
 

 

AZUSA PACIFIC UNIVERSITY 

 

 

 

ELDERLY PARTNERS’ LIVED EXPERIENCE OF BLADDER 

AND OR COLORECTAL CANCER DIAGNOSIS LIVING WITH AN OSTOMY 

 

by 

Dinah R. Herrick 

 

A dissertation submitted to the 

School of Nursing 

in partial fulfillment of the requirements 

for the degree Doctor of Philosophy in Nursing 

 

 

 

 

Azusa, California 

January, 2019 

 

 

 

 

 

 

 

 

 



 

 

AZUSA PACIFIC UNIVERSITY 

 

 

 

ELDERLY PARTNERS’ LIVED EXPERIENCE OF BLADDER 

AND OR COLORECTAL CANCER DIAGNOSIS LIVING WITH AN OSTOMY 

 

by 

 

Dinah R. Herrick 

 

 

has been approved by the 

 

School of Nursing 

 

in partial fulfillment of the requirements 

 

for the degree Doctor of Philosophy in Nursing 

 

 

 

Cheryl Westlake, Ph.D., RN, Committee Chair 

 

 

 

Mary Fongwa, Ph.D., RN, Committee Member 

 

 

 

John A. Doyle, Ph.D., Committee Member 

 

 

 

Aja Tulleners Lesh, Ph.D., RN, Dean, School of Nursing 

 

 

 

 



 

ii 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

© Copyright by Dinah R. Herrick 2018 

 

All Rights Reserved 

 

 

 

 

 



 

iii 

 

 

 

 

 

DEDICATION  
 

 

 

I wish to dedicate this research to the 11 participants who were willing to share 

their stories in order to help others who will experience the same challenges of living 

with a bladder and colorectal cancer diagnosis and an ostomy.  Thank you for allowing 

me to enter your very private world and explore the facets of your intimate lives in detail.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

iv 

 

 

 

 

 

ACKNOWLEDGMENTS  

 

 

 

To my sons, Benjamin A. Herrick and Kenneth D. Herrick, who were there to 

encourage me when I wanted to give up, THANK YOU!   To my oldest son, Ben, thank 

you for proofreading for me and helping me find that one last psychological meaning that 

took over one day to find!  Ben, you were my ROCK towards the end.  Ken, even though 

you were busy being a husband and a dad, you remain constant in giving me support.  To 

my dad, thank you for helping with little things at home so my load would be lighter.  To 

my siblings, thank you for taking care of dad while I was at school. 

I would like to thank the faculty at Azusa Pacific University, especially my 

committee members, Dr. Fongwa and Dr. Doyle.  Special thanks to Dr. Westlake, my 

chair!  You were tough but fair.  I admire your mind!  Thank you for pulling me through 

the end of this journey.     

All this, I owe to God.  When I was a little girl growing up in the Philippines, I 

told people that I wanted to be a doctor, an eye doctor, because I wanted to understand 

why my grandmother lost her sight, never to see her grandchildren.  When we moved to 

this great country, the United States, I gave up that dream because it was too grand.  

Little did I know that I would still be a doctor, not a medical doctor, but a Ph.D.  

Jeremiah 29:11 is my family verse: For I know the plans I have for you…says the Lord… 

Lastly, I wish my mom was still around to see this accomplishment.  This one is 

for you, too!   



 

v 

 

 

 

 

 

ABSTRACT 

 

 

 

ELDERLY PARTNERS’ LIVED EXPERIENCE OF BLADDER 

AND OR COLORECTAL CANCER DIAGNOSIS LIVING WITH AN OSTOMY 

 

 

 

Dinah R. Herrick 

Doctor of Philosophy in Nursing, 2019 

Azusa Pacific University 

Advisor: Cheryl Westlake, Ph.D., RN 

 

 

 

Bladder and colorectal cancer (CRC) are two of the most aggressive types of cancer with 

treatment creating physical and psychosocial comorbidities that affect the quality of life 

of patients affected by the disease.  Numerous studies have been conducted about the 

experiences and needs of people who have had a bladder and/or CRC diagnosis, surgical 

intervention, and an ostomy, but studies about the experiences of the elderly partners are 

negligible.  Specifically, the older adult (65-84 years old) group was found to be 

essentially unstudied with only 10 (0.51%) known 75- to 84-year old participants 

included in relevant studies that involved 1,750 participants.  Thus, this elderly group 

may have distinct experiences, needs, and challenges that are unknown and would 

warrant our attention.  Therefore, the purpose of this study was to illuminate the 

experiences of this group of elderly (65 to 84 years old) partners of patients diagnosed 

with bladder and/or CRC with ostomy.  The purpose of the research study was to 

illuminate the perceptions of and reactions of those elderly who are living with a person 
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who has had surgery for CRC resulting in an ostomy. Using the phenomenological 

approach guided by the Roy Adaptation Model (RAM), the research study addressed the 

question: “What are the elderly partners’ lived experiences of living with a person who 

had surgery for bladder and/or CRC resulting in an ostomy?” Interview questions were 

formulated from the review of the literature and focused on questions asked previously 

(Perrson, Severinsson, & Hellstrom, 2004). Narrative descriptions shared by the 

participants (N = 11) during individual interviews and Giorgi's descriptive 

phenomenological method were used to address the knowledge gap.  Participants were 

recruited from support groups and the United Ostomy Association of America within Los 

Angeles, Orange, Riverside, and San Bernardino counties.  All were partners 

(cohabitating husband, wife, or intimate significant other) of a person who had a bladder 

and/or CRC diagnosis and surgery resulting in an ostomy.  On average, the participants 

were (a) 74.1 (standard deviation, 6.33) years old, (b) English reading/speaking, (c) 

cognitively intact (Mini-CogTM with Clock Drawing Test score of 3-5), (d) literate at 

greater than the sixth-grade reading (Rapid Estimate of Adult Literacy in Medicine—

Short Form, score greater than or equal to 4), and (e) agreeable to participate in a one-on-

one audiotaped interview.  The interview length average was 39.3 (standard deviation, 

12.53) minutes and ranged from 10 to 55 minutes. Using Giorgi’s five-step analysis 

method, five themes emerged that illuminated the partners’ experience and are presented 

in their order of frequency: (a) feeling supported by others, (b) providing support to the 

person with cancer and an ostomy, (c) expressed needs, (d) accepting/adjusting to 

diagnosis/treatment/ostomy, and (e) advocating for and to the person with cancer and an 

ostomy. The findings have suggested that the young- to middle-old adult partners’ 
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experiences mirror those of younger partners of patients with bladder and/or CRC and an 

ostomy with respect to (a) feeling supported by others, (b) providing support to the 

person with cancer and an ostomy, (c) accepting and adjusting to diagnosis/treatment/ 

ostomy, and (d) advocacy for and to the person with cancer. However, their experiences 

differed with respect to their expressed needs and the lack of importance of sexuality. 

Their needs were amenable to nursing intervention.  The findings may serve as the 

foundation for future studies to improve the care of the elderly partners of patients with a 

bladder and/or CRC diagnosis, surgery, and an ostomy. 

 Keywords: bladder cancer, colorectal cancer, ostomy, colostomy, partners, 

caregivers 
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CHAPTER 1 

 

INTRODUCTION 

 

 

 

The focus of the descriptive phenomenological research study guided by the 

RAM was to explore the meaning of the lived experience of elderly partners living with a 

partners who had surgery for bladder and/or colorectal cancer (CRC) resulting in an 

ostomy.  Chapter 1 discusses (a) the description of the phenomenon studied, (b) purpose 

of the study, (c) research methodology, and (d) philosophical perspective, description, 

and assumptions underpinning the research study.  The application of the RAM follows.  

The chapter finishes with the provision of the research question. 

Description of the Phenomenon Studied 

The study’s phenomenon of interest was driven by the concerns of the 

researcher’s personal encounters as a certified ostomy nurse (CON) with elderly men and 

women who were partners of people who had bladder and/or CRC surgery resulting in an 

ostomy.  As the CON met her patients and partners facing cancer and living with a new 

ostomy for ostomy care education, she often observed the partners expressing feelings of 

being overwhelmed, crying, and manifesting disinterest in looking at the ostomy.  Many 

of the partners were elderly and had expressed fears in the cancer diagnosis, the adjuvant 

therapies their partners will receive, the physical care involved in caring for the new 

ostomy, and their own possible role transition from partner to care recipient.  These 



 

2 

perceived concerns may have presented as obstacles in learning and coping with living 

with the ostomy. 

Significance of the Study to Nursing 

Thirty-four studies have been conducted about the experiences and needs of 

people who have had a bladder and/or CRC diagnosis, surgical intervention, and an 

ostomy,  These studies found that partners younger than 65 years of age faced diagnosis- 

and treatment-associated challenges, such as (a) living with uncertainty due to the cancer 

diagnosis, (b) experiencing difficulties of being involved in the ostomy care, (c) learning 

to live in a new way, (d) accepting the altered body of their partners, and (e) searching for 

explanations. However, the young- and middle-old adult (65 to 84 years old) group was 

found to be essentially unstudied with only 10 (0.51%) known 75- to 84-year-old 

participants included in relevant studies.  This elderly group may have distinct 

experiences, needs, and challenges from the younger partners involved in the majority of 

these studies.  These experiences, needs, and challenges are unknown, warrant our 

attention, and are relevant to nursing care.  This identified gap in literature is significant 

to nursing as the findings of the current study will provide opportunity and lay the 

foundation for addressing the distinct and unique needs of these older adult who are 

between 65 and 84 years of age.  Therefore, the research study addressed the 

phenomenon of the elderly partners’ experiences of bladder and/or CRC diagnoses, 

surgery, and ostomy. 

Background of Bladder Cancer and CRC 

 Bladder and/or CRC are two of most aggressive types of cancer for which 

treatment may involve the surgical removal of the bladder and/or the colon with the 
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introduction of a permanent ostomy (Swann, 2011).  According to the American Cancer 

Society (ACS), there was an estimated 81,190 cases of bladder cancer in the United 

States in 2018 (62,380 in men and 18, 810 in women) while 17,240 deaths from the 

bladder cancer were reported in 2018 (12,520 in men and 4,720 in women).  The rates of 

new bladder cancers and cancer deaths have been dropping slightly in women in recent 

years, while in men, incidence rates have been decreasing and death rates have remained 

stable. However, bladder cancer is still the fourth most common cancer in men, (ACS, 

2018a). 

On the other hand, the ACS stated that there was an estimated 140,250 cases of 

CRC in the United States in 2018 (1 in 22 ,4.49% of men; 1 in 24 , 4.15% of women), 

showing the risk for women having CRC is slightly higher.  It is expected to cause about 

50,630 deaths during 2018 (ACS, 2018b).  The death rate from colorectal cancer has been 

dropping in both men and women for several decades; however, CRC remains the third 

most common cancer in both men and women. 

Consequences and the Medical Treatments Available 

Receiving a bladder and/or CRC diagnosis means a significant change in lifestyle.  

