel. According to statistical data from the United States, in 2003, 67%o of seniors

reported going away on vacation, most often to the lake or beach, and 46Yo had traveled

within the country (Vierck & Hodges, 2005). Other studies have also reported the

potential positive associations and benefits of travel with other illnesses (Hunter-Jones,

2003) and with COPD (Leidy & Haase, 1996; Williams, Bruton, Ellis-Hill & McPherson,

2007).

The specific occupations identified as positive and important in this study may

demonstrate gender effects. Studies with men that examine similar issues were not

available. Williams etal- (2007) completed a qualitative study examining what was

important to persons with COPD. In their sample of forn men and two women aged 64 to
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82 years, they found that housework was an important activity for women and

maintenance work was important for men. Driving was identified as an important

activity in their study. Statistics suggest that among older adults, men more often have

the role of driver (Vierck & Hodges, 2005). This may have been reflected in this study

of women, some of who relied on their spouse for driving. Literature suggests that

traditional male gender roles are associated with productivity, dominance, independence,

strength and force (Eagly, 2001). Activities that include lifting, work and outdoor work

may be seen as important roles to maintain or positive to men with COPD (Leidy &

Traver, T996). The women interviewed in this study rarely mentioned these activities.

There may also be gender differences in occupations related to differing effects of the

community environment for men and women (Molinari, Ahern & Hendryx, 1998). This

suggests that the findings of this study may not be transferable to men with COPD and

the importance of studying men and women separately.

Reciprocal relationships are important

One feature of community participation that was highlighted in the present study

was the opporhmity for involvement with others. There was often a sense of connection

to both people and community through participation as depicted in the interview diagram

of community connections (Appendix E, p.l l l). Women reflected on their views of

others and their insights into how others viewed them. Activities were often done with

others or at least in the presence of others in the community. There was a contrast

between the private nature of home and the public nature of community.

The benefits of social support were emphasized in previous studies. High levels

of positive social support have been found to be associated with better mental and
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physical health, improved selÊmanagement of chronic illnesses and improved quality of

life (Berkman, et a1.,2000; Segall & Chappell, 2000). Social support includes

instrumental assistance such as assistance with grocery shopping, emotional support such

as listening or companionship and decisional support such as providing advice or

information (Ostberg& Lennartsson, 2007).

The participants in this study talked about social support as reciprocal

relationships. This was consistent with their social role and identity as both a giver and a

receiver of social support. Participants at early stages of the disease were involved in

formal volunteer work. At later stages, many of them helped others informally or acted

as caregivers to family members. Most of them were aw¿re of and gave examples of,

their attempts to minimize the impact of their illness on their spouse or family members.

This contrasts with findings of dependency on family members emphasised in some

studies (Cicutto, Brooks & Henderson,2}}4;Nicholson & Anderson,2003). Other

studies with people with COPD have identified similarly with this concept of "mutuality"

(Guthrie et al., 2001). Leidy and Haase (1996) reported that activities that were done

with or for others were associated with high levels of satisfaction and meaning. In a

study with well elderly subjects, Bonder (2006) found that family interactions involved

both giving and receiving support and enjoying time together. Studies with individuals

with high spinal cord injury (Hammel, 2004; Hammel, 2007; Lysack et al., 2007) atso

report the importance of contributing via reciprocal relationships. This evidence adds

credibility to the findings of this study. Terms such as mutuality and reciprocal

relationships depict the positive give and take and positive role continuity that had

meaning and value for participants in this study.
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This study also revealed participant's experiences of loss of friendships resulting

from their experiences with COPD, their withdrawal from the paid workforce and their

lifestyle changes from smoker to non-smoker. New friendships or remaining friendships

were important to these participants. This seemed to be one of the values of the day

progr¿Lm attended by several of the participants. Some had formed new friendships there

and had continued contact with these füends by phone calls, emails or visits outside of

the program. Literature describing the value of friendships in chronic illness and midlife

to old age is spa.rse. Resea¡ch has reported the negative effects of loneliness and social

isolation (Beal, 2006) including on people with chronic illness (Hyde, Ward, Horsfall and

'Winder, 
L999) and COPD (Williams, Bruton, Ellis-Hill, & McPherson,2007).

Canadian statistics report that in 2003, 14oá of seniors over age 65 had no close

friends and I0%o had no close friends and no other friends (Statistics Canada, 2006). The

report suggests that fewer füends may be both a consequence and a contributor to poorer

health among Canadian seniors. This issue seems to warrant further study. Studies could

examine the relationship between friendship and feelings of belonging inherent in

community. Studies could further explore programs or policies aimed at increasing

awareness of the roles of and opportunities for friendship and the benefits of friendships

between individuals both with and without ch¡onic illness.

Interactions between the environment and participation and persons with COPD

The findings of this study suggest the presence of many factors in the community

environment that influence participation. This evidence offers an extension to some of

the explanatory models of functional status that have been proposed for persons with

COPD. These models included age, pulmonary function, disease severity, dyspnea,
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exercise capacity, fatigue, health perception, anxiety, selÊesteem and depressed mood

(Graydon et al., 1995; Lee, Lee &.MacKenzie,2006;Penvza et al., 2003; Weaver,

Richmond, & Narsavage, 1997; Yeh et aL.2004). Barriers and facilitators in the physical,

social, cultural and institutional environment could be added to this list of explanatory

factors.

Other studies with COPD agree with the interaction of environment factors in

determining quality of life or function (Anderson, 1995; Bametf,2005; Cicutto, Brooks,

& Henderson,2}}4; Guthrie, Hill, & Muers, 2001; Jette et aI.,1997; McMahon, 2000).

The components within the community environment that impacted most on participation

were in agreement with those suggested in the literature and anticipated by clinical

practice. These included climate and air quality. In later stages of COPD, when mobility

was affected by shorhress of breath and fatigue it was not surprising that physical

environments that incorporated universal design and visitability were perceived as

important facilitators in allowing those with COPD to be out and doing things in the

community. The presence of resources and services, transportation, and support

programs were factors within the institutional element of the community environment that

presented barriers or facilitators.

This study of community participation also relates to similar studies that apply a

variety of terms to refer to some of the activity done in the community including: social

activity (Menec, 2003), social participation (Williams, Bruton, Ellis-Hill, & McPherson,

2007) community mobility (Falter, Gignac& Cott, 2003) and community integration

(Lysack et a1,2007). Studies based on time use apply differing categories for occupation:

work (includes paid work and education), unpaid work (includes cooking, shopping, child
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care), personal care (includes night sleep, eating) and leisure (includes socializing, active

and passive leisure) (Statistics Canada" 2006).

The Person-Environment-Occupation model provided a theoretical framework to

explain the two-way interaction between persons, their occupations and environments.

The study findings fit and contrast with parts of this theory and served to further reveal

the complexities of this interaction. Descriptions of the person differed slightly. In this

study, the skills, roles and experiences and the physical performance components were

most salient. Person factors including symptoms related to COPD, the process of

adaptation, previous roles and interests, and preferences for occupations interacted with

the domains of the environment and occupations. The process of adaptation is not

specifically described in the PEO model. Other person descriptors from the PEO such as

cognitive, affective and spiritual components were not strongly reflected in this study.

