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Abstract 

Title of Dissertation:  Marital Satisfaction in Spouses of Patients with Chronic 

Aphasia:  A Mixed Methods Study 

Janet Simon Schreck, Doctor of Philosophy, 2013 

Dissertation Directed by: Ann Gruber-Baldini, Ph.D., Professor, Department of 

Gerontology 

Despite the prevalence of aphasia in the United States, there remains a dearth of 

research focusing specifically on the impact of chronic aphasia on marriage and 

marital satisfaction. This study used a sequential explanatory mixed methods 

design to explore marital satisfaction in spouses of patients with chronic aphasia.  

Results from the quantitative phase, involving 21 couples in which one spouse 

had aphasia resulting from stroke for more than one year, demonstrated a 

significant decrease in marital satisfaction in the non-aphasic spouse when 

comparing post-aphasia and retrospective recall of pre-aphasia marital satisfaction 

as measured using the Dyadic Adjustment Scale (p<.001).  More severe aphasia 

was found to have a statistically significant correlation with lower post-aphasia 

marital satisfaction (r=.433, p=.05). Lower physical function scores in the non-

aphasic spouse were also significantly correlated with lower post-aphasia marital 

satisfaction (r=.474, p=.03).  The aim of a subsequent qualitative analysis of data 

obtained from 11 non-aphasia spouses from the original quantitative sample was 

to explain these findings.  Two major concepts emerged from the qualitative data:  

living with loss and creating a new normal.  Placed within the context of the 

ABCX crisis theory, incorporation of the quantitative and qualitative findings 

suggests that aphasia onset places a stress on the marriage.  That stress is defined, 



 

 

in part, as a loss by the non-aphasic spouse.  Findings suggest that many aspects 

of that loss are magnified in situations where the aphasia is more severe as the 

deficit in communication impacts intrapersonal and interpersonal elements of the 

marriage.  The subcategories derived from the concept of creating a new normal 

describe the process of adaptation by non-aphasic spouse.  The non-aphasic 

spouses’ abilities to adapt, and their subsequent marital satisfaction, appeared 

related to their various definitions of the situation and availability of resources.  

Recognizing the complex relationship between chronic aphasia and marital 

satisfaction in the non-aphasic spouse may help speech-language pathologists and 

other health care providers provide more effective intervention strategies and 

better support for patients with aphasia and their spouses. 
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Chapter 1: Introduction 

 

Approximately one million persons in the United States are currently living with 

aphasia (NIDCD, 2013).  Aphasia is an acquired impairment of language that can affect a 

person’s ability to produce or comprehend speech as well as his/her ability to read and 

write.  Caused by injury to the brain, aphasia is most commonly the result of a stroke (G. 

Davis, 2000).  About eight percent of community dwelling adults over aged 65 in 

America report ever having had a stroke and it is estimated that nearly 80,000 individuals 

acquire aphasia each year (CDC, 2012).  Some individuals with aphasia can successfully 

communicate basic needs and wants via limited communication modalities, including 

single word production and basic sentence production,  gesturing,  writing, and drawing.  

However, most individuals are left incapable of expressing complex ideas, thoughts, and 

emotions through speech and language successfully.   

Statement of the Problem 

 

When speech and language become suddenly impaired or absent, the psychosocial 

impact on the affected individual and his/her family is swift and profound.  Findings from 

a number of quantitative studies have suggested a clear relationship between poorer 

perceived quality of life and lower life participation outcomes for individuals with stroke 

and their caregivers (Hilari, Wiggins, & Roy, 2003; Kwa, Limburg, & De Haan, 1996).  

Depression is estimated as prevalent in 34-52% of spousal caregivers of stroke patients 

(Han & Haley, 1999).  Spousal caregivers of stroke patients also report decreased 

satisfaction with life as a whole, their vocational situations, their sexual lives, their 

partner relationships and their relationships with friends and acquaintance (Forsberg-
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Warleby, Moler, & Blomstrand, 2004; Han & Haley, 1999; Kinsella & Duffy, 1979; 

Wade, Legh-Smith, & Langton Hewer, 1986).   

A few studies that have focused more specifically on the effects of stroke and 

aphasia on spousal caregivers have noted increased caregiver strain and depression rates 

in spouses of patients with aphasia as compared to non-aphasic spouses (Bakas, Kroenke, 

Plue, Perkins, & Williams, 2006; Christensen & Anderson, 1989; Rombough, Howse, & 

Bartfay, 2006; Santos, Farrajota, Castro-Caldas, & DeSousa, 1999).  Spouses of persons 

with aphasia also demonstrate a greater number of negative attitudes toward their spouses 

related to the factors of spousal compliance, desirability, egocentricity, independence, 

maturity, and sociability than spouses of persons without aphasia (Zraick & Boone, 

1991).  Gender differences in these perceptions have been noted with wives perceiving 

their husband with aphasia to be lower on the achievement scale, to have lower 

endurance levels, and to strive less to be outstanding in pursuits of socially recognized 

significance as compared to husbands with aphasic wives (Croteau & Le Dorze, 2001).  

Only two published quantitative studies have sought to specifically explore the 

impact of aphasia on marriage (Williams, 1993; Williams & Freer, 1986).  While results 

from these two studies suggested a decrease in marital satisfaction for the spouse of a 

person with aphasia when comparing retrospective pre-stroke and post-stroke marital 

satisfaction measures, neither study was able to identify a significant factor that could 

have contributed to or predicted the decrease.  Severity of aphasia, length of marriage, 

and number of months post-stroke were found to be  statistically unrelated to the negative 

changes in marital satisfaction in both studies (Williams, 1993; Williams & Freer, 1986). 

Both cross-sectional studies had small sample sizes and did not use a standard measure of 
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satisfaction.  In addition, both studies used retrospective recall of marital satisfaction 

prior to the stroke, introducing recall bias as a possible challenge to validity.   

In a literature search conducted through multiple search engines including 

CommDisDome, PsychLit, Academic Search Premier, and MedLine, only one qualitative 

study exploring aphasia and marriage was located.  In that article, the authors described 

the results of a qualitative pilot study of how stroke changed sexuality for six persons 

with aphasia and their spouses (Lemieux, Cohen-Schneider, & Holzapfel, 2001).  Results 

revealed fourteen themes including the themes that aphasia negatively affected sexuality, 

that improved communication skills would help sexuality, and that assuming the role of 

caregiver reduced sexual desire for one’s spouse (Lemieux, et al., 2001). 

From the literature review, it is evident that there is a dearth of research directly 

examining and documenting the lived experience of chronic aphasia and its impact on the 

marital relationship and marital satisfaction (Christensen & Anderson, 1989; Croteau & 

Le Dorze, 2001; Rombough, et al., 2006).  There are few studies, quantitative or 

qualitative, that have explored the topic.  Published findings have yielded minimal 

significant findings in the area, possibly due to the complex and heterogeneous nature of 

factors such as marriage, marital satisfaction, stroke recovery, and aphasia.  Therefore, 

healthcare providers remain greatly uninformed about how aphasia impacts marriage and 

marital satisfaction.  

Study Aims 

The purpose of this study was to examine marital satisfaction in spouses of 

patients with chronic aphasia using a mixed methods approach. Mixed methods research 

focuses on “collecting analyzing, and mixing both quantitative and qualitative data in a 
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single study or series of studies. Its (mixed-methods) central premise is that the use of 

quantitative and qualitative approaches in combination provides a better understanding of 

research problems than either approach alone” (Creswell & Plano Clark, 2007).  One of 

the major advantages of mixed methods research is that it enables researches to 

simultaneously explore confirmatory and exploratory questions, thus verifying and 

generating theory in the same study (Teddlie & Tashakkori, 2009). Although published 

findings suggest  that marital satisfaction decreases in spouses of persons with aphasia 

(Williams, 1993; Williams & Freer, 1986), limited progress has been made in identifying 

why those decreases occur and what intrapersonal and/or interpersonal factors might play 

a role in that change.  Part of the difficulty may be that quantitative, positivist approaches 

are not successful in identifying and verifying the potential factors, particularly given the 

complex nature of marital relationships.  Since empirical findings from purely 

quantitative or qualitative approaches have proven limited, the use of a mixed methods 

approach was warranted for continued exploration of this important research question 

(Creswell & Plano Clark, 2007). 

This study applied a sequential explanatory mixed methods design, illustrated in 

Figure 1, to explore marital satisfaction in spouses of persons with chronic aphasia.  The 

sequential explanatory mixed methods design allows for the collection of qualitative data 

to help explain or build upon initial quantitative results (Creswell & Plano Clark, 2007).  

The first phase focused on collection and analysis of quantitative data.  In that phase, the 

Dyadic Adjustment Scale (DAS) (Spanier, 1976) was administered to spouses of persons 

with chronic aphasia in order to measure changes in marital satisfaction after aphasia   
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Figure 1. Illustration of the Sequential Explanatory Mixed Methods Design 

Phase     Procedure        Product 

Marital Satisfaction (Dyadic Adjustment Scale)    Numeric Data 

Aphasia Severity (Western Aphasia Battery) 

Stroke Impact Scale (SIS) 

Gender 

# of months post-stroke 

# of years married 

N = 21 

 

Data Screening (univariate, multivariate) Descriptive  

Correlation analysis, regression analysis, t-tests statistics,  

SPSS Software version 15 correlations,    

 regression model     

 

 

     

   Convenience sampling to follow-up   21 informants  

   on significant and non-significant   contacted 

correlations and other findings Revised  

Refine interview guide per findings interview guide 

 

 

     

    Semi-structured interviews with    Text transcripts 

    11 informants     Memos  
 

 

 

 

 
    Open & Axial Coding    Codes and theory 

    Thematic analysis    Themes   

    ATLAS.ti software 

 

 

 

     

 

    Interpretation and explanation of   Discussion 

    the quantitative and qualitative   Implications 

    results      Future Research  

 

QUAN Data 

Collection 

 

QUAN Data 

Analysis 

Case 

Selection; 

Refine 

interview 

guide 

 

Qual Data 

Collection 

 

Qual Data 

Analysis 

Integration 

of QUAN 

and qual 

results 

Figure 1. Visual representation of the Sequential Explanatory Mixed Methods Design.  

QUAN equals quantitative and is capitalized to indicate its heavier weight in driving the 

study’s purpose.  Qual equals qualitative. 
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onset as well as the relationship between a number of factors (severity of aphasia, length 

of marriage, length of time post-stroke, and gender) and marital satisfaction.  In the 

second phase of the study, qualitative interviews were conducted with spouses of persons 

with chronic aphasia in order to further explore how chronic aphasia affects the spouses 

of persons with aphasia. The reason for the qualitative phase was to help explain or build 

upon initial significant and/or non-significant quantitative results. 

Research Questions 

The study was designed around these initial research questions and hypotheses:   

Central Question:  How does chronic aphasia impact marital satisfaction in spouses of 

patients with aphasia?   

Quantitative Question:  What are the relationships between the factors of aphasia 

severity, length of marriage, length of time post-aphasia onset, gender, and 

retrospectively reported changes in marital satisfaction? 

Hypothesis #1:  Post-aphasia marital satisfaction scores will be significantly lower than 

retrospective pre-aphasia onset marital satisfaction scores.   

Hypothesis #2:  There will be a relationship between post-aphasia marital satisfaction and 

the following variables: gender of non-aphasic spouse, length of marriage, aphasia 

severity, and time post-aphasia onset, with lower satisfaction seen in male spouses, in 

spouses who are married longer, in spouses married to persons with more severe aphasia, 

and in spouses with partners of more recent onset of aphasia.  

Qualitative Question:  What are the lived experiences of spouses of patients with aphasia, 

particularly with regards to marital satisfaction?  
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Qualitative Sub-questions:  While these sub-questions were later refined in relation to the 

quantitative findings, the following qualitative sub-questions were initially proposed. 

How can the findings of the quantitative phase be further explained?  How does the lived 

experience of aphasia impact marital satisfaction in spouses of patients with aphasia? 

How do the lives of spouses of patients with aphasia change after its onset?  What other 

factors might explain changes that occur? 

Mixed Methods Research Question:  In what ways do the qualitative data obtained from 

interviews help to explain the quantitative findings?   

Theoretical Framework 

The use of a-priori theory is controversial in the world of qualitative study 

(Charmaz, 2006) and therefore carries similar concerns in mixed-methods approaches 

(Creswell & Plano Clark, 2007).  However, the a-priori framework of crisis theory, as 

originally proposed by Hill (1949) and further developed by McCubbin & Patterson 

(1982), was used to guide the analysis and discussion of results. 

Crisis theory would suggest that the onset of aphasia could be a stressful event 

that would make the couples more vulnerable to declining marital satisfaction, and that 

the non-aphasic spouse’s levels of resources and the non-aphasic spouse’s definitions of 

events and roles should moderate the effect.  In this study, severity of aphasia and length 

of time post-onset of the aphasia were assumed to be related to the definition of events.  

Gender and the length of marriage were assumed to be related to definitions of role.   

Significance of the Study 

Findings from this study provide a greater understanding of the factors that impact 

marital relationships and may influence marital satisfaction in spouses of persons with 
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chronic aphasia resulting from stroke.  While aphasia is primarily viewed as a medical 

disorder and intervention is usually focused on the individual with aphasia, the 

knowledge gained from this study could lead to improved recognition of the impact of 

aphasia on the relationship of the married couple, not just the individual.  Such attention 

challenges the manner in which speech-language pathology services are currently 

provided to persons with aphasia and their spouses. In addition, greater awareness of 

these issues could have a broader impact on how a number of  medical and allied health 

professionals approach service provision for persons with aphasia and their spouses 

resulting in improved quality of life and marital satisfaction for spouses of patients with 

chronic aphasia. 
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Chapter Two:  Literature Review 

The review of literature begins with an exploration of the definition, causes of, 

classification, and epidemiology of aphasia.  Then, pertinent literature exploring the 

concept of marriage, including definitions of marital satisfaction, theoretical perspectives 

of marriage, interpersonal processes in marriage, and contextual factors that impact 

marriage are described.  In addition, findings regarding the relationship between 

communication and marriage are summarized.  The literature concludes with a review of 

the literature exploring the relationship between aphasia and marital satisfaction as well 

as findings regarding associations between aphasia and spousal caregiving. 

Aphasia 

Aphasia was first described and defined over 125 years ago by Kussmaul when he 

described a disorder that was characterized by, “…The impairment of execution, 

expression, or understanding of any symbols by which man communicates his ideas or 

feelings to others” (Kussmaul, 1877, p 34).  Since that time, aphasia has been studied 

vigorously and a number of definitions have been published in the literature.  Perhaps the 

most common and widely understood definition was offered by Benson in 1979.  Benson 

defined aphasia as, “the loss or impairment of language caused by brain damage” 

(Benson, 1979, p. 5).   A few years later, Darley (1982) offered a more explicit and 

detailed definition of aphasia that is commonly cited by speech-language pathologists.  

Darley (1982, p. 42) defined aphasia as: 

 Impairment, as a result of brain damage, of the capacity for interpretation and  

 formulation of language symbols; multimodality loss or reduction in efficiency  

of the ability to decode and encode conventional meaningful linguistic elements 
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(morphemes and larger syntactic units); disproportionate to impairment of other  

intellective functions; not attributable to dementia, confusion, sensory loss, or  

motor dysfunction; and manifested in reduced availability of vocabulary, reduced  

efficiency in application of syntactic rules, reduced auditory retention span  

and impaired efficiency in input and output channel selection. 

 

In more common terms, aphasia is an acquired multimodal communication disorder that 

affects one’s ability to process language and can cause deficits in the ability to speak, 

comprehend spoken language,  read, and  write (G. Davis, 2000).  Core to all of the 

definitions of aphasia are the following components:  (1) it is a disorder of language, (2) 

it is an acquired, not developmental, disorder, (3) it is a result of brain damage, and (4) it 

is separate from other cognitive disorders that may impact communication, i.e., dementia 

and apraxia (Malcolm & Sheila, 2001).  A key distinguishing element in aphasia is that 

language is more impaired than other intellectual or mental functions (G. Davis, 2000; 

Moore & Puri, 2012). 

Classification of aphasia.  For the purposes of clinical treatment and research, 

aphasia is usually classified according to the language and communication behaviors 

exhibited.  In the most common aphasia classification system, the main aphasia 

syndromes are differentiated by three key areas:  (1) severity of comprehension (auditory 

and/or reading) deficit, (2) fluency and features of spontaneous verbal expression, and (3) 

repetition ability (G. Davis, 2000).   

Fluent aphasia is usually characterized by verbal output characterized by easy 

flow of complete sentences.  However, the sentences often do not make sense as they 

may contain numerous circumlocutions, jargon, and neologisms (G. Davis, 2000; Moore 
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& Puri, 2012).  The mildest form of fluent aphasia is anomic aphasia.  Patients with 

anomic aphasia usually have intact or slightly impaired comprehension and fluent, 

syntactically coherent verbal output that is weakened communicatively by word-finding 

deficits.  These word-finding deficits may result in circumlocution or substitutions that 

make the utterance vague or ambiguous.  However, people with anomic aphasia are 

generally very good communicators (G. Davis, 2000).   

Significant deficit in auditory comprehension is a key characteristic of Wernicke’s 

aphasia, a more severe fluent aphasia syndrome.  In Wernicke’s aphasia, the patient 

produces jargon utterances with recognizable sentence structure but no linguistic content.  

The auditory comprehension deficit characteristic of Wernicke’s aphasia causes a 

disruption in the auditory self-monitoring loop that would normally cue the patient to 

self-correct the nonsensical verbal output.  Therefore, people with Wernicke’s aphasia 

generally do not self-correct and frequently demonstrate poor turn-taking, resulting in 

very impaired functional communication (G. Davis, 2000; Moore & Puri, 2012). 

 In contrast, people with non-fluent aphasia produce fewer words than normal, 

often exhibit agrammatism, evidence difficulty with word-finding, and produce output 

that contains circumlocution, paraphasias, reduced prosody and hesitant flow (G. Davis, 

2000).  The most common non-fluent aphasia syndrome is Broca’s aphasia.  In Broca’s 

aphasia, verbal output is usually characterized by agrammatism as the dominant feature, 

with single-word production preserved better than sentence production.  Comprehension 

is usually mildly to moderately impaired, yielding a patient who is usually able to 

communicate at a basic level and is very error-aware and potentially frustrated (G. Davis, 

2000). 
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Finally, the most severe non-fluent aphasia syndrome is known as global aphasia.  

Global aphasia is a severe depression of language in all modalities, including 

comprehension, speaking, and writing.  Although patients with global aphasia are usually 

alert and aware of their surroundings, they remain unable to functionally communicate 

with verbal production limited to verbal stereotypes, or repeated, meaningless 

spontaneous utterances.  Some are able to use facial expression or manual gestures for 

very basic communicative expression (G. Davis, 2000; Moore & Puri, 2012). 

Causes of aphasia. Aphasia occurs as the result of neuropathologies that strike 

areas of the brain responsible for language functions.  The most common neuropathology 

that can result in aphasia is cerebrovascular accident or stroke (G. Davis, 2000; Malcolm 

& Sheila, 2001).   

In 2008, stroke was the fourth leading cause of mortality in the United States and 

a leading cause of chronic disability (CDC, 2012).  Between the years 2006 and 2010, 

age-adjusted prevalence of stroke in the United States was 2.6% with a nearly 10-fold 

difference in stroke prevalence estimates observed between persons aged ≥65 years and 

those aged 18–44 years (CDC, 2012).  For those who survive, a wide range of associated 

disorders and disabilities often follow stroke including mobility problems, urinary 

impairments, personality changes, cognitive impairments, as well as speech and 

communication difficulties (Hogan & Saban, 2012).  Both ischemic and hemorrhagic 

strokes can result in aphasia if they result in hypoxic damage, neuronal loss or edema in 

language centers of the brain (G. Davis, 2000).  Other possible, but less common, 

etiologies for aphasia include neoplasm, focal head injury, and focal cortical atrophy 
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(Moore & Puri, 2012). A complicating factor is that these etiologies often result in 

aphasia occurring co-morbidly with cognitive and/or intellectual declines. 

There has been a great deal of debate among clinicians and researchers as to 

whether or not progressive neuropathologies, such as dementia, can result in aphasia.  For 

the past decade, speech-language pathologists have operated under the assumption that 

the language deficits characteristic of the dementias, including Alzheimer’s disease, may 

mimic aphasia in their earlier stages when neurological damage is more localized.  

However, the relentless neurological deterioration that accompanies dementia results in a 

progressive loss of language and communication that most clinicians do not label as 

aphasia (G. Davis, 2000) 

Epidemiology of aphasia.  While there are few epidemiological studies of 

aphasia, consensus in the literature indicates that aphasia is present in 21 to 38 percent of 

individuals with acute stroke (Berthier, 2005; Engelter et al., 2006).  Estimates indicate 

that aphasia affects nearly one million Americans, or one in 250 people (NIDCD, 2013).  

Incidence estimates suggest that nearly 80,000 Americans acquire aphasia each year 

(NIDCD, 2013). 

Aphasia is significantly more frequent among older than among younger stroke 

patients.  In a prospective population-based study of aphasia, the risk of aphasia increased 

by 1% to 7% per each year of age of the stroke patients (Engelter, et al., 2006).  Engelter, 

et al. (2006) went on to conclude that every seventh stroke patient under age 65 in their 

study had aphasia, whereas the rate nearly tripled for patients over age 85.  Advanced age 

has also been associated with increased severity and fluency of aphasia (Basso, Bracchi, 

& Capitani, 1987; Eslinger & Damasio, 1981).  While female gender was found to be an 
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independent risk factor for aphasia following acute stroke in two studies (Engelter, et al., 

2006; Ferro & Madureira, 1997), the greater majority of studies indicate that gender is 

not an independent risk factor for aphasia and does not  influence severity or fluency of 

aphasia (DeRenzi, Faglioni, & Ferrari, 1980; Kertesz & Sheppard, 1981; Pedersen, 

Jorgansen, Nakayama, Raaschou, & Olsen, 1995; Scarpa, Colomboa, Sorgato, & 

DeRenzi, 1987).   

Marriage and Marital Satisfaction 

 Marriage is one of the most enduring institutions in our society.  For many, 

marriage begins as an exciting opportunity that is a great source of satisfaction and 

fulfillment.  However, marriage is an incredibly complex phenomenon with each couple 

experiencing unique journeys and varying levels of satisfaction and stability along the 

way (Karney & Bradbury, 1995, 2000; Karney & Coombs, 2000).  Why is there such a 

degree of variability in marital stability and satisfaction?  How do marriages change?  

These questions have long been a source of exploration for many social and behavioral 

scientists.  Some seek to define and describe theoretical perspectives of marriage, while 

others work to conceptualize marital satisfaction and the varying interpersonal behaviors 

and contextual factors that affect it. 

 Marital satisfaction.  Researchers often use measures or reports of marital 

satisfaction as a means of assessing the quality of marital relationships.  The concept of 

marital satisfaction is, however, very complex.  In marriage research conducted in the 

1970’s and 1980’s, marital satisfaction was viewed as a global evaluation of marital 

quality (Bradbury, Fincham, & Beach, 2000; Pineo, 1961, 1969).  Marital satisfaction 

reflected an evaluation of the marriage in which positive features were salient and 
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negative features were relatively absent, and marital dissatisfaction reflected an 

evaluation of the marriage in which negative features were salient and positive features 

were relatively absent (Bradbury, et al., 2000).  More recent studies, however, have 

offered an appreciation for the view that a satisfying marriage is not simply a relationship 

characterized by the absence of dissatisfaction.  Rather, there appear to be unique 

dimensions and defining features of satisfying and dissatisfying relationships that must be 

recognized and reported (Bradbury, et al., 2000; Li & Fung, 2011).  Marital satisfaction is 

also now conceptualized as not simply a judgment made by a spouse at one point in time, 

but a trajectory that reflects multiple marital evaluations and fluctuations in satisfaction 

over time.  Such a trajectory is best measured using longitudinal data, or at the minimum, 

comparison of several cross-sectional points or multiple waves of data (Bradbury, et al., 

2000; Karney & Bradbury, 2000; Li & Fung, 2011).   

 Marital satisfaction is operationally defined as a concept that is separate from but 

related to marital stability (Karney & Bradbury, 1995; Lowell Kelly & Conley, 1987; 

Waite, L., Luo & Lewin, 2009).  Marital stability refers to the continuation of a marriage.  

Longitudinal examination of marital stability and marital satisfaction reveals that 

marriages tend to become more stable but less satisfying with time (Karney & Bradbury, 

1995). This relationships suggests that although clearly related, marital satisfaction and 

marital stability are not interchangeable outcomes since couples can be dissatisfied but 

remain stable in marriage (Karney & Bradbury, 2000; Waite, L., Luo & Lewin, 2009). 

 There is now widespread recognition in the field that standard measures of marital 

satisfaction, such as Spanier’s Dyadic Adjustment Scale (2001), should include different 

types of items, including evaluative judgments about the quality of the marriage, reports 
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of specific behaviors, and observations of general interaction patterns (Bradbury, et al., 

2000).  Use of previously published standardized and validated global measures of 

marital satisfaction in continued empirical exploration is preferred so that comparisons 

can be made across study and longitudinally with good reliability and validity (Bradbury, 

et al., 2000; Karney & Bradbury, 2000).   