Surgical removal of the diseased bladder and/or colon and introduction of an ostomy are 

the most frequent procedures in the treatment of advanced stages of bladder and/or CRC 

(ACS, 2018a, 2018b; Swann, 2011).  An ostomy is created, from an exteriorized portion 

of the bowel, which is a surgical opening made in the skin as a way for waste products to 

leave the body from the intestines or the bladder (ACS, 2018a, 2018b; McMullen et al., 

2011).  More than one million people in the United States are living with an ostomy, and 

most are bladder and/or CRC survivors (McMullen et al., 2011).  With the removal of the 



 

4 

bladder and all or part of the colon, patients become unable to pass waste through the 

bladder and/or rectum.  Instead, a bag or appliance that acts as a waste container is placed 

on the outside of the body.  Therefore, having an ostomy means a change in bladder 

and/or bowel functioning because the flow of urine or feces is diverted onto the 

abdominal wall (Thorpe, Margaret, & Richardson, 2009). 

In the preoperative stage, considering a new way of ridding the body of waste is a 

challenging task that demands time and effort from the individual (Brown & Randle, 

2005).  The loss of voluntary control of urination or bowel movements and the awareness 

that the ostomy not only leaves a scar on the body, but also involves an opening on the 

stomach with a bag into which urine or feces are emptied may be a daunting 

consideration.  For many, the post-operative management of the ostomy becomes a 

frightening reality to both the individuals and their partners (Persson et al., 2004). 

The ostomy on the front of the abdomen potentially creates a sense of physical 

disfigurement.  As the ostomy’s main function is to collect waste and/or flatus, there can 

be incidences of incontinence and associated odor release that may happen anytime in an 

uncontrolled way.  Such incidents remind individuals about the bodily changes the 

ostomy placement brings, even when the ostomy is properly applied and concealed 

(Thorpe et al., 2009).  Challenges in adjusting to a new ostomy include the process of 

changing the ostomy appliances and the embarrassment related to the sounds and odor 

from accidental leakage (Manderson, 2005; Annells, 2006).  Facing bladder and/or CRC 

and the lifestyle changes that an ostomy brings may be a daunting reality for the patients 

and their partners. 

 

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2836795/#R32
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Purpose of the Study 

The purpose of the research study was to illuminate the experiences of the elderly 

partner living with a person who had bladder and/or CRC and surgery resulting in an 

ostomy.   

Research Methodology 

The research study used a phenomenological research method to examine the 

elderly partners’ lived experience.  Phenomenology highlights and captures the dynamic 

and individual nature or social constructs of the human experience, using narrative 

descriptions provided by the participants (Edwardson, 2007).  Understanding their lived 

experiences serves to authenticate their true, shared stories. 

Philosophical Underpinning  

Selecting the best philosophical underpinning for the research study, the 

researcher had to choose phenomenology as the basis of the study.  Using 

phenomenology benefited the research by expanding the nurses’ understanding of the 

partners’ lived experiences dealing with the changes brought by the bladder and/or CRC 

surgery resulting in an ostomy.  It was also important to select a philosophical 

underpinning that was based on the assumptions similar to the theoretical framework of 

RAM. In caring for the patients and their partners, nurses have tended to concentrate 

more on the needs of the patients than the partners, but a holistic approach to the nursing 

care of ostomy patients that includes their partners may be beneficial to both the patient 

and the partner. The following sections discusses in-depth the assumptions of 

phenomenology and RAM.  
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Phenomenology 

Phenomenology is the philosophical, subjective study of people's experiences and 

interactions with others and the environment and their meaning (Smith, 2007).  

Phenomenology offers the best philosophical underpinning for the research study because 

of the emphasis on discovering and understanding people's everyday life experiences 

from their individual points of view.  As asserted by Husserl (1983), a person can believe 

anything as a reality when that reality is directed to and receives fulfilment from an 

intuitively given object; the intuitive fulfilment is the primary reason to hold a belief as 

true.  

Descriptive phenomenology.  Descriptive phenomenology was first developed 

by Husserl (1962) who was primarily interested in the question: What do we know as 

persons with the emphasis on describing the human experiences?  He posited that there 

were features of any lived experience that were common to all persons who had the 

experience.  These common features are referred to as universal essences or eidetic 

structures (Natanson, 1973).  Further, Husserl (1977 articulated the idea of radical 

autonomy where humans were free agents who bore responsibility for influencing their 

environment and culture.  Husserl’s descriptive approach employed a thorough 

description of people’s regular experiences in their daily lives, including hearing, seeing, 

believing, feeling, remembering, deciding, evaluating, and acting (Husserl, 1977, as cited 

in Polit & Beck, 2017). 

As the father of phenomenology, Husserl asserted that science alone cannot 

explore human thoughts.  Therefore, he introduced transcendental phenomenology where 

the bracketing procedure was developed (Husserl, 1962).  Through the fundamental 
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bracketing procedure, a researcher does not influence the participants’ understanding of 

the phenomenon.  Instead the researcher puts aside his or her own assumptions about the 

phenomenon being examined while attempting to center the true description of the 

experience on the participants’ shared stories (Smith, 2011).  In applying bracketing to 

the research study, as an experienced certified ostomy nurse (CON) with previous 

experience with ostomy patients and families, I needed to leave past experiences behind.  

Removing or withholding preconceived beliefs and opinions about the phenomenon 

being examined avoided biases. 

The second step of descriptive phenomenology is intuiting whereby the researcher 

allows the participants to share their experiences while listening intentionally to their 

stories, attempting to hear about the phenomenon in a free and unprejudiced way so the 

phenomenon maybe accurately described and understood in a new and fuller way.  Through 

intuiting, the phenomenologist hopes to experience insight about the phenomenon and the 

associated patterns, relationships, and subtleties. 

Intuiting is followed by the analysis of the data collected by extracting significant 

statements, categorizing, and elucidating the essential meanings of the phenomenon (Polit 

& Beck, 2017).  The final step, the descriptive phase, involves the phenomenologist’s full 

understanding, definition, and description of the phenomenon under study from the 

perspective of the participants.  

The next section discusses the Roy Adaptation Model (RAM) used for the study.  

RAM was the theoretical framework used to guide this research study.  

Roy Adaptation Model (RAM) 

Background.  Sister Calista Roy first published the RAM in 1970 and has been 
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actively updating the model since (Roy, 2009).  The RAM can best guide the research 

study because of the focus on humans’ adaptive system responses to the various 

environmental stimuli that constantly change (Fawcett, 2005).  An ostomy brings about a 

drastic change in a person’s body that require a person’s adaptive system and 

environmental stimuli to play key roles in the successful adaptation process from the 

early pre-operative stage to years following a permanent ostomy placement, possibly. 

In the research study, the RAM outlined the potential (a) physiological-physical, 

(b) self-concept/group identity, (c) interdependence, and (d) role function behaviors the 

elderly partners may manifest as they adapt to the changed patient and new ostomy.  The 

way the elderly respond and adapt to the stress of caring for their partners with a 

permanent ostomy depends, in part, on their internal and external resources and coping 

processes.  The permanent colostomy of the spouse becomes the stressful stimulus and 

requires for the elderly partner to respond and adapt to the challenges as the partner 

becomes an adaptive entity in terms of the RAM. Illustrations of the ways the elderly 

respond and adapt to the stress of caring for their partners is discussed in and threaded 

through the next sections.   

Philosophical assumptions of the RAM.  The RAM asserts a reciprocal 

worldview of interaction between human and the environment that is complimentary, 

posing a give and take relationship (Fawcett, 2005).  Roy’s assertion of stimuli (stressors) 

coming from within and external to the person causes a response as a point of interaction 

between the person and the environment (Roy & Andrews, 2008).  The model views the 

person as an adaptive entity while nursing care is involved in shaping the partners’ four 

adaptive modes (physiological-physical, self-concept/group identity, interdependence 
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mode, and role function) to facilitate their adaptation.  The goal of the RAM is to 

promote adaptation in individuals or groups. 

Concepts of the RAM.  The following section discusses the four concepts of 

RAM: (a) person, (b) environment, (c) health, and (d) nursing.  

Person.  The RAM sees the person as a holistic adaptive system possessing 

interrelated parts that function as a whole (Roy, 2009).  Individuals use their conscious 

awareness and coping processes to adapt to environmental stimuli that creates human and 

environmental integration for better health and living (Roy & Andrews, 2008; Roy, 

2009). 

Coping processes.  The coping processes of individuals dictate the ways they 

respond and influence their changing environment (Roy, 2009).  The RAM describes two 

subsystems for coping processes: the regulator and cognator.  The regulator automatically 

and immediately responds to the stressor through various chemical, neural, and endocrine 

coping processes.  The cognator is related more to attention, memory, learning, problem-

solving, decision-making, excitement, and defense status.  (Roy, 2009). 

Adaptive modes and responses.  The RAM theorizes the cognator and regulator 

continuously interact to promote adaptation through the four adaptive modes (Roy, 

2009). The first mode, the physiological-physical mode, modulates how individuals 

interact as physical beings with the environment (Fawcett, 2012) where the primary need 

is to maintain physiological integrity and wellness of the individual (Roy & Andrews, 

2008; Roy, 2009). 

The second mode, the self-concept/group identity mode has two components.  

The self-concept component addresses the individual’s own beliefs and feelings (Roy, 
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2009; Fawcett, 2012).  The personal identification or opinion about the individual and the 

individual’s judgment about ones’ expectations, characteristics, values, and moral, 

ethical, and spiritual beliefs constitute the self-concept.  The group concept component is 

the group’s identity that includes shared goals, values, and self-image, and co-

responsibility toward goal achievement (Fawcett, 2012).  Psychosocial and spiritual 

integrity are basic underlying needs of the self-concept/group mode (Roy, 2009). 

The third, the interdependence mode, focuses on the supportive and intimate 

relationships in a person’s life.  Adaptation in the interdependence mode produces 

feelings of security and satisfaction in intimate relationships and is the basic underlying 

need of the interdependence mode (Roy & Andrews, 2008). 

The fourth, the role function mode, is the need to know one’s responsibilities in 

relation to others (Roy & Andrews, 2008).  The position a person holds in society and 

how that person acts or reacts in his or her occupied position is central to the role 

function mode while social integrity and role clarity are important expectations in the role 

function mode. 

Adaptive outcomes.  The goal of the RAM’s four adaptive modes is to promote 

survival and self-mastery in coping with stressors.  The outcomes may be either adaptive 

or ineffective.  Adaptive responses promote integrity and help persons to achieve their 

adaptation goals, while ineffective responses produce failed goals.  There are three major 

levels of adaptive responses in the RAM:  (a) integrated, (b) compensatory, and (c) 

compromised (Roy, 2009, 2013; Roy & Andrews, 2008).  The integrated adaptive 

outcome is the positive indicator that the structure and functions of a person are working 

as a whole to meet the person’s needs.  The compensatory adaptive outcome indicates 
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that the responses to the challenge resulted in specific processes such as crying or role 

transitioning.  The compromised adaptive outcome indicates the first two levels are 

inadequate, and there is an adaptation issue that is unresolved (Roy, 2009; 2013).  