The study also contrasted with the theory in indicating the need to describe finances and

family among personal resources. These resources differed between participants and had

both direct impacts and indirect impacts on community participation. Participants who

had greater f,rnancial resources tended to either have a ca.r or had family who had a car

and this provided more options for transportation. Panicipants who had family who lived

nearby and/or who were frequently able to be available, tended to visit more with family

both inside and outside of the home.

Both this study and the PEO considered physical, social, cultural and institutional

elements of the environment as important. Although community as an environment was

understood as the area outside of an individual's home, the location of home as a starting

point for community participation was important. At-home activities were also important

elements of occupational balance and important altematives or supplements to activities
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in the community. For example, other studies have also identified that the at-home

activity of meal preparation rilas one in which participants with COPD continued to

engage (Kanervisto, Kaistila, & Paavilainen,2007). Participants who had connections

with neighbors evidenced this as connections with their neighborhood. Participation and

occupations were also often associated with a wider distance in the community. The issue

of transportation was important in this study. In the PEO model transportation is not

specifically described. It might fit as an occupation if the participant drove herself or

under environment factors if she had assist from friends or used transportation program

such as Handi-Transit.

Occupation was recognized as a contributor to meaning, satisfaction and

occupational balance in this study and in the PEO model. Participants in the study did not

describe community occupations in the PEO categories of self-care, productivity and

leisure. A study ofthe perspective ofseniors on activity also questioned these categories

(Laliberte Rudman, Valiant Cook, & Polatajko,l99T). In the curent study, participants'

descriptions were more readily understood based on the meanings they associated with

their occupations. Findings from the study also suggest that relating to others may be an

additional category of occupations that has meaning and value. In the participants'

descriptions, relationships were more closely linked with occupational performance than

with elements in the social environment.

Secondary to this theme of the interaction of the person, environment and

occupations were the related findings on recoÍìmendations to improve the environment.

These are consistent with the PEO model as examples of change in one component of the

interaction that could result in changes in occupational performance. Thus enhancing
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in theelements that women identified as facilitators and reducing barriers to occupations

community could have apositive impact.

Changes to the physical environment could reduce the presence of pollutants or

irritants that, at times, prevent women with COPD from leaving their homes.

Governments are developing and enacting plans to reduce air pollution for short and long

term environment and health sustainability (Environment Canad4 2006)- These benef,rts

may be even greater for persons with chronic lung disease. Changes to the built

environment that would improve accessibility to public and private buildings would

increase the range of places that women v¡ith COPD could visit and use. These changes

would also benefit persons with other mobility restrictions and seniors who also advocate

for increased accessibility (City of Winnipeg,2007; Lysack et al., 2001; Seniors Resource

Network, 2001). Women with COPD have similar concerns but may not feel represented

by these groups as many women with COPD are not wheelchair users and some are not

yet seniors.

The social environment could be positively affected by increased public

a\¡/areness of COPD. The Canadian Lung Association has been making strong efforts to

increase awareness about COPD and the need for timely diagnosis and treatment for both

men and women (Canadian Lung Association, 2005).

Many of the needed changes that were identified concern the institutional

elements of the community environment. Results of this study suggested that community

resources fall short of facilitating participation of women with COPD and do not

adequately compensate for the barriers present in the curent community environment.

Previous research has also suggested changes to home care services and policies for

persons with COPD (Falter, Gignac &, Cott,2003). Health care providers consider
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services and resources as assisting to maintain persons with chronic illness or disability in

the community and preventing premature personal care home admission. Bringing

services into the home provides essential assistance for many self-care and household

tasks. It does not match all of the needs, in particular needs for persons to get out of their

homes to maintain their roles and community participation.

Improvements made to transportation options would facilitate occupations in the

community for women with COPD and could reduce the barrier of unfavourable weather.

The Seniors Transportation Working füoup, described in Chapter Four, has outlined

some of these options.

Issues related to smoking, including support to individuals who wish to stop

smoking, reducing the risk of exposure to second hand smoke and prevention of smoking

start up have been, and continue to be, addressed by the Lung Association, the Canadian

Cancer Society, the Heart and Stroke Association, levels of government and health

agencies. As the incidence of COPD increases in women, attention to gender specific

smoking cessation programs and smoking prevention programs is required (Rosenfeld,

2002).

The benefits of support programs for persons with COPD have been documented

in the literature (Cicutto, Brooks, & Henderson,2}}4: Kanervisto, Kaistil4 &

Paavilainen,2007; Toms & Harrison,2002). Participants in this study who attended an

adult day program for persons with chronic lung disease echoed these benefits. The

Chronic Care Model (Ban et al., 2003) may represent an opportunity to expand support

programs. This model is being used in several sites in the United States and Canada to

improve service delivery and health outcomes for persons with chronic illness. It

contrasts with the acute care model, which does not address the needs of those with
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chronic illness. The Chronic Care Model advocates for integration of health services and

enhanced community resources.

Adaptation as an ongoinq process

The initial proposal for this study considered the theoretical model of selection,

optimization and compensation (Baltes, 1997) as a possible framework for discussions

related to the objective of understanding how women adapt themselves, their occupations

or environments to promote activity participation. Many of the specific strategies named

by participants in this study have been described in other studies of persons with COPD

(Cicutto, Brooks & Henderson,Z0D4; Kanervisto, Kaistil4 & Paavilainen,Z0}7; O'Neill,

2002). The SOC model could be applied to the current study by fitting each strategy into

one of the processes. Selection included adaptations that involved setting goals to reduce

stress or to explore new interests. Optimization included adaptations that involved efforts

to eat well, practice exercise routines, and control air quality. Compensation included

planning the location, time and transportation used to compensate for fatigue or shortness

of breath and receiving assistance. This model implies that the use of these strategies in

coordination increases the likelihood of a positive outcome. A positive outcome of

adaptation may be reflected in self-efficacy, the self-perception of personal control and

mastery that is associated with effective self-management of chronic illness (Lorig,

2006).

The selection, optimization and compensation framework explained what is done.

The participants also revealed insight into how adaptation occurs. They suggested that

adaptations were made by incorporating changes into their life consistent with their own

biography. Their interviews provided insight into this biography. Literature suggests that
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adaptation is relative to both life history and illness history (Revenson, 2001). These

personally congruent changes may have reflected women's preferred adaptations. At

times, the changes were dif[rcult. At times changes went unnoticed and had been

gradually incorporated into routines so that they were taken for granted. A similar pattern

of seamless adaptation and change integrating with routines has been described with

adaptation to other chronic illness (Moss, 1997).

Adaptation as described in this study also revealed the processes of assimilation

and accommodation (Brandstadter,2006). Assimilation includes intentional efforts to

pursue goals, maintain or improve lifestyle, function or identity. Participants in this study

described assimilation efforts including the deliberate changes such as pacing, adjusting

to the use of continuous oxygen, asking for assistance, reducing stress. Accommodation

is the more unconscious process of adjusting goals based on changed resorrrces or

circumstances. Participants in this study who had incorporated change seamlessly into

their routines as described above may fit with this notion of accommodation.