Marital satisfaction across the lifespan.  Although researchers have been 

exploring marital satisfaction across the lifespan for over half a century, findings remain 

inconclusive (Condie, 1989).  While some early researchers reported that marital 

satisfaction decreases throughout the life span (Glass & Wright, 1977; Paris & Luckey, 

1966), others indicated that marital satisfaction increases throughout one’s lifespan 

(Deutscher, 1964; Glenn, 1975).  To complicate matters further, other early studies 

demonstrated evidence that overall marital satisfaction remains relatively stable over time 

(Pineo, 1961, 1969).  More recent investigations suggest a curvilinear relationship of 

marital satisfaction over the life course (Condie, 1989; Schram, 1979).  This curvilinear 

trend is characterized by higher levels of initial satisfaction, a modest decrease in marital 

satisfaction during the intermediate stages of marriage (assumed to be during 

childbearing and child rearing years), followed by a marked increase in satisfaction 

during the final stages (Condie, 1989; Dush, Taylor & Kroeger, 2008). Heterogeneity in 

change patterns is evident over longer spans as well.  A recent study exploring 20-year 

patterns of marital happiness among individuals who had been married more than 12 

years on average at study initiation revealed several subgroups, including a group with 

low marital happiness initially and large decreases and a group that maintained high 

marital happiness over time (Dush, Taylor & Kroeger, 2008). 
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Theoretical perspectives on marriage.  There are four major theoretical 

perspectives that have framed and influenced the majority of research on marriage and 

marital satisfaction:  social exchange theory, behavioral theory, attachment theory, and 

crisis theory (Karney & Bradbury, 2000).  Each theory lends a framework through which 

to view and study marriage. 

Social exchange theory. Social exchange theory is perhaps the most cited 

theoretical perspective on marriage.  It is based upon theories of interdependence and 

suggests that relationships grow, develop, deteriorate, and dissolve as a result of a 

continual social exchange process between the spouses.   In the case of social exchange 

theory, marital success or failure depends upon intrapersonal perspectives, how a spouse 

weighs the rewards of the relationship as opposed to its costs (T. Huston & Burgess, 

1979; Karney & Bradbury, 2000).  Lewis and Spanier (1982) used social exchange theory 

to form a typology of marriage using marital satisfaction and marital stability as 

outcomes.  In their typology, marriages can be satisfied and stable, unsatisfied but stable, 

satisfied and unstable, or unsatisfied and unstable (Lewis & Spanier, 1982)  One of the 

strengths of social exchange theory in marriage research is that many types of variables 

can be incorporated into its framework (Qian & Lichter, 2000).  Another strength is the 

distinction it makes between marital stability and marital satisfaction (Karney & 

Bradbury, 2000).  However, social exchange theory is also criticized for its lack of ability 

to account for how changes in marriage occur.  While the theory does describe that 

marriages should be satisfying or unsatisfying and stable or unstable, it does not offer any 

explanation or ability to explore how that stability or satisfaction may change over time 

(Karney & Bradbury, 2000). 
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 Behavioral theory.  Social exchange theory relies primarily on intrapersonal 

aspects, behavioral theories of marriage rely heavier on interpersonal exchanges in 

marriage (Birditt, Brown, Orbuch & McIlvane, 2010; Karney & Bradbury, 2000).  

Behavioral theory focuses on behaviors exchanged between spouses during problem-

solving discussions and suggests that rewarding or positive behaviors work to enhance 

satisfaction in marriage while punishing or negative behaviors work to harm marital 

satisfaction over time (Markman, 1979).  One of the strengths of the behavioral theory is 

that it does provide an explanation for how marriages and marital satisfaction change 

over time.  However, it manages only to explain a limited range of marital outcomes and 

may over-emphasize micro-level analyses of interaction at the expense of consideration 

for the circumstances and context in which interactions occur (Birditt, Brown, Orbuch & 

McIlvane, 2010; Karney & Bradbury, 2000). 

 Attachment theory.  Attachment theories of marriage were founded out of 

research on relationships between infants and their primary caregivers.  Its original 

proponent, Bowlby (1969), suggested that the nature of this first close emotional 

relationship forms a person’s internal working model of what a close emotional 

relationship is, and therefore determines the nature of that person’s close emotional 

relationships for the rest of his life (Bowlby, 1969).  Researchers further defined three 

major styles of early attachment, secure attachment, anxious/ambivalent attachment, and 

anxious/avoidant attachment.  Marital satisfaction, according to attachment theorists, 

depends largely upon whether each spouse trusts that his/her partner can fulfill emotional 

needs per his/her internal working model (Karney & Bradbury, 2000; Selcuk, Zayas & 

Hazan, 2010).  Theorists cite the life span paradigm, which is the premise for attachment 
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theory of marriage, as one of its greatest strengths.   In addition, attachment theory draws 

attention of the role of personal history in marriage and marital satisfaction.  However, it 

fails to explain how couples change over time and why some couples develop differently 

from others despite similar initial attachments (Karney & Bradbury, 2000; Selcuk, Zaya 

& Hazan, 2010). 

 Crisis theory.  The final theoretical perspective on marriage written about 

frequently in the literature is crisis theory.  It is the theory applied to frame the analysis 

and discussion of both phases of this study.  Crisis theory developed out of empirical 

explorations of how families react to stressful events and was the first marriage theory to 

point out that events external to a couple can influence the course of marital stability and 

satisfaction (Karney & Bradbury, 1995).  Currently many researchers and theorists agree  

that stress in couples is always a dyadic phenomenon that affects both partners in 

some way (Bodenmann,  Ledermann,  Blattner-Bolliger, & Galluzzo, 2006; Bodenmann, 

Ledermann  & Bradbury, 2007). 

Crisis theory was first described by Hill (1949) who proposed the ABCX model.  

According to Hill’s model, stressful events require that families make some sort of 

adaptation (A).  Families usually have different levels of available resources (B).  In 

addition, family members or couples may arrive at different definitions of events (C).  

Both resources and definitions may modify the impact of those events.  Finally, the extent 

to which sufficient resources are available to a family in order to meet the requirements 

of the family’s definition of an event determines the nature of the crisis and whether or 

not the family will recover from the crisis successfully (X), where X is the outcome (Hill, 

1949).   
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 Crisis theory in marriage was further developed by McCubbin and Patterson 

(1982) who added a temporal perspective, dubbing their model the Double ABCX model.   

In their expansion of Hill’s model, they stated that responses to an event can develop over 

time and that these responses may have implications for responses to future events.  

Therefore, cumulative effects can occur that lead to adaptation or maladaptation by the 

couple.  Decreases in marital satisfaction and marital dissolution result from failure of the 

couple to recover from crises (McCubbin & Patterson, 1982). 

 Because crisis theory is the only theory that captures the effects of external events 

on intrapersonal perspectives (definitions of events) as well as interpersonal exchanges 

between spouses (adaptation), it is most appropriate to examination of adaptation after 

stroke-related aphasia.  Crisis theory also successfully accounts for why some marriages 

are more likely to endure than others.  Its greatest limitation is its lack of ability to 

identify the specific processes within marriage that lead to changes in marital satisfaction 

and stability (Karney & Bradbury, 2000). 

Interpersonal processes in marriage.  Although not easily studied and probably 

not yet fully understood, the interpersonal processes in marriage remain a keen area of 

interest for researchers studying marital satisfaction.  Studies of interpersonal processes 

in marriage were originated by research-oriented clinicians who sought to study not just 

what people said about themselves, but how they behaved.  These studies also sought to 

further explore how martially dissatisfied spouses shaped each other’s behaviors, thereby 

causing or perpetuating the marital discord (Bradbury, et al., 2000).  Research on 

interpersonal processes in marriage has retained a strong focus on behaviors exhibited 

during marital conflict and problem-solving discussion; it can be categorized into four 
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relevant areas of exploration:  cognition, affect, social support, and patterns (Bradbury, et 

al., 2000; McNulty & Russell , 2010). 

 Since the 1980’s, there has been a strong emphasis on marital cognition in the 

literature.  Studies of marital cognition explore attributions, or meanings spouses assign 

to interactions, and how they impact marital relationships (Bradbury, et al., 2000).  

Findings in the marital cognition literature support the notion that spouses’ attributions 

can be linked to marital deterioration and that an association exists between maladaptive 

explanations for marital events and marital satisfaction (Karney & Bradbury, 2000; 

McNulty & Russell, 2010; Sabourin, Lussier, & Wright, 1991).  Still yet to be answered 

are questions such as whether the manipulation of attributions can lead to enduring 

changes in marital satisfaction, how broader cognitive schemas organize and guide 

marital functioning, and how spouses’ understanding and perception of their specific 

negative marital interactions impact future exchanges (Bradbury, et al., 2000).   

 Parallel to the work on marital cognition lays a body of literature exploring the 

relationship between affective dimensions, or emotional expressions, in marital 

interactions and marital satisfaction.  The literature provides substantial evidence that one 

must consider affective dimensions of marital interactions as an essential dimension 

when accounting for variability in marital quality and satisfaction (Lee, Zarit,  Rovine, 

Birditt & Fingerman, 2011; Matthews, Wickrama, & Conger, 1996; Thomas, Fletcher, & 

Lange, 1997).  However, details of this association need to be further clarified given 

some contradictory findings and lack of replication (Bradbury, et al., 2000; Lee, Zarit, 

Rovine, Birditt & Fingerman, 2011).   
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 While the majority of research on interpersonal processes in marriage tends to 

focus on conflict and problem solving, researchers exploring social support aspects focus 

on the more positive operations of support in marriage (Karney & Bradbury, 1995).  

Social support in marriage can be obtained internally from one’s spouse, or externally 

outside the marriage (e.g., from a friend or confidant).  Findings in this area do suggest 

that the longitudinal association between negative behavior and marital dissatisfaction is 

moderated by spouses’ expression of affection and support (T. Huston & Chorost, 1994).  

In general, support processes have been significantly associated with marital satisfaction 

and with health outcomes in families (Bradbury, et al., 2000; Collins, Dunkel-Schetter, 

Lobel, & Scrimshaw, 1993).   

 Finally, researchers have also focused on identifying patterns of behavior in 

marital interpersonal processes.  A review of the literature finds that in contrast to the 

micro analytic studies of behavioral patterns in marriage that were persistent in the 

1980’s, studies in the 1990’s have taken a more macro analytic approach by identifying  

patterns in marital interaction (Bradbury, et al., 2000).  Numerous studies focused on the 

demand/withdraw pattern.  In this pattern, one spouse (typically the wife) persistently 

criticizes and nags for change with the other spouse (typically the husband) disengages 

from the confrontation and avoids the discussion.  According to theorists, this is a pattern 

of increased demand leading to increased avoidance, that in turn leads to increased 

demands for engagement and ultimately decreased marital satisfaction (Klinetob & 

Smith, 1996).  While this does seem to be a predominant marital pattern, establishment of 

a relatively exhaustive set of key patterns and clarification of the extent to which these 
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patterns change throughout key periods in the life of a marriage remain key unaddressed 

research questions (Bradbury, et al., 2000).  

 Marital process in context.  Although interpersonal marital processes are widely 

endorsed as key to the scholarly exploration of marriage and marital satisfaction, most 

researchers agree that these interactions cannot be adequately understood without 

consideration for the broader context within which they occur.  Because marriages exist 

in highly complex, multifaceted environments, scholars have recently begun to explore 

the impact of contextual or ecological factors on marital relationships and satisfaction 

(Bradbury, et al., 2000).  Explorations of contextual factors that may impact marriage are 

frequently categorized into the categories of macro-contexts and micro-contexts.  Macro-

contexts refer to the broader social conditions and institutions that have subtle effects on 

couples’ relationships, but probably are less salient and have little impact on 

interpersonal functioning in their marriages.  Micro-contexts, on the other hand, are 

defined as settings and circumstances more salient to couples that have relatively direct 

links to interpersonal functioning in marriage (Bradbury, et al., 2000).   

 Although their potential impact on marital relationships and marital satisfaction 

may not be immediately apparent, a number of macro-contextual factors may influence 

how couples form their relationship, the obstacles or crises they may encounter 

throughout their relationship, as well as the resources they can use to maintain their 

marriage (Bradbury, et al., 2000).  For example, lower socioeconomic status of 

neighborhoods has been associated with earlier timing of first marriage (South & 

Crowder, 1999).  Other studies have demonstrated greater risk for divorce in regions 

characterized by higher geographic mobility, higher levels of unmarried women in the 
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labor force, and higher number of potential mates (South & Lloyd, 1996).  There is also a 

great scholarly interest in the links between marital relationships and various aspects of 

religiosity.  For example, marital satisfaction and conflict frequency in marriage have 

been found to be predicted by practice of joint religious activities in at least one study 

(Mahoney et al., 1999).   

 More directly related to this study is the exploration of micro-contextual factors 

that influence marriage and marital satisfaction.  Research has focused on three primary 

micro-contexts that are salient to marital relationships:  children, spousal backgrounds 

and characteristics, and life stressors and transitions (Bradbury, et al., 2000).  A review of 

the literature suggests that children have the paradoxical effect of increasing the stability 

of a marriage, while simultaneously decreasing marital satisfaction, particularly when the 

children are relatively young (Belsky & Rovine, 1990; Waite, R. & Lillard, 1991).  More 

recently, researchers have begun to demonstrate the enormous variability across couples 

in how their relationships changed from the last trimester of pregnancy to several years 

postpartum.  Overall findings suggest that individual characteristics of the spouses do not 

change through this transition. However, findings suggest that differing paths through the 

transition as well as changes in marital satisfaction can be predicted from demographic 

and personality data, indices of infant temperament, and marital dynamics, e.g. 

cooperative or uncooperative co-parenting behavior (Belsky & Hsieh, 1998; Belsky & 

Rovine, 1990).  In addition, decreases in marital satisfaction have been found to be 

related to symptoms of depression, child gender, and whether or not the pregnancy was 

planned (Cox, Parley, Burchinal, & Payne, 1999). 
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 Studies using attachment theory frameworks have created an upsurge in the 

exploration of how spousal backgrounds and characteristics influence marital processes 

and marital satisfaction.  Some of these studies focus on intergenerational consequences 

of marital and family functioning for offspring as they move into marriages of their own.  

For example, parental divorce is associated with poorer communication and greater 

presence of hostility and jealousy in marriages of their offspring (Amato, 1996; Sanders, 

Halford, & Bethrens, 1999).  Other studies have shown that marital satisfaction in the 

parents’ marriage may have a more significant impact than divorce on children’s 

marriage stability and satisfaction (Booth & Edwards, 1989; Bradbury, et al., 2000).  

Longitudinal links between attachment styles and marital satisfaction, as well as the 

specific interpersonal behaviors that mediate this association, have also begun to be 

established (Klohnen & Bera, 1998; Kobak & Haza, 1991 ).   

 Most interestingly, the impact of life stressors and transitions as micro-contextual 

factors on marital relationships has also been explored in the literature.  Some studies in 

this realm explore economic and work-related stressors and their impact on marriage.  

Other studies identify specific marital processes that may be impacted by or that may 

buffer the effects of traumatic events such as the death of a child or the onset of stroke 

and aphasia in a spouse (Bradbury, et al., 2000).  When different sources of life stressors 

have been examined prospectively, the presence of stress generally predicts poorer 

marital stability and decreased marital satisfaction over time (Karney & Bradbury, 2000).  

While the effects of various traumatic events on marriage are incredibly wide-ranging, it 

is important to note that they are not always deleterious.  For instance, several studies 
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document the resilience and strengthening of marriages in the face of testicular cancer 

(Gritz, Wellsich, Siau, & Wange, 1990) and death of a child (Schwab, 1998).      

Communication and marriage.  There is a general agreement among marital 

therapists, theorists, and researchers that communication plays a central role in marriage 

and that communication skills of spouses are a major determinant of marital satisfaction 

(Burleson & Denton, 1997).  This relationship is supported by the finding that 

communication difficulties are the most commonly reported relationship difficulty cited 

by couples in community surveys (Cunningham, Braiker, & Kelley, 1982; Carroll, Hill, 

Yorgason, Larson & SAndberg, 2012), as well as the most frequent complaint of couples 

entering therapy (Geiss & O'Leary, 1981).  In fact, many of the therapy techniques 

utilized in marital counseling are based upon the assumption that one or both spouses 

lacks effective communication skills (Burleson & Denton, 1997; Carroll, Hill, Yorgason, 

Larson & Sandberg, 2012). 

In their 1997 study of communication skills and marital satisfaction, Burleson and 

Denton proposed that communication in marriage encompasses four complex processes:  

message production (generating, articulating, and monitoring message content), message 

reception (comprehending, interpreting, and storing the messages of others), coordinated 

interaction (smoothly exchanging messages), and social perception (forming impressions 

of others, defining social situations).  In their study of 60 primarily Caucasian couples, 

results demonstrated that the relationship between communication skills and marital 

satisfaction is complex with the magnitude and direction of the associations between 

communication skills and marital satisfaction varying as a function of the specific skills 

examined, which partner’s skills and satisfaction were being considered, and the 
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distressed status of the couple.  In addition, several of the associations between 

communication skills and satisfaction were moderated by gender (Burleson & Denton, 

1997).  Overall, communication skills tended to better predict the husband’s marital 

satisfaction than the wife’s.  This suggests that men receive pleasure from interacting 

with spouses who evidence good communication skills, while communication skills of 

husbands have less to do with their wives’ satisfaction (Burleson & Denton, 1997).  So, 

what happens to marital satisfaction when one of the spouses suffers from aphasia? 

Aphasia and Marital Satisfaction   

More than a decade ago, two studies were published that specifically explored the 

relationship between aphasia and marital satisfaction.  The first study, Williams and Freer 

(1986), was a pilot study that sought to determine if a relationship existed between 

martial satisfaction and knowledge of aphasia on the part of the spousal partner.  A 

second purpose was to explore the relationship between marital satisfaction and other 

factors such as severity of aphasia, length of marriage and length of time post-aphasia 

onset.  Subjects in the study included 16 spouses of aphasia patients, seven wives and 

nine husbands, who were referred to the study by speech-language pathologists.  Patients’ 

ages ranged from 37 to 76 years (mean = 59.9, 11.3 SD) and months post-aphasia onset 

ranged from 3 to 39 for aphasia spouses (mean = 13, 9.1 SD).  Ages of the spouses were 

not reported.  The couples’ number of years married ranged from 14 to 55 (mean = 36.8, 

11.3 SD).  Aphasia severity was measured using the Boston Diagnostic Aphasia 

Examination (BDAE) (Goodglass & Kaplan, 1972) and change in non-aphasic spousal 

marital satisfaction was measured by comparing current scores on the Marital 

Satisfaction Scale (MSS) (Roach, Frazier & Bowden, 1981) with retrospective (before 
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aphasia onset) scores.  Measurement of knowledge of aphasia was assessed using a 

criterion-referenced measure designed by the authors. 

Results of a two-factor ANOVA with repeated measures on pre- and post-aphasia 

MSS scores revealed that post-aphasia MSS scores were significantly lower (p<.001) 

than pre-aphasia scores for all aphasia severity levels.  There was a slight tendency for 

spouses who had been married longer to report a more negative change in their marital 

satisfaction after the onset of aphasia (r = .31).  Specific areas perceived as being less 

satisfactory on the MSS included emotional support, lifestyle, and sexual relationships 

(Williams & Freer, 1986).  Although informative as a pilot, the study had several 

significant limitations that impact generalization of results, including the use of a small, 

non-random sample with very limited range of time post-aphasia onset and the use of a 

cross-sectional design as opposed to a longitudinal design.  In addition, no analysis was 

reported to address the initial aim of exploring a potential relationship between 

knowledge of aphasia and marital satisfaction in spouses of patients with aphasia.  

In 1993, Williams published a follow-up study in which she expanded her original 

study by increasing the sample size to 40 couples, and adding an additional measure of 

marital satisfaction, the Marital Comparison Level Index (MLCI) (Sabatelli, 1984).  The 

sample included 33 husbands and seven wives.  Sample groups were determined by 

aphasia severity using information obtained from the BDAE.  In the mild aphasia group, 

the aphasic patients’ mean age was 67.5 (SD 4.2), the years married was a mean of 36.7 

years (SD 12.96), and months post-aphasia onset was 62.2 months (SD 103.24).  In the 

moderate group, the aphasic patients’ mean age was 70.62 (SD 6.88), the years married 

was a mean of 36.23 years (SD 15.05), and months post-aphasia onset was 20.54 (SD 
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18.10).  Finally, in the severe group, the aphasic patients’ mean age was 66.24 (SD 6.45), 

years married was a mean of 38.35 years (SD 12.02), and months post-aphasia onset was 

36.06 (SD 30.51).  Again, no age information was provided for spousal subjects.  

Methodology for this study was very similar to the pilot study except for the addition of 

the MCLI as an additional measure of marital satisfaction. 

Results of a two-factor ANOVA with repeated measures on one factor (pre-

aphasia/post-aphasia) confirmed the results of the previous study that regardless of 

aphasia severity, post-stroke marital satisfaction scores were lower for spouses than pre-

stroke satisfaction scores on both the MSS (p < .02) and MCLI (p < .001). Individual 

Spearman correlation scores determined that negative changes in marital satisfaction 

were not related to either months post-aphasia (MSS: r = -.03; MCLI: r = .27) or length 

of marriage (MSS: r = -.08; MCLI:  r = .01).  Knowledge of aphasia scores and changes 

in pre-aphasia and post-aphasia MCLI scores were not statistically significant (r = -.09; p 

> .05), but the difference pre- to post-aphasia onset was significant for the MSS (r = .347; 

p < .025).  A more in-depth analysis revealed that spouses seemed to feel that their 

marriages were more confined, less satisfying/pleasant, and unhappier following the 

onset of aphasia.  Interestingly, although the overall satisfaction scores were lower after 

aphasia onset, the author reports that a few spouses did  provide responses on the post-

aphasia MCLI that were more favorable than on the pre-aphasia MCLI.  These included:  

time spent together, conflict over daily decisions, arguing over petty issues, conflict over 

use of leisure time, conflict over spending money, jealousy expressed by the spouse, and 

the amount of privacy experienced (Williams, 1993). 
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Although this study did provide a larger, more varied sample and did successfully 

address its objective of exploring the relationship between marital satisfaction and 

partner’s knowledge of aphasia, the study still included a number of limitations.  The 

most significant was the use of retrospective self-report for marital satisfaction, which 

might introduce bias, although a longitudinal design would seem cost and time-

prohibitive for this line of study.  In addition, the quantitative design of the study 

precluded the authors from being able to explain the seemingly contradictory findings of 

overall decrease in marital satisfaction yet perceived improvement in a number of items 

on the marital satisfaction inventories. 

While these two studies appear to be the only published studies specifically 

exploring the relationship between marital satisfaction and aphasia, a number of related 

studies have also explored aphasia and marriage.  Zraick and Boone (1991) sought to 

evaluate the attitudes of individuals toward their spouses with aphasia.  Using a Q-sort 

technique, the authors studied the attitudes of 60 subjects, 15 spouses of patients with 

fluent aphasia, 15 spouses of patients with non-fluent aphasia, and 30 matched controls.  

Results revealed that the spouses of non-fluent persons with aphasia demonstrated a 

greater number of negative attitudes toward their spouses than spouses of persons with 

fluent aphasia.  In addition, both groups of spouses of persons with aphasia demonstrated 

more negative attitudes toward their spouses than the matched control group.  

Specifically, spouses of persons with aphasia identified more negative attitudes toward 

their spouses related to the following six factors:  (1) compliance, (2) desirability, (3) 

egocentricity, (4) independence, (5) maturity, and (6) sociability (Zraick & Boone, 1991).  
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In their 1999 study, Santos and colleagues sought to analyze the opinions of 

spouses of patients with chronic aphasia about the existing problems that were affecting 

their quality of life, and to compare these opinions according to the gender of the 

spouses.  Using a sample of 55 spouses of patients with aphasia (25 husbands and 30 

wives) and a control group of 37 spouses of subjects without physical or cognitive 

impairments (12 husbands and 25 wives), the authors collected data regarding existing 

problems via the European Brain Injury Questionnaire (EBIQ) (Teasdale, et al., 1997).  

Results indicated that the spouses of patients with aphasia considered their partners to 

have more problems than the controls across the realms of cognition, motivation, 

depression, and communication.  The opinions of husbands and wives of patients with 

aphasia, but not of the controls, also differed.  Specifically, husbands of patients with 

aphasia reported greater changes in their wives’ behaviors, including increased 

headaches, feeling alone, crying easily, and having loss of sexual interest.  These findings 

led the authors to call for increased analysis of gender as a variable when studying 

subjective experiences of chronic handicap (Santos, et al., 1999). 

 Croteau and LeDorze (2001) sought to compare spouses’ perceptions of persons 

with aphasia to those of spouses of persons without aphasia.  They used the Adjective 

Check List (Gough & Heilbrun, 1983) to document how twenty-one spouses of persons 

with aphasia described the personality characteristics of their spouses compared to 

twenty-five control spouses of stroke survivors without aphasia.  Overall, quantitative 

and descriptive results of the study suggested that spouses’ perceptions of individuals 

with aphasia were very different from those of controls.   More specifically, spouses of 

persons with aphasia judged their spouses to have lower likeability and to solicit more 
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sympathy and support from others as compared to controls.  Spouses of controls 

considered their partners to place more emphasis on neatness, organization, and planning 

as compared to spouses of persons with aphasia.  Interestingly, gender differences in 

perception were also noted.  Wives judged their husbands with aphasia to be lower on the 

achievement scale and perceived them as striving less to be outstanding in pursuits of 

socially recognized significance than controls. Wives also judged their husbands with 

aphasia to be lower on the endurance scale.  The authors concluded by calling for further 

research employing qualitative interviews to validate their findings and to attempt to 

determine the cause of differences in perception (Croteau & Le Dorze, 2001).  

 A literature search revealed only one published study that specifically explored 

the impact of aphasia on marriage from a qualitative perspective (Lemieux, et al., 2001).  

In this pilot study, the authors sought to explore how stroke and aphasia changed 

sexuality for married couples.  The authors completed a series of structured interviews 

with six couples.  As a result, the following themes were identified through thematic 

analysis:  1) there was reduced frequency of intercourse for all couples; (2) genital 

touching, caressing, hugging, and kissing increased for some couples; (3) emotional 

lability of the aphasic spouses interfered with sexual activity; (4) assuming the role of 

caregiver reduced sexual desire for spouses; (5) importance of sex after stroke stayed the 

same for most aphasic subjects;  (6) desire for sex decreased after the stroke more for 

spouses than for aphasic subjects; (7) fewer spouses were satisfied with sex than their 

partners were after the stroke; (8) aphasia negatively affected sexual behavior and 

attitudes in both spouses; (9) most thought improved communication skills would help 

sexuality; (10) none of the couples were asked about sexuality during the rehabilitation 
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process; (11) most couples wanted to be asked about their experience of sexuality after 

the stroke; (12) half the couples thought the family doctor should have asked; (13) 

couples wanted to know about safety of sex on early visits home from the hospital, 

treatments; for sexual dysfunction, alternate positioning, and other compensatory 

strategies, effect of depression and aging on sexual activity; and (14) sexuality should be 

broached in acute care, in rehabilitation, or once the patient is finally living at home 

according to each patient’s situation.  One of the greatest strengths of this study was that 

the aphasic spouses were also interviewed using supportive conversation and simplified 

questionnaires.   