Environment.  The RAM defines the environment as the condition, influences, 

and circumstances that surround and affect the behavior and holistic development of 

humans (Roy, 2009).  The RAM asserts that a person has continuous interaction with his 

or her environment.  The environment includes the various internal and external stimuli 

that affect the human system and are characterized as (a) focal, (b) contextual, or (c) 

residual stimuli (Roy, 2009; Roy & Andrews, 2008).  Focal external and internal stimuli 

are the immediate stressors confronting a person, where contextual stimuli are defined as 

the stimuli present in the situations that contribute to effect the focal stimulus.  

Contextual stimuli may affect the focal stimuli as measured by the person's response.  

Residual stimuli are stressors whose effects in the current situation are unclear.  

Health.  Health is the state or process of being or becoming whole that is brought 

about by the four adaptive mode responses (Roy, 2009).  Health and illness are both 

important parts of a person’s life. 

Nursing.  According to the RAM, nursing is the science and art of promoting 

adaptation, which asserts the importance of nursing care in a person’s adaptation 

processes. Based on the RAM, nursing activities include the assessment of behaviors and 

stimuli that impact on a client’s adaptation.  Nursing diagnoses are based on the 

assessment done before any nursing interventions are planned to manage the stressors.  

Nurses play an important role in assuring adaptive goals are met for the patients, their 

partners, and their families.  Nursing goals promote individual and group adaptation in 
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each adaptive mode to improve health, quality of life, and dying with dignity.  

Significance of the RAM 

The elderly partners of the research study may have experienced tremendous 

stress in coping with their partners’ cancer diagnosis and the challenges brought about by 

the ostomy placement.  With these associated stress and challenges, healthcare 

professionals face a significant problem because of the limited knowledge on ostomy care 

from the partners' perspectives. The study utilized RAM in answering the research 

question, “What are the lived experiences of elderly partners on bladder and or CRC with 

ostomy placement?”  Physiological-physical integrity may be overwhelmed by the 

significant and potentially persistent stressors faced by the partners (Roy & Andrews, 

2008).  Further, social integrity and role clarity are important expectations of partners in 

the role function mode that may be affected by cancer diagnosis and treatment (Roy & 

Andrews, 2008).  The elderly partners of the ostomy patients hold different roles in the 

society, including their work and families. Stoma placement will have a negative effect if 

coping and adapting skills are unmet during the adjustment period, from the initial phase 

of ostomy placement to total acceptance of living with the ostomy. The fourth mode of 

RAM is the interdependence mode that focuses on the supportive and intimate 

relationships in a person’s life.  This produces a feeling of security and satisfaction in 

intimate relationships (Roy & Andrews, 2008). Supportive spouses or significant others 

play an important role in the interdependence mode in helping their partners adjust and 

cope in living with ostomy.  

The adaptation to the bladder and/or CRC diagnosis and stoma placement will be 

ineffective if the adaptive responses are insufficient.  With these issues in play, healthcare 
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professionals face a significant problem because the limited knowledge and research 

from the partners' perspectives has rendered few evidence-based interventions for 

implementation. 

Application of the RAM to the Research Study 

In the application of the RAM to the present study, the elderly partner was the 

holistic adaptive system (person) who was in constant interaction with the environment, 

living with an individual with bladder and/or CRC surgery resulting in an ostomy 

placement.  Personal loss and sources of continued tension that may result from the 

cancer diagnosis and treatment may activate the adaptive processes where either adaptive 

or ineffective outcomes may result.  The focal stimulus was living with a partner who had 

an ostomy due to bladder and/or CRC while the contextual stimuli were the challenges 

that came from being an elderly person with the associated physical and cognitive 

challenges.  The residual stressors were identified during the interview process.  Health 

was the partner’s wholeness as a manifestation of the adaptive mode responses.  How the 

elderly partners perceived and responded to living with their partners manifested in 

potential adaptive mode changes and was the focus of the research study.  Nursing, 

guided by the RAM, may promote notable differences in how the elderly partners of 

bladder and/or CRC patients with an ostomy ultimately adjust treatment placement.  

Research Question 

“What are the elderly partners’ lived experiences of living with a person who had 

surgery for bladder and/or CRC resulting in an ostomy?” 
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CHAPTER 2 

 

LITERATURE REVIEW 

 

 

 

Chapter 2 is divided into three sections. The first section discusses the 

consequences of bladder and/or CRC and the medical treatments available, especially 

those resulting in an ostomy placement.  The second section discusses the significance of 

the RAM.  Finally, the third section concludes with a summary of the current state of the 

literature on the phenomenon studied: elderly partners’ perceptions of and reactions to 

their partners’ bladder and/or CRC diagnosis and surgery. 

Literature Selection 

The computer search of databases to find peer-reviewed research literature related 

to the research study included (a) ProQuest, (b) Cumulative Index to Nursing and Allied 

Health Literature (CINAHL), (c) Medical Literature Analysis and Retrieval Online 

(MEDLINE), (d) Google Scholar, and (e) the Cochrane Library.  Using the following key 

terms, bladder cancer, CRC, ostomy, and partners or caregivers, relevant research 

publications using quantitative, qualitative, or mixed-method studies published in English 

between 1988 and 2017 were reviewed. 

ProQuest (conference papers and proceedings, dissertations and theses, or 

scholarly journals) yielded 125,349 papers.  Adding ostomy as a search term reduced the 

number of possible papers to 875 while adding ostomy and partners or caregivers yielded 

128 papers. Of the 128 papers, 12 were deleted as the papers were conference 
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proceedings citations only.  Two papers were deleted as they were reviews of the 

literature and 62 were deleted as they did not study bladder and/or CRC patients.  

Twenty-two were deleted as they did not study bladder and/or CRC patients with an 

ostomy and 26 were deleted as they did not study partners or caregivers of bladder and/or 

CRC patients with an ostomy.  Four papers were retained for inclusion in the review of 

the literature. 

Next, CINAHL was searched for studies about bladder and/or CRC yielding 

13,101 papers.  Adding ostomy as a search term reduced the number of possible papers to 

79 while adding ostomy and partners or caregivers yielded 12 papers.  Of the 12, two 

were deleted for language (Portuguese, Spanish) and three were deleted as the papers 

were reviews of the literature.  Seven were retained for inclusion in the review of the 

literature. 

A MEDLINE search identified 92,185 papers that studied bladder and/or CRC.  

Adding ostomy as a search term reduced the number of possible papers to 91 while 

adding ostomy and partners or caregivers yielded only six papers.  Of the six papers, one 

was deleted for language (Japanese), one was deleted as it was not a research study, and 

the other four were not new studies. 

A search of MEDLINE with full text yielded 91,916 articles with bladder and 

CRC, while adding ostomy as a search term reduced the number of possible papers to 90.  

Adding partners or caregivers to the search reduced the number of articles to six.  Of the 

six papers, one was deleted as it was a review of literature, one was deleted as it was not 

about cancer or partners, and the other four were not new studies. 
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A search in Google Scholar yielded 1,250,000 papers that studied bladder and/or 

CRC.  Adding ostomy as a search term reduced the number of possible papers to 21,100 

while adding ostomy and partners or caregivers yielded 1,250 paper. Of the 1,250 

articles, the first 80 articles, sorted by relevance, were reviewed.  Of the 80 articles, 23 

were excluded as they were reviews of the literature and 32 were excluded as they did not 

study either bladder and/or CRC, ostomy and partners or caregivers. Of the remaining 25 

papers, 23 were new and were retained for inclusion in the review of the literature. 

A search of the Cochrane Library yielded no papers that studied bladder and/or 

CRC with ostomy and partners or caregivers.  Thus, a total of 34 papers were included in 

the literature review. None of the 34 studies used the RAM. See Figure 1 for a flow 

diagram of the literature search. 

The 34 articles included in the literature review were analyzed for the country in 

which the study was conducted (see Table 1), the research design (Table 2), the timing of 

data collection relative to the bladder and/or CRC diagnosis (Table 3), the participants’ 

demographics (Table 4), and the major concepts studied (Table 5). 

Of the 34 studies, 25 studies were conducted outside of the United States. Six 

were conducted in the Netherlands, five in Canada, two each in the Australia, Brazil, 

Portugal, and Turkey, and one each in the United Kingdom, China, Egypt, Israel, Italy, 

Sweden, and Switzerland. The study conducted by Persson et al. (2004) served as a 

primary resource for the development of the dissertation in addition to the nine studies 

conducted in the United States. These 10 studies were analyzed, synthesized, and 

reported at the end of each section of the literature review to provide the reader with the 

specific focus used by the researcher in the development of the dissertation.  
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The nine remaining studies were conducted in the United States.  Of the nine 

studies, two were conducted in Michigan, two in an unnamed urban hospital setting, one 

in Northeastern United States, one in New York, one in Arizona, one in both Philadelphia 

and Michigan, and one in Maryland.  None were conducted in California. The focus of 

the nine studies done in the United States, including the 2004 Persson et al. study, varied,  

but all studies were about caregivers’ experiences who were partners of a person living 

with bladder and or colorectal cancer who had surgery and was living with an ostomy.   

Of the 34 studies, 22 used a quantitative method and 12 used a qualitative method.  

Of the 22 quantitative articles, 10 used a descriptive method, six used correlational, three 

used comparative, one used comparative-correlational, and two used experimental, 

methods.  

Of the 12 qualitative studies, six used a descriptive-exploratory method, three 

grounded theory, two used phenomenology, and one used ethnographic methods.  No 

study used a mixed-method design. 

Of the nine studies done in the United States, five used a quantitative method and 

four used a qualitative method.  Of the five quantitative studies, two used descriptive 

(Northouse, Schafer, & Tipton, 1999; Orsi, 1994), two correlational (Keitel, Zevon, 

Rounds, Petrelli, & Karakousis, 1990; Birkmier, 1998), and one used experimental 

(Reese, et al., 2014). Of the four qualitative studies, two used descriptive exploratory 

(Gloekner, 1983; Houldin, 2007), one used grounded theory (Gardner, 2004), and one 

used ethnography (McMullen et al., 2011). Lastly, Persson et al. (2004) used a 

descriptive exploratory method.  