A surprising f,rnding in this study was the response of some participants when

asked if they were more or less active than others their age; several of the women in this

study compared themselves to other women with COPD. This peer comparison has been

described elsewhere in studies with persons with disability or chronic illnesses (Lysack et

a1.,2007; Penrod, Hall Gueldner, & Poon,2003). It may fit within the description of

accommodation as an unconscious adjustment of goals.

Some participants in this study had experienced increased participation related to

improvements or improved management. They also experienced exacerbations and

periods of stability and good days and bad days. Their experiences in living with COPD

reflected the dichotomy of illness and wellness that is the basis for the shifting
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perspectives model of chronic illness (Patterson, 2001). This model describes iliness in

the foreground and wellness in the foreground perspectives. The shifting perspectives

model reflects the adaptations made when illness was in the foreground or the primary

focus during periods of COPD exacerbation or when efforts or attention were intensified

to manage symptoms. This contrasts with periods when wellness was in the foreground

or the primary focus and women experienced fewer symptoms and focused more on well-

being and on participating in the community. The model helps to explain temporal

variations in adaptation (Chan, 2004). Adaptation was not experienced by participants in

this study as a linear process with longer duration of illness translating into better

adaptation. Both this study's frndings and the shifting perspective model support an

individual basis for adaptation and individual shifts in perspective that are not labelled as

good or bad. Thus the shifting perspectives model may be useful in co-ordination with

the selection, optimization and compensation model and the processes of assimilation and

accommodation to frrther extend our understanding of the adaptations used by women

\À/ith COPD.

Reflections from the researcher

Throughout data collection, analysis and report writing a reflexive journal was

used to record observations, thoughts and reactions about the research process and

findings and analysis. These reflections are discussed below to clarify the role of

researcher which was introduced in Chapter Three. A reflexive view of the researcher's

position in the research relationship and perspective in data analysis and interpretation is

important in allowing readers of the study to assess its overall trustworthiness (Carpenter

& Hammell, 2000).
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In the early stages of interviewing participants, the journal record focused on

refining the interview guide. My bias toward the importance and value of occupations

became more evident when conducting the interviews and rereading the transcripts.

Participants, however were comfortable engaging with this topic and expanded on it with

broader descriptions of living with COPD. Their accounts of life history and illness

history enlarged upon the information specific to this study. Information collected did

not always fit tightly within the study objectives but on closer scrutiny it provided a

foundation for some of the coÍrmon and individual complexities of community

participation.

At the begiruring of this study I was interested in the availability of community

resources and the impact of the community environment on occupations. Few women

used seniors' community recreation progftrms especially those at the moderate stage of

COPD. There were mixed reviews about several community resources. The inclusion of

personal resources of finances and famity, the importance of opportunities for reciprocal

relationships and the nature of community barriers and facilitators suggested areas for

improvements in clinical practice.

As dat¿ collection and analysis progressed I also gained a broader understanding

of the process of adaptation. Adaptation was more than the use of specific strategies from

a toolbox of possible solutions to the everyday problems of living with chronic illness. In

rehabilitation contexts adaptation is often perceived as a desirable adjustment that

becomes more effrcient over time. This study suggested a more client centred approach

that considered the biographical context ofeach client.

There were contradictions in the experience of completing this qualitative study.

Contradictions were revealed in the positive nature of the experience contrasted with the
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environmental barriers and the diffrculties related to COPD symptoms. There were also

contradictions in writing a final report that balanced the emic perspective of the

qualitative findings and the interpretations made by the researcher. Both perspectives

represented expertise but were influenced by the positioning of the researcher in relation

to participants and the roles each assumed for this project.

Study Limitations

Studv Design

A participatory action research framework may have been useful for this type of

study (Rhodes et a1.,2002). Participatory action research promotes collaboration

between community members or health care consumers and researchers with the goal of

producing results that will be relevant and beneficial to both groups (White,

Suchowierska, & Campbell, 2004). However, the researcher determined the question and

the design of data collection and analysis for this study. The inclusion of a consumer

advisory group was intended to be apartial remedy for this limitation.

This study considered the Person-Environment-Occupation model to guide data

collection and interpretation. The concept of community participation fit in a general

sense with this framework. In the literature about the environment and chronic illness or

COPD a variety of terms are used including social participation, social engagement, and

community integration. This profusion of terms and concepts made it more difticult to

compare findings.

Recruitment and study sample

Recruitment for this study was very slow in the early stages. This increased the

time requirements for the consumer advisory group because there was a longer than
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anticipated time between the first two and the final two group meetings. This may have

had anegative impact on attendance at the final meetings ¿rs the health status of two

members changed in the intervening time.

Feedback was received that reflected the busy nature of the clinics and the

intensity of time that patients spent completing tests, receiving test results, treatment

instructions, etc. Therefore potential participants may not have had time to focus on the

recruitment poster or information from clinic staff about the study. Recruitment was

delayed and revisions \¡/ere made to the initial proposal to allow expansion of recruitrnent

to several respiratory clinics and programs.

The intention of selecting participarrts occured more naturally as participants

volunteered, rather than as an active process by the researcher. Though self-selection

seemed a natural consequence of voluntary participation, it may have implications in

excluding information rich cases. Such cases might have included women from new

immigrant or visible minority or Aboriginal groups. There was minimal diversity in

cultural backgrounds in this study sample. Most women in the study sample had a high

level of education. Most participants presented as outgoing women and several described

themselves as liking people. This self-selection bias may have influenced the study

results particularly those describing the importance of reciprocal relationships.

The final sample included diverse participants with differing disease severity,

marital status, type of residence, access to a vehicle, type of community and income.

Women who had attended a rehabilitation program were over-represented in the sample.

In 2005, survey results suggested that only 1.2%o of the COPD population, men and

women, were served by pulmonary rehabilitation programs in Canada (Canadian Lung

Association,2005). In selecting sites for this project, women with COPD who did not
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attend specialty programs for people with COPD, for example, those who see their family

physician only, did not have an opportunity to participate due to the recruitment strategy.

Others who were excluded based on the criteri4 for example, those living in a personal

care home, those living outside of the urban community and those not fluent in English

did not have their views included.

A bias toward social correctness could not be eliminated. Participants may have

discussed the importance of community participation because it was the focus of the

study and the researcher's interest. The phenomenon of participation strongly reflects the

theoretical framework and clinical practice background of the researcher as an

occupational therapist. A researcher with a different background, for example nursing,

may have applied a different lens to this research area and may have obtained different

responses.

Generalizability

The study involved the collection of data at a specific time and place. Future

research that includes a longitudinal design could provide additional information about

changes in the experience of the environment and communþ occupations and changes in

the process of adaptation.

The intent in a qualitative study is to generalize about the nature of the experience

rather than the distribution of the experience within a population (Rice andEzry,1999).