Aphasia and spousal caregiving.  Given the limited number of studies published 

exploring the relationship between aphasia and marriage, the review of literature was 

expanded to include studies focused primarily on the effects of stroke and aphasia on 

spousal caregiving.  In a review of twenty studies examining the effects of stroke on 

family and spousal caregivers, Han and Hanley (1999) found that depression was 

estimated as prevalent in 34% to 52% of the familial caregivers studied.  Studies of life 

satisfaction and quality of life in spouses of patients with stroke evidenced decreases in 

spouses’ satisfaction with life as a whole, with their vocational/occupational situations, 

with their sexual lives, with their partner relationships, and with their relationships with 

friends and acquaintances (Forsberg-Warleby, et al., 2004; Han & Haley, 1999; Wade, et 

al., 1986).  A number of studies have also found increased caregiver strain and depression 

rates in spouse of patients with speech and language impairments secondary to stroke 

(Bakas, et al., 2006; Blonder, Langer, Creed Pettigrew, & Garrity, 2007; Draper & 

Brocklehurts, 2007).  However, only a few studies have been published that specifically 
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explore the relationship between aphasia and caregiving, particularly spousal caregiving, 

and a number of authors have called for increased research in this area (Christensen & 

Anderson, 1989; Croteau & Le Dorze, 2001; Rombough, et al., 2006).  

In a 2012 qualitative study of family life after stroke, Kitzmuller, Asplund & 

Haggstrom interviewed 37 stroke survivors, their spouses, and their adult children.  

Results, framed using a phenomenological approach, suggested that supportive family 

relationships were seen as essential for stroke survivor’s survival and recovery.  Yet, 

marital satisfaction was found to be negatively impacted by sudden, drastic changes in 

spousal roles and expectations after the stroke.  These changes were further compounded 

in couples with an aphasic spouse.  Spouses reported that the loss of a partner with whom 

to converse made it even more difficult to adjust to role changes. They expressed the 

importance of finding a new marital path based upon a new normal.  Similarly, aphasia 

was also reported to affect the greater family communication leading to changes in family 

structure.  Decreased communication resulted in more difficulties with problem-solving, 

coping, and support within the family unit (Kitzmuller, Asplund & Haggstrom, 2012). 

In 1979, Kinsella and Duffy investigated social readjustment to disability on the 

part of spouses of patients with aphasia and to identify the particular problems and 

psychological symptoms evidenced by the same spouses.  Findings from this study of 79 

subjects indicated that spouses of patients with aphasia show evidence of significantly 

poorer overall social adjustment than spouses of non-aphasic patients on the Social 

Adjustment Scale-II (Schooler, Hugarty & Weissman, 1979)  (p < 0.01) in comparison to 

spouses of patients who had strokes without aphasia.  In addition, the authors concluded 

that aphasia appears to be particularly disruptive in marriage and that marriages impacted 
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by aphasia are characterized by increased difficulty with interpersonal communication, 

diminished sexual satisfaction, and loss of partnership (Kinsella & Duffy, 1979).   

Survey results obtained in a study of spouses of patients who had survived stroke 

completed by Christensen and Anderson (1989) also supported earlier findings that stroke 

with aphasia has a greater negative impact on the patient’s spouse than does stroke 

without aphasia.  In their study comparing responses of 11 spouses with aphasic partners 

to 11 spouses of partners without aphasia, spouses of aphasic patients indicated that role 

changes represented the major adjustment made to a partner’s stroke and that these 

adjustments were greater and more difficult that those experienced by the spouses of non-

aphasic patients because of communication difficulties (Christensen & Anderson, 1989).   

Summary 

 Diverse literatures have been summarized in this chapter, beginning with a 

relatively straightforward discussion of aphasia, including its definition, etiology, 

epidemiology, and classification.   The review of the marriage and marital satisfaction 

literature revealed the complexity of marriage and the various intrapersonal, 

interpersonal, and contextual factors that influence the marital satisfaction trajectory 

across the life course.  The discussion of the various theories of marriage suggested that 

crisis theory, with an incorporation of both micro- and macro-contextual factors, seems 

particularly relevant to this study of chronic aphasia and marital satisfaction.  Finally, the 

chapter concluded with a review of the literature exploring the psychosocial 

consequences of aphasia for spouses, including the relationship between aphasia and 

marital satisfaction.  The relatively few studies published in this area suggest that spouses 

of persons with aphasia experience negative psychosocial consequences and decreased 
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marital satisfaction.  These changes might be attributed to changes in role, expectations 

and opinions of their partners, and loss of communication channels.  Although counter-

intuitive and contrary to studies exploring psychosocial consequences in persons with 

aphasic spouses, pilot studies found no relationship between aphasia severity and change 

in marital satisfaction.  Weak support was noted for a relationship between length of 

marriage and change in marital satisfaction following onset of aphasia. Support was also 

found to suggest that marital satisfaction after aphasia might be different for women and 

for men.   

As previously stated in the introduction, there are significant gaps in the literature 

and no studies, to date, have explored the relationship between chronic aphasia and 

marital satisfaction in spouses of patients with aphasia from a mixed-methods approach.   

Such an approach could potentially identify additional micro- and macro-contextual 

factors that provide explanation for decreases in marital satisfaction.   
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Chapter 3:  Study Design 

 This study utilized mixed methods sequential explanatory design to marital 

satisfaction in spouses married to persons with chronic aphasia.  The sequential 

explanatory design consists of two distinct phases:  a quantitative phase and a qualitative 

phase (Creswell & Plano Clark, 2007). In this design, the researcher first collects and 

analyzes the quantitative data.  The qualitative data are collected and analyzed 

subsequently in the sequence to help explain, or elaborate on, the quantitative results 

obtained in the first phase.  The qualitative phase builds on the quantitative phase with 

the two phases connecting in the intermediate stage of the study (See Appendix A).  The 

rationale for this approach is that the quantitative data analysis provides a general 

understanding of the research problem.  The qualitative data, collected in the second 

phase, refine and explain those statistical results by exploring participants’ views in more 

depth (Creswell & Plano Clark, 2007; Teddlie & Tashakkori, 2009).   

Given the complex nature of the research design, this chapter will describe the 

overall research design, along with research questions and hypotheses and human 

subjects review.  Subsequent chapters will cover the quantitative phase methodology, 

quantitative results and analysis, qualitative methodology, and qualitative results and 

analysis.  The final chapter will include meta-inferences, discussion, and future 

directions. 

Strengths in Sequential Explanatory Design and Meta-Inference 

There are several inherent strengths to the sequential explanatory mixed methods 

design.  Its two-phase structure makes it straightforward to implement because the 

quantitative and qualitative methods occur in separate phases, allowing for the collection 
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and analysis of only one type of data at a time.  Similarly, results from a sequential 

explanatory study can be written in two phases, providing a clear delineation for readers.  

Finally, the first phase provides information that tends to be better received in some fields 

(such as physiatry and speech-language pathology) that tend toward a more positivist and 

quantitative stance, because it begins with a stronger quantitative orientation (Creswell & 

Plano Clark, 2007). 

 The purpose of the sequential mixed methods analysis of data in this study is to 

use the information from the quantitative phase to inform the analysis of the qualitative 

phase.  This type of analysis seeks to answer the question, “in what ways do the 

qualitative results help to describe or explain the quantitative results?” (Creswell & Plano 

Clark, 2007, p. 54).  For that reason, inferences are initially generated for each phase 

(quantitative and qualitative) of the study.  However, it is critical that final inferences in a 

mixed methods study are based on the results of both phases of the study.  This level of 

inference is usually referred to as a meta-inference (Teddlie & Tashakkori, 2009). 

 According to Teddlie and Tashakkori (2009), a meta-inference is a “conclusion 

generated by integrating the inferences obtained from the qualitative and quantitative 

phases of a mixed methods study” (p. 338).  Meta-inferences are drawn by linking 

together findings from the quantitative and qualitative phases through comparison and 

contrast.  The investigator seeks to generate inferences that make the boundaries between 

the qualitative and quantitative dichotomy disappear (Teddlie & Tashakkori, 2009). In 

this study, meta-inferences were derived by systematic exploration of the inferences 

generated through the quantitative and qualitative phases by using comparison and 
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contrast, infusion, linking, and modification of one on the basis of the other (Teddlie & 

Tashakkori, 2009).  

Research Questions and Hypotheses 

The following research questions and hypotheses were explored in the study:   

Central Question:  How does chronic aphasia impact marital satisfaction in spouses of 

patients with aphasia?   

Quantitative Question:  What are the relationships between the factors of aphasia 

severity, length of marriage, length of time post-aphasia onset, gender, and 

retrospectively reported changes in marital satisfaction? 

Hypothesis #1:  Post-aphasia marital satisfaction scores will be significantly lower than 

pre-aphasia onset marital satisfaction scores. 

Hypothesis #2:  There will be a relationship between post-aphasia marital satisfaction and 

the following variables: gender of non-aphasic spouse, length of marriage, aphasia 

severity, and time post-stroke and aphasia onset, with lower satisfaction seen in male 

spouses, in spouses who are married longer, in spouses married to persons with more 

severe aphasia, and in spouses with partners of more recent onset of aphasia. 

Qualitative Question:  What are the lived experiences of spouses of patients with aphasia, 

particularly with regards to marital satisfaction?  

Qualitative Sub-questions:  What are the factors that contribute to the decrease in marital 

satisfaction of spouses married to patients with chronic aphasia demonstrated in the 

quantitative section?  How does aphasia, as a specific factor, relate to marital satisfaction 

and potential decrease?  How does the role of caregiving, as a specific factor, relate to 
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marital satisfaction?  What are potential other factors that haven’t been previously 

identified?  

Mixed Methods Research Question:  In what ways do the qualitative data obtained from 

interviews help to explain the quantitative findings?   

Human Subjects Review 

 In order to facilitate understanding and provide sufficient information for 

approval, the two phases of the study were submitted as separate studies for human 

subjects review.  Both phases were first submitted for review to the Human Research 

Protections Office (HRPO) at the University of Maryland, Baltimore via its CICERO on-

line system.  Once approved by the University of Maryland, Baltimore HRPO, the studies 

were also submitted for approval by the Office of Research and Sponsored Projects 

(ORSP) at Loyola University Maryland since data collection was completed on site at the 

Loyola Clinical Centers, which operates under the auspices of Loyola University 

Maryland.  See Appendix D for approval forms and informed consent documents. The 

Phase II application was not submitted for approval until statistical analysis was 

completed for Phase I so that a more detailed purpose and better-specified interview 

guide could be provided.  Because Phase I included the patients with chronic aphasia as 

participants, additional considerations for obtaining informed consent were implemented. 

Informed consent.  In order to protect the rights and autonomy of research 

participants, informed consent remains a cornerstone of ethical clinical research.  The 

doctrine of informed consent assumes that adequate information given to a competent 

individual will yield understanding, and a voluntary individual who understands it will 

make a free and rational decision (Lidz, 2006). Because the participants in this study 
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included individuals with a cognitive-communication disorder that may impair receptive 

and expressive language abilities, particular care was taken to develop informed consent 

procedures that ensured appropriate identification of participants with aphasia truly 

capable of giving consent.  In addition, strategies and procedures were implemented to 

ensure that participants with aphasia who were capable of providing consent truly 

comprehended the study’s purpose, procedures and risks.  

Competence is a complex legal and ethical construct with many grey areas.  In 

Maryland, a person’s competence can be defined in two ways based upon the two 

different types of guardianship that exist.  The relevant definition that must be reviewed 

in relation to informed consent is competency with regards to person.  In order for a 

person to be found incompetent with regards to person, the person must demonstrate 

impaired understanding or capacity to make or communicate responsible decision 

regarding provisions for health care, food, clothing or shelter secondary to mental 

disability, disease, habitual drunkenness or addiction to drugs.   

 Evaluating competency in aphasia.   Unfortunately, there is no consensus 

protocol for evaluating competency with regards to informed consent in aphasia.   

However, it is generally agreed upon that the most comprehensive approach to 

assessment involves interview, cognitive or neuropsychological testing for decisional 

ability, and functional ability assessment (Moberg & Kniele, 2006).  While cognitive or 

neuropsychological assessment would be preferred, the nature of aphasia deems these 

tests to be unreliable for truly assessing competency.  Although persons with aphasia 

often have the capacity to make informed decisions or to participate in the decision-

making process, this capacity is often masked by their communication impairment 
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(Kagan & Kimelman, 1995).  For example, although an individual with aphasia may 

demonstrate difficulty comprehending and/or providing an expressive response to a 

temporal orientation question, his/her daily performance often suggests that s/he is indeed 

temporally oriented with no confusion.  In essence, the assessment’s findings become 

unreliable and invalid because of overreliance on linguistic responses.  Use of such 

procedures may result in an incorrect assumption of incompetence in the person with 

aphasia.  Therefore, for the purpose of this study, evaluation of competency relied heavily 

on spousal interview as suggested by Kagan and Kimelman (1995).   

During the phone inclusion interview, the spouse of the participant with aphasia 

was asked whether or not the spouse with aphasia had been deemed incompetent to 

provide informed consent for treatment or participation in research in the past.  In 

addition s/he was asked if the participant with aphasia had regularly signed medical 

and/or research consent forms since suffering his/her stroke.  S/he was also asked if the 

participant with aphasia had documented auditory and/or reading comprehension deficits 

secondary to the stroke.   Finally, the spouse of the participant with aphasia was asked 

whether s/he believed that the participant with aphasia was capable of comprehending 

and providing a signature for informed consent.  Using this information, the primary 

investigator made a determination as to whether or not informed consent or assent would 

be sought from the participant with aphasia. 

If a person with aphasia is judged unable to give meaningful, voluntary informed 

consent, the researcher is left with two options.  The first is to exclude the subject from 

the study.  This exclusion is problematic, however, because the participation of such 

subjects, particularly those with severe to profound aphasia, is wanted and needed in the 
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field.  The second and more readily employed option is to seek a surrogate decision-

maker to provide proxy informed consent (W. Davis & Moreno, 2002).  Often, this is a 

close family member or caregiver of the person in question.  Unfortunately, there are no 

clear legal or research guidelines for selection of the most appropriate person to provide 

proxy consent in research studies.  Most state statutes regarding durable power of 

attorney, guardian, and health care agent do not specifically include proxy consent for 

participation in research studies (W. Davis & Moreno, 2002).  Therefore, the primary 

investigator is left to establish a process, using best practices, for identifying an 

appropriate surrogate to provide proxy consent for incompetent individuals.  For the 

purpose of this study, the participant with aphasia’s spouse was solicited to provide proxy 

informed consent unless an alternate proxy was identified during the inclusion interview.  

In addition, assent to participate in the study was obtained from participants with aphasia 

who had been deemed incompetent with regards to provision of informed consent. 

 Strategies for improving communication in the consent process.  For those 

participants with aphasia who could provide informed consent, strategies and procedures 

were employed to promote comprehension.  First, the informed consent procedure for the 

participant with aphasia included his/her spouse as a “communication helper” in a 

facilitated consent procedure (Stein & Brady Wagner, 2006).  The spouse as “helper,” 

familiar with the aphasic participant’s communication abilities, personal preferences and 

history, was encouraged to ask questions and/or assist with description of procedures and 

risks.  Used routinely in studies involving patients with aphasia, this approach to the 

informed consent process has been found to enhance the participant with aphasia’s 
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understanding while preserving his/her autonomy in decision-making (Stein & Brady 

Wagner, 2006). 

In addition, written and spoken explanations of the study were simplified.  More 

specifically, written consent materials were modified to use simple syntax and word 

choice in order to promote comprehension  (Kagan & Kimelman, 1995).  In addition, the 

primary investigator utilized strategies such as slowed rate of speech, use of simple 

syntax, use of multi-modalities such as drawing, and selection of simple word choice on 

order to promote comprehension (Kagan & Kimelman, 1995; Stein & Brady Wagner, 

2006).  Comprehension verification also occurred throughout the consent process rather 

than at the conclusion of the informed consent discussion.  More specifically, 

comprehension verification questions were asked following explanation of each major 

component of the study (Kagan & Kimelman, 1995).  
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Chapter 4:  Quantitative Phase Methodology 

The quantitative phase of the study utilized statistical analysis of standardized 

measures of marital satisfaction, aphasia severity, and physical function to explore the 

quantitative question and two hypotheses.  Participants were recruited using convenience 

volunteering sample techniques.  Each member of the couple was considered a 

participant in the study.   

Recruitment  

While probability sampling techniques remain the gold standard in quantitative 

study, the scope, budget and manpower of this pilot study prohibited successful 

recruitment of a random sample.  Therefore, a convenience volunteer sample was utilized 

in the quantitative phase.  Volunteer sampling, a type of convenience sampling, involves 

recruitment of participants that are both easily accessible and willing to participate in the 

study (Teddlie & Tashakkori, 2009).  The heaviest recruitment efforts occurred during 

the first phase (quantitative) of the study. 

Recruitment of participants was limited to the Baltimore, Maryland/District of 

Columbia metropolitan areas.  Speech-language pathologists at several hospitals and 

outpatient centers were asked to post announcements for the study, its purpose, and 

inclusion criteria.  The locations included the Loyola Clinical Centers, Towson 

University Speech and Hearing Clinic, Good Samaritan Hospital, Sinai Hospital, Kernan 

Hospital, Union Memorial Hospital, the Stroke Comeback Center, and the Snyder Center 

for Aphasia Life Enhancement (SCALE).  Given that acute stroke patients were excluded 

from the study, recruitment efforts were targeted only in the outpatient rehabilitation 

units of the aforementioned hospitals.  Approved written announcements for the study 
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were also mailed to physiatrists and neurologists at those same hospitals.  In addition, 

written announcements were mailed to local stroke and aphasia support groups held at the 

same locations. 

Potential participants for the study were instructed to contact the investigator via 

telephone or email.  A brief screening for inclusion into the study was conducted over the 

phone using the Inclusion Questionnaire in Appendix A. Inclusion criteria included: (1) 

participants were heterosexual couples who had been married for at least one year prior to 

the onset of aphasia and were married at the time of participation in the study; (2) couples 

were co-habiting at the time of the study; (3) both spouses were over the age of 21 years 

at the time of participation in the study; (4) one spouse was diagnosed with aphasia with 

severity level ranging from mild to profound; (5) the aphasia was secondary to stroke so 

that the possibility of global cognitive and/or intellectual impairment was minimized; (6) 

the spouse with aphasia must have suffered his/her stroke (or other neurological insult) 

equal to or greater than 12 months prior to admission to the study given that the study 

focused on chronic aphasia; (7) one of the spouses was cognitively and communicatively 

within normal limits.  Once enrolled in the study, participants were scheduled for an 

appointment at the Loyola Clinical Centers (LCC) to complete the measures required for 

the quantitative phase of the study. 

It should be noted that recruitment for this study proved to be very challenging, 

resulting in a smaller number of participants than anticipated.  Because the study focused 

on patients who had a stroke more than one year prior, it was not easy to locate that 

population within the traditional healthcare system.  Most outpatient hospital department 

speech-language pathologists verbally reported that their caseloads were primarily 
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comprised of patients who had strokes more recently and that there were no consistent 

communication methods in place to contact previously discharged patients.  Enrollment 

in stroke and aphasia support groups targeted was low and generated only one potential 

participant.  Finally, physicians contacted indicated that they did not consistently see 

patients who fit the criteria and that they often only saw them if the patient was 

experiencing a new neurological incident that would preclude them from participating in 

the study.  The most successful recruiting locations were found to be university-based 

speech-language-hearing clinics (e.g.: LCC and Towson University Speech and Hearing 

Clinic) as well as life-approach aphasia centers such as the Snyder Center for Aphasia 

Life Enhancement (SCALE) and the Stroke Comeback Center. 

Measures 

All quantitative measures were collected by the investigator of the study or a 

graduate research assistant employed at the LCC who acted under the supervision of the 

investigator.  Once consent and assent procedures were completed, the couple was 

separated to complete the various pertinent measures.  All measures were conducted 

during one appointment, lasting an average of 90-120 minutes. 

Demographic data.  Demographic data was obtained from the non-aphasic 

spouse using the demographic data form in Appendix B.  Length of marriage was derived 

from the marriage date and calculated in number of months using the date of statistical 

analysis as the referent.  Similarly, length of time post-onset aphasia was determined by 

calculating the number of months since onset of aphasia.  Gender of the non-aphasic 

spouse was taken from the demographic data form. The demographic data form was also 

used to collect gross household income given that couples with a higher socio-economic 
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status level might be able to afford services that could ease caregiver burden (e.g., respite 

care, nursing assistance, etc.).   Because couples coping with stroke often face additional 

potential stressors that could affect marital satisfaction and become confounding 

variables, a number of additional stressors experienced in the last year were also explored 

via the demographic data form.  These included: (1) moving primary residence; (2) 

making physical modifications to the primary residence; (3) having children move into 

the home to provide assistance; (4) having other family or caregivers move into the 

home; (5) hiring staff to care for the spouse with aphasia; (6) experiencing household loss 

of employment. 

Dyadic Adjustment Scale (DAS). Marital satisfaction was measured using the 

Dyadic Adjustment Scale (DAS) (Spanier, 1976).  The DAS is a 32-item rating 

instrument that measures the quality of adjustment to marriage and similar dyadic 

relationships.  The DAS can be completed by either or both partners in a relationship in 

about 5 to 10 minutes.  The participant is shown a set of items and asked to rate the 

degree to which the behavior is present using varying suitable response options.  The 

DAS includes four subscales:  Dyadic Consensus,  Dyadic Satisfaction,  Dyadic 

Cohesion, and Affectional Expression.  Each item is scored on only one subscale.  

Summing the scores for all four subscales yields a total adjustment or satisfaction score.  

Lower scores reflect lower total adjustment or marital satisfaction.  Individual subscales 

are also analyzed to examine particular aspects of marital satisfaction and to guide 

therapeutic intervention (Spanier, 1976).  

The DAS has been used as a research instrument in hundreds of studies of marital 

satisfaction, including evaluation of various treatment strategies and social programs, 
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exploration of marital functioning across the family life cycle, and examination of the 

relationship of marital dysfunction to personality factors and disorders (Spanier, 2001).  

The DAS has also been cited as one of the best pencil-and-paper indicators of dyadic 

adjustment (P. Cohen, 1985; Follette & Jacobson, 1985).  The DAS has also been used in 

numerous studies to examine marital satisfaction in older adults (Carr et al., 2000; 

Garand et al., 2007; O'Rourke, 2005; Yorgason, Almeida, Neupert, Spiro, & Hoffman, 

2006).  The DAS has demonstrated excellent reliability with a total scale Cronbach’s 

coefficient alpha of 0.96 (Spanier, 1976).  In addition, other investigators have reported 

comparable values with subscale internal consistency reliabilities ranging from 0.73 to 

0.92 for Dyadic Consensus, 0.77 to 0.94 for Dyadic Satisfaction, 0.58 to 0.73 for 

Affectional Expression, and 0.72 to 0.86 for Dyadic Consensus (Spanier, 2001).  

Measures of content validity, criterion-related validity, concurrent and predictive validity, 

and convergent validity also support the strength of the DAS in measuring the constructs 

that it purports to assess (Spanier, 1976, 2001). A recent meta-analysis of the reliability 

of DAS involving 91 studies that included 128 samples consisting of 25,035 participants 

(Graham, Liu, & Jeziorski, 2006) revealed a mean alpha for the total score of .92; in the 

current sample, alphas were .89 and .87 for husbands and wives, respectively. 

For this study, participants made responses on the DAS Multi-Health Systems 

QuikScore form,  which is self-contained and includes all materials needed to administer, 

score, and profile the DAS (Spanier, 2001).  Each spouse completed the DAS once for 

pre-aphasia marital satisfaction and again for post-aphasia marital satisfaction.  The DAS 

was then manually scored by a graduate assistant and calculations were subsequently 

checked by the primary investigator. 
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Western Aphasia Battery (WAB). Aphasia severity was measured using the 

Aphasia Quotient from the Western Aphasia Battery (Kertesz, 1982).  According to the 

manual, The Western Aphasia Battery (WAB) was designed to evaluate the main clinical 

aspects of language function, including oral language, auditory comprehension, reading 

comprehension, repetition, and naming.  The Aphasia Quotient (AQ) is a more specific 

assessment of oral language (including content and fluency), auditory comprehension, 

repetition, and naming.  According to Kertesz (1982), the AQ represents a summary score 

that is a reliable measure of language impairment with 100 being a perfect score that is 

easily attainable by “normal” subjects.  The subtests required to obtain an AQ on the 

WAB can be administered easily in a one hour session.   

The WAB has been utilized in numerous research studies and continues to gain 

empirical support.  In 1980, Shewan and Kertesz analyzed the reliability and validity of 

the WAB for 132 persons with aphasia and a 59 person control group consisting of both 

normal and brain-damaged controls.  The WAB evidenced a Cronbach’s alpha score of 

0.905, indicative of high internal consistency and reliability.  All correlation coefficients 

for test-retest of WAB variables associated with the AQ were above 0.900 and significant 

at the 0.001 level, also indicative of exceptional reliability (Shewan & Kertesz, 1980).  In 

addition, the same authors found that the WAB met criteria for good face, content and 

construct validity.  These findings were supported by Risser and Spreen (1984) in their 

review of the WAB.  The authors reported that the WAB demonstrated extremely high 

test-retest reliability,  high internal consistency, and high concurrent validity (Risser & 

Spreen, 1984). 
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An AQ was obtained for all participants with aphasia.  Fifteen of the participants 

were administered the WAB by the primary investigator, a licensed and certified speech-

language pathologist, or a speech-language pathology graduate assistant who 

demonstrated competency in administration of the WAB.  Given the slowed recovery and 

limited changes in standardized aphasia assessment evidenced by persons with chronic 

aphasia (Code, 2010), written report of an AQ documented by a certified speech-

language pathologist within 6 months of the date of admission to the study was accepted 

and utilized in lieu of a new WAB administration for the remaining six participants with 

aphasia. 