 

 

 

 

Figure 1.  Preferred reporting items for systematic reviews and meta-analyses flow diagram. 
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Table 1 

Country in Which the Study Was Conducted 

Site Number Country or State Citation 

International 25   

 6 Netherlands Nijboer et al., 1999a, 1999b, 2000a, 

2000b, & 2001; Traa et al., 2015; 

 5  Canada Coe & Kluka, 1988,  1990; Gordon, 

1999; McCarthy, 2014; Persson, 

Severinsson, & Hellstrom, 2004* 

 2 Australia Gilbert, Ussher, & Hawkins, 2009; 

Manderson, 2005 

 2 Brazil daSilva, Faustino, Sousa, Vianna, 

Oliveira, 2014; Oliveira et al., 2014 

 2 Portugal Cotrim & Perreira, 2008; Pereira, 

Figueiredo, & Fincham, 2012 

 2 Turkey Cakmak, Aylaz, & Ayhan, 2010; 

Kandemir & Oskay, 2017 

 1 United Kingdom Pitceathly, Maguire, Haddad, & 

Fletcher, 2004 

 1 China Shum, Lin, Lun, & Fong, 2014 

 1 Egypt Taha, & Moustafa, 2013 

 1 Israel Goldzweig et al., 2009 

 1 Italy Palma, Simonetti, Franchelli, 

Pavone, & Cicolini,  2012 

 1 Sweden Johansson, Axelsson, Berndtsson, & 

Brink, 2014 

United States 9   

 2 Michigan Birkmier, 1998; Northouse, Schafer, 

& Tipton, 1999 

 2 Urban hospital 

setting 

Gardner, 2004; Gloeckner, 1983 
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Table 1, continued 

Site Number Country or State Citation 

 1 NE US Houldin, 2007 

 1 

 

New York Keitel, Zevon, Rounds, Petrelli, & 

Karakousis, 1990 

 1 Arizona McMullen, et al., 2011 

 1 Philadelphia & 

Michigan 

Orsi, 1994;  

 1 Maryland Reese et. al., 2014 

 

The next section discusses the literature reviewed to determine the timing of data 

collection relative to the bladder and/or CRC diagnosis.  Data was collected as late as five 

years post-diagnosis for the 23 studies that reported the timing of data collection. 

There were no studies that collected data more than one year to less than two years post-

diagnosis. The majority of studies were conducted outside of the United States using 

quantitative methods and data was collected from the partners from the time of the initial 

diagnosis  up to one year (n = 37) or at two years or more following 

the bladder and/or CRC diagnosis (n = 11).  No data was collected from partners during 

the one to two-year window. 

In the nine studies done in the United States, there were five studies where data 

was collected from the partners from the time of the initial diagnosis up to three months 

(Birkmier, 1998; Houldin, 2007; Keitel et al., Northouse, et al., 1999; Orsi, 1994).  Two 

studies collected data from the partners between three and six months after the bladder 

and CRC diagnosis (Keitel et al., 1990;  Orsi,1994); two studies between six and nine 

months (Keitel et al., 1990; Northouse et al., 1999; Orsi,1994); and three studies between  
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Table 2 

Research Designs Used 

Research 

Designs 
Number 

Specific 

Quantitative Or 

Qualitative 

Design 

Citations 

Quantitative 22   

 10 Descriptive Cakmak et al., 2010; Coe & Kluka, 

1988; Cotrim & Perreira, 2008; daSilva 

et al., 2014; Nijboer et al., 1999a, 

1999b, 2000a, 2000b; Northouse, 

Schafer, & Tipton, 1999; Orsi, 1994  

 6 Correlational Goldzweig et al., 2009; Keitel et al., 

1990; Nijboer et al., 2001; Palma et al., 

2012; Pereira et al., 2012; Pitceathly et 

al., 2004 

 3 Comparative Birkmier, 1998; Coe & Kluka, 1990; 

Taha, & Moustafa, 2013   

 1 Comparative-

correlational 

Traa et al., 2015 

 2 Experimental Reese et. al., 2014; Shum et al., 2014 

Qualitative 12   

 6 Descriptive-

exploratory 

Gloeckner, 1983; Houldin, 2007; 

Manderson, 2005; McCarthy, 2014; 

Oliveira et al., 2014; Persson et al., 

2004;  

 3 Grounded Gardner, 2004; Gilbert, Ussher, & 

Hawkins, 2009; Johansson, Axelsson, 

Berndtsson, & Brink, 2014 

 2 Phenomenology Gordon, 1999; Kandemier & Oskay, 

2017 

 1 Ethnography McMullen et al., 2011 

 

studies more than five years following the CRC diagnosis ( Keitel et al., 1990; McMullen 

et al., 2011).   
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Table 3 

 

Timing of Data Collection Relative to the Bladder and CRC Diagnosis 

 
Timing of data 

collection relative to 

the Bladder/CRC 

diagnosis 

Number Citation 

Initial diagnosis   - <3 

months 

16 Birkmier, 1998; Coe & Kluka, 1988; 1990; Gilbert, 

Ussher, & Hawkins, 2009; Houldin, 2007; Keitel et al., 

1990; Manderson, 2005; Nijboer et al., 1999a, 1999b, 

2000a, 2000b, & 2001; Northouse, Schafer, & Tipton, 

1999; Oliveira et al., 2014; Orsi, 1994; Shum, Lin, Lun, & 

Fong, 2014 

3 – <6 months 9 Johansson, Axelsson, Berndtsson, & Brink, 2014; Keitel et 

al., 1990; Nijboer et al., 1999a, 1999b, 2000b; Northouse, 

Schafer, & Tipton, 1999; Oliveira et al., 2014; Orsi, 1994; 

Traa, et al., 2015 

6 – <9 months 8 Cotrim & Perreira, 2008; Johansson, Axelsson, 

Berndtsson, & Brink, 2014; Keitel et al., 1990; Nijboer et 

al.; 1999, 2000, 2001; Northouse, Schafer, Tipton, 1999; 

Orsi, 1994 

9 – <12 months 4 Gloeckner, 1983; Keitel et al., 1990; Northouse, Schafer, 

& Tipton, 1999; Perreira, Figueiredo, & Fincham, 2012 

2 – 5 years 6 Gilbert, Ussher, & Hawkins, 2009; Keitel et al., 1990; 

Northouse, Schafer, & Tipton, 1999; Palma et al., 2012; 

Persson, Severinsson, & Hellstrom, 2004; Pitceathly, 

Maguire, Haddad, & Fletcher, 2004 

> 5 years 5 Gilbert, Ussher, & Hawkins, 2009; Keitel et al., 1990; 

Manderson, 2005; McMullen et al., 2011; Palma et al., 

2012 

Not described 10 Cakmak, Aylaz, & Ayhan, 2010; DaSilva et al., 2014; 

Gardner, 2004; Gordon, 1999 Goldzweig et al., 2009; 

Kandemir & Oskay, 2017; McCarthy, 2014; Reese et. al., 

2014; Taha & Moustafa, 2013;  

 

The following section discusses the total number of partners across the 34 studies; 

there were 2,374, of which 2,097 (88%) were reported as cohabitating spouses and or 

intimate partners and 249 (12%) were non-cohabitating, non-intimate partners.  Gender  
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Table 4 

Participants’ Demographics 

Demographics: Partner Intimacy and Habitation 

Status of Caregivers 

n % 

Cohabitating spouses and/or intimate partners 2,097 88 

Non-cohabitating, non-intimate partners 249 12 

     Single or divorced 31 11 

     Children 66 26.5 

     Other – not related 39 15.7 

     Siblings 20 8.0 

     Parents 13 5.2 

     Other relative 7 2.8 

     Friends 2 0.8 

     Other unknown relation 102 41.0 

Gender – Female 70 66 

Age ranges  389 100% 

     31-40 5 1.2 

     41-50 45 11.6 

     51-60 114 29.3 

     61-70 196 50.4 

     > 70 29 7.5 

 Range Mean 

Age  (years) 21 85 55.77 

 

was reported in 31 of the 34 studies. Two articles did not clearly delineate the percentage 

of women, but one stated that “majority of the participants were females” while the other 

made no mention of the participants’ gender.  The ages of the participants varied, but of 

the 379 participants for whom ages or ranges were 
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Table 5 

Major Concepts Studied 

Topic Number Citation 

Psychological, 

social, and 

spiritual issues 

23 Cakmak et al. 2010; Coe & Kluka, 1988, 1990; Cotrim & 

Perreira, 2008; Gardner, 2004; Goldzweig et al. 2009; Gordon, 

1999; Houldin, 2007; (Johansson, Axelsson, Berndtsson, & 

Brink, 2014; Keitel et al. 1990; Kandemir & Oskay, 2017; , 

200;  Nijboer et al., 1999a, 2000b, & 2001; Northouse et al 

1999; Oliveira et al 2014; Pereira, Figueiredo, & Fincham, 

2012; Persson et al. 2004; Pitceathly, Maguire, Haddad, & 

Fletcher, 2004; Shum et. al. 2014; Taha & Moustafa, 2013 

Role relationship 11 Coe & Kluka, 1988; Coe & Kluka, 1990; Gardner, 2004; 

Gordon, 1999; Houldin, 2007; Kandemir & Oskay, 2017; , 

2001;  Manderson, 2005; McCarthy, 2014; Nijboer et al., 

1999a; Northouse et al., 1999; Palma, 2012 

Sexuality 10 Birkmier, 1998; DaSilva et al., 2014; Kandemir & Oskay, 

2017; , 2001; Nijboer et al., 1999b, 2000a, 2000b; Oliveira et 

al., 2014; Orsi, 1994; Persson et al., 2004 

Partner assistance 

and support 

10 Cakmak, Aylaz, Ayhan, 2010; Gardner, 2004; Gilbert, Ussher, 

& Hawkins, 2009; Gloeckner, 1983; Gordon, 1999; Kandemir 

& Oskay, 2017; , 2001; Manderson, 2005; Reese et al., 2014; 

Traa et al. 2015 

Ostomy care 

management 

4 Cakmak et. al, 2010; DaSilva et al., 2014; Gordon, 1999; 

McMullen et al., 2011 

 

provided, a maximum of 10 partners (2.6%)  were between 65 and 84 years old and were 

included in only eight studies with a maximum of three partners in a single study.  In the 

young- and middle-old age group , those 65 to 84 years of age suffered from more 

physical difficulties and medical problems than those who were younger than 65 years of 
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age (Mauk, 2014). Thus, partners 65 to 84 years of age may have more challenges caring 

for and assisting their loved ones with their ostomy care; however, they are essentially 

unstudied.  In summary, the majority of participants were middle-aged (43.2 to 60.6 years 

with an average of 55.77 years), female, cohabitating spouses and/or intimate partners.  

Only 10 (0.005%) of 1,750 subjects were 65 years of age and older. Thus, partners in the 

young-old and middle-old age range (65 to 84 years old) are largely unstudied and 

warrant our attention. 

The total number of partners across the nine studies done in the United States was 

423, of which 355 (83.9%) reported as cohabitating spouses and or intimate partners and 

68 (16%) were non-cohabitating, non-intimate partners.  Gender was reported in nine of 

these studies with the exception of one (Keitel et al., 1990), which did not delineate the 

number of male participants. Of the nine studies, there were 183 (43%) clearly defined 

male and more than 218 females (52%).  All participants were above 18 years of age: two 

studies reported the age of the participants  as younger than 65 years old (Kietel et al., 

1990; Reese et al., 2014); one study (McMullen et al, 2011) delineated 10 older 

participants with ages from 71 to 84 plus two above 85 years of age.  Three studies 

(Birkmeir, 1998; Cotrim & Perreira, 1998; Gardner, 2004; Orsi, 1994) each reported one 

participant above 75 years of age.   