Comparison with the literature suggests that some of the themes represent commonalities

in the experience of participating in the community. However, results may not be

generalizable to men with COPD, women with COPD living in other types of

communities, or to women with other types of chronic illness.
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CT{APTER SIX

Conclusion

Findings of this qualitative study provided insight into the collective and

individual phenomenon of community participation. Based on the study findings and

their interpretation, this phenomenon could be described as follows. For participants in

this study, community participation contrasted with the image of being shut in or

housebound due to the effects of chronic illness. It represented connections with both

people and occupations outside of the home. Community participation included engaging

in occupations with multiple meanings. Women with COPD varied in their individual

resources of family support and finances and in their use of strategies in the process of

adaptation. The environment presented both barriers and facilitators to participation.

This study also provided insight into recommendations for community programs

and policies and for health care service providers. The interview participants and

members of the consumer advisory group provided the information for these

recommendations. Some recommendations were suggested by several participants.

Other recommendations by individual women with COPD may also be important

considering the small sample involved in this qualitative study.

Recommendations for community programs and policies

1. Improved accessibility to public places. This would facilitate community

participation by reducing the energy required for mobility, reducing exposwe to

irritants a¡rd faciliøting the use of mobility aids such as walkers or wheelchairs.

This includes: level entrances, elevator access, light weight or automatic doors,

adequate width for shopping aisles, adequate spaces to sit, decreased use of strong
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perfumes or strong smelling cleaners, restrictions on stubble buming, restrictions

on smoking including at entrances to buildings.

2. Improved accessibility in private homes to allow easier egress for community

participation and to facilitate visiting the homes of friends and family.

Guidelines for visitable housing are available (Canadian Centre on Disability

Studies, n.d.). Incentives or funding options could be revised such as through the

Canadian Mortgage and Housing Corporation.

3. Increased public awareness of COPD and improved access to early diagnosis.

Most participants felt that public awareness about COPD is increasing. However,

they often answered questions from others and some still encountered neighbors

who were not understanding of their limitations. Twenty-seven percent of the

participants reported a perceived delay in the diagnosis of COPD.

4. Increased options for affordable transportation. Current options such as

Handi-Transit have a priority system which does not sha¡e the priorities of women

with COPD. Women not attending work or school demonstrate needs and

priorities to engage in alternate occupations in the community.

5. Increased programs for ongoing support for women (and men) with COPD.

The women in this study who attended aday program reported many benefits

from attending there. They recommended more spaces or more programs to allow

others to realized similar benefits. Other areas in Canada have adopted the

Chronic Care Model (Ban et al., 2003) which links health services and

community resources for persons with a range of chronic illnesses. Among the

community resources are ongoing support, education and exercise programs held

at community centres.
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6. Improved access to and range of smoking cessation programs for women.

Women in this study identified diffrculties with smoking cessation and literature

supports that their experience in quitting differs from the experience of men.

Analysis and interpretation of the research findings and comparison with the

literature suggested the following recommendations :

Recommendations for occupational therapy clinicians and other health service
providers

1. Increased awareness of the meanings associated with community

participation. Occupational therapists and other clinicians focus on ADL and

may be instrumental in recommending in-home supports e.g. grocery delivery.

W'omen with COPD may prefer access to supports that allow participation outside

of their homes, e.g. transportation to the grocery store.

2. Increased knowledge of the process of adaptation. The role of occupational

therapy in respiratory rehabilitation often includes education in energy

conservation methods or the use of aids to daily living to compensate for

performance component limitations. An understanding of how these

modifications fit with the individual's process of adaptation, use of assimilation

and accommodation and their perspective or focus on illness or wellness may

assist in identiffing readiness and motivation for specific changes.

3. Increased knowledge of barriers and facilitators in the community
environment.

Occupational therapists complete home visit assessments to explore ba:riers and

facilitators of the home environment. These assessments could be extended to
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include variables important to community participation such as transportation,

access to places in the community, places in the community that provide mobility

devices.

4. Increased advocacy for programs and policies that support community
participation.

Involvement in professional associations and inter-professional groups and

support for consumer advocacy groups may provide opportunities to advance the

interests of persons such as women with COPD in communþ participation. For

example, professional and inter-professional groups may have representation on or

opportunities to make presentations to govemment committees and community

agencies such as Handi-Transit.

The findings from this study add to the existing literature on women with COPD

and on the interaction of the person, environment and occupations for persons with

chronic illness. It extends our understanding specifically about community environments

and occupations in the community.

Further research may enhance this understanding by recruiting men and women

with a variety of chronic illnesses and from a r¿mge of community sites. Studies might

also explore variations between participation in different types of communities including

rural and first nations communities. As previously noted further studies that focus on

time use, roles and participation in the community and on the meaning of friendship for

midlife and older women and men would expand ow understanding and offer contrasts or

similarities to populations with chronic illness. Clinical practice may also be informed
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by research to develop assessment instruments and interventions programs specific to

community participation for adults with chronic illness.
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Appendix A

Information for Consumer Advisory Group Members

Purpose of the Study:

The focus of this research study is the community environment for women with chronic

obstructive lung disease or COPD. The environment includes your home and

neighbourhood, the social supports that you have from family, friends and neighbours, the

supports you may have from the health care system or from organizations or agencies.

How Will You Be Involved:

You are asked to participate as a volunteer in this research project. As a volunteer you

may withdraw from taking part at any time. Your decision to take part or not, will not

affect how you are treated.

'We 
are seeking 4-6 women with COPD to participate in a consumer advisory

group. It is anticipated that this group will meet 4 times in the next 12 months. If you

choose to participate, you will be asked to sign a consent form. After signing the form,

the principal researcher will contact you to inform you of the schedule of advisory group

meetings.

As a member of the advisory group, you will be asked for your input to help

develop the interview questions and a resource package. The researcher will conduct

interviews with a separate group of volunteers. After these interviews, your input will be

needed to help in understanding what the results might be able to tell us and what action,

if any, may be recommended. On completion of the advisory group meetings you will be

provided with an honorarium of $40.00 to compensate you for your time.
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\Mho Witl Be Doing This Research Project:

The principal researcher is a student of the University of Manitoba in the Masters of

Science (Rehabilitation) program. She is an occupational therapist and is currently

working with people with COPD. She will be required to adhere to a time schedule and

complete a report based on the requirements of the university. She will have access to an

advisory committee and a¡r advisor, Gayle Restall, Assistant Professor at the university to

consult with as needed.

If you would like more information or would like to volunteer please call:

Rita Taylor, Master of Science (Rehabilitation) student, 452-3411 extension 3419.
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Appendix B

Information for Participants in Interviews

Purpose of the Study:

The focus of this research study is the community environment for women with chronic

obstructive lung disease or COPD. The environment includes your home and

neighbourhood, the social supports that you have from family, friends and neighbours, the

supports you may have from the health care system or from organizations or agencies.

How Will You Be Involved:

You are asked to participate as a volunteer in this research project. As a volunteer you

may withdraw from taking part at any time. Your decision to take part or not, will not

affect how you are treated.