Stroke Impact Scale-16. The Stroke Impact Scale-16 (SIS-16) is a stroke-

specific outcome measure designed to assess function in stroke patients at greater than 

three months post-stroke (Duncan, Bode, Lai, & Perera, 2003).  The SIS-16 is a 

condensed version of the composite physical domain of the Stroke Impact Scale Version 

3.0 (SIS 3.0) (Duncan, Bode, Lai & Perera, 2003), a 59 item stroke-specific outcome 

measure assessing the eight domains of strength, hand function, activities of daily living, 

mobility, communication, emotion, memory and thinking, and participation.  Early 

psychometric examinations of the SIS 3.0 determined that the composite physical domain 

was most able to discriminate difficulty in function after stroke Duncan, Lai, Bode, & 

Perera, 2003).  Using Rasch analysis, the authors were able to reduce the number of items 

on the composite physical domain from 28 to 16, with minimal loss of reliability 

(Duncan, Bode, Lai, Perera & DeRossa, 2003).  The SIS-16 uses a scale of 0 (no 

recovery) to 100 (full recovery). 
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In a study of 621 subjects comparing results of the SIS-16 to results of the Barthel 

Index (BI) (Collin, Wade, Davies & Horn, 1988), the most commonly used measure of 

stroke-related disability, the SIS-16 was found to be a reliable measure with a less 

pronounced ceiling effect than the BI (Duncan, Lai, Bode, Perera & DeRossa, 2003).  In 

this same study, the person separation reliability index was found to be 0.94 and good 

construct validity was statistically modeled.  (Duncan, Lai, Bode, Perera& DeRossa, 

2003).   

The SIS-16 was designed to be administered by paper with a written response 

provided by the stroke patients themselves.  Because a number of participants in this 

study had aphasia and subsequent reading comprehension and written expression deficits, 

a SIS-16 proxy form was utilized for participants whose WAB results suggested impaired 

reading comprehension and/or written expression.  In a study examining proxy-patient 

agreement on the SIS-3.0 and SIS-16 in 180 proxy-patient pairs, agreement was found to 

be acceptable for the SIS-16 (Carod-Artal, Coral, Trizzoto, & Moreira, 2009).  The 

weighted Kappa values for agreement in the SIS-16 for the Composite Physical Domain 

(CPT) were 0.31 to 0.80, suggesting moderate/high agreement (Carod-Artal, Coral, 

Trizzoto, & Moreira,  2009).    

In this study, the SIS-16 was completed by five participants with aphasia.  The 

remaining sixteen participants were judged to have reading comprehension and/or written 

language deficits that could interfere with their ability to accurately complete the 

measure. Therefore, sixteen non-aphasic spouses completed SIS-16 Proxy forms. 

  



53 

 

Chapter 5:  Quantitative Results and Discussion 

The quantitative phase of the study sought to quantitatively explore the 

relationships  between the factors of aphasia severity, length of marriage, length of time 

post-stroke and aphasia onset, gender, and post-stroke and aphasia onset marital 

satisfaction.  It incorporated two hypotheses exploring changes in marital satisfaction for 

non-aphasic spouses pre- and post-aphasia as well as the relationships between post-

aphasia marital satisfaction and the factors of gender, length of marriage, aphasia 

severity, and length of time post-aphasia onset. 

Sample 

Thirty-three couples contacted the researcher to be screened for inclusion in the 

quantitative phase of the study.   During the screening process, six couples were excluded 

because the spouse with aphasia had experienced more than one stroke and two couples 

were excluded because the etiology of aphasia was medically undetermined.  Finally, 

four couples refused to participate once the methods of the study were explained.  The 

reason for refusal cited by all non-aphasic spouses was discomfort with rating marital 

satisfaction. 

The final study sample comprised 21 couples who met the inclusion and exclusion 

criteria for the study.  In this sample, 81% of the non-aphasic spouses were female.  As 

depicted in Table 1, the mean age of the non-aphasic spouses was 64.8, SD=7.2 (range = 

56-79) and the mean age of the spouse with aphasia was 66.3, SD=8.7 (range = 44-78).  

The couples were married an average of 37.08 years, SD=12.54 (range = 5.25-52.92) and 

the mean number of years post-aphasia onset was 11.65, SD=9.20 (range = 1.75-36).   
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The mean severity level of aphasia in spouses with aphasia was 63.87, SD=32.26 (range 

= 6-96).  

Results in Table 1 also revealed that three (14.3%) of the couples had moved their 

homes and made physical modifications to their homes.  Two couples (9.5%) reported 

changes in employment status  and one couple (4.8%) having a child move in with them 

to assist with caregiving, hiring a caregiver, and having other family or another caregiver 

move into the home.  Finally, the majority of the sample, 61.9%, reported earning more 

than $71,000 per year. 

 

Table 1  

Characteristics of Couples in Quantitative Phase (n=21) 

 N (%) Mean (SD) Minimum Maximum 

Spouse with Aphasia Age 

 

 66.33 

(8.73) 

 

44 78 

Spouse without Aphasia Age 

 

 64.76 

(7.23) 

 

56 79 

Length of marriage (years) 

 

 37.08 

(12.54) 

 

5.25 52.92 

Time post- aphasia onset (years) 

 

 11.65 

(9.20)   

 

1.75 36 

Severity of aphasia (AQ) 

 

 63.87 

(32.26) 

 

 6 96 

Male Spouse with Aphasia 

 

17 (81%)    

Moved Home 

 

    3 

(14.3%) 

 

   

Physical Modifications to Home 

 

   3 

(14.3%) 

 

   

Children Move into Home to Assist 

with Care 

 

 1 (4.8%)    
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Table 1 Continued 

 N (%) Mean (SD) Minimum Maximum 

Others Move into Home to Assist  

with Care 

1 (4.8%)    

     

Hired Caregiver(s) within Previous 

Year 

 

1 (4.8%)    

Change in Household Employment 

 

2 (9.5%) 

 

   

Annual Household Income $10,000 - 

$20,000 

 

2 (9.5%)    

$31,000-$40,000 1 (4.8%) 

 

   

$51,000-$60,000  2 (9.5%)    

     

$61,000-$70,000 

 

3 (14.3%)    

$71,000-$80,000  7 (33.3%)    

 

>$80,000 

 

 6 (28.6%) 

   

 

Results 

All statistical data analyses were completed using IBM SPSS version 20 statistical 

software.  Before running any descriptive or statistical tests, the data was cleaned using 

portions of a checklist established by Tabachnick and Fidell (2007).  In the first step, 

univariate descriptive statistics were examined for accuracy by checking for out-of-range 

values, plausible means and standard deviations, and univariate outliers. None were 

identified.  The data was then evaluated for amount and distribution of missing data.  No 

missing data was identified.  Pairwise plots were then checked for nonlinearity and 

heteroscedasticity. The fourth step revealed that all variables had a relatively normal 

distribution not requiring transformation.  
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Hypothesis #1.  Phase I sought to quantitatively explore the relationships  

between the factors of: (1) aphasia severity, (2) length of marriage, (3) length of time 

post-aphasia onset, (4) gender, and the dependent variable of post-aphasia onset marital 

satisfaction.  The first hypothesis proposed that post-aphasia marital satisfactions scores 

would be significantly lower than pre-aphasia scores. In fact, participants did demonstrate 

statistically significant decreases in marital satisfaction when comparing retrospective 

pre-aphasia marital satisfaction to current post-aphasia marital satisfaction. 

 Table 2 depicts the results of paired sample T-tests comparing each non-aphasic 

spouse’s scores on the DAS pre-aphasia onset and post-aphasia onset.  For overall dyadic 

adjustment, there was a statistically significant decrease when comparing satisfaction pre-

aphasia onset (M=120.43, SD=12.23) and post-aphasia onset (M=97.19, SD=21.17 

t(20)=5.59, p<.001).   

Similar statistically significant decreases were noted between pre-aphasia onset 

and post-aphasia subscale scores.   Dyadic consensus assesses the extent of agreement 

between partners on manners important to the relationship, such as money, religion, 

household tasks, friends, etc.  Dyadic satisfaction measures the amount of tension in the 

relationship, as well as the extent to which the individual has considered ending the 

relationship.  Affectional expression measures the individual’s satisfaction with the 

expression of affection and sex in the relationship.  Finally, dyadic cohesion measures the 

common interests and activities shared by the couple.  Statistically significant differences 

were noted between pre-aphasia and post-aphasia in dyadic consensus, t(20)=4.94, 

p=<.001; dyadic satisfaction, t(20)=5.38, p<.001; affectional expression, t(20)=2.63, 

p=.016; and dyadic cohesion, t(20)=5.13, p<.001.   
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In addition to the overall DAS score, differences in subscales pre- vs. post-aphasia 

were also examined in more depth by examining the mean subscale score to a DAS 

clinical profile T-score used for clinical interpretation and therapy planning. The greatest 

decrease was in dyadic consensus where the mean scores dropped from a DAS T-score of 

51 to 38.  Smaller, less meaningful decreases were noted in affectional expression 

(decrease in DAS T-Score from 9 to 8) and dyadic satisfaction (decrease in DAS T-Score 

from 48 to 42).  Interestingly, the sample evidenced an unusually high dyadic cohesion 

pre-aphasia onset T-score (T=61) with a decrease noted (T=49) post-aphasia onset.   

Table 2 

Comparison of Pre-Aphasia and Post-Aphasia Dyadic Adjustment Scale Scores (DAS) 

for Non-Aphasic Spouses 

  DAS Raw Scores_______         DAS Clinical Profile T Scores 

 Pre-

Stroke 

Post-

Stroke 

T df Cohen’s 

d 

Pre-

Stroke 

Post-

Stroke 

Change 

Dyadic 

Adjustment 

(total)  

 

120.43 

(12.32) 

97.19 

(21.17) 

 

5.59
** 

20 1.18 53 40 -13 

Dyadic 

Consensus 

53.24 

(5.15) 

 41.33 

(14.60) 

 

4.94
** 

20 1.21 51 38 -11 

Dyadic 

Satisfaction 

39.33 

(5.23) 

34.90 

(6.53) 

 

5.38
** 

20 0.75 48 42 -6 

Affectional 

Expression 

9.62 

(1.72) 

 7.95 

(3.12) 

 

2.63
* 

20 0.69 50 60 -10 

Dyadic 

Cohesion 

18.19 

(3.36) 

13.67 

(4.67) 

5.13
** 

20 1.13 61 49 -12 

Note.
*
 = p<.05, 

**
 = p<.001. Standard Deviations appear in parentheses below means. 

 

 Hypothesis #2.  The second hypothesis assumed that there would be a 

relationship between post-aphasia marital satisfaction and a number of other variables 

suggested as relevant in the literature.  It was hypothesized that lower post-aphasia 

marital satisfaction would be seen in spouses who are male, married longer, married to 

persons with more severe aphasia, and with more recent onset of aphasia.  
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  Unfortunately, the small sample size did not allow for statistical testing using 

multiple regression.  Therefore, relationships were statistically explored using a simple 

one variable regression.  Results provided mixed support for the hypothesis.  Table 3 

illustrates the Pearson’s correlation matrix among the gender, length of marriage, aphasia 

severity, time post-aphasia onset, and post-aphasia marital satisfaction.   Of those 

variables, higher aphasia severity was found to have a statistically significant correlation 

with lower post-aphasia marital satisfaction, r=.433, p=.05.  None of the other variables 

included in hypothesis 2 achieved a significant correlation. Post-stroke physical function, 

not originally included in hypothesis 2 and as measured by the SIS-16 or SIS-16 Proxy, 

was explored as a potentially confounding variable. Lower physical function scores and 

greater aphasia severity were highly correlated (r=.92, p<.001).  There was also a 

statistically significant relationship between lower physical function scores (SIS-16 and 

SIS-16 Proxy scores) and lower post-aphasia marital satisfaction DAS scores, ( r=.474, 

p=.03).  In addition, while not significant, the other variables of gender (r=.29, p=.21), 

time post-aphasia (r=.33, p=.15), and length of marriage (r=.36, p=.11) were moderately 

correlated with marital satisfaction, which could suggest that the small sample size 

provided insufficient statistical power.  
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Table 3  

Pearson Correlation Matrix among Non-Aphasic Spouse Gender, Aphasia Severity, Time 

Post-Onset of Aphasia, Length of Marriage, Physical Function, and Post-Aphasia Dyadic 

Adjustment 

 Non-

Aphasic 

Spouse 

Gender 

Time 

Post-

Aphasia 

Onset 

Length 

of 

Marriage 

Physical 

Function 

(SIS-16 

Scores) 

Aphasia 

Severity 

(WAB 

scores) 

Dyadic 

Adjustment 

Post-

Aphasia 

Non-

Aphasic 

Spouse  

Gender 

 

1 -.275 -.016  .065  .037 -.287 

Time 

Post-

Aphasia  

 

   .435
* 

 .048  .072  .328 

Length of 

Marriage 

 

 
 

 -.321 

 

 

-.215 -.355 

Caregiver 

Burden 

(SIS-16 

Scores) 

 

    .917
** 

 .474
* 

Aphasia 

Severity 

(WAB 

scores) 

   
 

  .433
* 

    
  

 

Note.
*
 = p<.05, 

**
 = p<.001. 

 

Discussion 

In summary, findings from the quantitative phase of the study indicated that 

spouses of patients with chronic aphasia exhibited lower post-aphasia marital satisfaction 

when compared to retrospectively reported pre-aphasia onset marital satisfaction.  In 

addition, greater aphasia severity and lower physical function were significantly 

correlated with lower post-aphasia dyadic adjustment scores.  The remaining factors 
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examined here, gender, length of marriage, and length of time post-aphasia onset, were 

moderately and non-significantly correlated with post-aphasia marital satisfaction.   

The significant overall decrease in marital satisfaction after aphasia onset noted in 

this study supports similar findings in previous studies by Williams and Freer (Williams, 

1993; Williams & Freer, 1986).  While both previous studies (Williams, 1993; Williams 

& Freer, 1986) reported that post-aphasia marital satisfaction scores were significantly 

lower than pre-aphasia scores regardless of aphasia severity, the current study found that 

aphasia severity was significantly correlated with post-aphasia marital satisfaction.  This 

is a new finding that more clearly-defines the relationship between marital satisfaction 

and aphasia in non-aphasic spouses.  While the finding is not entirely surprising, it leaves 

many questions unanswered.  For example, what is it about the experience of being 

married to someone with aphasia that decreases marital satisfaction in the non-aphasic 

spouse?  Does the relationship between aphasia severity and decreased post-aphasia 

decreased marital satisfaction suggest that the decrease in marital satisfaction is directly 

related to breakdowns in communication and interpersonal processes? These questions 

lend themselves to qualitative inquiry and were incorporated into the explanatory 

qualitative phase of the study. 

 Similar to Williams and Freer (1986) that reported a significant correlation 

between length of marriage and post-aphasia marital satisfaction (r=.31), the current 

study also found moderate correlation (r=.32).  Because both studies had small sample 

sizes n=16 and n=21), it is possible that a larger sample size might provide enough power 

to achieve statistical significance for the correlation.  However, in a later study of 40 

couples, Williams (1993) found no significance between the two factors.  Therefore, 
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evidence describing the relationship between length of marriage and post-aphasia marital 

satisfaction in the non-aphasia spouse remains inconclusive. 

Given the inconsistent findings, it is possible that the real factor is not simply the 

duration of marriage, but the trajectory and life course of the marriage. The crisis theory 

of marriage proposed by Hill (1949) would suggest that the longer length of the marriage 

might provide greater opportunity to encounter and weather crises, thereby providing the 

couple with skills in adaptation, recruitment of resources and strategies for defining the 

crisis and its impacts.  It is also possible that the temporal aspect of crisis and cumulative 

effects introduced by McCubbin and Patterson (1982) could be part of the ultimate 

adaption or maladaptation by couples living with chronic aphasia. Again, this is a factor 

that is difficult to study quantitatively but was identified as a factor to explore 

qualitatively as part of the second phase of this study. 

While not part of the original hypothesis, the relationship between physical 

function and post-aphasia marital satisfaction is also noteworthy.  Although not 

surprising, the finding suggests that the level of physical assistance needed by the aphasic 

spouse may play some part in decreased marital satisfaction in non-aphasic spouses.  

Given the significant correlation between aphasia severity and lower physical function, 

the question of whether the decrease in marital satisfaction demonstrated in this study 

actually relates to stresses secondary to physical caregiving as opposed to aphasia 

remains unaddressed.   How does the physical caregiving burden relate to marital 

satisfaction?  Again, these are questions best approached via a qualitative investigation.  

Therefore, the need for physical assistance was identified as a factor that should be 

explored during the qualitative phase in an attempt to explain the potentially complicated 
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relationships between the factors of aphasia severity, need for physical assistance and 

physical caregiving, and post-aphasia marital satisfaction in non-aphasic spouses.  
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Chapter 6: Qualitative Phase Methodology 

 Phase II, the qualitative phase, of the study utilized semi-structured interviews to 

obtain narrative data to help to explain or elaborate on initial quantitative findings 

obtained in phase one.  Although the qualitative phase of this study was not intended to 

be a true grounded theory study (Charmaz, 2006), various sampling, data collection and 

data analysis techniques that are characteristic of the grounded theory approach were 

used. In the qualitative tradition, data analysis  occurred concomitantly with data 

collection in order to allow for questions to be refined and new paths of inquiry to be 

discovered and developed (Pope, Ziebland, & Mays, 2000).   

Sampling 

Purposive convenience sampling was utilized in the qualitative phase of this 

study.  Purposive sampling means that the researcher intentionally selected participants 

who had experience with the key concept or phenomenon being explored (Creswell & 

Plano Clark, 2007; Teddlie & Tashakkori, 2009).  Because the purpose of the sequential 

explanatory design is to use qualitative data to provide more insight about quantitative 

findings, it was very appropriate and prudent to use the same participants in both phases 

of data collection (Creswell & Plano Clark, 2007).  All participants in the quantitative 

phase of the study were asked about their willingness to participate in the qualitative 

second phase of the study during the consent process.  Given the small n of 21 in Phase I, 

a decision was made to contact all 21 individuals who had indicated willingness to 

participate in Phase II of the study. Of the 21 contacted, four participants did not respond 

to the email and phone call regarding participation in Phase II.   
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The remaining 17 participants who responded to the recruitment requests were 

contacted by the primary investigator by phone to establish inclusion/exclusion criteria 

and review the basic methodology of the study.  Inclusion/exclusion criteria included all 

criteria established in Phase I (see Appendix A) with the addition of the question, “Has 

your spouse suffered any other neurological damage (e.g.: another stroke, dementia 

diagnosis) since participation in Phase I?” During the phone inclusion/exclusion 

interview, three participants responded that their spouses had another neurological insult 

since participation in Phase I and were excluded from Phase II.  Additionally, three other 

participants indicated discomfort with discussing marital satisfaction in a one-to-one 

interview setting.  Therefore, a total of 11 participants qualified for participation in the 

qualitative phase of the study. 

It is not uncommon for mixed methods studies to have much smaller qualitative 

sample sizes than quantitative sample sizes.  In qualitative research, researchers tend to 

identify a smaller number of participants who will provide in-depth information about the 

key phenomenon (Creswell & Plano Clark, 2007).   Determining the number of 

participants required to participate in the qualitative phase is challenging given that 

qualitative data analysis, by definition, does not rely on statistical analysis and 

probability.  In qualitative analysis, saturation has become the gold standard by which 

purposive sample sizes are determined (Guest, Bunce, & Johnson, 2006).  However, 

qualitative literature fails to provide consistent descriptions of how saturation might be 

determined and practical guidelines for estimating sample sizes for purposive interviews 

(Guest, et al., 2006).  Therefore, all 11 participants were included as participants in the 

qualitative phase of the study.  Interestingly, saturation, or a lack of emergence of new 
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themes, was noted to occur during the 10
th

 and 11
th

 interviews, suggesting adequate 

qualitative sample size for this study.   

Data Collection and Analysis 

Data for the qualitative phase of the study was collected via semi-structured 

interviews with spouses of persons with aphasia as well as completion of field notes and 

memos by the primary investigator.  Intensive open or semi-structured interviewing has 

long been a useful and frequently employed data gathering method in various types of 

qualitative research (Charmaz, 2006; Richards & Morse, 2007).  Interviews in qualitative 

research are viewed as a directed conversation that permits the researcher and participant 

to thoroughly explore a particular topic or experience (Charmaz, 2006).  During 

interviews, the researcher seeks to understand the topic by eliciting each participant’s 

interpretation of his or her experience.  Therefore the interviewer’s questions should ask 

the participant to describe the relevant experience in multiple ways and in ways that 

seldom occur in everyday life for the general population (Charmaz, 2006).  

Field notes offer the investigator the opportunity to record observations about the 

interview experience.  Observational field notes capture detailed descriptions of each 

interview and documented things such as the interview setting, the non-verbal 

communication displayed by the informant, as well as pertinent background information 

to help establish context (Richards & Morse, 2007).   Field notes and memos can also 

contain data and analytic remarks that lead to conceptualization of meaning and theory 

(Corbin & Strauss, 2008).    

ATLAS.ti.  Given the large amount of data that was collected for this study, the 

ATLAS.ti qualitative computer software package was used to allow for a more 
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expeditious qualitative data analysis as well as a documented record of analysis for audit 

purposes (Creswell & Plano Clark, 2007).   ATLAS.ti software allows for electronic 

storage of the interview transcriptions.  It enables the investigator to block and label text 

segments with codes so that they can be easily retrieved.  It also allows the investigator to 

organize codes and memos into a visual map or diagram in order to visualize the 

relationships among them.  Finally, the software allows for the development of 

theoretical links and systematic searches for data than can serve as confirming evidence 

(Pope, et al., 2000).   

Semi-structured interviews.   Because the interviews in this study were semi-

structured, the interviewer used questions derived from an interview guide included in 

Appendix B.  Based upon a general framework provided by Charmaz (2006), the purpose 

of the interview guide developed was to provide the interviewer with a well-thought-out 

list of open-ended questions designed to invite detailed discussion of the topic of marital 

relationships and chronic aphasia.  The interview guide was edited and refined at the 

completion of Phase I in order to incorporate questions and issues that warranted further 

investigation based on findings from that phase.  These included questions exploring 

physical caregiver burden and dyadic communication, cohesion, and consensus as part of 

the marriage and marital satisfaction.  It should be noted that the number and order of 

questions from the interview guide asked varied from interview to interview.  In addition, 

the interviewer sometimes added questions not included in the guide for the purpose of 

elaboration, description, expansion or clarification.   

The primary investigator conducted all semi-structured interviews for this study.  

In order to decrease burden to participants, each participant was scheduled for a single 
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two-hour semi-structured interview.  While it was originally proposed to conduct all 

interviews at the LCC, it quickly became apparent that some willing participants would 

be unable to secure respite or supervision for their spouses with aphasia in order to 

participate.  Therefore, human subjects review approval was received to conduct some 

interviews in the homes of participants.   

Each semi-structured interview was recorded using an Olympus Digital Recorder.  

The recordings were then submitted to a HIPAA-compliant transcription service, 

Datagain, as a .wav file using an encrypted server for verbatim transcription.  All 

transcriptions were reviewed for accuracy as part of the coding process.  Each 

transcription was imported as a Microsoft Word document into ATLAS.ti qualitative 

software as one project.  

Field notes and memos. Immediately following each interview, the primary 

interviewer recorded a field note in the form of an ATLAS.ti memo.  The field notes 

included information such as the physical setting of the interview, non-verbal behaviors 

demonstrated by the participant, as well as emotional reactions to questions and 

discussions exhibited by the participants.   The field notes often were expanded to a more 

traditional qualitative memo.  The memos included the investigator’s initial thoughts 

about potential codes and emerging to potentially explore further in subsequent 

interviews.  True to grounded theory methodology, memos served not only as a means of 

data collection but were also key to data analysis (Corbin & Strauss, 2008). Memos were 

created throughout the qualitative data collection and analysis process.  Specifically, 

memos were created after each open coding session and during the axial coding phases. 
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In order to establish some consistency with grounded theory methodology, the 

following features of writing memos were utilized in this study:  1) all memos were 

written in ATLAS.ti and were dated and titled; 2) each memo was linked to text in the 

interview transcripts included short quotes or phrases of raw data; 3) memos were written 

in a conceptual rather than descriptive style in order to facilitate movement from raw data 

to findings; and 4) memos were regularly compared and updated as data collection and 

analysis progresses and were closely examined to determine saturation of categories 

(Corbin & Strauss, 2008).   

Coding. Coding refers to “naming segments of data with a label that 

simultaneously categorizes, summarizes, and accounts for each piece of data” (Charmaz, 

2006, p. 43).  Coding allows the investigator to select, separate, and sort data in order to 

begin the process of analysis.  Coding also involves interaction with the data by using 

multiple strategies such as asking questions about the data and making comparisons 

between data in order to derive concepts about the them.  These concepts are then further 

developed through exploration of their dimensions and properties (Corbin & Strauss, 

2008).  Charmaz (2006) says, “Through coding, you define what is happening in the data 

and begin to grapple with what it means” (p. 46).  In the tradition of grounded theory, a 

two-phased approach to coding, including open coding and axial coding was 

implemented.   