Next, the literature was analyzed to determine the major concepts studied. 

Collectively, the literature addressed five common challenges younger partners face that 

serve as the outline for the synthesized literature review: (a) psychological, social, and 

spiritual issues; (b) role relationships; (c) partner assistance and support; (d) sexuality; 

and (e) ostomy care management.  The nine research studies done in the United States 
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addressed the first four common challenges found in all literature with the exception of 

the ostomy care management. There are seven common findings of the nine United States 

studies: (a) psychological issues (Persson et al. 2004; Gardner, 2004; Northouse et 

al.,1999; Houldin,  2007;  (b) social issues (Gardner, 2004; Persson et al., 2004; Kietel et 

al., 1990;  (c) spiritual issues (Gardner, 2004);  (d) role relationships (Northouse et al., 

Gardner, 2004 , Houldin, 2007);  (e) caregiver support and assistance (Birkmier, 1998; 

Orsi, 1994; Persson et al., 2004);  (f) sexuality (Gardner, 2004; Gloekner, 1983; Reese et 

al., 2014); and (g) ostomy care management  (McMullen et al., 2011).  

Psychological, Social, and Spiritual Issues  

The bladder and/or CRC diagnosis and associated adjuvant treatment can be a 

traumatizing experience to many affected persons and partners. Partners’ psychological 

issues included significant (a) loneliness (Nijboer et al., 1999a), (b) depression, (c) 

anxiety (Pitceathly, Macguire, Haddad, & Fletcher, 2004; Nijboer et al., 1999a,  2001; 

Shum et al., 2014), and (d) uncertainty (Coe & Kluka, 1988; Coe & Kluka, 1990; 

Gordon, 1999 Johansson, Axelsson, Berndtsson, & Brink, 2014).  Coe & Kluka (1998) 

reported concerns about the cancer spreading, the need for further treatments, and fear 

related to having cancer and possible death (Coe & Kluka, 1988; 1990).  Partners 

reported that their uncertainty was about the future, including if and when things would 

return to normal (Gordon, 1999).  Feelings of uncertainty were related to negative 

attitudes about the bladder and CRC diagnosis (Kandemir & Oskay, 2017).  Partners 

associated the bladder and/or CRC diagnosis with death and the fear that their loved ones 

might die of cancer (Oliveira et al., 2014). 
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Partners’ social lives were affected, too.  They reported added burdens related to 

caregiving and social and job-related losses ( Kandemir & Oskay, 2017). Family 

members reported the need to quit their jobs and plan their social activities around the 

care of their loved one (Oliveira et al, 2014), particularly for female partners where male 

patients did not want to manage their own ostomies (Cakmak, Aylaz, & Ayhan,, 2010).  

While social support was negatively correlated to psychological distress (Goldzweig et 

al., 2009), some partners reported feelings of abandonment due to insufficient healthcare 

professionals to contact for needed help (Johansson et al., 2014).  Some expressed 

concerns about insufficient and/or incomprehensible information provided to them upon 

discharge home along with their inability to determine the meaning of illness-related 

events and the lack of symptom consistency, resulting in difficulty interpreting the 

significance of symptoms (Johansson et al., 2014).  Partners appeared more emotionally 

distressed than the patients pre- and post-operatively (Nijboer et al., 2000b) and 

experienced decreased life satisfaction over time (Taha & Moustafa, 2013). 

Partners’ spiritual lives were affected by the bladder cancer or CRC diagnosis and 

associated ostomy.  The main source of support for partners came from their faith, 

independent of their religious background (Oliveira et al., 2014).  A study reported no 

significant changes in their religious activities (Cakmak et al., 2004).  Finally, partners 

reported decreased hope over time (Taha & Moustafa, 2013).   

In the following section, the psychological, social, and spiritual issues found in 

the nine United States and the Persson et al. (2004) studies are discussed.  Depression, 

anxiety (Houldin, 2007), fear of cancer and death (Persson et al., 2004), and uncertainty 

(Northouse, et al, 1999; Houldin, 2007; Persson et al., 2004) were reported among the 
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partners. For spouses, two reported key issues were feelings of uncertainty and fear 

(Persson et al., 2004), while the top four concerns common to both partners and patients 

were (a) cancer spreading (Persson et al., 2004; Houldin, 2007), (b) feelings of 

uncertainty  related to negative attitudes about the bladder and CRC diagnosis (Northouse 

et al., 1999; Persson et al., 2004), (c) fear of cancer returning back following treatment 

(Northouse et al., 1999; Persson et al., 2004), and (d) uncertainties about recovery issues, 

such as the medical side effects of cancer treatment (Persson et al., 2004; Houldin, 2007).  

Fear of death due to cancer diagnosis was also expressed by the partners (Houldin, 2007; 

Persson et al., 2004). 

The study done in the United States reported finding similar with the studies done 

outside the United States.   Increased participation in church activities after the cancer 

diagnosis was reported as a way of coping with the changes brought about by the bladder 

cancer and CRC and ostomy (Gardner, 2004).  In summary, partners’ psychological, 

social, and spiritual lives were impacted significantly by the CRC diagnosis and 

associated ostomy in all the studies, both in the foreign and U.S. studies.  

Role Relationships 

Roles shifted as a result of the bladder and/or CRC diagnosis and ostomy with 

redistribution of the patients’ responsibilities to the partners.  The redistribution was both 

practical and physical with partners becoming more involved in caregiving roles within 

the household than before the illness (McCarthy, 2014; Palma, Simonetti, Franchelli, 

Pavone, & Cicolini, 2012).  Families reported adaptation to major changes in roles and 

role relationships was one of the six most stressful tasks in positive adaptation to the 

ostomy placement (Palma et al., 2012).  Gordon (1999) reported difficulty juggling the 
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multiple roles while partners who lived only with their partners perceived a greater lack 

of family support (Nijober et al., 1999b).  One study reported that partners struggled with 

the change in daily routines and increased responsibility as a result of bladder and CRC, 

such as paying bills and managing child care (Kandemir & Oskay, 2017).   

Of the studies done in the United States, four reported role shift, including 

changing gender differences, role problems, and the redistribution of chores where the 

partners were more involved in caregiving roles (Northouse et al., 1999).  The partner’s 

ability to manage the changes appeared to be related to (a) the complexity of the disease, 

(b) the extent of patients’ disability, (c) prior patterns of relating, and (d) gendered 

expectations of partner roles (Gardner, 2012).  Partners struggled with the change in daily 

routines (Houldin, 2007) following bladder and CRC diagnosis.   However, partners who 

shared their perceptions about shifting roles, dependencies, and the addition of illness-

related responsibilities and burdens related to care were better able to care for their loved 

one than those who did not share the same perceptions (Gardner, 2004).  Some partners 

reported they had grown closer during the illness, and often moved gracefully into the 

roles of care provider and care recipient (Gardner, 2004).   

Partners’ Support and Assistance 

Partner support and assistance were key issues in caring for people who were 

diagnosed with bladder cancer or CRC and had ostomy placement.  During the early 

phase of the disease and treatment patients remained highly functional and still performed 

independently the activities of daily living, such as bathing and dressing.  Nijboer et al. 

examined five domains of care representing the core set of partners’ experiences in an 

informal setting: (a) disrupted schedule, (b) financial problems, (c) lack of family 
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support, (d) loss of physical strength, and (e) care-derived self-esteem (1999a, 2000a, 

2000b, 2001). Using the Caregiver Reaction Assessment Scale that measured the 

negative and positive impact of caregiving reactions on the core set of partners’ 

experiences, the impact of caregiving on self-esteem was found to be highly correlated 

with personal accomplishments and was unrelated to the self-perceived pressure from 

informal care, changes in social activities, overall burden, and depression (Nijboer et al., 

1999a).  A negative impact on partners’ experiences was found in care-derived self-

esteem, disrupted schedule, and lack of family support while financial problems and loss 

of physical strength had a lesser negative impact on caregiving experiences (Nijboer et 

al., 2000a; 2000b).  The disruption to schedules decreased over six months post-

discharge, while financial problems, lack of family support, and loss of physical strength 

remained stable over time with female partners indicating greater loss of physical 

strength.  Self-esteem decreased over the six months post-discharge with women 

reporting less positive influence on care-derived self-esteem over time (Nijboer et al., 

2000a, 2000b).  Partners who reported less disruption to their schedule and higher 

amounts of daily support reported lower levels of depression at baseline with the effect 

maintained over six months after discharge (Nijboer et al., 2001). 

Support of the partner through professional support groups, for instance,  

promoted positive partner health and had a direct effect on the patients’ welfare, too 

(Oliviera et al., 2014).   

In the nine U.S. studies, two addressed partner support and assistance in addition 

to the findings from Persson, et al. 2004.  Partner involvement during surgery, radiation, 

and/or chemotherapy treatment included assistance with independent activities of daily 
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living only, such as providing transportation, housekeeping, and laundry (Birkmier, 

1998).  If the disease progressed and the side effects of radiation and chemotherapy made 

the patients more debilitated, the partner’s involvement included assistance in personal 

care activities.  Male caregivers were more involved in the independent activities of daily 

living than the dependent activities of daily living.  Furthermore, 66% of the men were 

involved in at least one independent activity of daily living while only 28% were 

involved in any of the dependent activities of daily living.  Men who used visiting nurse 

services and other formal resources were more inclined to be involved in the care of their 

partners (Orsi, 1994).  The ostomy influenced the spouses’ lives but working together 

with their loved ones enabled them to adapt to the changes brought about by the ostomy 

(Persson et al., 2004). 

Sexuality 

Sexuality ranged from sexual feelings to participating in a sexual relationship.  

The bladder and CRC diagnosis and ostomy may result in (a) diminished or absent sexual 

desire, (b) diminished or absent sexual activity, (c) distressed sexual relations, and/or (d) 

lowered sexual functioning (Cakmak et al. 2010; Manderson, 2005; Gilbert, Hasher, & 

Hawkins, 2009; Kandemir & Oskay, 2017; Traa et al., 2015).   

Partners who were sexually active before surgery reported sexual inactivity post-

operatively with more males than females (p < 0.05) reporting sexually inactivity 

(Cakmak et al., 2010).  Partners reported difficulty regaining their sexual desire or feeling 

erotic towards their partners with an ostomy because of the ostomy’s appearance, sounds, 

and odors and the possibility of contact with the ostomy and contents (Manderson, 2005).  

Some partners had conflated roles of lovers and caregivers, which complicated intimacy 
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(Manderson, 2005). Isaksen (1996) attributed the care work as always being structured by 

bodily functions related to elimination which mainly consisted of management of 

incontinence, and a more specific body part.  According to Manderson (2005), some 

partners were able to make light of the situation while others did not.  Somehow the role 

of caregiver in ostomy care complicates the sexual partner or intimacy role.  

The absence of sexual desire was related to the cancer diagnosis, stress, and 

exhaustion associated with the caring tasks, and thinking of their partners in a childlike or 

“sick patient” role (Gilbert et al., 2009).  Urostomy affected the sexual functions in a 

negative way, but they did not receive any professional help or support to their problems 

(Kandemir & Oskay, 2017). 