If you choose to participate, you will be asked to sign a consent form and to participate in

an interview. You will receive a letter confirming a time and place for the interview and

an activity diary to complete in the week before the appointment. The diary will take

about 5 minutes to complete and will involve you recording some of the main activities

you have done in the week prior to the interview. The interview is expected to last from

60 -90 minutes. You will be asked about your daily activities, your viewpoint about the

environment and your experience adapting your activities and/or your environment

because of your breathing problems. A follow-up appointment will be made if needed,

to review a sunmary of your information and to ask a few more questions to help ensure

accnracy. This will require approximately 45 minutes. On completion of these
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interviews you will be provided with an honorarium of $20.00 to compensate you for

your time and other expenses you may have related to participating in this study.

Who Will Be Doing This Research Project:

The principal researcher is a student of the University of Manitoba in the Master of

Science (Rehabilitation) program. She is an occupational therapist and is currently

working with people with COPD. She will be working with an advisory group of 4to 6

women who have COPD. They will provide their insider perspective ¿Ìs persons with

lung disease to help in planning for the interviews, looking at the overall interview

results, and deciding what action, if any may be recoÍtmended from the study results.

She will also be working with an advisor, Gayle Restall, Assistant Professor, School of

Medical Rehabilitation, Universþ of Manitoba and an advisory committee from the

university.

If you would like more information or would like to volunteer please call:

Rita Taylor, Master of Science (Rehabilitation) student,256-8338
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Appendix ts
Information for Participants in fnterviews

Research Volunteers Needed

lf you are a woman diagnosed with Ghronic
Obstructive Lung Disease (GOPD)

and aged 5O years or older
you may be interested in participating,

The focus of this research project will be on
your experience in staying active in the community.

You will be asked to keep a diary of your daily activities
and to participate in an interview with the researcher.

This project has been approved by the University of Manitoba,
School of Medical Rehabilitation and by the Health Research

Ethics Board.

If you would like to volunteer
or would like more inforrmation,

please speak to the nurse at your respiratory
clinic or call Rita Taylor at Riverview Health

Gentre,
- - I and ask for extension _
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Community environments and participation in occupations: A
study with women with COPD

What is the Purpose of the Study?

This research study focuses on the experience of women with chronic

obstructive lung disease or COPD (including emphysema and chronic bronchitis). As

the number of women with COPD continues to increase, it is important that we

increase our understanding of how COPD affects their daily activities (occupations)

and how the community can have a positive or negative influence. The study aims

to include a range of women - those who have varying degrees of shoftness of

breath, those who are and are not working, those who go out often and who seldom

go out. This will better represent the range of experiences. Your experiences are

important so that we can learn the best ways to help women cope and stay act¡ve.

How Will You Be lnvolved?

You are asked to pafticipate as a volunteer in this research project. If you

agree, you will be asked to sign a consent form and complete a diary of your daily

activities. You will have a face-to-face interuiew with the principal researcher. In

the interuiew, you will be asked about your daily activities, your viewpoint about the

environment and your experience adapting your activities and your environment

because of your breathing problems.

Who Will Be Doing This Research Project?

The principal researcher is a student of the University of Manitoba in the

Master of Science (Rehabilitation) program. She is an occupational therapist and is

currently working at Riveruiew Health Centre on a rehabilitation program that

includes people with COPD.

If you would like more information or would like to volunteer please call:

Rita Taylor, Master of Science (Rehabilitation) student,452-3411, ext. 34L9.
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Research
Volunteers Needed

lf you are a woman diagnosed with
Ghronic Obstructive Lung Disease

(GOPD, chronic bronchitis or
emphysema)

and age 50 years or oldert
we would like to hear about your

experiences living in the community.
An honorarium will be provided
to compensate you for your time.

For more informationt
please 

_=ll 
Rita Taylor at Riverview Health Gentre'

I and ask for extension

This project has been approved by the University of Manitoba School of Medical
Rehabilitation, and the Health Research Ethics Board.
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Appendix C

Date:

Dear

Thank-you for agreeing to participate in the research project: "Community

Environments and Participation in Occupations: A Study with Women with COPD"

As we discussed, your interview has been scheduled for:

Date and Time

Please complete the attached activity diary as best as you can by writing down your

main activities and where you spent your time. . We will be using this record to start

discussions during the interview. There is also a consent form for you to read and

discuss with others if needed, prior to the interview.

If you have any questions or need to reschedule your interview, please call me at 452-

3411, extension 3419.

Sincerely,

Rita Taylor

Master of Science (Rehabilitation) student
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1.

Instructions for the Activity Diary

This diary will be used as an introduction to the interview for this
research study. It will help us to talk about your daily routines and
your involvement in the community. There are no right or wrong
answers. We expectthatthe information provided will improve the
accuracy and be very helpful during the interview. However, you may
have reasons for choosing not to complete the dia.y and in that case,

you can still participate in the interview and your responses will still
be valuable.

Try to complete the diary every evening. Fill in the day and date in the
space at the top of the page. It will take about 5 minutes to fill in the
information. Please don't woffy about spelling or grammar but try to
write as clearly as you can, using a pen. You don't need to sign the
diary pages.

Include activities that you have gone out into the community to do and
if possible, note how long you were out and if you went out alone or
with someone else such as family or friends. You do not need to write
their names.

Include activities where you have connected with the community and

where the community has come in to you. This might be having
groceries or medications delivered, visits with family or friends, nurse
or Home Care supports, etc. Names of individuals are not required.

In addition to the activities outside of your home, include one, two or
three activities that you have done each day that was important to you.
These might be basic activities such as having a shower or phoning a

friend. The activity should be something important to you personally,
even if you think it might not be important to someone else.

If you miss a day on your diary try to fiIl it in the following day. If
you miss two days, such as Monday and Tuesday, just start on
Wednesday and continue to fill out the rest of the week.

7. If you have difficulty frlling out the diary or if you have questions,

2.

3.

4.

5.

6.

please contact the researcher, Rita Taylor at
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Doy ond Dote:

Activities that allowed you to connect with the community, for example by

phone or by email:

People or services from the community that came in to your home (describe

purpose of visit):

Activities that were done at home that were important to you:

1.

Name of Activity rn
Community

Location Did you go out
alone or with
someone

How long
were you
out

J.

Other comments:
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Appendix D
P lation round and I)escri n

lnterview Participant

Age

Cultural association or
visible minority

Subjective health rating
based on Medical
Research
Council dyspnea scale
(O'Donnell et al., 2003)

Grade I - Breathless with strenuous exercise

Grade 2 - SOB when hurrying on the level or walking up
a slight hill

Grade 3 - Walks slower than people of the same age on
the level or stops for breath while walking at own pace
on the level.

Grade 4 - Stops for breath after walking 100 yards

Grade 5 - Too breathless to leave the house or breathless
when dressing

Education level Highest grade completed

Post secondary

Employment status Full time

Part time

Unemployed/on disability

Retired

Marital Status Single

Married

Separated/Divorced

Widow

Living Arrangement Alone
'With spouse

With family

Other

Access to transportation Drives own car

Spouse drives

Family assists
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Other

Area of Winnipeg

Postal Code

Length of time in ctrrrent
community If moved in past year, prior community

Length of time in current
residence
Type of residence House

Apartment

Condominium

Elderly Persons' Housing

Other

Length of time treated for
COPD
Treatment for COPD Inhalers/lVf edic ations

Pulmonary rehab

Home oxygen program

Other

Other
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Appendix E

Interview Guide for
Community Environments and Participation in
Occupations: d Study with Wonnen witlt COPÐ

Date: Time:

Place: Interviewee:

Community:

(Briefly describe project) (Obtain consent)

1. Q ffthe diary was completed, thank participant and ask for feedback. Discuss the types
of activities listed and the comments provided. Summarize by drawing a network of
connections with persons, places or activities. Do you feel this was a typical week for
you? Then follow-up with d).

b) If diary was not completed, acknowledge optional nature of diary. Tell me about how
often you get out of your home and what kinds of things you do in the community
that are important to you? Summarize by drawing a network of connections with
persons, places, or activities. Then follow-up with c) and d).