 In the initial or open coding phase of qualitative analysis, the investigator remains 

open to exploring whatever theoretical possibilities can be discerned from the data.  Open 

coding allows for the investigator to begin to organize a large amount of data by 

identifying categories and concepts that are provisional, comparative, and grounded in 
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the data (Charmaz, 2006).  In this study, each interview transcription was read word for 

word and each relevant word, line or segment of data was named in ATLAS.ti using the 

guidelines established by Charmaz (2006) for open coding.  These guidelines include 

remaining open, staying close to the data, keeping codes simple and precise, preserving 

action by using gerunds as codes whenever possible, constructing short codes, comparing 

data with data, and moving quickly through the data (Charmaz, 2006).  The investigator 

then selectively focused on the most significant or frequent open codes in order further to 

sort, synthesize, integrate and organize the data. Some examples of open codes identified 

during this study included, “physical caregiver burden,” “communication breakdown,” 

“guilt,” “stress,” “parenting,” and “loss of control.” 

As part of the open coding phase, in vivo codes were also identified.  In vivo 

codes refer to codes of informants’ special terms or language selections.  They can 

include general terms that flag condensed but significant meanings, an informant’s 

innovative word choice or term that captures meaning or lived experience, as well as 

insider language or shorthand that is specific to a particular group and reflects their 

perspective (Charmaz, 2006).  Examples of in vivo codes identified in this study 

included, “A loss is a loss” and “It’s our new normal.” In vivo codes are not meant to 

stand on their own and should still be subjected to comparative and analytic treatment.  

However, they are often an effective means to identify implicit meaning and to condense 

meaning (Charmaz, 2006).   

In the second phase, known as axial coding, the investigator began to relate 

concepts identified in the data to each other.  According to Charmaz (2006), “Axial 

coding relates categories to subcategories, specifies the properties and dimensions of a 
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category, and reassembles the data you have fractured during initial coding to give 

coherence to the emerging analysis” (p. 60). In axial coding, the investigator seeks to link 

categories with subcategories and explore how they are linked.  This is accomplished by 

applying an organizing scheme to answer the question of how the categories and 

subcategories are related.  In the proposed study, Strauss and Corbin’s organizing scheme 

was applied.  This scheme groups open codes into conditions, actions/interactions, and 

consequences (Strauss & Corbin, 1998).  Conditions refer to the circumstances or 

situations that form the structure of the phenomena being explored and were explored 

using “why,” “where,” and “when” questions.  Actions/interactions refer to informants’ 

routine or strategic responses to issues, events or problems and were explored by using 

“who” and “how” questions.  Finally, consequences refer to the outcomes of 

actions/interactions and were explored by asking “what happens” questions (Strauss & 

Corbin, 1998, p. 128).  Axial coding themes were also recorded in ATLAS.ti, both within 

transcripts and within memos. 

Qualitative validation. Qualitative validation is important to establish but cannot 

be viewed in the same fashion as validation of quantitative data.  In qualitative analysis, 

validity means assessing whether or not the information obtained through data collection 

and analysis is accurate (Creswell & Plano Clark, 2007).  In this study, two strategies 

were used to determine qualitative validity.  They included member checking and 

consultation with a qualitative researcher who was not a member of the research team.   

Member checking is a frequently employed strategy in which the investigator 

takes summaries of the findings back to key participants in the study and asks them 

whether or not the findings are an accurate representation of their lived experiences 
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(Creswell & Plano Clark, 2007; Teddlie & Tashakkori, 2009).  In this study, final 

qualitative findings were shared with three participants who were interviewed during the 

qualitative phase.  They confirmed validity of the qualitative findings, particularly 

affirming the broader categories of coping with loss and creating a new normal. In 

addition, emerging themes from early interviews were checked with participants as part 

of the later semi-structured interviews. 

Validity of the qualitative findings was further supported by consultation with a 

colleague with demonstrated expertise in qualitative research and analysis, Dr. Sarah 

Canham.  Copies of four random interview transcripts and all memos were electronically 

shared with Dr. Canham who read them and blindly derived a number of preliminary 

open and axial codes. In a 2 hour Skype session, the investigator and Dr. Canham shared 

codes and discussed various ways that the codes could be linked into themes.  

Consultation with Dr. Canham resulted in both support of already-identified axial codes 

and themes as well as expansion of others that are subsequently explored in the analysis 

section. 
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Chapter 7: Qualitative Results and Discussion 

 The overarching goal of the qualitative phase of the study was to explain the 

quantitative results obtained in the first phase.  In particular, the investigator sought to 

better understand why marital satisfaction was perceived as lower post-aphasia in people 

married to persons with chronic aphasia and whether or not the communication 

breakdown resulting from aphasia was a key factor in that decrease.  In a second line of 

inquiry, the investigator sought to explore the complex relationships between physical 

caregiving, aphasia, and marital satisfaction.   

Sample 

The final qualitative study sample comprised 11 non-aphasic spouses who met the 

inclusion and exclusion criteria for the study.  Demographic data was derived from the 

original demographic forms completed by the participants as part of the first phase of the 

study. The qualitative sample appeared to be strongly representative of the original 

quantitative sample demographically with the exception of the even heavier skew to 

female non-aphasic spousal participants. 

In the qualitative sample, 91% of the participants were female.  As depicted in 

Table 4, the mean age of the non-aphasic spouse was 65.27, SD=9.91 (range=56-72) and 

the mean age of the spouse with aphasia was 64.54, SD=5.97 (range=44-77). The couples 

were married an average of 37.69 years, SD=13.47 (range=5.25-52.92), and the mean 

number of years post-aphasia onset was 10.66, SD=9.57 (range=1.75-35.58).  Table 4 

also reveals that a total of 18.2% (n=2) had made physical modifications to their home 

and experienced a change in household employment in the year previous to completion of 

the demographic form.  In addition, 9.1% (n=1) reported that s/he had moved the family 
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home, had a child move in as a caregiver, and hired a caregiver.  Finally, Table 4 reveals 

that nearly 64% of the participants reported an annual household greater than $70,000.   

Table 4 

Characteristics of Non-Aphasic Spouses in Qualitative Phase (n=11) 

 N (%) Mean (SD) Minimum Maximum 

Spouse with Aphasia Age 

 

 65.27 (9.91) 44 77 

Spouse without Aphasia Age 

 

 63.54 (5.97) 56 72 

Length of marriage (years) 

 

 36.69 

(13.47) 

 

5.25 52.92 

Time post- aphasia onset (years) 

 

 10.66(9.57)   

 

1.75 35.58 

Severity of aphasia (AQ) 

 

 65.39 

(37.53) 

 

 6 96 

Male Spouse with Aphasia 

 

10 

(90.9%) 

 

   

Moved Home 

 

1 (9.1%)    

Made Physical Modifications to 

Home 

 

  2 

(18.2%) 

 

   

Children Moved into Home to Assist 

with Care 

 

 1 (9.1%)    

Family or Caregiver Moved into 

Home to Assist with Care 

 

0    

Hired Caregiver within Previous Year 

 

 1 (9.1%)    

Experienced Change in Household 

Employment 

 

 2 

(18.2%) 

   

Annual Household Income $21,000-

$30,000 

 1 (9.1%)    

 

$41,000-$50,000 

 

  

1 (9.1%) 

 

   

$51,000-$60,000 

 

 1 (9.1%)    

$61,000-$70,000  1 (9.1%)    
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Table 4 Continued 

 N (%) Mean (SD) Minimum Maximum 

$71,000-$80,000 

 

 3 (27.3%) 

 

 

 

  

>$80,000 4 (36.4%)    

     

 

 Similar to the participants in the quantitative phase of the study, participants in the 

qualitative phase exhibited a statistically significant decrease in marital satisfaction in the 

quantitative phase of the study. For overall dyadic adjustment, there was a statistically 

significant difference between pre-aphasia onset dyadic adjustment scores (M=115.09, 

SD=10.55) and current post-aphasia dyadic adjustment scores (M=88.64, SD=26.24), 

t(20)=3.10, p=.006.   

Results 

 The qualitative analysis resulted in two categories with related subcategories that 

conceptualize the experience of persons living as spouses of patients with chronic 

aphasia.  The key categories were living with loss and creating a new normal (see Figure 

2 depicting taxonomy of categories and subcategories).  While each of categories and 

subcategories alone does not explain the quantitative findings, together, they provide a 

conceptual framework that further explains the decrease in marital satisfaction and its 

correlation with aphasia severity and  physical caregiving found in Phase I of the study. 

Figure 2. Taxonomy of Categories for Qualitative Analysis 

     LIVING WITH LOSS       CREATING A NEW NORMAL 

Loss of some aspect of spouse   Reaffirming the marital commitment 

Loss of some aspect of self   Reframing the situation to identify the positive 

Loss of social support and friends  Cherishing the present 
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Figure 2. Continued 

Loss of partnership    Identifying self-care strategies 

 Financial decision-making  Developing and nurturing social supports 

 Household responsibilities  Acting as advocate 

 Parent-child relationship  Recognizing new skills and attributes 

Loss of intimacy     

Emotions that accompany loss     

Anger and resentment    

Guilt       

Helplessness 

  Fear 

Figure 2.  Taxonomy of the categories and subcategories derived in the qualitative analysis 

displayed in a hierarchical format. The bolded and capitalized headings are categories. Under the 

categories are its related sub-categories.  Italicized and indented terms are subordinate to the sub-

categories that they are listed under. 

 

 Living with Loss.  Spouses of patients with chronic aphasia spoke of the loss of 

their life and marriage as they knew it, once their spouses had strokes.   In response to the 

question, “How has your spouse’s stroke and aphasia affected your marriage,” 

participants in the study consistently indicated how significantly and permanently their 

married lives were changed because of the cognitive, communicative, and physical 

disabilities resulting from the stroke.  In the words of one participant, “This isn’t a death.  

But, a loss is a loss.”  Further analysis of this theme revealed five subcategories: (1) loss 

of some aspect of spouse, (2) loss of some aspect of self, (3) loss of partnership and 

intimacy in marriage, (4) loss of social support and friends, and (5) patterns of recurring 

emotions that accompany the losses. 
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Loss of some aspect of spouse.  Participants unanimously voiced that their 

spouses’ identity changed in some way as a result of the stroke and aphasia.  These 

identity changes were related to personality and behavioral changes, most likely resulting 

from the injury to the brain, as well as changes in role within the marriage and the family.  

One participant shared how her husband had actually changed his name after the stroke as 

a marker of self-recognition of this identity change. She stated,  

…He changed his name to Denny after the stroke.  So, those of us who knew him 

as Dennis sometimes still do (call him Dennis).  I probably call him Dennis more 

than Denny, but I try to call him Denny in front of him because that’s what he 

wants.  He’s been very clear that Dennis is who he was before his stroke and now 

I’m Denny.  

Several participants expressed difficulty in adapting to personality changes exhibited by 

their spouses after the stroke.  Some participants described that because of the stroke, 

their spouses exhibited increased agitation, anger, cursing, and impatience.   Others 

expressed how their spouses had changed from highly-motivated and active individuals 

to people demonstrating little to no initiation, requiring constant reminders, structure, and 

reinforcement in order to remain active and engaged in daily life.  These personality 

changes were often described as interfering with recovery from the stroke and aphasia 

and progression in therapy.  Sometimes, the personality changes made caregiving more 

difficult.  One woman described how her husband’s agitated and angry behaviors had 

chased away paid caregivers: 

Oh absolutely, but I didn’t have fulltime help at all.  That’s when I should have 

started fulltime help.  I tried because I was still working at that point, but I 
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actually came home from work one day and he had screamed and yelled at the 

caregiver until she was crouched in the stairwell away from him.  I mean and 

that’s still happening today.  He wouldn’t let the aide give him a bath.  I kept her 

for like a week and a half I guess or almost two weeks.  And every day when she 

came, or every third day or whatever it was, he got so agitated that it would take 

all day to calm him down.  So finally I let her go and gave him the baths myself.  

It just wasn’t worth the trouble.  And I tried all these caregivers and I mean he just 

would not tolerate them. 

 While all participants indicated that some sort of personality change was 

exhibited, many also indicated that they could still identify many aspects of the pre-

morbid personality in their spouses.  One participant stated, “He’s totally different, yet 

he’s really the same.”  Another spouse of a man with profound aphasia expressed, “So, 

the only thing he really has left is his impishness, and that’s how you know he’s there.” 

Another non-aphasic spouse described her husband’s great sense of humor before the 

stroke and aphasia.  Even with the loss of his verbal ability to use humor due to his 

aphasia, she indicated that his humor remains an important aspect of his personality.  She 

said,  

He was a riot.  I mean, he still is in his own way…And we used to have a joke 

because I was not so funny.   If I managed to make him laugh, he’d say ‘It’s been 

six months.’ So every once in a while these days, he’ll say, ‘Six months.’ I’ll 

know what he means…I made him chuckle. 

 Participants also described how changes in their spouses’ roles as providers and 

parents further contributed to a sense of loss.  While many of the patients with aphasia in 
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the study had already retired at the time of the stroke, several were young enough to be 

working and providing the primary income for the family.  Aphasia prevented all such 

patients from returning to their previous jobs.  Only one patient with aphasia was able to 

return to a modified version of his former job as an attorney.  Participants expressed how 

this change in role resulted in increased worry and anxiety about the financial future for 

the non-aphasic spouse.  But, perhaps more importantly, several participants also 

described how their spouses with aphasia mourned the loss of ability to work and provide 

for their spouses and or families.  In the words of one spouse, “…so, in one the span of 

one year (after the stroke and aphasia), there went the business that he had worked so 

hard to develop.  I was petrified and he was beside himself.”  Another wife stated,  

So here was this young, super intelligent guy who had this great job and 

experienced such success in his career and he couldn’t even write his name.  

There was no way he was going back to his job and his career.  I think he still 

hopes for it but I don’t see it happening.  Thank goodness I had a career and have 

been able to provide for our family.  He has adjusted.  But, I know he still misses 

work and still hopes he will return. 

Several participants described how aphasia impacted their spouses’ role as a 

parent.  The impact varied greatly with the age of the children at the time of the stroke.  

One woman described how her husband’s aphasia impacted his relationship with his 

now-adult sons, one of whom was four years old at the time of the stroke and the other 

who was nine years old: 

J. (the four-year old at the time of the stroke) didn’t really know him any other 

way.  And, to this day, he just involves his dad in all of his conversations and just 
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talks to him like there is nothing wrong.  C. (the nine year-old at the time of 

stroke) took longer to adjust.  It was like he was a little afraid of H. (his father) at 

first.  He would come to me with a question instead of H.  But, H. tried very hard 

to still show his parenthood and C. eventually came around.  Although, I do think 

he had to grow up a little faster.   

Another participant stated, “He really was a better father than a spouse.”  She then 

shared that her husband had always been the parent that her daughters went to for life 

advice.  Her daughters, teenagers at the time of the stroke, shared later with their mother 

how much they missed being able to seek that advice from their father, even in 

adulthood.  They described trying to seek advice from him but how the aphasia interfered 

with their father’s ability to both understand the complexity of the questions they posed 

and to respond verbally with the advice they sought.  

 Several participants also described how their children had to assume additional 

responsibilities, both in the acute and chronic phases of the stroke and aphasia recovery; 

these roles made them uncomfortable.  One participant described how upset she was 

when the occupational therapist in the inpatient rehabilitation hospital trained her and her 

daughter to toilet her husband so that he could return home.  In her words, “…bad enough 

that you are asking me to wipe my husband’s ass.  But, his daughter?  That’s just crossing 

the lines of dignity for both of them.  I don’t think so.”  Other participants described how 

much they had come to rely on their adult children to assist with financial planning and 

decision-making, a role their spouses had assumed until the time of the stroke and 

aphasia onset.  One participant said, “And I did just say to my daughter recently ‘You 

need to come sit down and figure out all of these things.’ My kids are, listen, my daughter 
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is a nurse and she sees cancer all of the time and she’s older now. So, I think she’s 

beginning to get it.  My son…he just doesn’t get it.  So, thank God I have (my daughter) 

to help me figure out these things.” 

 Loss of some aspect of self.  Many of the participants voiced how the stroke and 

aphasia had resulted in a loss of part of their own self-identities.  Typically, these types of 

responses were related to the questions, “How do you feel your role as caregiver affects 

your role as spouse?” and “Describe the most challenging aspect of your life as a spouse 

of someone who has aphasia.” This finding appeared very much related to a strong theme 

of how life after stroke and aphasia centers on the patient 24 hours per day, seven days 

per week, even many years post-aphasia onset.  In the words of one wife of a patient who 

had his stroke and acquired aphasia more than seven years ago, “it’s still all about him.”  

Another participant stated, “I don’t mind helping, but I’m feeling like my day is not mine 

anymore.”  Another said, “It really is because everything has to focus around what his 

day is like.  I mean, whether you have a caregiver or not, you still have to focus on his 

need.”  Yet another stated, “…yeah, I mean he really can’t, or he’s still not seeing that’s 

there’s anything beyond him and his therapy.”   

 The analysis clearly revealed that all participants identified themselves as 

caregivers.  Some are physical caregivers because their spouses require physical 

assistance with activities of everyday living, such as toileting, feeding, and bathing.  

However, all of the participants indicated that the presence of aphasia required them to at 

least be “cognitive caregivers.”  In the words of one participant, “He doesn’t really need 

taking care of.  Or, at least, not physical taking care of anymore.  But, I don’t think he 

could, you know, live on his own.  Yeah, how could he when he can’t always understand 
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or think things through?”  Another participant said, “You’re constantly having to think.  

I’m always thinking for two.”  Yet another voiced, “Most of the time I’m thinking for 

two people.  He needs two minds to take care of him.” 

 The spouses of patients with chronic aphasia in this study provided many 

descriptions and examples of cognitive caregiving.  Some described the need to construct 

a daily routine for their spouses with aphasia so that rest breaks could be built in and any 

potential communicative or cognitive hurdles could be foreseen and addressed before the 

day began.  Others indicated that while their spouses could drive, they still felt the need 

to accompany their spouses with aphasia to medical appointments.  If not, they lacked 

confidence that their spouses could communicate adequately with the medical 

professional or could competently and effectively relay significant information, such as 

new medications or test findings in subsequent conversations with the non-aphasic 

spouse.  Another example involved accompanying the spouse with aphasia on the first 

several drives to a new location, due to his/her decreased ability to follow written 

directions or the oral instructions of a GPS device. 

The participants in the study also shared that they felt the burden of caregiving 

constantly and were overwhelmed by the chronicity of it.  One participant said, “Cause 

some days, you feel like shit, ugh.  It’s like this…really?  I’m in a crappy mood and I just 

don’t want to deal with this anymore.”  Another stated, “You think about being a 

caregiver…you think it, but you don’t think that it’s going to hit when you’re 50 or so. 

That’s a hell of a long time.”  Another participant shared how the caregiving burden felt 

more overwhelming as he began to realize that the aphasia would be chronic.  He stated, 

“It’s worse for me now, because even though she was more physically dependent early 
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on after the stroke, as silly as that sounds, I thought she would get better.  She walks 

better, but the communication is no better at all.” 

Participants expressed that the consequences of necessary, but difficult, constant 

cognitive and/or physical caregiving and focus on the person with aphasia include loss of 

friendships, loss of hobbies and other recreational outlets, as well as the loss of time for 

self-care.  In response to the question, “how do you take care of yourself?” one 

participant stated: 

I used to and I’m sure you’ve heard me say this before, put him to bed earlier, so I 

could carve out an hour.  I can’t do that anymore.  I mean he has gotten such that 

he stays up until 11:00 and if I put him to bed earlier than that, he’s up in the 

middle of the night.  So I had to give up that hour.  If I don’t go to bed at 11:00 

when he goes to bed…  I do go to bed and I read maybe for 15 or 20 minutes, but 

our bedtime has become so late there’s no hour in there for me to do anything.  If 

I couldn’t read for at least some of that time, I don’t think I would have made it 

this far.  He doesn’t take much of a nap in the morning anymore.  I used to use 

maybe an hour of that or 45 minutes of that for quiet time.  I don’t get that 

anymore.  It’s become increasingly hard over the years to keep carving out that 

time for myself. 

The same participant later said, “I just feel exhausted, not so much burned out, but 

mentally and physically exhausted.” 

 Loss of social support and friends.  In response to the question, “How important 

was it for you to agree on major life issues (children, career, leisure activities, friends, 

etc) before the aphasia,” many of the participants shared that the friendships they had 
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made as individuals and married couples before the stroke and aphasia onset were very 

important to them.  When describing their married lives before the stroke and aphasia, 

many described the shared experiences and interests with their “married couple friends” 

as positive contributors to their marital satisfaction.  Most participants indicated that 

these friends offered support in the acute stages of the stroke recovery, but that the 

friendships tended to dissolve over time.  Sometimes, the friendships dissolved because 

of lack of time and attention.  However, participants suggested that many of the 

friendships waned due to discomfort with aphasia and its chronicity.  One husband stated, 

“It’s uncomfortable for a lot of people.  People just have that discomfort spot where 

we’ve all been…where you think, after a while, that this is just going to get better.  It’s 

hard to talk to someone if you don’t know what they are communicating.”  Another 

participant shared a story of a lifelong friend coming to visit her husband after his stroke 

and aphasia: 

The three of us, as he was recovering, we were smiling and nodding and not 

having an iota of an idea of what he had just said.  He (the friend) tried and he 

came over a couple of times.  He was astute.  But, if you don’t have the 

knowledge, if you’re not comfortable, well…I just think that the social situation 

deteriorates, because it’s like you’re talking to yourself.  Now, he’s just not that 

involved.  He still comes once in a while.  I kind of stay and we sort of all 

talk…we have this uncomfortable discussion.  I think it’s hard for a lot of people. 

Another participant described how she and her husband lost many of their “married 

couple friends.”  She said, “Well, now almost everyone that we knew as a couple has 

dropped off because it’s one of us and it’s no fun for anyone.  They are just 
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uncomfortable.”  Yet another spouse, describing the loss of pre-stroke and aphasia 

friends, stated, “Right, they made promises…we’ll have lunch; we’ll go to the movies; 

I’ll take you to the golf course; we’ll do all this.  Right. Did they call you? Because they 

must have lost our number.” 

 Loss of partnership.  In describing their marriages and their roles in the marriage 

before the stroke and aphasia, many participants described equitable distribution and 

sharing of responsibilities and duties.  These included daily household duties, parenting, 

managing of finances, and financial planning.  Although some participants were dually-

working couples, several indicated that the marital roles were more traditional.  One said, 

“So our marriage was kind of like he was the, you will, wage earner and I was the 

homemaker, the nurturer.”  Another said, “He worked and I was a stay-at-home mom. I 

didn’t know anything about the money.  Didn’t want to.  Right out of June Cleaver.”  

Still, most participants described their pre-stroke and aphasia roles in ways that implied 

shared partnership, equitability, and reciprocity.  One participant said, “So in many ways 

our marriage worked really well because I didn’t have any problem giving up the kitchen 

part and he didn’t have any problem doing it.”  Another said, “He never shirked 

responsibilities at home.  I was usually the long-range financial planner.  But, he was the 

fixer.  He kept things up.”  When asked to describe their marriages before the stroke and 

aphasia, several participants used the words “partnership” and “partners.”  Unfortunately, 

many participants indicated a loss of partnership after the stroke and aphasia onset.  The 

loss of partnership was described in relation to daily household duties, managing of 

finances, and financial planning.   
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Financial decision-making.  With regards to finances and financial planning, one 

participant said, “I am okay with certain level of decisions.  But, I don’t want to have to 

make decisions at work and then come home and make decisions and make decisions on 

the weekend.  I miss sharing that load.”  While some participants indicated that they tried 

to include their spouse in decision-making, many expressed that the aphasia made it 

difficult, if not impossible.  One participant married to a spouse with very mild aphasia 

described the difficulty by saying: 

She sometimes can’t get the exact word. She’ll think it’s close but sometimes it 

isn’t. Sometimes it’s enough of a distinction that I end up misinterpreting because 

I’m taking what she’s saying literally and it’s not quite what she meant and in that 

case it does make a difference.  

According to another participant married to a spouse with severe aphasia, “I mean 

you don’t even have the conversations, you don’t have the talks about finances or what 

are you going to buy or what are you doing to do, because he wouldn’t have a clue.”  

Several participants described stressful situations where family-owned businesses and 

primary sources of incomes were lost as a result of the stroke and aphasia further 

complicating the financial management and planning challenges.  One said, “…My God, 

our life had changed.  H. didn’t have a company anymore.  It’s like now what? We have 

three kids to put through college and a mortgage to pay.  And that was very scary…the 

whole money thing was really scary to me.” 

Household responsibilities.  Some participants voiced frustration with a lack of 

motivation that appeared after the stroke, or perhaps as a result of the stroke, in their 

spouses regarding household responsibilities.  One said, “I think it’s just every once in a 
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while, I would like him to try and help me a little bit more.  He’s physically capable of 

helping.  He just doesn’t think to do it anymore.”  Another participant expressed, “I hear 

him saying, ‘You gotta realize how hard this is for me.’ It is all very…physically, it is 

tiring for him.  When he gets home from here between the (therapy) sessions, I know he 

is tired, but it’s all left to me.” Another participant married to a spouse with severe 

aphasia communicated how difficult it is to engage her now impulsive spouse in 

decision-making.  She said, 

Yeah you go from discussing decisions to becoming the bad guy because you 

can’t do that.  A lot of what D. wants to do sometimes is very childlike.  You 

absolutely can’t do it.  It’s not safe, not good for him, not whatever.   

Parent-child relationship.  Some participants made strong references to the onset 

of aphasia effecting a change from a marital relationship to one that resembled a parent-

child relationship.  One participant married to a spouse with profound aphasia said,  

It’s like having a child who doesn’t talk yet.  You know, you’re talking to them, 

you’re interacting with them all day, but they’re not answering you and they’re 

not telling you.  There are times when he’ll get really agitated and I will ask him 

what’s wrong.  He doesn’t know what’s wrong.  It’s like dealing with a child 

who’s crying, you’re trying to guess why they’re getting agitated and why they’re 

crying, or what’s hurting them, or it they’re sick, those kinds of things.  There’s 

no marriage aspect to it at all anymore, I don’t think.  It’s strictly a caregiver kind 

of thing. 

Another participant married to a spouse with moderate-severe aphasia stated, 
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The other big thing is that there are times that I feel like he is my child.  It doesn’t 

make me love him any less. But, I do love him in a different way…Sometimes, 

yeah, sometimes I feel he is my child. 