In the nine U.S. studies, four reported about sexuality. Partners who had been in a 

long-term relationship were able to have emotional closeness without sexual intimacy, 

such as valuing time by “just sitting together,” while older participants of both genders 

reported little effect on their sexual intimacy because they were sexually inactive before 

the surgery (Gardner, 2004).  Sexual partners played a key role in helping the patient 

adjust to the ostomy surgery and counseling was found to address partners’ fears and 

concerns (Gloekner, 1983).  A study on intimacy enhancement used intervention (four 

weekly, 50-minute telephone sessions where trained marital counselors taught couples 

behavioral skills for coping with sexual challenges) was found to improve the overall 

sexual relationship (Reese et al., 2014). 

Ostomy Care Management 

Partners reported being involved in providing ostomy care to varying degrees 

(Cakmak et. al, 2010; DaSilva, Faustino, Sousa, Vianna, & Oliveira, 2014; Gordon, 1999; 
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McMullen et al., 2011).  New skills were required to care for and help their spouses both 

physically and mentally (Gordon, 1999).  Partners were determined to overcome the 

barriers imposed by their loved ones’ condition (DaSilva et al., 2014), and spouses’ 

primary concern in providing ostomy care was to manage the noise and odor from the 

ostomy (Cakmak et. al., 2010). 

The tasks involved in ostomy care management depended on (a) the nature of the 

relationship, (b) relationship history, (c) the feelings between the patient and the partner, 

and (d) the meaning attributed to ostomy care (McMullen et al., 2011).  Couples who 

worked together framed their care in an on-going and positive relationship, while those 

partners who were reluctant to provide ostomy care reported disgust, aversion, and 

anxiety as barriers to partners’ ostomy care provision. 

Summary of the Literature Review 

The literature examining partners’ perceptions of and reactions to the life-altering 

changes bladder or CRC diagnosis and ostomy may bring was reviewed.  Using the key 

terms bladder or CRC, ostomy, stoma, and partners or caregivers, 34 articles published 

between 1988 and 2017 were included and reviewed for the research study.  The 

countries where the studies were conducted, research designs, timing of data collection, 

participants’ demographics, and studied concepts were discussed in-depth.  Collectively, 

the 34 articles discussed how a bladder or CRC diagnosis with an ostomy placement 

affected the partners’ lives with five recurrent issues: (a) psychological, social, and 

spiritual issues; (b) altered role relationships; (c) sexuality; (d) partner assistance and 

support; and (e) ostomy care management.  However, the group of middle-old adults (65 

to 84 years old) was found to be essentially unstudied with a maximum of 0.42% (10 of 
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2,364 participants) subjects within the 65- to 84-year-old age group included in previous 

studies. Thus, our knowledge about the elderly partners’ lived experience of a bladder 

and or CRC diagnosis with an ostomy in the middle-old (65- to 84-year-old) is lacking. 

The partners of ostomy patients may have distinct needs and challenges that warrant our 

attention. 

  



 

35 

 

 

 

 

 

CHAPTER 3 

 

METHODOLOGY 

 

 

 

The chapter begins with a description, discussion, and rationale for 

phenomenology as the research method used in the study.  In addition, the recruitment, 

enrollment, and data collection procedures, and ethical considerations are addressed.  

Furthermore, procedures addressing rigor are presented. 

Comprehensive Description of Research Method 

In order to capture the unique experiences of the partners of people with bladder 

and/or CRC and an ostomy, qualitative phenomenological research methods were used.  

The data source was the narrative descriptions provided by the participants.  Data 

analysis was conducted using Giorgi methods (1970, 1985; Giorgi & Giorgi, 2003). 

There are several phenomenological approaches to understanding a phenomenon.  

The descriptive phenomenological approach by Giorgi (1970, 1985; Giorgi & Giorgi, 

2003) was selected to address the following question: In elderly persons living with 

individuals who were diagnosed with CRC followed by surgery resulting in an ostomy, 

what are the lived experiences of the elderly partners’ living with bladder and/or CRC 

diagnosis, surgery, and ostomy placement, and how are their daily lives affected by the 

bladder cancer or CRC diagnosis, surgery, and ostomy placement? Asking this two-part 

question elicited a deeper understanding of the meaning of the participants’ own personal 

experiences (Munhall, 2012). 
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Site Selection 

Ostomy support groups were selected as the primary recruitment site.  The United 

Ostomy Association of America (UOAA) provided the names and addresses of local 

ostomy support groups in many U.S. cities and I attended support group meetings at 10 

different sites over a 16-month timespan.  The UOAA sixth national conference 

conducted August 22-26, 2017, in Irvine, California, was the secondary recruitment site.  

I advertised my study by sitting at a table with my flyers for four days of the conference. 

All participants for this research study were recruited from support groups within Los 

Angeles, Orange, Riverside, and San Bernardino counties (n = 9) or from the UOAA 

national conference (n = 2).  

Sampling 

In selecting the participants for this study, homogenous purposive sampling was 

used based on the selection criteria (Letts et al., 2007). The main goal of purposive 

sampling was to focus on particular characteristics of a population that are of interest, 

which best enabled the researcher to answer the research questions (Laerd Dissertation, 

2012). Homogeneous purposive sample best suited the research study because the 

participants all had experienced being the partner of a person with bladder or CRC and an 

ostomy 

Snowball sampling also was used, meaning the participants were selected with a 

purpose in mind and some came from referrals of previous participants (Trochim & 

Donelly, 2008).  The first few participants were asked to refer acquaintances from their 

support group who fit the criteria for study participants.  Further, participants contacted 

the researcher directly if they were interested in study participation. 
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The participant inclusion criteria were that the individuals be:  

 The partner of a person who has undergone bladder and/or CRC surgery 

resulting in an ostomy; 

 An elderly adult, 65 to 84 years of age; 

 Cognitively intact;  

 Agreeable to share his/her experience in a one-on-one interview; 

 English literate to the extent they are able to read and understand the informed 

consent process and document. 

Recruitment Procedure 

To start data collection, the Azusa Pacific University Institutional Review Board 

approved recruitment flyer (see Appendix A) was posted in the selected settings that 

described the proposed project and provided the principal investigator’s (PI) contact 

information.  When contacted by the participant, the researcher described the project and 

participant selection criteria and queried the potential participant about interest in study 

participation.  After interest was expressed, the potential participants were called by the 

researcher and a meeting scheduled at a time and place convenient to each participant.  

The consent process was conducted.  Study eligibility was determined prior to the 

interview by assessing the potential participants’ match to the inclusion criteria. Then, the 

interview was conducted, and a $20 gift card was given as a token of appreciation for 

participating in the study. 

Sample Size 

There are no fixed rules for sample size in qualitative research, but instead the 

sample size should be based on the number needed to achieve data saturation, or 
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sampling to the point at which no new information is obtained and redundancy is 

achieved (Polit & Beck, 2017).  The guiding principle in selecting the sample size is to 

have all the participants experience the phenomenon and, at the same time, be able to 

articulate their own personal lived experience (Polit & Beck, 2017). Therefore, the main 

goal of the sample size is to collect and produce enough detailed data to provide a rich 

description of the phenomenon, illuminating the lived experience.  

Data Collection Method 

In phenomenology, data are the perception of human experience (Van Manen, 

1990.  The data collection method was an in-depth, individual audiotaped interview 

conducted at the location of the participants’ choosing.  Interviews provided the 

participants a chance to speak freely and reflectively while developing their ideas and 

expressing their concerns at some length (Smith, Flowers, & Larkin, 2009).  The 

researcher rarely used notetaking during the interview to minimize disturbance to the 

interview process (Holloway & Wheeler, 2010); so in this study, the in-depth, one-to-one 

method of interview added to the depth of the data collected.  One-to-one interviews 

allowed the participant and the researcher to develop a relationship by building rapport.  

The flexibility of the interview allowed participants time to think, speak, and be heard 

(Smith at al., 2009). 

Interview Guide 

The questions asked of the participants were modeled after the questions used by 

Persson et al., 2004.  Further questions were occasionally prompted to ask for 

clarification.   

The participants were asked the following questions: 
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1)  What is the meaning of the CRC diagnosis, surgery, and ostomy to you? 

2)  Will you describe your feelings and attitudes about the cancer that would 

necessitate surgery and an ostomy placement? 

3)  What are your perceptions of the information given to you by your provider? 

4)  What are your feelings and experiences about participating in your partner’s care, 

of the treatment from caregivers before surgery, during the hospital stay, and after 

discharge from the hospital? 

5)   How did the ostomy affect your social situation? 

6)   How did the ostomy affect the way you look at your spouse/partner? 

7)  Do you have any suggestions to those who are going through the adjustment 

period with their new colostomies? 

8)  Before we close, is there anything else you would like to share? 

Protection of Human Subjects 

Approval for this research study was obtained from the Azusa Pacific University 

Institutional Review Board.  

Coercion and Privacy 

Potential participants were protected against the possibility of perceived coercion in the 

recruitment process as there was no professional relationship between the researcher and 

potential participants. Privacy, having control over the extent, timing, and circumstance 

of sharing oneself with others, was addressed by communicating to potential participants 

that (a) the proposed research would not have anything to do with the current health care 

services received; and that (b) withdrawal from the study at any time was permissible  
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without penalty. Further, threats to privacy were mitigated by the informed consent 

process. 

Informed Consent  

Once a potential participant was identified, the study purpose and participant 

requirements and rights were described and discussed.  In order to give informed consent 

participants needed to understand (a) the purpose of the study, (b) the time commitment 

and that there was not any compensation for their participation other than a $20 gas gift 

card to cover cost in gas for transportation to and from the interview site. 

  Potential participants were informed in advance of signing the consent document 

that the questions to be asked may be considered personal and that the participants would 

be asked to share their own personal experience of living with a person with a bladder 

and or CRC diagnosis, surgery, and ostomy. That some of the questions maybe personal 

related to sexuality and body image was discussed, also.  

The education of potential participants about the possible risks in the research 

were explained with the following verbiage: “It is expected that participation in this study 

will provide you with no more than minimal risk or discomfort which means that you 

should not experience it as any more troubling than your normal daily life. However, 

there is always the chance that there are some unexpected risks. The foreseeable risks in 

this study include an accidental disclosure of your private information, or discomfort by 

answering questions that are embarrassing. If you feel uncomfortable or distressed, please 

tell the researcher and he/she will ask you if you want to continue.  

The possible risk factors and benefits, and confidentiality were discussed with the 

potential participants. Further, potential participants were informed of the voluntary 
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nature of participation and of the researcher’s desire to audiotape the interviews.  The 

researcher also provided an overview of the interview questions and reiterated the 

participants’ option to discontinue participation at any time without any negative 

consequence.  Potential participants’ questions were addressed until the individuals had 

no further questions.  Once there were no questions from the potential participants, they 

were queried again about their interest to participate in the study.  If interested, the 

informed consent document was provided, reviewed, signed, and dated.  To secure all the 

consent forms during the data collection, analysis, and report writing phases of the study, 

all consents were stored in a locked file cabinet of my office.  The audiotapes and 

participant observation notes were maintained in a separate locked drawer.  The 

transcribed audiotaped interviews were de-identified and also maintained in a locked file 

cabinet of my office. 