Follow-up c): I høve a list of things that some people enjoy orfind important and I'll
read it to you in case you haveforgotten anything.
Shopping, banking, medical appointments, church, visitfriends, visitfamily, volunteer
worh clubs or meetings, movies, helpingfamily or friends, goingfor a drive, going
out for coffee or for lunch

Follow-up d): Are there other activities you do only occasionally? Is there a
dffirence inyour activìties if it is a dffirent tÌme ofyear, þr example in summer
rather than winter?

2. Are there things that you find especially helpful in allowing you to stay active in the
community? This could include the buildings, pathways, supports from others, agencies.

Follow-up: Tell me about what makes it dfficultþr you to participate in activities.
This could include distances to trqvel, crowds, stairs.



110

3. Have you made changes to yourself, your activities or your community surroundings to
help you participate in activities in the community? Which of these did you find easiest

or best for you?

Follow-up: What have been some of the main changes in your activities in the last
two years?

4. Tell me about a time, in the past year, when you felt comfortable and included in your
community.

Follow-up: Tell me about an example of a time in the past year, when you felt less

satisfied with your opportunìties or your activities ìn the community.

5. What programs or services do you currently use or think you will use when needed?

Follow-up: Some examples might be Home Care, Handi-Transit, hired helpfor house
or yard work, Parking Permit program, grocery delivery, meal delivery, Life Line,
nursing home.

6. Are there any questions I should have asked you that I have missed or is there anything
else you would like to add?

(Closing comments: thank individual, assurance of confidentiality, reminder of potential call
þrfollow up interview if needed and of provision of summary of reportforfeedback.
Provide honorarium.)



Connections with people, pløces or øctivities
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Consent Form for
Consumer Advisory Group Member

Community environments and participation in occupations:
A study with \ryomen with COPD

Principal Investigator:

Rita Taylor, O.T.M.
Master's student
University of Manitoba
210 Parkville Bay
Winnipeg, MB R2M 2J5
Phone:
Email:

Thesis Advisor:

Gayle Restall
Assistant Professor
Department of Occupational Therapy
University of Manitoba
F*I06-77I McDermot Ave.
Winnipeg, MB R3E 0T6
Phone: 975-7736
Fax: 789-3927
Email: g_restall@umanitoba.ca

Participants are encouraged to use the above contacts in the event of any
unusual occulrences or difficulties related to this research, or to receive more
information about the study at arry time.

Wi& {þ:
å{i åJ".¡ @W

Page 1 of5, version 2 Participant Initials
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Community environments and participation in occupations: a study with women with
COPD

You are being asked to participate in a research study. Please take your time to
review this consent form and discuss any questions you may have with the
study staff. You may take your time to make your decision about participating
in this study and you may discuss it with your friends, family or anyone else
important to you before you make your decision. This consent form may
contain words that you do not understand. Please ask the study staff to explain
any words or information that you do not clearly understand.

Purpose of the studv:

This research study is being conducted to find out how people's homes and
communities might affect their experience of living with chronic obstructive
lung disease (COPD).
It is expected that atotal of 10-16 participants will participate in this study.

Studv procedures:

You are being asked to sit on a consumer advisory group of 4-6 women with
COPD. The advisory group will work with the principal investigator in the
following: reviewing an overview of the plans for the research project,
pretesting an activity diary form and an interview guide of questions, preparing
a resource package for persons being interviewed by the principal investigator,
discussing the preliminary and final results and recommendations of the
research project. This work will be done in a series of four meetings scheduled
over the next 12 months. The meetings will not last longer than two hours each
session.

You can stop participating at any time. However, if you decide to stop
participating in the study, we encourage you to talk to the study staff first.

Page2 of 5, version 2 Participant Initials.
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Community environments and participation in occupations: a study with women with COPD

Risks and discomforts:

You may cancel attendance or leave an advisory group meeting at arry point, for
example if you are tired or short of breath.

Benefits:

We hope the information learned from this study will benefit other people with
COPD in the future, There may be some minor benefits to you in learning
about the research process and contributing to the information package for the
interview participants.

Costs:

All the procedures, which will be performed as part of this sfudy, are provided
at no cost to you.

Payment for participation:

You will receive an honorarium of $40.00 after taking part in this study. You
can submit receipts for childcare, transportation or parking costs that were
incurred as a result of participating in the four group sessions.

ConfÏdentialify:

Information gathered in this research study may be published or presented in
public forums. Your name and other identiffing information will not be used or
revealed.
Despite efforts to keep your personal information confidential, absolute
confidentiality cannot be guaranteed. Your personal information may be
disclosed if required by law. It is important that the discussion in the advisory
group happen in an atmosphere of trust and openness. All participants should
agree that what is said will remain confidential to the group.

The University of Manitoba Health Research Ethics Board may review
information gathered during this study for quality assurance pu{poses.

All records will be kept in a locked, secure area.

Page 3 of 5, version 2 Participant Initials
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Community environments and participation in occupations: a study with women with COPD

Voluntary participation/withdrawal from the study

Your decision to take partin this study is voluntary. You may refuse to
participate or you may withdraw from the study at any time. Your decision not
to participate or to withdraw from the study will not affect how you will be
treated. If the study staff feels that it is in your best interest to withdraw you
from the study, they will remove you without your consent.

Questions:

You are free to ask any questions that you may have about your rights as a
research participant. If any questions come up during or after the study, contact
the study staff: Rita Taylor at 452-341I, extension34lg. You may also contact
the student's thesis advisor: Gayle Restall af 975-7736.

For questions about your tights as a research participant, you may contact the
University of Manitoba, Bannatyne Campus Research Ethics Board at Q\a)
789-3389.

Do not sign this consent form unless you have had a chance to ask questions
and have received satisfactory answers to all of your questions.

Page 4 of 5, version 2 Participant Initials
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Community environments and participation in occupations: a study with women with COPD

Statement of consent:

I have read this consent form. I have had the opportunity to discuss this
research study with Rita Taylor. I have had my questions answered by her in
language I understand. The risks and benefits have been explained to me. I
understand that I will be given a copy of this consent form after signing it. I
understand that my participation in this study is voluntary and that I may choose
to withdraw at arry time.

I freely agree to participate in this research study.

I understand that information regarding my personal identity will be kept
confidential but that confidentiality is not guaranteed. I authonze the inspection
of any of my records that relate to this study by the University of Manitoba
Research Ethics Board, for quality assurance purposes.

By signing this consent form, I have not waived any of the legal rights that I
have as a participant in a research study.