 Another participant married to a spouse with mild-moderate aphasia said,  

His day revolves around his needs just like a child.  It’s time for my nap. It’s time 

for my lunch. I want to watch my favorite TV show. It’s time for my dinner. I 

want to watch my evening shows.  It’s time for bed.  I have to go to the bathroom.  

You need to fix my pants because they’re hiked up and hurting me and things like 

that.  I have a pain and that kind of stuff.  There’s no, I guess what you would call 

normal life stuff going on in our house anymore.  It’s strictly a caregiver care 

receiver kind of mentality. 

 Interestingly, a few participants strongly negated the notion of a change from a 

spousal to a parent-child relationship after the stroke and aphasia.  One participant 

married to a spouse with severe aphasia expressed,  

So yeah, there was a shift. But, I hated when people said, “Must be like you have 

four children.” Bite your tongue! Leave my house!  Don’t’ even talk to me 

anymore because I don’t have four children.  I have a husband who had this shit 

happen to him but he’s my husband. So I mean I feel very strongly about that…I 

think one of the reasons we still have a successful marriage is because I will never 

consider him a child. He’s…God, he’s the man I married; he gave me this 

beautiful family, a great life. 

 Loss of intimacy.  Another theme that emerged in response to questions about 

how the marriage changed after aphasia was a loss of intimacy.  Sometimes, this loss 
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seemed related to the perception of the spouse with aphasia being self-focused.  

According to one non-aphasic spouse, “He just never seems to be tuned into me at all.”  

For many, the feelings of lost intimacy and bonding with their spouses were directly 

related to communication breakdowns resulting from aphasia.  These responses were 

usually elicited by the question, “How do you and your spouse communicate since the 

aphasia?”  One participant stated, “Probably the thing that I do miss about our marriage 

before is we had that relationship, you know, one based on a lot of just talking about 

things of interest.”  Another said,  

We used to always talk about what was going on in the world. Now he can’t have 

a conversation anymore about even current events although I still try to keep him 

up-to-date on the old stars, who died, and what’s going on. But, it’s a one-way 

conversation.   

Yet another expressed,  

The communication breakdown is very significant, I think.  I think that if he…I 

mean there are occasions where he will have a moment of, a real spark of 

intelligence or something will occur to him that he wants to talk about and it’ll 

come out plain enough that I can get the gist of it.  But, yeah, if you could just 

have, it doesn’t even have to be in-depth conversation, if you could just have 

conversation it would make all the difference. 

Some participants also described loss of sexual intimacy after the stroke and 

aphasia onset.  It was difficult to discern how much of this loss was related specifically to 

the aphasia.  It also appeared that many of the couples hadn’t lost sexual interest but 
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could no longer engage in sexual relations due to physiological limitations or 

impairments.  One participant said,  

His desire, his sexual desire is still very much there.  All I have to do is get 

undressed and ‘Ah’ his eyes get wide. So, he hasn’t changed in any of that. The 

sexual interest hasn’t changed. The sexual performance has changed. I do miss it. 

Several participants indicated that their marital satisfaction could be improved 

with sexual intimacy.  One participant stated, 

There was a real downward shift of intimacy at that point.  And I think in any 

marriage, well, I don’t way to say any marriage, but I think without that (sexual 

intimacy) sometimes you’ve lost a very important piece.  You become 

roommates, if you will.  And, a lot of contention and dissatisfaction can be taken 

care of by a close physical relationship, which we don’t really have anymore. 

 Emotions that accompany loss.  Throughout the interviews and in response to 

varying questions, participants expressed and demonstrated a number of emotions that 

frequently accompany loss.  These included anger, resentment, guilt, helplessness, fear, 

and loneliness.  These emotions played a role in how the participants experienced 

marriage and were part of the complexity of how they defined their marital satisfaction 

after stroke and aphasia onset. 

Anger and resentment.  Participants frequently expressed anger at the situation in 

general.  One participant stated, “Sometimes, it’s like, really God?  This had to happen to 

us?  Now?”  Other participants voiced anger and resentment directed at the medical 

system and medical professionals.  One participant shared the story of how her husband’s 

primary care physician misdiagnosed the early warning signs of an impending stroke: 
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 But I just remember the day before H.’s stroke I called the doctor and I said, 

‘Something is wrong,’ and his response to me was, “Why don’t you let me be the 

doctor?” Really? He missed it.  Yeah.  So, we sued him. 

Finally, some participants expressed anger and resentment toward their spouses 

for not controlling or addressing health conditions that could have potentially contributed 

to the stroke onset.  These conditions included alcoholism, obesity, high blood pressure, 

and diabetes.  In the words of one participant, “I really used to get angry about that. I’ve 

gone there.  Could a healthier lifestyle…I take care of myself and now I have to take care 

of him.  Could it have been different?  It’s a big if.” One spouse married to a now-

recovering alcoholic stated, “Yeah…there was some contention about it.  We would 

never come right out and talk about it.  Before the stroke he would never acknowledge 

that he had a drinking problem. But, he knew that he did.”  Another spouse expressed 

anger with her spouse for not seeking medical attention at the first symptoms of his 

subsequent stroke.  She said, “…because he wasted almost a day and a half, so it was way 

too late in order to do that (administer the clot-busting drug, TPA), so things could have 

been so different if…That was his choice, too, I guess, you know?”  The same spouse 

further described her anger and resentment by stating, 

So yeah, I do feel that D. could have taken much better care of himself, tried a lot 

harder to prevent what happened to him and even have sensibly gone and gotten 

medical help that night when I wasn’t there.  There are so many factors. But yeah, 

I do resent that sometimes…But I mean that’s who he was, so I had finally just 

kind of thrown up my hands and said, ‘It’s your choice. If you want to kill 
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yourself and go out that way, then what can I do about that?’ But, I didn’t realize 

he was going to take me down with him, literally. 

Participants also expressed resentment toward their aphasic spouses for not 

expressing appreciation for the caregiving.  One said, 

Sometimes when he’s having a really bad day and nothing pleases him and he’s 

snapping at you for everything.  And I say to him, “It doesn’t have to be this hard. 

I don’t mind doing for you if you accept it with a smile or stop complaining about 

every little thing.” It’s not so much the caregiving, it’s the attitude that wears you 

down. 

 Guilt.  Participants frequently expressed guilt for the negative emotions they were 

expressing during interviews.  One participant said, “I probably just sound like I’m 

totally disorganized and whining.”  Another said, “Sometimes I think, how can I say this 

about him? He didn’t choose this.”  Other participants expressed guilt about not being 

able to prevent the stroke from occurring and not assisting enough with recovery.  The 

same participant who expressed anger for her husband not seeking medical help right 

away also said,  

…but I was out of town. And I do feel guilty about that sometimes. I don’t know 

why. I mean I had no way of knowing, but I feel as if I had been there then maybe 

things would have been different. 

Another participant related feelings of guilt about not supporting his spouse 

enough during physical, occupational, and speech-language therapies.  He said, “I 

probably feel the weight too of what I didn’t do.  I didn’t do those things with her at 

home.  Now she can’t do some of those exercises anymore.” 



92 

 

 Helplessness.  Many participants expressed a sense of helplessness.  The 

helplessness appeared to be felt strongest during the acute stage of the stroke and aphasia 

onset.   One participant described how she felt the night her husband was admitted to the 

hospital: 

They admitted him but nobody really did anything.  I just, I couldn’t do anything. 

I asked, ‘When is he going to get a room?’ and they said ‘Well, we have to rush 

him by helicopter to Fairfax Hospital. We have all the experts there.’ And then, 

you know, I just saw these different doctors but nobody seemed to be doing 

anything. It was just…I didn’t feel like anything was actually happening. 

Another participant described a similar feeling on the day her husband was admitted to 

the hospital by stating, “It was a feeling of helplessness because I physically couldn’t do 

anything for him and I didn’t feel like anybody was doing anything for him.” 

 Fear. Fear was another emotion that emerged strongly in the qualitative analysis.  

Spouses of patients with chronic aphasia in this study reported that they live with daily 

uncertainty and fear.  These fears and uncertainties manifested themselves first in the 

acute stages of the stroke.  During this time, they centered on the possibility of recovery.   

One participant said, “All I wanted to know was will he get better. I mean, we had three 

small children. I needed to know that he could get well.  But, no one could tell me.” 

Another said, “Well you wish there was this professional out there that really had the 

answers.  Someone who realistically says what the prognosis is, say after a year.  It would 

take away that uncertainty, that not knowing.”   

As the spouse with aphasia continued in rehabilitation, fears persisted about 

possible recurrence of stroke and lack of complete recovery. One participant said,  
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Fear of the unknown…that’s…I think everyone who’s had a stroke has a big fear.  

You have the first one and despite all the tests and looking for that blood factor 

and is it genetic and is it this?  No one knows.  What if it happens again?   

Another spouse expressed the fear she felt when her husbands’ outpatient speech-

language pathologist proposed discharging him from therapy due to lack of continued 

progress.  She said, “So, they decided to continue with (speech) therapy for a little while 

because it’s a scary thing to think about stopping and thinking he won’t get any better.”  

 Participants married to spouses who had their strokes many years ago also 

expressed fear about their spouses cognitive, communicative, and physical conditions 

worsening with age.  One participant expressed, 

I mean in the beginning, (he) was really, really a long way from being well.  But 

then he went through all of that therapy and had gotten to a point where we were 

pretty much doing average things, if you will.  Going on trips and staying in 

hotels and motels and those kinds of things.  It wasn’t always easy but it was 

certainly doable.  Well, now that’s gone.  Well, we took a trip a year ago this 

coming September and that was very difficult.  I’m not even sure that I would 

attempt it now.  And I’ve seen a mental decline.  I keep asking the doctor, “How 

much worse could this get?” He just shakes his head. 

Another participant said,  

He can’t communicate as well as he used to a few years after the stroke. I ask him 

a question and he can’t answer it and he goes, “You know.” But, it’s in his head. 

Between the aphasia and the apraxia, it’s always been difficult.  But, it has 

definitely become more difficult.  His driving…there’s another thing.  I’m 
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noticing his sense of direction is gone. I’m thinking maybe he has a little 

dementia?  Do you think he has dementia?  Do you think he’ll lose the ability to 

speak someday? I am afraid we’re going to go backwards and even worse. 

One participant shared that she had taken a part-time job in order to supplement 

the household income.  She expressed that she thought her husband’s cognitive and 

communicative status were now rapidly declining as he aged and she was concerned 

about the possibility of having to quit her job. She stated, 

It’s the lack of security that I feel most. And uncertainty not only for me 

becoming the total caregiver again, I might have to give up my job.  It isn’t a lot 

of money but it does put food on the table. 

Finally, another participant whose husband had his stroke at the age of 52 said, 

The other big thing for me is not knowing what is coming down the road for us.  

What does happen to an aging brain that has had damage?  I don’t know what to 

expect. No one seems to know.  Is he going to hit the things in his 60’s that I most 

would hit in their 80’s?  He doesn’t walk well now, so he sure as heck isn’t going 

to walk well in his early 70’s. People keep telling me, don’t worry about that.  

Easy for you to say. 

Many of the participants expressed fear about what would happen if they became 

ill and unable to care for their aphasic spouses.  One participant stated, 

The speech…I think one of my greatest fears if what is he going to do when his 

wife is on the floor and she’s not moving? I mean I think he could make that call 

but I am not sure.  There was a time I really feared something would happen to 

me. I did have this episode where they thought I might have breast cancer.  It 
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turned out OK. But, it was like, it was hard because all I could think about was 

who will take care of both of us if I have cancer? 

Another participant said, 

What if something happens to me?  That scares me; that’s a burden. His ability to 

care for himself is questionable. He might be able to work, I guess in some job on 

a part-time basis.  But would he have enough money?  I guess I worry too about 

this…about something happening to me and leaving him alone. 

A final participant related her husband’s reaction to her concerns about who would care 

for him if she became ill or died: 

I say it all the time to myself.  What would happen if I die before him? One time, 

I said it to him in a fit of passion. “What happens to you without me?” Now he 

doesn’t talk well.  But, this came out loud and clear: “I’ll shoot myself.” 

This uncertainty about the future and fear of the unknown leave the spouses on 

guard, preparing for the worst.  In the words of one participant, “It’s only going to get 

worse from here.  So, if you’re already struggling, watch out for around the turn.” 

Loneliness.  Another common emotion expressed during interviews was 

loneliness.  This emotion appeared more latent with participants indicating that it 

emerged as the chronicity of aphasia and physical disabilities emerged.  One participant 

married to a spouse with moderate aphasia said, “In many ways, it’s just me running solo.  

He’s there but he’s not.”  Another participant described her journey in these words, “And 

at this point, you’re by yourself in the experience the whole way through.”  Yet another 

participant related, “I probably hold the worries.  I hold them alone since I am not sure he 

even understands them.”  Finally, another described her marital satisfaction after the 
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stroke and aphasia onset as, “So-so. Lonely. I guess we’re still in a partnership but it’s 

changed.”   

 Creating a new normal.  While it became apparent through qualitative analysis 

that the spouses of patients with chronic aphasia in this study experienced significant 

losses and numerous negative emotions associated with loss, the participants also 

described the process of adaptation and accepting the reality of the situation as it is.  As 

stated by one participant, “It’s just our new normal.”  In the words of several others, “It is 

what it is.”  The new normal encompasses several subcategories including: (1) 

reaffirming the marital commitment, (2) reframing the situation to identify the positive, 

(3) cherishing the present, (4) identifying self-care strategies, (5) developing new social 

supports, (6) acting as advocate, and (7) recognizing development of new skills and 

attributes. 

 Reaffirming the marital commitment.  As part of the interviews,  participants 

were consistently asked the question, “Why did you stay in the marriage?”  

Resoundingly, the participants expressed that part of accepting the new normal was 

recognizing and reaffirming the marital commitment to their partners.  One non-aphasic 

husband said,  

For better or for worse.  So in essence, it may not be what you thought you signed 

up for.  The younger generation would just pick up and run.  But, my 

generation…you get married, you get married for life. That’s a promise that is 

sacred. 

Another participant expressed, “A sense of duty, a forty-some year marriage.  I guess I 

just thought it was the right thing to do.”  In the words of another participant, “This is 
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what we signed up for.  For better or for worse.”  Yet another stated, “Is it hard?  

Absolutely.  No matter what.  But, vows are vows.”  The wife of a young man with 

severe aphasia said, “I know had this been reversed, he would do anything he could for 

me and I will do the same for him.”  The same participant further stated,  

I mean jokingly I will say to him, “Well its paragraph 4 of the marriage contract 

that I trim your toenails” or whatever I’m supposed to do.  And then you can sort 

of let go and laugh about it.  But I have had lots of people say to me, “You know, 

I just can’t believe you stayed.” And I would never, ever have considered any 

alternative.  I don’t know. Break up a family because something nasty has 

happened, because this bump in the road is so huge? We can get over it.   

Finally, another participant said, “Aphasia or not.  I am still so much in love and I think 

he shares that.” 

 Reframing the situation to identify the positive. Many participants expressed the 

need to reframe the experience of living with stroke and aphasia in order to identify the 

positive.  In the words of one wife, “You either give up or you find a way to take 

something good from every day.”  Another said, “I hope I’m not sounding too 

Pollyannaish because I don’t want to appear that way.  I just have to be positive or else I 

would be miserable.  And, I know I set the tone.”  She then elaborated by saying, 

I haven’t let myself get bogged down with the panic.  I have to get over the worry.  

Somehow this will work out and I will always worry about certain things like not 

outliving our money.  But, I like knowing that good things are going to happen 

and I’ve said to him many times, ‘We have this glitch and it’s a huge one but we 
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and we can deal with it because we’re together.  And I will say that to him daily.  

Seriously, we’re happy.   I can say we’re happy.” 

Another participant stated, 

I look at it this way.  We had a totally shitty thing happen to us.  We could have 

let it destroy our family.  But, it hasn’t devastated us.  We have survived.  We 

now know that we can be stronger than that. 

Finally, another participant whose husband had his stroke at the young age of 46 stated, 

I look at it like this—we’re living in the house I was so afraid we’d lose and we 

didn’t.  Our kids are amazing young people.  They’re great people and I’m very 

proud of all of them.  I see a side to (her spouse) that I don’t think I would have 

seen otherwise.  I’ve always thought he’s brilliant but he comes up with things 

and he’s able to communicate them to me, even if it’s not verbally and it’s not 

fluent all of the time.  So, we take a little time and we figure it out.  And I’m no 

saint.  I’m not like this patient 24-hour a day woman.  Believe me, I get frustrated 

plenty.  But, we also have rediscovered our sense of humor which is critical if 

you’re going to try and have a successful marriage.  He’s…I don’t know…I’m 

amazed by him often and I learn from him all of the time and if I start having my 

pity party and he has his, we allow ourselves to do that briefly and then we get 

over it because life’s too short. 

 Cherishing the present.  When asked, “What are the most rewarding aspects of 

your life now as a spouse of a patient with chronic aphasia,” participants indicated that 

the experience of living through a spouse’s stroke and aphasia recovery helped them to 

focus on and cherish the present.  One participant said, “I tell myself every day.  I am so 
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lucky.  He is still here.  He didn’t die.”  Some even indicated that the need to spend more 

focused time and energy on communicating, due to the aphasia, has improved their 

relationships.  One participant said, “This sounds really mean, but now I have him all to 

myself.”  Another participant stated, “He and I spend a lot of time together—a lot of 

time—and I have to look at it like I’m glad I didn’t have to wait until he was 70 to spend 

time with him.  I feel lucky.” Another participant described how the weekly Sunday 

family dinner with their now-adult children used to feel like just one more thing to do 

before her husband’s stroke.  She said, 

I never used to really get very excited before.  But, my husband, I can just see 

how much that means to him, their coming home.  We both look forward to it.  It 

really does get down to that, that family relationship, his and my relationship. It 

just gets down to those moments that we cherish so much now.  In some ways, it’s 

a blessing to recognize now how important they are. 

Another participant expressed that the increased time spent with her husband after the 

stroke has led to her greater awareness and appreciation of their daily adventures and fun 

times.  She said, “I can say that I have never been bored and I don’t know how many 

people can say that. He’s always either kept me guessing, kept me laughing, or kept me 

going.”   

 Identifying self-care strategies.  In response to the questions, “What advice 

would you offer to a woman/man whose spouse has just suffered a stroke and aphasia?” 

and “What strategies for coping would you recommend,” participants described an 

awareness of the need for self-care and strategies they developed to promote it.  Most 

participants agreed that self-care was not a focus for them during the acute phase.  The 
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acute phase was generally described as chaotic, “a blur,” and “just putting one foot in 

front of the other.”  The awareness of the need for self-care and self-care strategies 

appears to evolve during the more chronic phase post-stroke.  One participant who 

continues to work full-time in order to financially support the family described how she 

initially refused offers of help from family and friends but has now grown comfortable 

with accepting them as way of caring for herself.  She expressed, 

I wasn’t sure how I was supposed to take care of myself.  But, I finally learned 

how to accept help from other people. I mean really, I don’t think dragging the 

garbage on Monday nights is gonna be something I really miss doing.  I don’t care 

how little it is but I accept every offer of help I get now.  People offer to drive him 

to therapy, I accept. People offer to make me a meal, I take it. Those little things 

add up for me. 

Another participant described how getting out of the house and playing cards with 

a group of old friends requires a lot of pre-planning but provides her with respite and an 

opportunity for self-care.  She said,  

…and I’ve been running around and getting things done in the house and getting 

him some dinner so that the caregiver can feed him while I’m gone.  And I’m 

finally in the car going somewhere and just thinking, is it really worth it?  I will 

say that once I do get out of the house and I get conversing with another adult and 

talking about something, I do come home feeling better… 

Many of the self-care strategies identified involved returning to hobbies that were 

pleasurable to the non-aphasic spouse before the stroke.  These included gardening, 

cooking, playing cards, and reading.  In the words of one participant: 
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I’m an avid reader and without being able to read I wouldn’t have lasted probably 

two years.  I constantly read.  The kids got me a Kindle then I have a book 

everywhere we go.  I have a book at the doctor.  I have a book at the lab.  I have a 

book everywhere.  When he watches these mindless TV shows over and over I 

read.  I read the paper every day and I always have a book, always somewhere 

with me. 

Several participants who had worked before the stroke expressed how returning to 

work or maintaining some sort of job also served as a self-care strategy.  In the words of 

one participant, “I always stayed in touch with my career.  Was I foreshadowing?  I don’t 

know.  But, thank God I have that.  It is a constant and a part of who I am that I didn’t 

lose.” 

 Developing and nurturing social supports.  While participants mourned the loss 

of “pre-stroke” friends, they also described the important of either developing new 

friendships and social supports or nurturing those that endured.  Many participants related 

stories of that one friend who has supported them throughout the stroke and aphasia 

experience.  One participant said, 

She’s definitely been a rock.  I mean not only just to be there but to do anything. I 

mean all the time she’s like, ‘Please let me know what you need.’ And I will do 

that.  I don’t necessarily do that a lot, but the sounding board thing, you know the 

nonjudgmental listening, no matter how bad it gets.  It is priceless to me.  

Some participants related how important it was to connect with other people 

married to patients with chronic aphasia. Most participants indicated these relationships 
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were unintentionally formed in waiting rooms of outpatient therapy clinics and aphasia 

centers.  One participant said, 

But I’ll tell you one thing that was really helpful was finding people who 

understand…I referenced B. and C. earlier.   I know no two strokes are the same; 

no two people with aphasia are the same, just like snowflakes. But, when you 

meet somebody who has lived a similar lifestyle as you and you can talk about 

things that you really wouldn’t talk about with your other friends, oh my God, 

what a comfort that is to know these folks get it and to not be afraid to cry in front 

of them or laugh at them like they would laugh or cry with you.  B. and C…these 

women have saved me, they really have. 

 Acting as advocate.  The frequency with which participants discussed navigating 

the healthcare system as part of their new normal in response to a variety of questions 

was remarkable.  Every participant made a reference to it at some point during the 

interview.  The most common theme associated with this category was the theme of 

advocacy and spouses describing their newly-acquired roles as advocates for their 

aphasic spouses.  In the words of one participant: 

I think that you have to be an advocate every step of the way. I find that I need my 

iPad and I need to read and I need to educate myself on everything that’s going on 

because it’s easy for these folks to say, ‘Well, literature proves that if you don’t 

get it back in the first year, you’re not going to.’ I mean we’ve all disproven that.  

You know that.   

The importance of serving as a healthcare advocate was rooted in three underlying 

themes:  a perceived lack of information provided by healthcare workers, distrust of the 
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healthcare system, and vulnerability of their spouses due to aphasia.  Many participants 

described receiving insufficient information from health care providers throughout the 

acute and chronic stages of stroke and aphasia recovery.   “Doctors will never tell you 

anything in my experience,” said one participant.  Another said,  

Because if you ask any question about anything to anyone, like if “they” is the 

neurologist and you’re asking a question about aphasia, then it’s…”I can write 

you a script for him to go see a therapist and you can talk to them about it” and 

the whole cycle starts over with the history and everything.  All I want is an 

answer to a question but there’s no one really there to give that answer. 

Others described being handed folders of information but desiring conversation with 

healthcare providers about their spouses’ conditions. One said, “They handed me this 

folder of pamphlets and there was one buried in there about communication after stroke.  

No one, until then, had ever said the word aphasia.”  Another said,  

So I got my folder and discharge orders and it said he was cleared for sexual 

activity.  Well, that’s really great.  Now maybe you can tell me how we are 

supposed to go about having sexual activity when he can’t even sit up. 

 Several participants conveyed a distrust of the healthcare system.  This distrust 

sometimes developed out of the perceived lack of information and communication with 

healthcare providers.  In the words of one participant, “The doctors just want to fix it.  

But, there’s a lot they don’t know but they won’t tell you they don’t know.”  Another 

participant stated, “So, see the neurologist?  Five minutes for a $180 office visit where I 

will get no information?  No. I don’t think so.”  
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The distrust also related to issues systemic to healthcare delivery such as medication 

errors and staffing issues.  In the words of one spouse,  

I’ve met some of the nicest people I’ve ever met in hospitals, but if you’re not on 

the ball in the hospital, you’ll get left behind.  You can’t just put somebody in the 

hospital and go visit them occasionally because it just doesn’t work that way. I 

mean they’re overworked, they’re understaffed, and it’s been my experience in all 

of these things that you’ve got to be your own advocate or your spouse’s 

advocate.  You’ve got to know what questions to ask and ask them. 

One spouse explained that her husband was moved from one acute care facility to 

another during the acute phase of his stroke.  This move resulted in him missing the 

window for potential delivery of the clot-busting drug, TPA, which might have 

minimized the stroke’s effects. She said, “I used to have a much healthier respect for 

physicians and hospitals.  Now…now I will question every decision about his care and 

find out the back story.”  Another described being at her husband’s bedside during his 

inpatient rehabilitation stay when a nurse brought him the wrong medications.  She said, 

“From then on, I never left his side and I still won’t when he is in the hospital.  You have 

to watch them at every step and every move.” 

 Finally, most of the participants expressed that they felt the need to assume the 

healthcare advocacy role because of their spouses’ aphasia and subsequent impaired 

ability to communicate with healthcare providers. One participant expressed, 

…Or again, the doctor will come in and talk to her about everything and then she 

may not understand it and definitely can’t tell you anything that he (the doctor) 

said. So, you camp out for 24 hours hoping you’ll catch the doctor. 
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Another described her husband’s stay during his inpatient rehabilitation at a skilled 

nursing facility and said, 

He got so lost in that system, not through entirely their fault…But in a big setting 

like that it was just horrendous.  First of all, he doesn’t talk well, so he isn’t 

outgoing and he doesn’t tell them what he wants. He’s like a small frightened 

child in there because he doesn’t understand.  And so, he becomes combative, so 

nobody’s going to bat for him.  I laughingly said they probably look at their list 

every morning and go, ‘Oh God no, I’ve got (him) today.’…He can press the call 

button but he can’t tell them what he needs. So, he’s having to wait 15 or 20 

minute to pee and he would pee himself.  He can’t wait to go to the bathroom.  He 

can’t wait to have a bowel movement, so then he would just soil himself because 

they wouldn’t come when he couldn’t tell them what he needed. And it just built 

on itself; he just got lost in there…so, I spent every day there when he was at 

rehab because I didn’t feel…I don’t know.  It was horrible. 