Two participants who became teary during the interview were offered the 

opportunity to discontinue or take a break from the interview, but both declined the offer 

and stated they were okay to continue.  No other negative or concerning remarks were 

made or behaviors noted. 

Document Security 

To secure all the consent forms during the data collection process, the taped 

interviews, the analysis documents, and the dissertation document were stored in a locked 

file cabinet in the private office of the researcher, separate from the data collected from 

participants.  Consents were de-identified so that they could not be  linked to the data. 

The only person with access to the storage area was the researcher. The documents will 

be destroyed by deleting files 10 years following the completion of the dissertation.  
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Issues of Rigor 

Rigor relates to the integrity and competence in a qualitative research study 

(Holloway & Wheeler, 2010) and is related to the researchers’ work (Morse, Barrett, 

Mayan, Olson, & Spiers, 2002).  Lincoln and Guba (1985; 1994) identified five criteria 

for evaluating trustworthiness of the inquiry: (a) credibility, the internal validity or 

confidence in the truth value of the findings; (b) transferability, the external validity or 

extent to which findings from the data can be transferred to other settings or groups; (c) 

dependability, the reliability or stability of data collected overtime; (d) confirmability, the 

objectivity or neutrality of the data; and (e) authenticity, which is achieved as the 

researchers fairly and faithfully show a range of different realities and convey the feeling 

and tone of lives as they are lived. 

Sandelowski (1993) argued that issues of validity in qualitative studies should be 

linked not to “truth” or “value” as they are for the positivists, but rather to 

“trustworthiness,” which “becomes a matter of persuasion.”  With persuasion, the 

scientist is viewed as having made those practices visible and, therefore, auditable.  

Auditability is the process where the researcher provides a decision trail so that the reader 

is able to track and verify the research process (Sandelowski, 1986).  Furthermore, the 

issue of trustworthiness is demonstrated if the reader judges the report to be so. In this 

study, trustworthiness was achieved via (a) credibility, (b) transferability, (c) 

dependability, (d) confirmability, and (e) authenticity. The next section discusses each 

one. 

Credibility was achieved by the prolonged engagement with and direct  

observation of each participant. The average length of each interview was 39.3 minutes 
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(standard deviation = 13.2) and ranged from 10 to 55 minutes. 

Transferability was addressed through the use of purposive sampling and 

provision of the thick descriptions provided in the meaning unit tables for each 

participant (Appendix C). The purposive sampling included that each participant needed 

to be a partner of an individual with bladder cancer or CRC and an ostomy aged 65 to 84 

years. 

Dependability was accomplished by listening to the audiotapes as many times as 

needed to verify accuracy of transcription (Creswell, 2007).  Further, dependability was 

achieved by (a) the use of observational field notes; (b) the provision of the coding-

recoding and reduction process used and documented in the meaning unit tables 

(Appendix C); and (c) the psychological perceptions tables (Table 8 and Appendix B).  

The series of reductions was done throughout the data analysis process.  Further, the 

entire analysis process was reviewed by my dissertation chair and revised when 

necessary. 

Confirmability was addressed through reflexivity and the creation of an audit trail 

to include a description of each step in the research process from the start of the research 

project to the development and reporting of findings.  The following records were 

maintained and provided: (a) raw data (Appendix D), (b) written field notes (Appendix 

E), (c) transcribed interviews (Appendix F), and (d) data reduction and analysis processes 

(Appendix G). 

Authenticity was achieved through my fairly and faithfully reporting a range of 

realities and feelings expressed by the participants. Particular attention was provided to 

include the tone of the participants’ expressions and the experiences as they were lived. 
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Process of Data Analysis 

Each audiotaped interview was sent to a transcript service for transcription.  

Following the transcription of each interview, Giorgi’s descriptive phenomenological 

analysis, a five-step method based on some principles of phenomenological philosophy 

(Giorgi, 2009, 1985; Giorgi & Giorgi, 2003) was used.  The five-step procedure requires 

that the researcher (a) assume a phenomenological attitude; (b) read each transcription in 

its entirety; (c) demarcate “meaning units” within the narrative to obtain a sense of the 

whole experience; (d) convert the meaning units into psychologically sensitive 

descriptive expressions; and (e) synthesize the general psychological structure from the 

psychological constituents of the experience (Giorgi, 2009). 

 Following the assumption of the phenomenological attitude, the entire 

transcription of the collected data was read to get a sense of the whole experience 

(Giorgi, 2009, 1985; Giorgi & Giorgi, 2003).  The “naïve description” is the participants’ 

sharing their experiences in the natural attitude, in the everyday living mode from the 

common-sense perspective (Giorgi, 2009, 1985; Giorgi & Giorgi, 2003).  Because note 

taking during the interviews was minimal, the researcher read the verbal data transcribed 

from the audio tapes in its entirety, not only once but many times as necessary to verify 

the accuracy of the transcription (Creswell, 2007). 

The third step was the demarcating of “meaning units” within the narrative so that 

the data could be dealt with in manageable portions (Giorgi, 2009, 1985; Giorgi & 

Giorgi, 2003). Demarcation was accomplished by reading the entire transcription over 

again with the goal of defining where the meaning shifts within the text and placing a 

mark where the meaning-shift begins, or according to Giorgi (1985), marking the 
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landmarks or changes in the flow of the text.  A number (#) sign distinguished the 

beginning of the meaning unit and an asterisk (*) indicated the end of the meaning unit.  

The written transcriptions were read and re-read to ensure that the meaning units were 

identified correctly. The demarcation of meaning units was reviewed and evaluated by 

my dissertation committee chair and revised when necessary.  

The fourth step, transforming the meaning units into psychologically sensitive 

descriptive expressions of each of meaning-unit, used Husserl’s (1931) imaginative 

variation. Imaginative variation determines the essence of the phenomenal structure of 

the experience (Giorgi, 2009).  In using the imaginative variation, the researcher 

transformed the qualities of the participants’ expressions into psychological terms that 

denoted the crucial (Giorgi, 1985, 2009; Giorgi & Giorgi, 2003) and quantified the 

psychological perceptions across the participants.  During the transformation process, the 

researcher examined each meaning unit individually and studied the psychological 

expression behind each meaning unit while remaining in the phenomenological attitude.  

The goal of transformation was to analyze the general structure of the experience to 

obtain psychological description of the lived-experience of the phenomenon from a 

psychological perspective.  Then, the researcher’s transformation of meaning units to 

psychological perceptions was reviewed and evaluated by my dissertation committee 

chair and revised when necessary. 

The fifth step in the data analysis was the synthesis of the general psychological 

structure of the participants shared stories from the psychological perceptions of the 

experience (Giorgi, 2009).  Using the imaginative variation, the researcher examined the 

shared meanings of the participants’ experiences pertaining to their general psychological 
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perceptions.  The psychological structures found within the experiences of the 

participants were grouped into categories or themes (Myer, 2011).  The emerged themes 

helped the researcher give shape to the previously unknown experiences and describe the 

content of those experiences (Giorgi, 2009).  The themes were reexamined, further 

organized, collapsed, and quantified. The themes were reviewed and evaluated by my 

dissertation committee chair and revised when necessary. 

The resulting themes were organized into essences or codes revealing the 

meanings found in the text (Creswell, 2007).  The synthesis revealed the structural and 

textural descriptions of meaning in the experiences.  The essences were reviewed and 

evaluated by the dissertation committee chair and revised when necessary. 

Summary 

The chapter began with a description and discussion of phenomenology as the 

philosophy and research method used in the study.  The appropriateness of 

phenomenology was discussed.  The recruitment and participant procedures, data 

collection processes, protection of human subjects, and informed and ethical 

considerations were also addressed. Issues of rigor were presented, and the methods 

employed to achieve rigor were discussed, which provided the reader with a basis for 

evaluating the research process. Finally, the data analysis process was described.  
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CHAPTER 4 

 

PRESENTATION OF FINDINGS 

 

 

 

Chapter 4 discusses the findings that arose from data collected during the 

interviews with the participants.  The chapter begins with the presentation of the sample 

characteristics followed by the findings of the interview using Giorgi’s descriptive 

phenomenology to analyze the data collected from the participants (Giorgi 1970; 1985; 

Giorgi & Giorgi 2003). 

Sample Characteristics of the Participants 

Using purposive sampling, 15 potential participants responded to the research 

flyer.  Four potential participants expressed interest to participate in the study, asked for a 

business card with the contact number to call but did not call for an interview.  Eleven 

participants met the inclusion criteria, completed the interview, and constitute the sample. 

All participants were recruited from support groups or the UOAA conference 

within Los Angeles, Orange, Riverside, and San Bernardino counties (see Table 6).  

There were three males and eight females ranging in age from 65 to 84 years with a mean 

age of 74.1 (standard deviation).  All 11 participants were Caucasian. One participant had 

a high school education, four had at least some junior college education, three had earned 

a bachelor’s degree, and two had graduate degrees.  The interview length average was 

39.3 minutes (standard deviation 13.2) and ranged from 10 to 55 minutes. 
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Discovery of Meaning Units 

The researcher used Giorgi’s descriptive phenomenology to analyze the data 

Table 6 

Sample Characteristics of the Participants 

Initials Recruitment site Gender Age 

(years) 

Education Interview length 

(minutes) 

GV SG M 77 HS 10 

DJ SG F 75 JC 50 

SG UOAAC M 82 BS/Ed 45 

JE UOAAC F 84 JC 55 

RC SG F 65 BS/Poli-Sci 34 

JI SG F 68 MS/Ed 52 

ML SG F 76 JC 48 

CR SG F 77 ADN 38 

MH SG F 66 BS/Pharm 40 

BH SG F 71 PhD/Nursing 35 

RP SG M 65 MS/Sys 

Management 

25 

Note. SG: support group;  UOAAC:  United Ostomy Associations of American 

Conference;  M: male;  F: female;  HS: high school;  JC: junior college;  BS/Ed: bachelor 

of science in education;  BS/Poli-Sci: bachelor of science in political science;  MS/Edu: 

master of science in education; ADN: associate degree, nursing; BS/Pharm: bachelor of 

science, pharmacy; PhD/Nursing: doctor of philosophy in nursing;  MS/Sys 

Management: master of science in systems management. 
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(Giorgi 1970; 1985; Giorgi & Giorgi 2003).  For illustrative purposes, the sense of the 

whole experience, meaning units in participants’ language with illustrative quotations, 

and the psychological perspective focusing on the experience of a bladder and/or CRC 

diagnosis, surgery, and an ostomy in psychological language with the general 

psychological structure is presented for a single participant in Table 7.  The same process 

was used for each participant.  The meaning unit tables for the other 10 participants are 

available in Appendix C.  Next, the synthesized general psychological structure of the 

lived experience is provided.  The chapter concludes with a summary of the lived 

experiences shared by the participants. 