Participant signature

Date (daylmonth/year)

Participant printed name

I the undersigned have fully explained the relevant details of this research study
to the participant named above and believe that the participant has understood
and has knowingly given their consent.

Printed Name

Date (daylmonth/year)

Signature
Role in the study

Page 5 of5, version 2 Participant Initials
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l-', rtr Appendix F

Consent Form for Interview Participant

Community environments and participation in occupations:
A study with rYomen with COPD

Principal Investigator:
Rita Taylor, O.T.M.
Master's student
University of Manitoba
210 Parkville Bay
Winnipeg, MB R2M2J5
Phone:
Email:

Thesis Advisor:
Gayle Restall
Assistant Professor
Department of Occupational Therapy
University of Manitoba
R106-771 McDermot Ave.
Winnipeg, MB R3E 0T6
Phone: 975-7736
Fax: 789-3927
Email: g restall(D.umanitoba.ca

Participants are encouraged to use the above contacts in the event of any unusual
occuffences or difficulties related to this research, or to receive more information
about the study at any time.

You are being asked to participate in a research study. Please take your time to
review this consent form and discuss any questions you may have with the study staff.
You may take your time to make your decision about participating in this study and
you may discuss it with your friends, family or anyone else important to you before
you make your decision. This consent form may contain words that you do not
understand. Please ask the study staff to explain any words or information that you do
not clearly understand.

Wr# {F.'
'*âJ-J æW

Page 1 of5, version 2 Participant Initials
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Community environments and participation in occupations: a study with women with
COPD

Purpose of the study:

This research study is being conducted to find out how people's homes and
communities might affect their experience of living with chronic obstructive lung
disease (COPD).
It is expected that a total of 10-16 participants will participate in this study. This will
include a consumer advisory group of 4-6 persons.

Study procedures:

The information for the study will be collected by interviewing women with COPD.
Information from observing their home and community and from government
documents about their community will also be used.

If you take part in this study, you will participate in keeping an activity diary for one
week to record your main activities. You will also participate in one interview, which
will take approximately one to one and a half hours. Questions will be asked about
the kind of activities you do, what helps and hinders you in your activities. Because
we are interested in whether your home or conìmunity affects your activity you will
be asked to describe how you feel about your environment. There are no right or
wrong answers. The researcher is interested in information from you based on your
first hand experience with living with COPD.

A second interview will be done if needed to review the results so far and to ensure
that no information is missing. This second interview will take approximately 45
minutes. Both interviews will take place in your home or a mutually agreed upon
location and will be scheduled at a time that will work best for you. You are welcome
to have other people present, for example a family member if you prefer

V/ith your pennission, the interview will be tape recorded so that information can be
accurately recorded and analyzed.

Following the completion of all the interviews, you will be mailed a preliminary
feedback report, to which you are invited to respond.

You can stop participating at any time. However, if you decide to stop participating
in the study, we encourage you to talk to the study staff first.

Page2 of 5, version 2 Participant Initials
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Community environments and participation in occupations: a study with women with COPD

Risks and discomforts:

If you become tired or short of breath during the interview, you can stop and rest or
reschedule the remaining questions. There may be some minor risks to you in
participating in this study. Reflecting on your activities and the home and community
in which you live may draw attention to the effects of living with COPD. If serious
concerns arise, these concerns will be referred back to staff at the clinic with your
permission.

Benefits:

S/e hope the information leamed from this study will benefit other people with COPD
in the future. There may be minor benef,rts to you from reflecting on your role in
managing COPD and your daily activities. You will be provided with a package of
resource information prepared by the consumer advisory group and the principal
investigator.

Costs:

All the procedures, which will be performed as part of this study, are provided at no
cost to you.

Pavment for participation:

You will receive an honorarium of $20.00 after taking part in this study.

Confidentiality:

Information gathered in this research study may be published or presented in public
forums, however your name and other identiffing information will not be used or
revealed. Despite efforts to keep your personal information conf,rdential, absolute
confidentiality cannot be guaranteed. Your personal information may be disclosed if
required by law. All records will be kept in a locked secure area. No information
revealing any personal information such as your name, address or phone number will
leave the researcher's office.

The University of Manitoba Health Research Ethics Board may review information
gathered during this study for quality assurance pulposes.

Page 3 of5, version 2 Participant Initials
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Community environments and participation in occupations: a study with women with COPD

Voluntary participation/withdrawal from the study

Your decision to take part in this study is voluntary. You may refuse to participate or
you may withdraw from the study at any time. Your decision not to participate or to
withdraw from the study will not affect your treatment at the clinic. If the study staff
feels that it is in your best interest to withdraw you from the study, they will remove
you without your consent. For example, this may occur if you are hospitalized for a
long period.

Questions:

You are free to ask any questions that you may have about your rights as a research
participant. If any questions come up during or after the study, contact the study staff:
Rita Taylor at 452-341 1, extension 3419. You may also contact the student's thesis
advisor: Gayle Restall at 97 5-7736.

For questions about your rights as a research participant, you may contact the
University of Manitoba, Bannatyne Campus Research Ethics Board at (204) 789-
3389.

Do not sign this consent form unless you have had a chance to ask questions and have
received satisfactory answers to all of your questions.

Page 4 of 5, version 2 Participant Initials
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Community environments and participation in occupations: a study with women with
COPD

Statement of consent:

I have read this consent form. I have had the opporhrnity to discuss this research study
with Rita Taylor. I have had my questions answered by her in language I understand.
The risks and benefits have been explained to me. I understand that I will be given a

copy of this consent form after signing it. I understand that my participation in this study
is voluntary and that I may choose to withdraw at arry time. I freely agree to participate
in this research study.

I understand that information regarding my personal identity will be kept confidential but
that confidentiality is not guaranteed. I authorize the inspection of any of my records that
relate to this study by the University of Manitoba Research Ethics Board, for quality
assurance purposes.

By signing this consent form, I have not waived any of the legal rights that I have as a
participant in a research study.

In addition to participating in the interview, I agree to participate in the following:
Completing the activity diary prior to the interview ! Yes ! No
Tape recording (audiotape) of the interview I Yes ! No
Follow up interview if needed ! Yes ! No
Mail out of preliminary summary of study for feedback ! Yes ! No

Participant signature

Date (daylmonth/year)

Participant printed name

I the undersigned, have fully explained the relevant det¿ils of this research study to the
participant named above and believe that the participant has understood and has

knowingly given their consent.

Printed Name
Date (daylmonth/year)
Signature

not" in the
study

Page 5 of 5, version 2 Participant Initials
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Appendix F

Consent F orm for Interview Farticipant

Community environments and participation in occupations:
A study with women with COPD

Principal Investigator:

Rita Taylor, O.T.M.
Master's student
University of Manitoba
210 Parkville Bay
Wimipeg, MB R2M 2J5
Phone:,
Email:

Thesis Advisor:

Gayle Restall
Assistant Professor
Department of Occupational Therapy
University of Manitoba
Rl06-771 McDermot Ave.
Winnipeg, MB R3E 0T6
Phone: 975-7736
Fax: 789-3927
Email: g*restall@urnanitoba.ca

Participants are encouraged to use the above contacts in the event of any unusual occurrences
or difficulties related to this research, or to receive more information about the study at any
time.