 Recognizing new skills and attributes.  In response to the question, “How has this 

experience changed you as a person,” several of the non-aphasic spouses expressed 

positive recognition of new skills and attributes in themselves.  Often, these new skills 

and attributes were also recognized by their spouses and are perceived by the non-aphasic 

spouses to have a positive impact on the marital relationship.  Many of the participants 

described a newfound recognition of their strength and independence, particularly 

through development of advocacy skills.  One participant said,  
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I used to be quiet and passive…unsure of myself around smart people. But, you 

can’t take a back seat when your husband is aphasic. Now, now I am confident of 

what I know and what I need and I will go for it. 

Another said, “I have found an inner strength that I never knew I had. I don’t think he 

(her husband) knew I had it either.”  Finally, another participant described how both she 

and her husband with aphasia recognized and appreciated the new skills and attributes 

she acquired as part of the role change they experienced.  She said, 

I think I was more capable than I knew because I was.  I was never the helpless 

female but I didn’t mind if (he) did the bills and now I know I have to. And the 

first time I did something mechanical in the house, how stupid is this—like taking 

the filters out of the air cleaner? I was so proud of myself. The first time I built a 

piece of furniture, I was like, ‘Look what I did!’ and he was like, ‘Yeah, that’s 

great!’ But, it was like I never would have thought to do that because that wasn’t 

my role. Well our roles can change and he makes a mean spaghetti sauce but 

would I have known that? Our roles have changed a bit but they complement. 

They have helped us grow. 

Discussion 

 The qualitative analysis results provided additional insight into the lived 

experience of being a person married to a spouse with chronic aphasia.  These qualitative 

findings support previous findings from other qualitative studies exploring caregiving and 

aphasia (Kitzmuller, Asplund & Haggstrom, 2012; Lemieux, et al., 2001).   

The themes of loss and the new normal were also described in a recently 

published qualitative study of female caregivers of stroke survivors.  In that study of 46 
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female caregivers (not all spouses), researchers identified four concepts related to 

caregiving: losing the life that once was, coping with daily burdens, creating a new 

normal, and interacting with healthcare providers (Hogan & Saban, 2012).  While Hogan 

& Saban did not specifically study aphasia or marriage and their sample included non-

spousal female caregivers, their findings closely aligned with the qualitative findings 

from this study. This could be, in part, to the predominantly female sample in this study 

and suggests that the impacts of aphasia on marital satisfaction are, indeed, closely 

interrelated with the experience of caregiving and general disabilities from stroke.  The 

close alignment of findings from both studies also suggests greater external validity of 

qualitative findings for the current study.  

The various forms of loss described by the participants help to explain the 

decrease in marital satisfaction statistically derived in the first phase of this study.  In 

addition, the sub-categories of loss of some aspect of self, loss of some aspect of spouse, 

loss of social support and friends, loss of partnership, and loss of intimacy, provided clear 

illustrations of how aphasia, and not just physical disability from stroke, can impact 

marriage and marital satisfaction for the non-aphasic spouse. These sub-categories may 

also provide some explanation for the finding of a quantitative relationship between more 

severe aphasia and greater marital dissatisfaction and are potential new factors that have 

never been considered in previous studies. 

The theme of the new normal and its subordinate sub-categories are equally 

important findings and may help to explain some of the inconsistencies found in prior 

studies.  For example, the sub-categories of reframing the situation to identify the 

positive and cherishing the present may explain why responses to some specific items on 
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marital satisfaction questionnaires increase after the stroke and aphasia onset despite 

decreased overall marital satisfaction scores, such as reported in Williams (1993).  

Finally, the fear about the aphasic spouses’ cognitive, communicative, and 

physical conditions worsening with age expressed by the non-aphasic spouses is a new 

substantive finding.  While numerous studies have explored the relationship between 

chronological age of the patient and its relationship to disability, well-being, and 

cognitive-communicative ability after stroke (Kelly-Hayes, Beiser, Kase, Scaramucci, 

D’Agostino & Wolf, 2003; Mollaoğlu,  Fertelli  & Tuncay, 2011; Paolucci, et al., 2003; 

Pohjasvaara,  Erkinjuntti, Vataja  & Kaste, 1997), very few studies have explored the 

question from a life course perspective where aging is viewed as a longitiduinal process 

(Borson, 2010).  How might stroke and aphasia onset interact with physiological aging 

processes and how might that interaction relate to funcitonal decline later in life? How 

does the fear of those potential interactions impact the well-being of caregivers?  Such 

questions warrent further exploration.   
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Chapter 8:  Meta-inferences: Integration of Quantitative and Qualitative Findings 

Meta-inferences and Discussion 

This is the first study to examine the relationship between marital satisfaction in 

the non-aphasic spouse and chronic aphasia from a mixed-methods perspective.  While 

the results from this study supported both previously documented quantitative and 

qualitative studies related to this topic (Hogan & Saban, 2012; Kinsella & Duffy, 1979; 

Kitzmuller, Asplund & Haggstrom, 2012; Lemieux et al., 2001; Santos et al., 1999; 

Zraick & Boone, 1991; Williams & Freer, 1986; Williams, 1993), they also extended 

those findings in several areas and identified new factors that are related to marital 

satisfaction in spouses of patients with chronic aphasia.   

First, quantitative results demonstrated that the spouses of patients with chronic 

aphasia experienced a decrease in marital satisfaction after aphasia onset. This finding 

supports results from the only other two studies exploring the same research question 

more than two decades ago (Williams & Freer, 1986; Williams, 1993).  Second, this 

study found that more severe aphasia and greater physical disability were both 

independently correlated with lower marital satisfaction ratings from non-aphasic 

spouses.  This is a new finding not previously reported in the literature. Third, the 

qualitative findings from this study provided novel insight into the lived experience of 

spouses of patients with chronic aphasia not previously reported in the literature. Insights 

from the qualitative findings, characterized broadly by the categories of living with loss 

and creating a new normal, helped to explain the identified decrease in marital 

satisfaction and its specific relationship to aphasia severity.  Qualitative findings 

evidenced a number of newly-identified factors that related to marital satisfaction in the 
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non-aphasic spouses studied.  These factors included: physical and cognitive caregiving, 

parental roles, partnership, intimacy, marital commitment, self-care, and availability of 

material and social supports.   Higher levels of physical caregiving and more severe 

aphasia were related to greater perceived loss of self, loss of partnership, loss of intimacy, 

and decreased access to social and caregiving support.  The non-aphasic spouse’s ability 

to create a new normal emerged as a mediating factor.  More specifically, the non-aphasic 

spouse’s ability to reaffirm the marital commitment, reframe the situation more 

positively, cherish the present, identify self-care strategies, nurture and develop social 

supports, act as an advocate, and recognize new skills and attributes were associated with 

marital satisfaction.  

This study was also the first of its kind to explore marital satisfaction in spouses 

of patients with chronic aphasia from the perspective of crisis theory.  Placed within the 

context of the ABCX crisis theory of marriage posed by Hill (1949) and further 

developed by McCubbin and Patterson (1982), findings from this study suggested that the 

onset of aphasia and stroke is, in fact, a stressful experience introduced into the ongoing 

marriage.  Marital satisfaction in the non-aphasic spouse can be viewed as the outcome of 

the stressful experience (X) and is influenced by the non-aphasic spouse’s adaptation to 

the stroke and aphasia (A), resources available to support them through the crisis (B), and 

definition of the crisis (C).  Quantitative findings from this study identified that the 

outcome (X) is generally a decrease in marital satisfaction.  The qualitative findings from 

this study provide much greater detail about factors A, B, and C. 

The qualitative theme of the new normal illustrates how the participants in this 

sample adapted to the crisis (A).  They reaffirmed their commitment to the marriage, 
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reframed the situation to identify the positive, cherished the present, and accepted the role 

of healthcare advocate for their spouses.  As proposed by Hill (1949), the participants’ 

abilities to adapt appeared related to their various definitions of the situation and 

availability of resources (B and C).  This ability to adapt, and subsequent marital 

satisfaction, changes and fluctuates over time during the acute and chronic stages of 

recovery, as described by McCubbin & Patterson in their refinement of the ABCX model 

(McCubbin & Patterson, 1982) where temporal factors were incorporated into the model.   

Imbedded within both the themes of loss and the new normal was data regarding 

the availability and use of resources for the non-aphasic spouses (B).  While many 

reported a loss of friends and social supports, some also indicated how they found 

support from new friends and family over time.  Adequate income and financial support, 

access to familial and non-familial caregivers, and availability of respite were additional 

significant resources identified in this study. The lack of information and distrust of the 

healthcare system described by many could also suggest that the healthcare system is 

viewed as a necessary but currently inadequate resource for the participants.   

Finally, the qualitative themes and sub-categories from this study illustrate how 

this particular sample of spouses of patients with chronic aphasia defines the crisis of 

stroke and subsequent aphasia (C).  They define it primarily in terms of losses. More 

specifically, they define it as a loss of self, a loss of spouse, a loss of partnership, and a 

loss of intimacy.   Many aspects of that loss are magnified in situations where the aphasia 

is more severe, as the deficit in communication causes a ripple effect on the intrapersonal 

and interpersonal elements key to happy marriage.  The most revealing example of this 

was the reporting by some participants of a change from a spousal relationship to a 
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parent-child relationship, suggesting loss of the marriage itself.  This definition, however, 

appears dynamic throughout the acute and chronic stages of recovery. The definition also 

varies with the non-aphasic spouse’s ability to adapt to a new normal by reframing to 

identify the positive and cherishing the present as well as the non-aphasic spouse’s ability 

to identify and utilize available resources such as self-care strategies and support from 

friends and families.   

Limitations 

While this study yielded several new and meaningful findings, it had several 

limitations or constraints on generalizability, transferability, and utility of findings. These 

limiting factors can be grouped into three general categories:  study design, study sample, 

and measurement and analysis.   

Issues related to study design.  As the central research question involved the 

impact of aphasia on marriage, several critical decisions had to be made in the planning 

phase of the study that may have impacted the nature of results.  First, although a 

longitudinal design would be the preferable design to explore changes in marital 

satisfaction over time, it was decided that the budget, timeframe, and limited sample 

available for this pilot study precluded its use.  Instead, the decision was made to utilize 

comparison of retrospective (pre-aphasia onset) and current marital satisfaction scores on 

the DAS as a method of measuring change in marital satisfaction over time.  While 

potentially more informative than a simple cross-sectional sample, use of retrospective 

survey measures often introduces a recall bias that may affect the validity of findings.  

Unfortunately, it is difficult to predict how the recall bias may have impacted the validity 

of quantitative findings.   
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Recent research indicates that people tend to remember their emotions fairly 

accurately with high correlations between intensity initially reported and current intensity 

(r = .50) (Levine & Safer, 2002).  However, findings suggest that biases for memory of 

emotion and marital satisfaction do occur as a function of current satisfaction, coping 

efforts, and personality (Karney & Coombs, 2000; Levine & Safer, 2002).  With regards 

to recall bias in marital satisfaction, researchers have noted two trends and theories.  The 

first theory, based upon mood congruence theory, exaggerates the similarity between the 

past and present resulting in a bias toward consistency in marital satisfaction (Bower, 

1981; Karney & Coombs, 2000).  Alternate views on memory indicate that people are 

more apt to perceive improvement in emotional status and marital satisfaction over time 

(Carver & Scheier, 1990; Sprecher, 1999).  Findings from a study by Karney and 

Coombs (2000) suggested that both perspectives appear to be an accurate description of 

memory at different stages of the marriage cycle.  Their examination of 20 years of 

retrospective and longitudinal data regarding marital satisfaction in 181 wives revealed 

that wives used a theory of improvement to reconstruct the past across the first 10 years 

of the study, while they used a theory of consistency to reconstruct the past across the 

second 10 years of study (Karney & Coombs, 2000).  Therefore, it is difficult to 

determine how recall bias might have affected the results of the current study. 

 A second limitation to the proposed study was lack of a comparison group.  

Although not a traditional component in the sequential explanatory mixed-methods 

design, a control group of stroke patients without aphasia and their spouses could have 

been used as a comparison group in the quantitative phase of the study.  Use of the 

comparison group might have helped to better differentiate the relationship of aphasia 
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and marital satisfaction as opposed to the relationship of stroke (including physical 

caregiving) and marriage.   

A final limitation was potential lack of homogeneity of the sample.  Although 

precautions were made to limit inclusion criteria to patients suffering from aphasia due to 

stroke only, it is difficult to ascertain whether or not some participants might have had 

comorbid intellectual and/or cognitive impairment that could impact marital satisfaction.  

For example, the presence of impulsivity, emotional lability and hemispatial neglect 

could be potential confounding variables.  The only way to truly eliminate this possibility 

would have been to complete comprehensive neuropsychological batteries on each 

participant and to require documented MRI or CT results to limit inclusion to only those 

right-handed individuals with lesions in the left-hemisphere that were of a particular size 

and location.  The inclusion of these additional measures was judged to be cost and time-

prohibitive for the proposed study. 

  Issues related to participant sample.  Because both phases of the study relied on 

convenience sampling, the validity of the findings and generalizability to the larger 

population could be compromised.  This limiting factor was further reinforced by a small 

sample size that was drawn from a very limited geographic region and a limited number 

of healthcare sites.  Female spouses were overrepresented in the sample and the sample 

represented a more affluent cross-section with regards to socioeconomic status.  

Therefore, careful consideration must be applied when discerning the external validity of 

findings. 

Issues related to measurement and analysis. A fundamental dilemma exists in 

selecting measurement tools to use with clinical patient and caregiver populations, 
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particularly in the area of marital satisfaction.  The measures used in the proposed study 

were not specifically developed for this investigation nor tailored to the sample.  Rather, 

they were selected because of their reliability, validity, and application in at least one 

cited work in the literature.  While the assessment measures for the quantitative phase of 

this study were carefully selected, it is possible that other standardized measures could 

have provided more detailed and/or specific information related to the hypotheses. 

Implications for Practice 

 Findings from this study provide evidence relating to social elements of the 

patient’s life that healthcare providers should include when exploring methods for 

assessing, treating, and supporting patients with aphasia and their spouses throughout the 

acute and chronic stages of recovery.  The sense of loss and its accompanying range of 

emotions expressed by the participants in this study should inform healthcare providers 

that spouses of patients with aphasia are grieving throughout the acute and chronic phases 

of recovery.  This grieving adds an additional stressor as they cope with the myriad of 

physical, emotional, social, and cognitive stressors that accompany their new role as 

caregiver and advocate.  Recognition of that grief, as well as provision of information and 

discussion about loss and grief as part of stroke and aphasia recovery, may play a role in 

the mental health and psychological well-being of the non-aphasic spouses throughout 

the acute and chronic stages.  Healthcare providers should also consider assisting spouses 

of patients with aphasia in developing strategies for requesting and obtaining both formal 

support, such as respite care and support groups, and informal support, such as assistance 

from family, friends, and co-workers. 
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 Speech-language pathologists should also consider the findings of this study 

carefully as they could inform selection of aphasia intervention models.  For example, 

findings from this study provide additional support for the incorporation of Life-

Participation Approaches to Aphasia (LPAA), such as those described by Duchan et al., 

(2001).  LPAA approaches seek to emphasize the attainment of reengagement in life by 

strengthening daily participation in activities selected by the patient with aphasia.  

Conversation with one’s spouse could be one of these activities.  The LPAA framework 

would suggest that intervention models such as supported conversation (Kagan et al, 

2001), which include introduction of communication strategies to the spouse in the social 

context of a conversation, might be more effective and outcome-based approaches to 

aphasia therapy as they improve spousal communication and thereby promote and 

partnership and intimacy between the spouses during this difficult time.   

Implications for Future Research 

 As the first mixed-methods study of marital satisfaction in spouses of patient with 

chronic aphasia, findings from this study provide a rich foundation from which to pursue 

additional scholarly inquiry.  Future inquiries should consider incorporation of a 

comparison group of couples where one partner has survived a stroke without aphasia.  

The use of the comparison group could help better define which findings from this study 

were specifically related to aphasia and which may be related to stroke and stroke 

recovery in general. In addition, longitudinal investigation of participants during the 

crisis period could potentially identify patterns within the ABCX model. 

Marriage involves the relationship between two people and this study only 

explored the marital satisfaction of the non-aphasic spouses.  While it would be 
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methodologically challenging, mixed-methods exploration of the aphasic spouse’s 

marital satisfaction after the stroke and aphasia onset could contribute to a more holistic 

view of how aphasia impacts marriage for the couple.  It would also be beneficial to 

explore how aphasia impacts other familial relationships, such as the relationship 

between aphasic parents and their children, since other family members often become 

caregivers or resources to spousal caregivers. 

 Additional studies of how gender relates to marital satisfaction in couples living 

with chronic aphasia also appear warranted.  Given the oversampling of non-aphasic 

wives in this study, it would be beneficial to further explore the marital satisfaction of 

husbands married to wives with chronic aphasia from a mixed-methods perspective.  

Findings could then be compared to this study in order to ascertain potential gender 

differences.  Since marriage has been redefined by federal marriage laws and through 

various court decisions, exploration of the lived experience of same-sex non-aphasic 

spouses should also be considered in future studies. 

 Future research may benefit from a more intensive qualitative exploration of the 

trajectory of these marriages over time.  Intensive interviews that explored the 

intrapersonal and interpersonal characteristics of the marriage before, during, and after 

the stroke and aphasia onset could help predict how much of the spouse’s ability to adapt 

to the crisis and how much of the couple’s ability to stay happily married could be 

predicted by those characteristics.  Such research might better explain the inconsistent 

findings regarding a relationship between length of marriage and marital satisfaction after 

stroke and aphasia onset. 
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 Finally, most current research in the area of aphasia rehabilitation and recovery 

focuses on the patient with aphasia, as well as his/her support and caregiver system, in 

the acute and very early stages of rehabilitation and recovery.  Yet, findings from this 

study strongly suggest a need for further research regarding these patients and their 

caregivers years and even decades after onset of the stroke and aphasia.  Additional 

research exploring potential interactions between aphasia and stroke and the 

physiological processes associated with aging from a life course perspective is warranted.  

Future studies should also explore disability, wellness, and functional outcomes of 

patients with aphasia and their caregivers as they age. Findings from such studies could 

provide the basis for a future research exploring effective opportunities for preserving 

cognitive function and well-being in this vulnerable population as they age.   
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Appendix 1 

Inclusion/Exclusion Questionnaire for Quantitative Phase: 

 

1.  Are you and your significant other in a heterosexual marriage? 

 

2. Have you been married for at least one year? 

 

3. Does your partner have aphasia that resulted from a stroke? 

 

4. Was your partner’s stroke more than 6 months ago? 

 

5. Is your partner’s aphasia currently rated as at least mild by a speech-language 

pathologists, neurologist, or physiatrist? 

 

6. Are you and your partner currently co-habiting? 

 

7. Are you able to drive to or arrange for transportation for you and your spouse to 

the Loyola Clinical Centers, located either at Belvedere Square in Baltimore City 

or in Columbia, Howard County? 

 

If answered yes to all of the above, proceed to informed consent questions 

below: 

 

8. An important part of research is ensuring that once participants understand the 

purpose of the study, procedures that they will be participating in, as well as any 

potential risks of participation, they make a free and rational decision to 

participate.  I would like to ask you a few questions: 

a. Does your spouse have a documented difficulty with auditory 

comprehension and/or reading comprehension since the stroke?  If so, do 

you know how severe it is? 

b. Has your spouse regularly signed consent forms for medical treatment 

and/or research participation since the stroke? 

c.  Is it your opinion that your spouse is capable of understanding an auditory 

and/or written explanation of the purpose, procedures and risks associated 

with this study? 

d.  Is your spouse capable of signing his/her name? 

e.  If no to both c and d, have you served as your spouse’s surrogate for 

medical and/or research decisions?  If no, is there someone else who has? 

 

9.  Has your spouse had an aphasia evaluation using the Western Aphasia Battery 

within the past 6 months that you could bring to your appointment? 

 

To be circled by investigator:  Participant with aphasia to provide informed consent or 

assent? 
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Appendix 2 

Demographic Data Form for Quantitative Phase 

Marital Satisfaction in Spouses of Patients with Aphasia 

Per the consent agreement that you reviewed and signed, all information provided on this 

form will be kept private and confidential.  Please answer the following questions: 

 

1. Name of participating person with aphasia:   

___________________________________ 

Gender:  __________  Male    __________ Female 

 

2. Name of participating person without aphasia:  

_________________________________ 

Gender:  __________  Male    __________ Female 

 

3. Mailing Address: 

_____________________________________________________ 

_____________________________________________________ 

4. Home Phone:  (            )  

_______________________________________________ 

 

5. Email Address:  

______________________________________________________ 

 

6. What is your current annual household income?  

  

 1. Less than $10,000 

 2. $10,000 - $20,000 

 3. $20,000 - $30,000 

 4. $30,000 - $40,000 

 5. $40,000 - $50,000 

 6. $50,000 - $60,000 

 7. $60,000 - $70,000 

 8. $70,000 - $80,000 

 9. Greater than $80,000 
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7. Please circle any of the following events that you have experienced in the past 

year: 

 

a. Moving your home 

 

b. Making significant physical modifications to your home 

 

c. Having a child/children live with you 

 

d. Having a member of your family or a caregiver move into your home 

 

e. Hiring staff to assist with care of your spouse 

 

f.  Loss of employment 

 

 

8. Date of marriage : Month: __________  Date:  _________  Year:  ___________    

 

9. Date of incident that resulted in aphasia for your spouse (i.e. stroke): 

Month: __________  Date:  _________  Year:  ____________ 

10. Would you be willing to participate in the second phase (the interview phase) of 

the study which would involve participating in two interviews regarding your 

experience of being married to a spouse with chronic aphasia? 

 

    _____________  YES                  ______________  NO 

 

11. How would you prefer to be contacted? 

Email   Phone   Letter by mail 

 

 

To be completed by investigator:  

Consent Obtained and Forms signed:  __________________________________   (initials & date)  

Participant Number:  _______________________________________________  
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Appendix 3 

Interview Guide for Chronic Aphasia and Marital Satisfaction 

Initial Open-ended Questions 

1.  How long have you and ________ been married? Tell me the story of how you 

and ________ met and got married. 

2. How many children do you have?  Where do they live? 

3. When did ____ have his/her stroke?  What was that experience like for you? 

4. What did you experience immediately following the stroke?   

5. What were your experiences with the healthcare system and healthcare providers 

during that time?  How would you describe your marriage prior to ________’s 

aphasia? 

6. How would ________ have described your marriage prior to the aphasia? 

7. How did you and ________ communicate about challenges/problems before the 

aphasia? 

8. Describe your role in the household/in your marriage before ___________’s 

aphasia.  Who/how did you make the decisions about money in your marriage 

before the stroke?  Who/how did you make the decisions related to children?  

Who/how did you make decisions about how you spent your leisure time? 

9. How important was it for you to agree on most major life issues (children, career, 

leisure activities, friends, religious matters, and household tasks) before the 

stroke?   

10. Describe your level of sexual satisfaction in your marriage before the aphasia. 

11. Describe your overall satisfaction with your marriage before the aphasia. 

12. If you could only choose three words to describe your marriage prior to 

__________’s stroke and aphasia, what would they be? 

Intermediate Questions 

1. How has __________’s stroke affected your marriage?  More specifically, how 

has ________’s aphasia affected your marriage? 

2. How has your marital satisfaction been affected by _____________’s aphasia? 

3. How have you and ___________ communicated about challenges/problems since 

the stroke? 

4. How has your role in the marriage/household changed since the aphasia? 

5. How has your spouse’s role in the marriage/household changed since the aphasia? 

6. How do you decide/discuss household roles (money management, friends, making 

major decisions, leisure time activities) in the marriage?   

7. Describe your level of sexual satisfaction in your marriage since the aphasia. 

8. Describe your overall satisfaction with your marriage since the aphasia. 

9. Describe how much care your spouse requires from you since the stroke and 

aphasia.  Describe other sources of caregiving support that s/he receives. 

10. How do you feel your role as caregiver affects your role as spouse? 
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11. If you could only choose three words to describe your marriage since 

_________’s stroke and aphasia, what would they be? 

Closing Questions 

1. Describe most challenging aspect of your life as a spouse of someone who has 

aphasia.  What are the most rewarding aspects? 

2. How has this experience changed you as a person? 

3. What has been the most significant impact of the aphasia on your marriage? 

4. Describe your marital satisfaction throughout the course of your marriage. 

5. What advice would you offer to a woman/man whose spouse has just suffered a 

stroke and has aphasia? What strategies for coping or communication would you 

recommend? 

6. If you were to run a support group for spouses of people with aphasia, what would 

some of the topics be? 

7. What suggestions would you make that might improve the health care system or 

the way health care is provided to couples who have suffered stroke and aphasia? 
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Appendix 4: Human Subjects Review  

 

 

            

 
 

University of Maryland, 

Baltimore 

Institutional Review Board 

(IRB) 

Phone:  (410) 706-5037 

Fax:     (410) 706-4189 

Email:  

hrpo@som.umaryland.edu 

 

APPROVAL OF RESEARCH NOTIFICATION 

 
 

Date: December 20, 2012 

 

To: Ann Gruber-Baldini 

RE: HP-00052771 

Type of Submission: Initial Review 

Type of IRB Review: Expedited 

 

Approval for this project is valid from 12/18/2012 to 12/17/2013

 
 

This is to certify that the University of Maryland, Baltimore (UMB) Institutional Review 

Board (IRB) approved the above referenced protocol entitled, “Marital Satisfaction in 

Spouses of Patients with Chronic Aphasia Part 2: qualitative component”. 