You are being asked to participate in a research study. Please take your time to review this
consent form and discuss any questions you may have with the study staff. You may take
your time to make your decision about participating in this study and you may discuss it with
your friends, family or anyone else important to you before you make your decision. This
consent form may contain words that you do not understand. Please ask the study staffto
explain any words or information that you do not clearly understand.

W
\M 4þ,
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Community environments and participation in occupations: a study with women with
COPD

Purpose of the study:

This research study is being conducted to find out how people's homes and
communities might affect their experience of living with chronic obstructive lung
disease (COPD).
It is expected that a total of 10-16 participants will participate in this study. This will
include a consumer advisory group of 4-6 persons.

Studv procedures:

The information for the study will be collected by interviewing women with COPD.
Information from observing their home and community and from government
documents about their community will also be used.

If you take part in this study, you will participate in keeping an activity diary for one
week to record your main activities. You will also participate in one interview, which
will take approximately one to one and a half hours. Questions will be asked about
the kind of activities you do, what helps and hinders you in your activities. Because
we are interested in whether your home or community affects your activity you will
be asked to describe how you feel about your environment. There are no right or
wrong answers. The researcher is interested in information from you based on your
first hand experience with living with COPD.

A second interview will be done if needed to review the results so far and to ensure
that no information is missing. This second interview will take approximately 45
minutes. Both interviews will take place in your home or a mutually agreed upon
location and will be scheduled at a time that will work best for you. You are welcome
to have other people present, for example a family member if you prefer

V/ith your pennission, the interview will be tape recorded so that information can be
accurately recorded and analyzed.

Following the completion of all the interviews, you will be mailed a preliminary
feedback report, to which you are invited to respond.

You can stop participating at any time. However, if you decide to stop participating
in the study, we encourage you to talk to the study staff first.

Page2 of 5, version 3 Participant Initials
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Risks and discomforts:

If you become tired or short of breath during the interview, you can stop and rest or
reschedule the remaining questions. There may be some minor risks to you in
participating in this study. Reflecting on your activities and the home and community
in which you live may draw attention to the effects of living with COPD. If serious
concerns arise, these concerns will be referred back to staff at the clinic with your
permission.

Benefits:

S/e hope the information learned from this study will benefit other people with COPD
in the future. There may be minor benefits to you from reflecting on your role in
managing COPD and your daily activities. You will be provided with a package of
resource information prepared by the consumer advisory group and the principal
investigator.

Costs:

All the procedures, which will be performed as part of this study, are provided at no
cost to you.

Payment for participation :

You will receive an honorarium of 520.00 after taking part in this study.

Confidentialitv:

Medical records that contain your identity will be treated as confidential in accordance
with The Personal Health Information Act of Manitoba. Information gathered in this
research study may be published or presented in public forums, however your name
and other identiffing information will not be used or revealed. Despite efforts to keep
your personal information confidential, absolute confidentiality cannot be guaranteed.
Your personal information may be disclosed if required by law. All records will be
kept in a locked secure area. No information revealing any personal information such
as your name, address or phone number will leave the researcher's office.

The University of Manitoba Health Research Ethics Board and St. Boniface Hospital
may review information gathered during this study for quality assurance purposes.

Page 3 of 5, version 3 Participant Initials
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Voluntarv participation/withdrawal from the study

Your decision to take part in this study is voluntary. You may refuse to participate or
you may withdraw from the study at any time. Your decision not to participate or to
withdraw from the study will not affect your treatment at the clinic. If the study staff
feels that it is in your best interest to withdraw you from the study, they will remove
you without your consent. For example, this may occur if you are hospitalizedfor a
long period.

Ouestions:

You are free to ask any questions that you may have about your rights as a research
participant. If any questions come up during or after the study, contact the study staff:
Rita Taylor at 452-341l, extension34lg. You may also contact the student's thesis
advisor: Gayle Restall at 97 5-7736.

For questions about your rights as a research participant, you may contact the
University of Manitoba, Bannatyne Campus Research Ethics Board at (204) 759-
3389.

Do not sign this consent form unless you have had a chance to ask questions and have
received satisfactory answers to all of your questions.

Page 4 of 5, version 3 Participant Initials
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Statement of consent:

I have read this consent form. I have had the opporhrnity to discuss this research study
with Rita Taylor. I have had my questions answered by her in language I understand.

The risks and benefits have been explained to me. I understand that I will be given a
copy of this consent form after signing it. I understand that my participation in this study
is voluntary and that I may choose to withdraw at any time. I free agree to participate in
this research study.

I understand that information regarding my personal identity will be kept confidential but
that confidentiality is not guaranteed. I authorize the inspection of any of my records that
relate to this study by the University of Manitoba Research Ethics Board, for quality
assurance purposes.

By signing this consent form, I have not waived any of the legal rights that I have as a
participant in a research study.

In addition to participating in the interview, I agree to participate in the following:
Completing the activity diary prior to the interview ! Yes ! No
Tape recording (audiotape) of the interview I Yes ! No
Follow up interview if needed I Yes ! No
Mail out of preliminary swnmary of study for feedback ! Yes ! No

Participant signature

Date (daylmonth/year)

Participant printed name

I the undersigned, have firlly explained the relevant details of this research study to the
participant named above and believe that the participant has understood and has

knowingly given their consent.

Printed Name
Date (daylmonth/year)

Signature

Role in the study

Page 5 of5, version 3 Participant lnitials
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Appendix G

Winnipeg Health Region:
Gommunity Areas

*Denotes a community area

represented by a study
participant.

Public domain material from WRH4,2004.
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Appendix I{

Outline of Sample Contents of Resource Package for Interview Participants

Cover note of explanation for contents

Emergency Response Information Kit

Manitoba Seniors Guide

Breathworks Handbook

Manitoba Society of Seniors Journal

Creative Retirement Magazine

Support Services to Seniors, WRHA pamphlet

Information on options for transportation, meal delivery, grocery delivery services, non-
profit homemaking services.

List of phone numbers for some community resources: Home Care, Health Links, MILE,
Victoria Lifeline, Meals on Wheels, Medic Alert, Parking Permit program.
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Appendix I

Summarv of Methods

1. Thesis Committee &
Ethics Approval

2. Recruit Advisory Group 4. Recruit interview
participants

3. Meet with Group
- Discuss proposal
- Pilot test interview
- Develop information

packase

5. Conduct3 or 4
interviews. Conduct
follow-up interviews as

needed.

6. a) Start data analysis as

each interview is
completed.

b) Thesis advisor and
primary investigator code
one or two sections of
transcript and compare for
consistency.

7. Revise interview gurde

8. Recruit more or different
interview participants if
needed.

9. Complete remaining
interviews. Conduct follow-
up interviews.

10. Continue ongoing data
analysis.
11. Prepare preliminary
report.

13. Review report,
interpretation and
recommendations with
advisorv group.

12. Send out summary of
report to participants for
feedback (member
checkins)

14. Submit final report to
thesis committee.
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