 

The IRB has determined that this protocol qualifies for expedited review pursuant to 

Federal regulations 45 CFR 46.110, 21 CFR 56.110, & 38 CRF 16.110 category(ies): 

 (7) Research on individual or group characteristics or behavior (including, but not 

limited to, research on perception, cognition, motivation, identity, language, 

communication, cultural beliefs or practices, and social behavior) or research employing 

survey, interview, oral history, focus group, program evaluation, human factors 

evaluation, or quality assurance methodologies. (NOTE: Some research in this category 

may be exempt from the HHS regulations for the protection of human subjects. 45 CFR 

46.101(b)(2) and (b)(3). This listing refers only to research that is not exempt.) 

 

mailto:hrpo@som.umaryland.edu
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The IRB made the following determinations regarding this submission: 

- Written informed consent is required. Only the valid IRB-approved informed consent 

form(s) in CICERO can be used. 

 

Below is a list of the documents attached to your application that have been approved: 

HP-00052771 ICD Participant Consent.doc 

Eligibility Checklist for HP-00052771 v9-21-2012-1348245807227 

Interview Guide Schreck.docx 

Schreck HIPAA 125 

Leslie Morgan's CV 

Morgan CITI 

Schreck Dissertation Proposal 

Schreck HIPAA 201 

Schreck CITI original training 

Shaughnessy CITI 

Schreck Loyola letter of support and intellectual property 

Quinn CITI 

Schreck CITI refresher 

Ann Gruber-Baldini's CITI training 

 

 

In conducting this research you are required to follow the requirements listed in the 

INVESTIGATOR MANUAL.  Investigators are reminded that the IRB must be notified 

of any changes in the study.  In addition, the PI is responsible for ensuring prompt 

reporting to the IRB of proposed changes in a research activity, and for ensuring that such 

changes in approved research, during the period for which IRB approval has already been 

given, may not be initiated without IRB review and approval except when necessary to 

eliminate apparent immediate hazards to the subject (45 CFR 46.103(4)(iii)).  The PI 

must also inform the IRB of any new and significant information that may impact a 

research participants' safety or willingness to continue in the study and any unanticipated 

problems involving risks to participants or others. 

 

DHHS regulations at 45 CFR 46.109 (e) require that continuing review of research be 

conducted by the IRB at intervals appropriate to the degree of risk and not less than once 

per year. The regulations make no provision for any grace period extending the 

conduct of the research beyond 12/17/2013.  You will receive continuing review email 

reminder notices prior to this date; however, it is your responsibility to submit your 

continuing review report in a timely manner to allow adequate time for substantive and 

meaningful IRB review and assure that this study is not conducted beyond 12/17/2013.  

Investigators should submit continuing review reports in the electronic system at least six 

weeks prior to this date. 

 

Research activity in which the VA Maryland Healthcare System (VAMHCS) is a 

recruitment site or in which VA resources (i.e., space, equipment, personnel, funding, 

data) are otherwise involved, must also be approved by the VAMHCS Research and 
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Development Committee prior to initiation at the VAMHCS.  Contact the VA Research 

Office at 410-605-7000 ext. 6568 for assistance. 

 

The UMB IRB is organized and operated according to guidelines of the International 

Council on Harmonization, the United States Office for Human Research Protections and 

the United States Code of Federal Regulations and operates under Federal Wide 

Assurance No. FWA00007145. 

 

If you have any questions about this review or questions, concerns, and/or suggestions 

regarding the Human Research Protection Program (HRPP), please do not hesitate to 

contact the Human Research Protections Office (HRPO) at (410) 706-5037 or 

HRPO@som.umaryland.edu. 

  

mailto:HRPO@som.umaryland.edu
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RESEARCH ASSENT FORM 
 

Protocol Title: Marital Satisfaction in Spouses of Patients with Chronic 

Aphasia:  A Mixed Methods Study 

 

Study No.:  HP-00045790 

 

Principal Investigator: Janet Simon Schreck, M.S. CCC-SLP (410-617-

1232) 

         Ann Gruber-Baldini, Ph.D. (410-706-2444) 

 

We want to tell you about a research study we are doing. A research study is a way to 

learn information about something. We would like to find out more about how chronic 

aphasia after stroke affects marriages and marital satisfaction..  You are being asked to 

join the study because you are married and have chronic aphasia. 

 

If you agree to join this study, you will be asked to complete an aphasia test.  We will use 

questions to see how well you can communicate.  The test will take about 45 minutes and 

will be finished today.  You won’t need to come back for any more tests once we are 

finished today. 

 

During the test, you may get frustrated or find some of the questions to be hard.  If that 

happens, we can take a break.  Or, you can tell us you want to stop the test at any time. 

 

We do not know if you will be helped by being in this study.  We may learn something 

that will help other adults with aphasia and their families some day.  
 

You do not have to join this study. It is up to you.  You can say okay now, and you can 

change your mind later.  All you have to do is tell us. No one will be mad at you if you 

change your mind.  
 

Anything we learn about you from this study will be kept as secret as possible. 
 

Before you say yes to be in this study, we will answer any questions you have.  

 

If you want to be in this study, please sign your name. You will get a copy of this form to 

keep for yourself. 

 

 

________________________________________                        ___________________   

              (Sign your name here)             (Date) 
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RESEARCH CONSENT FORM (SPOUSE) 
 

Protocol Title: Marital Satisfaction in Spouses of Patients with Chronic 

Aphasia:  A Mixed Methods Study 

 

Study No.: HP-00045790 

 

Principal Investigator: Janet Simon Schreck, M.S. CCC-SLP (410-617-

1232) 

           Ann Gruber-Baldini, Ph.D.  (410-706-2444) 

 

 

 

You are being asked to participate in a research study.  Your participation in this study is 

voluntary and you can ask questions at any time during the study.   

PURPOSE OF STUDY 

 

The purpose of this study is to explore how marital satisfaction is or is not affected in 

spouses of persons with chronic aphasia, a language and communication disorder 

resulting from stroke or other injury to the brain.  We also hope to explore which factors 

(such as: severity of aphasia, length of marriage, number of months since the aphasia 

began, and gender of the spouse) are related to marital satisfaction in spouses of persons 

with chronic aphasia.  You qualify for this study because you are married to and living 

with a person who has had aphasia for at least one year.  We expect 75 married couples to 

participate in this study that will be conducted at the Loyola Clinical Centers. 

 

PROCEDURES 

Each spouse of a participant with aphasia will be asked to complete a demographic 

survey that will ask for basic information.  In addition, you will complete a marital 

satisfaction questionnaire called the Dyadic Adjustment Scale twice.  For the first 

completion, we will ask you to rate your current marital satisfaction.  For the second 

completion, we will ask you rate your satisfaction before the aphasia began.  Finally, 

each spouse will be asked to complete a questionnaire called the Stroke Impact Scale – 16 

about your spouse.  This scale measures physical function in persons who have suffered a 

stroke.  It should take no longer than 2 hours for you to complete all of these 

questionnaires and no follow-up visit is required for this phase of the study. 

There is a second phase of this study planned that involves further exploration of any 

significant findings by in-depth interviews with 6 participants.  At the conclusion of your 

participation in this phase of the study, we will ask you if you are willing to be contacted 

as a potential participant in the second phase of the study.   
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POTENTIAL RISKS/DISCOMFORTS 
 

There are no physical risks that are likely to be associated with your participation in this 

study.  Emotional upset and frustration may occur as you answer the surveys and 

questionnaires.  If this should occur, we can take a break at any time. 

 

Loss of confidentiality is also a potential risk for this study.  However, the risk of loss of 

confidentiality will be minimized by storing all paper data in a locked file cabinet within 

Janet Simon Schreck’s locked office in the Loyola Clinical Centers and storing all 

electronic data on the HIPAA-secured computer server at the Loyola Clinical Centers.   
 

POTENTIAL BENEFITS 
 

Although you will not directly benefit from participation in this study, it is our hope that 

findings form the study will help other persons with aphasia and their spouses in the 

future by offering ways to improve speech-language pathology and counseling 

interventions for them.   

 

ALTERNATIVES TO PARTICIPATION 
 

This is not a treatment study.  Your alternative is to not take part. If you choose not to 

take part, your healthcare at University of Maryland, Baltimore and/or the Loyola 

Clinical Centers will not be affected. 

 

COSTS TO PARTICIPANTS 

 

It will not cost you anything to participate in this study. 

 

PAYMENT TO PARTICIPANTS 
 

Participants in this study will not be paid. 

 

CONFIDENTIALITY 

This study does involve collection of confidential information, including marital 

satisfaction scores and aphasia severity scores.  All data obtained from the study will only 

be available to the investigators (Janet Simon Schreck and Ann Gruber-Baldini), as well 

as graduate student assistants who are directly supervised by Janet Simon Schreck.  All of 

the data will be coded so that your name does not appear connected to the testing forms 

or scores obtained.  All data, both paper and electronic, will be stored in a way that 

protects your confidentiality.  Paper data will be stored in a locked file cabinet in the 

Janet Simon Schreck’s office within the Loyola Clinical Centers.  Electronic data will be 

maintained on a HIPAA-secured computer server at the Loyola Clinical Centers.  All data 

analysis will be conducted on-site at the Loyola Clinical Centers. 

 

The data from the study may be published. However, you will not be identified by name. 

People designated from the institutions where the study is being conducted will be 

allowed to inspect sections of your medical and research records related to the study.  
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Everyone using study information will work to keep your personal information 

confidential.  Your personal information will not be given out unless required by law. 
 

RIGHT TO WITHDRAW  
 

Your participation in this study is voluntary. You do not have to take part in this research.   

You are free to withdraw your consent at anytime.  Refusal to take part or to stop taking 

part in the study will involve no penalty or loss of benefits to which you are otherwise 

entitled.  If you decide to stop taking part, if you have questions, concerns, or complaints, 

or if you need to report a medical injury related to the research, please contact the 

investigator Janet Simon Schreck at 410-617-1232 or jsimon@loyola.edu.  

 

If you do chose to withdraw from the study, you will not experience any negative 

physical, social, economic, legal, or psychological consequences.  In addition, your 

decision to withdraw will in no way impact services you may be receiving at the 

University of Maryland, Baltimore or the Loyola Clinical Centers. 
 

UNIVERSITY STATEMENT CONCERNING RESEARCH RISKS  
 

The University is committed to providing participants in its research all rights due them 

under State and federal law.  You give up none of your legal rights by signing this 

consent form or by participating in the research project.  Please call the Institutional 

Review Board (IRB) if you have questions about your rights as a research participant. 

 

The research described in this consent form has been classified as minimal risk by the 

IRB of the University of Maryland, Baltimore (UMB).  The IRB is a group of scientists, 

physicians, experts, and other persons.  The IRB’s membership includes persons who are 

not affiliated with UMB and persons who do not conduct research projects.  The IRB’s 

decision that the research is minimal risk does not mean that the research is risk-free.  

You are assuming risks of injury as a result of research participation, as discussed in the 

consent form.   

 

If you are harmed as a result of the negligence of a researcher, you can make a claim for 

compensation.  If you have questions, concerns, complaints, or believe you have been 

harmed through participation in this research study as a result of researcher negligence, 

you can contact members of the IRB or the staff of the Human Research Protections 

Office (HRPO) to ask questions, discuss problems or concerns, obtain information, or 

offer input about your rights as a research participant.  The contact information for the 

IRB and the HRPO is: 

 

University of Maryland School of Medicine 

Human Research Protections Office  

BioPark I 

800 W. Baltimore Street, Suite 100 

Baltimore, MD 21201 

410-706-5037 
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Signing this consent form indicates that you have read this consent form (or have had it 

read to you), that your questions have been answered to your satisfaction, and that you 

voluntarily agree to participate in this research study.  You will receive a copy of this 

signed consent form.  

 

If you agree to participate in this study, please sign your name below. 
  

 

 

 

 

___________________________________ 

Participant’s Signature 

 

 

Date:______________________________ 

 

 

 

  

 

 

___________________________________ 

Investigator or  Designee Obtaining Consent 

Signature 

 

 

Date:______________________________ 
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RESEARCH CONSENT FORM (Person with Aphasia) 
 

Protocol Title: Marital Satisfaction in Spouses of Patients with Chronic 

Aphasia:  A Mixed Methods Study 

 

Study No.: HP-00045790 

 

Principal Investigator: Janet Simon Schreck, M.S. CCC-SLP (410-617-

1232) 

           Ann Gruber-Baldini, Ph.D.  (410-706-2444) 

 

 

 

You are being asked to participate in a research study.  Your participation in this study is 

voluntary and you can ask questions at any time during the study.  If your spouse is 

unable to provide consent, then the word “you” in this document means your spouse. 

 

PURPOSE OF STUDY 

 

The purpose of this study is to explore how marital satisfaction is or is not affected in 

spouses of persons with chronic aphasia, a language and communication disorder 

resulting from stroke or other injury to the brain.  We also hope to explore which factors 

(such as: severity of aphasia, length of marriage, number of months since the aphasia 

began, and gender of the spouse) are related to marital satisfaction in spouses of persons 

with chronic aphasia.  You qualify for this study because you are a person with chronic 

aphasia who is married and currently living with your spouse. We expect 75 married 

couples to participate in this study that will be conducted at the Loyola Clinical Centers. 

 

PROCEDURES 

Each person with aphasia will be evaluated using the Western Aphasia Battery in order to 

assess aphasia severity.  The Western Aphasia Battery requires the participant to answer a 

series of questions that measure language and communication ability.  The assessment 

usually takes between 45-60 minutes and will be completed during the visit with no 

follow-up visit required. 

POTENTIAL RISKS/DISCOMFORTS 
 

There are no physical risks that are likely to be associated with your participation in this 

study.  Emotional upset and frustration may occur as you answer questions on the 

Western Aphasia Battery.  If this should occur, we can take a break at any time. 

 

Loss of confidentiality is also a potential risk for this study.  However, the risk of loss of 

confidentiality will be minimized by storing all paper data in a locked file cabinet within 

Janet Simon Schreck’s locked office in the Loyola Clinical Centers and storing all 

electronic data on the HIPAA-secured computer server at the Loyola Clinical Centers.   
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POTENTIAL BENEFITS 
 

Although you will not directly benefit from participation in this study, it is our hope that 

findings form the study will help other persons with aphasia and their spouses in the 

future by offering ways to improve speech-language pathology and counseling 

interventions for them.   

 

ALTERNATIVES TO PARTICIPATION 
 

This is not a treatment study.  Your alternative is to not take part. If you choose not to 

take part, your healthcare at University of Maryland, Baltimore and/or the Loyola 

Clinical Centers will not be affected. 

 

COSTS TO PARTICIPANTS 

 

It will not cost you anything to participate in this study. 

 

PAYMENT TO PARTICIPANTS 
 

Participants in this study will not be paid. 

 

CONFIDENTIALITY 

This study does involve collection of confidential information, including marital 

satisfaction scores and aphasia severity scores.  All data obtained from the study will only 

be available to the investigators (Janet Simon Schreck and Ann Gruber-Baldini), as well 

as graduate student assistants who are directly supervised by Janet Simon Schreck.  All of 

the data will be coded so that your name does not appear connected to the testing forms 

or scores obtained.  All data, both paper and electronic, will be stored in a way that 

protects your confidentiality.  Paper data will be stored in a locked file cabinet in the 

Janet Simon Schreck’s office within the Loyola Clinical Centers.  Electronic data will be 

maintained on a HIPAA-secured computer server at the Loyola Clinical Centers.  All data 

analysis will be conducted on-site at the Loyola Clinical Centers. 

 

The data from the study may be published. However, you will not be identified by name. 

People designated from the institutions where the study is being conducted will be 

allowed to inspect sections of your medical and research records related to the study.  

Everyone using study information will work to keep your personal information 

confidential.  Your personal information will not be given out unless required by law. 
 

RIGHT TO WITHDRAW  
 

Your participation in this study is voluntary. You do not have to take part in this research.   

You are free to withdraw your consent at anytime.  Refusal to take part or to stop taking 

part in the study will involve no penalty or loss of benefits to which you are otherwise 

entitled.  If you decide to stop taking part, if you have questions, concerns, or complaints, 
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or if you need to report a medical injury related to the research, please contact the 

investigator Janet Simon Schreck at 410-617-1232 or jsimon@loyola.edu.  

 

If you do chose to withdraw from the study, you will not experience any negative 

physical, social, economic, legal, or psychological consequences.  In addition, your 

decision to withdraw will in no way impact services you may be receiving at the 

University of Maryland, Baltimore or the Loyola Clinical Centers. 
 

UNIVERSITY STATEMENT CONCERNING RESEARCH RISKS  
 

The University is committed to providing participants in its research all rights due them 

under State and federal law.  You give up none of your legal rights by signing this 

consent form or by participating in the research project.  Please call the Institutional 

Review Board (IRB) if you have questions about your rights as a research participant. 

 

The research described in this consent form has been classified as minimal risk by the 

IRB of the University of Maryland, Baltimore (UMB).  The IRB is a group of scientists, 

physicians, experts, and other persons.  The IRB’s membership includes persons who are 

not affiliated with UMB and persons who do not conduct research projects.  The IRB’s 

decision that the research is minimal risk does not mean that the research is risk-free.  

You are assuming risks of injury as a result of research participation, as discussed in the 

consent form.   

 

If you are harmed as a result of the negligence of a researcher, you can make a claim for 

compensation.  If you have questions, concerns, complaints, or believe you have been 

harmed through participation in this research study as a result of researcher negligence, 

you can contact members of the IRB or the staff of the Human Research Protections 

Office (HRPO) to ask questions, discuss problems or concerns, obtain information, or 

offer input about your rights as a research participant.  The contact information for the 

IRB and the HRPO is: 

 

University of Maryland School of Medicine 

Human Research Protections Office  

BioPark I 

800 W. Baltimore Street, Suite 100 

Baltimore, MD 21201 

410-706-5037 
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Signing this consent form indicates that you have read this consent form (or have had it 

read to you), that your questions have been answered to your satisfaction, and that you 

voluntarily agree to participate in this research study.  You will receive a copy of this 

signed consent form.  

 

If you agree to participate in this study, please sign your name below. 
  

 

 

 

 

___________________________________      

Participant’s Signature                                      

 

 

Date:______________________________ 

 

 

 

  

___________________________________ 

Signature of Guardian or Authorized 

Representative (if required) 

 

 

Date: ______________________________ 

 

 

___________________________________ 

Investigator or  Designee Obtaining 

Consent Signature 

 

 

Date:______________________________ 
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RESEARCH CONSENT FORM 
 

Protocol Title:  Marital Satisfaction in Spouses of Patients with Chronic 

Aphasia:  A Mixed Methods Study 

 

Study No.: HP-00052771 

 

Principal Investigator: Janet Simon Schreck, M.S. CCC-SLP (410-617-

1232) 

            Ann Gruber-Baldini, Ph.D. (410-706-2444) 

 
 

You are being asked to participate in a research study.  Your participation in this study is 

voluntary and you can ask questions at any time during the study. 

 

PURPOSE OF STUDY 

The purpose of this study is to explore how marital satisfaction is or is not affected in 

spouses of persons with chronic aphasia, a language and communication disorder 

resulting from stroke or other injury to the brain.  We hope to identify factors (such as:  

severity of aphasia, length of marriage, number of months since the aphasia began, and 

the gender of the non-aphasic spouse) that may be related to marital satisfaction in 

spouses of persons with chronic aphasia.  You qualify for this study because you are 

married to and living with a person who has had aphasia for at least one year and you 

participated in the first phase of this study which utilized questionnaires to explore the 

issue.  We expect 21 individuals to participate in this study that will be conducted at the 

Loyola Clinical Centers, Loyola University Maryland. 

PROCEDURES 

In this study, you will participate in a semi-structured interview.  During the interview, 

the investigator will ask you a series of open-ended question designed to explore the 

issues stated above.  While the investigator does have a pre-established set of questions 

that she may use, additional questions may be asked to help clarify or further explore one 

of your answers. 

Each interview will last between 60 and 120 minutes.  Only one interview is required 

unless both you and the investigator determine that a second interview would be helpful 

to further explore the questions.  If a second interview is agreed upon, the investigator 

will arrange a time with you to complete that second interview within 2 weeks of the first 

interview.  The second interview will last no longer than 90 minutes. You will complete a 

maximum of 2 interviews, for a total maximum time of 210 minutes. 

The interview will be audio-recorded using a digital recorder.  It will then be downloaded 

and transcribed word-for-word so that the investigator can explore the interview for key 

themes and factors related to the purpose of the study.   



141 

 

WHAT ARE MY RESPONSIBILITIES IF I TAKE PART IN THIS RESEARCH? 

If you take part in this research, you will be responsible to answer the questions as 

completely and honestly as you can. 
 

POTENTIAL RISKS/DISCOMFORTS: 
 

There are no physical risks that are likely to be associated with your participation in this 

study. Emotional upset and frustration may occur as you answer the interview questions.  

If this should occur, we can take a break at any time, or stop the interview and schedule a 

second interview time. 

 

Loss of confidentiality is also a potential risk for this study.  However, the risk of loss of 

confidentiality will be minimized by storing all paper data in a locked file cabinet within 

Janet Simon Schreck’s office located at the Loyola Clinical Centers, Loyola University 

Maryland, and storing all electronic data on the HIPAA-secured computer server at the 

Loyola Clinical Centers. 
 

POTENTIAL BENEFITS 
 

Although you will not directly benefit from participation in this study, it is our hope that 

findings form the study will help other person with aphasia and their spouses in the future 

by offering ways to improve speech-language pathology and counseling interventions for 

them. 
 

ALTERNATIVES TO PARTICIPATION 

 

This is not a treatment study. Your alternative is to not take part. If you choose not to take 

part, your healthcare at University of Maryland, Baltimore will not be affected. 
 
 

COSTS TO PARTICIPANTS 
 

It will cost you nothing to participate in this study. 
 

PAYMENT TO PARTICIPANTS 
 

Participants in this study will not be paid. 
 

CONFIDENTIALITY AND ACCESS TO RECORDS 
 

This study does involve collection of confidential information, including information 

about your marital satisfaction.  All data obtained from the study will only be available to 

the investigators (Janet Simon Schreck and Ann Gruber-Baldini).  All of the data will be 

coded so that your name does not appear connected to the interview recording or 

transcript.  All data, both electronic and paper, will be stored in a way that protects your 

confidentiality.  Paper data will be stored in a locked file cabinet in Janet Simon 

Schreck’s office within the Loyola Clinical Centers.  Electronic data will be maintained 
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in a de-identified manner on a HIPAA-secured server at the Loyola Clinical Centers 

where all data analysis will be completed. 

 

The data from the study may be published. However, you will not be identified by name. 

People designated from the institutions where the study is being conducted and people 

from the sponsor will be allowed to inspect sections of your medical and research records 

related to the study. Everyone using study information will work to keep your personal 

information confidential. Your personal information will not be given out unless required 

by law. 
 

 

RIGHT TO WITHDRAW 
 

Your participation in this study is voluntary. You do not have to take part in this research. 

You are free to withdraw your consent at anytime. Refusal to take part or to stop taking 

part in the study will involve no penalty or loss of benefits to which you are otherwise 

entitled. If you decide to stop taking part, or if you have questions, concerns, or 

complaints, or if you need to report a medical injury related to the research, please 

contact the investigator Janet Simon Schreck at 410-617-1232 or jsimon@loyola.ed.  

 

If you do chose to withdraw from the study, you will not experience any negative 

physical, social, economic, legal, or psychological consequences.  In addition, your 

decision to withdraw will in no way impact services you may be receiving at the 

University of Maryland, Baltimore or the Loyola Clinical Centers.  Should you choose to 

withdraw, please send a written withdrawal request to Janet Simon Schreck at 

jsimon@loyola.edu or Loyola Clinical Centers, 5911 York Road, Suite 100, Baltimore, 

Maryland 21212, Attention:  Janet Simon Schreck. 
 

 

CAN I BE REMOVED FROM THE RESEARCH? 

Although not typical, the person in charge of the research study can remove you from the 

research study without your approval. Possible reasons for removal include failing to 

appear for more than 2 scheduled interviews without notice, and if the investigator feels 

that your participation in the study is too emotionally upsetting for you to continue.  
 

UNIVERSITY STATEMENT CONCERNING RESEARCH RISKS  
 

The University is committed to providing participants in its research all rights due them 

under State and federal law. You give up none of your legal rights by signing this consent 

form or by participating in the research project. This research has been reviewed and 

approved by the Institutional Review Board (IRB). Please call the Institutional Review 

Board (IRB) if you have questions about your rights as a research participant. 

 

The research described in this consent form has been classified as minimal risk by the 

IRB of the University of Maryland, Baltimore (UMB). The IRB is a group of scientists, 

physicians, experts, and other persons. The IRB’s membership includes persons who are 

not affiliated with UMB and persons who do not conduct research projects. The IRB’s 

mailto:jsimon@loyola.edu
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decision that the research is minimal risk does not mean that the research is risk-free. You 

are assuming risks of injury as a result of research participation, as discussed in the 

consent form. 

 

If you are harmed as a result of the negligence of a researcher, you can make a claim for 

compensation. If you have questions, concerns, complaints, or believe you have been 

harmed through participation in this research study as a result of researcher negligence, 

you can contact members of the IRB or the staff of the Human Research Protections 

Office (HRPO) to ask questions, discuss problems or concerns, obtain information, or 

offer input about your rights as a research participant. The contact information for the 

IRB and the HRPO is: 

 

University of Maryland School of Medicine 

Human Research Protections Office  

BioPark I 

800 W. Baltimore Street, Suite 100 

Baltimore, MD 21201 

410-706-5037 

 

Signing this consent form indicates that you have read this consent form (or have had it 

read to you), that your questions have been answered to your satisfaction, and that you 

voluntarily agree to participate in this research study. You will receive a copy of this 

signed consent form. 

 

If you agree to participate in this study, please sign your name below. 
 

 

 

 

 

___________________________________ 

Participant’s Signature 

 

 

Date:______________________________ 

 

 

 

___________________________________ 

Investigator or Designee Obtaining Consent 

Signature 

 

 

Date:______________________________ 
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