Meaning Units Extracted from the Natural Units of GV 

Sense of the Whole Experience 

GV was a very straightforward man who gave very short and to the point 

responses.  He seemed to be a very practical person, which helped him accept his wife’s 

cancer, including her ostomy.  GV denied being shocked with the cancer news and 

expressed acceptance of the worse possible end result of cancer, which was death. 

GV had a practical attitude about facing life, accepting that things happen and 

were all part of life. His practical attitude seemed to stem from his early experience of 

losing his parents. 

GV had never seen his wife’s ostomy and seemed disengaged from ostomy care. 

He stated that his wife was very independent and hardly needed support.  The only minor 

issue he shared was the poor coordination in the beginning with a problem between their 

insurance and the providers about ostomy supplies. Overall, GV had accepted that the 

ostomy was going to be part of their lives including the discomfort the ostomy brings. 
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Table 7 

Meaning Units Extracted from the Natural Units of GV  

Meaning Units (Participant’s Words) 

Psychological Perspective Focusing 

on Experience of CRC Diagnosis, 

Surgery, and Ostomy (Psychological 

Language) 

Well, like, when my father died, you know, he 

died, and I wasn’t happy about it but, you know, 

when my mother died, you know, same thing.  

That was just something that happens… 

Accepting death as part of life  

My wife was more concerned about it, but now 

with the medicine she’s feeling lot better, so, I 

wasn’t overly concerned…but I knew that, you 

know, if it got worse, that she could die.  Like I 

say, cancer’s just part of life. 

Accepting the possibility of partner’s  

death 

She’s never actually shown it (ostomy) to 

me…No.  I’ve seen, you know, pictures of them in 

the material that she gets and so, forth, and I’ve 

heard about the… Basically other than the one 

nurse that we got, she just did it (ostomy care) 

herself…. 

Disengaging with ostomy care - not 

interested to see the stoma 

My wife and this other guy started talking and 

both had colostomies and pulled up his shirt and 

showed his bag. <laughs>… It’s not exactly an 

arty thing to do, but…You know, like I say, it’s 

just kind of part of life…Just… <laughs> Just, like 

I say, it’s just part of what’s happening. 

Use of sarcasm /humor 

No, she did not ask for help in ostomy stuff like 

ordering supplies…the home health nurse did that 

in the beginning…They kind of worked together 

and so, with Kaiser basically they got a system 

going…but now that we’re in this other insurance 

company that she’s having a lot of complaints with 

the way that the doctors and the suppliers work 

together and couple times she got pretty close to 

running out of supplies because of messing around 

and all that kind of stuff. 

 

 

Dissatisfaction with new insurance – 

running out of supplies.  
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Table 7, continued  

Meaning Units (Participant’s Words) 

Psychological Perspective Focusing 

on Experience of CRC Diagnosis, 

Surgery, and Ostomy (Psychological 

Language) 

Well, <laughs> you can’t really do anything about 

it, so, you have to accept it.  You know, you go on 

with life. Just take it, accept it, part of life… 

Accepting the reality of living with 

ostomy 

Problems? Oh, yeah.  She’s had leak incidents 

where, you know, even on the truck at one time 

she had a, well, not just a leak...It was kind of 

exploded and she had to clean the whole back of 

the truck and she just told me to keep driving.  She 

got it cleaned up.  Yeah.  She’s a very independent 

woman 

Importance of partner’s ostomy care 

independence 

Can’t really say it’s normal, because it’s not 

normal for everybody…Basically it’s—something 

that happens. The cancer happened, the surgery, 

chemo and X-ray thing fixed it, and you move 

on… 

Accepting cancer, surgery, and 

chemo) as the new normal 

 Yeah. If they ask for support or something. 

Definitely, but we didn’t really need it. Just home 

health visits few times.  Again, she’s very 

independent, figured things out, and dealt with it.  

Whereas somebody else might require more help 

from their mate, spouse…Yeah, she’s 

independent… 

Partner’s independence  

Like I say, I can’t do anything else but take care of 

her.  Yeah. And listen…Yeah.  I don’t talk very 

much. 

Listening as caring  

 

Psychological Language 

The analysis of GV’s interview yielded 10 psychological descriptive perspectives 

focusing on experiences of CRC diagnosis, surgery, and ostomy. 

1. Accepting death is part of life 

2. Accepting the possibility of partner’s death 

3. Disengaging with the ostomy care - not being interested in seeing the stoma 
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4. Using sarcasm /humor 

5. Being dissatisfied with the new insurance – running out of supplies  

6. Appreciating partner’s ostomy care independence 

7. Accepting the reality of living with ostomy 

8. Accepting cancer, surgery, and chemotherapy as the new normal 

9. Appreciating partner’s independence 

10. Listening as caring 

General Psychological Structure of GV 

For GV, his lived experience with his spouse who was diagnosed with CRC, had 

surgery, and ostomy, meant accepting events in life such as illnesses, dealing with it, and 

moving on.  For GV, his past experiences with his ill parents helped him to cope in 

dealing with his wife’s cancer diagnosis.  GV appreciated having an independent spouse 

who was able to figure things out on her own.  

Meaning Units Extracted from the Natural Units of DJ 

Sense of the Whole Experience 

DJ started her description of her experience of living with her spouse who had 

CRC, surgery and ostomy from the onset of her husband’s symptoms.  Her husband 

suffered from diarrhea for almost five years before he was diagnosed by a 

gastroenterologist with ulcerative colitis.  He was placed on steroids and other 

experimental drugs with no relief.  DJ’s husband saw a second gastroenterologist who 

recommended the removal of the entire colon because his risk for bowel perforation was 

high due to his inflamed colon.  He had an emergency colon resection with ostomy 

placement. 
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After the ostomy placement, DJ helped her husband adjust and accept the ostomy.  

DJ’s husband had difficulty accepting the ostomy and even stated that he would rather 

have had a cancer diagnosis than an ostomy.  DJ then informed him that the part of the 

colon removed was at the early stage of cancer. 

In transitioning to living with an ostomy, DJ expressed positive comments about 

having a wound ostomy continent nurse (WOCN) helping with the ostomy care and 

providing information about ostomy support groups.  When DJ and her husband attended 

their first meeting, her husband had reservations, but had a change of heart after hearing 

the shared stories from other ostomy patients at the meeting. 

There were a few challenges with ostomy care that DJ shared, such as dealing 

with leakages.  She communicated that the leaks were more challenging and 

embarrassing to her husband, so she tried to assist him when leaks happened.  DJ and her 

husband learned to bring extra ostomy supplies to deal with leaks when away from home. 

DJ stated there was little change in their intimacy related to the ostomy.  She 

attributed the changes in their intimacy to aging.  From her perspective, her husband is 

still the same person and she accepts the stoma as part of him. 

Psychological Language 

DJ meaning units yielded 22 psychological descriptive perspectives focusing on 

experiences of CRC diagnosis, surgery, and ostomy. 

1. Feeling uncertainty about the diagnosis 

2. Hoping other treatments will work 

3. Accepting spouse’s diagnosis difficulties 

4. Feeling supported (family) 
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5. Feeling supported (WOCN)  

6. Feeling supported and hearing stories similar to theirs (ostomy support 

group meetings) 

7. Having previous caregiver experience (caring for own dying mother) 

8. Feeling supported (Home health/WOCN) 

9. Adjusting to/learning to care for the new ostomy 

10. Accepting that leak accidents happen 

11. Providing support to her partner 

12. Providing empathy, care, and concern, knowing how the leaks affect him. 

13. Having a closeness and intimate relationship with partner despite aging 

related changes.  

14. Accepting the ostomy  

15. Appreciating partner’s ostomy self-care independence 

16. Supporting partner - letting him know that she is still available to help him 

when she is home. 

17. Feeling fortunate - not changing her cooking because her husband’s diet did 

not change. 

18. Finding emotional adjustment to having and living with ostomy hardest 

19. Needing support for the new ostomy 

20. Partner providing support to others with CRC and ostomy 

21. Feeling blessed about need for fewer surgeries than others 

22. Recognizing importance of care coordination 
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General Psychological Structure of DJ 

For DJ, her experience was about accepting her husband and all the changes and 

challenges brought about by his illnesses, including dealing with the symptoms prior to 

the diagnosis and the medical treatment needed to correct his problems.  For DJ, being 

the caregiver for her partner seemed to be a role she embraced up to the point that she 

was doing everything for him.  It was not until her husband told her that he thought he 

needed to do the ostomy care by himself that she realized he was right.  She was able to 

let go of the caregiver role, but she expressed to him that she is available to help if he 

needed help. 

She talked about the importance of communication especially when leaks 

happened.  Allowing her husband to express his feelings helped a lot.  She admitted to 

being emotionally challenged seeing her husband go through grieving due to physical 

changes brought about the disease and the ostomy.  She claimed that the ostomy did not 

change their closeness or intimate relationship.  She said that aging was mostly 

responsible for the changes in intimacy. 

She appreciated the importance of having good support like the ostomy support 

groups, home health services with a WOCN, a good relationship with the provider, and 

well-coordinated discharge planning that included basic ostomy education, right and 

complete ostomy supplies, and where to order ostomy supplies if needed.  Lastly, she 

believed that giving back to the ostomy community was important because many people 

with new ostomies need lots of support. 
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Meaning Units Extracted from the Natural Units of SG 

Sense of the Whole Experience 

When asked what his lived experience is living with CRC, surgery, and ostomy, 

SG appeared anxious.  He did not know where to begin.  He asked for clarification about 

whether I wanted him to start from the beginning.  I replied yes, so SG started sharing 

right away. He shared that his wife expressed she would kill herself if she ever had to 

have an ostomy, but he felt relieved when she did not mention killing herself after 

surgery and ostomy placement.  He shared detailed stories of his experience as if the 

experiences happened yesterday.  He started from how his wife called him and informed 

him she did not feel well.  SG was with his cousins when he got this call and he 

immediately told them that he would have to leave and take his wife to the doctor.  

Although there were many challenges SG and his wife went through before finding out 

what was wrong, they managed to find the doctor who diagnosed correctly, sent her to 

the emergency room for different diagnostic procedures, and expressed the need for 

surgery.  Again, finding the surgeon to do the surgery was a challenge as well, but the 

hospital was able to find the on-call surgeon.  While his wife was in surgery, he waited in 

the waiting room.  He wanted to know what was happening.  After two hours, the 

surgeon informed him that he had removed his wife’s colon because part of the colon 

died.  The surgeon could not explain why the colon had died, but attributed the cause to 

previous medication, a clot, or cancer.  SG informed the surgeon that his wife had stated 

before she would kill herself if she ever had an ostomy.  SG shared how critical his wife 

was in the beginning, but after the critical point, her recovery was fast. 
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After his wife stabilized, he went home and called his family, including two 

daughters.  The family was not happy with him for not letting them know right away, but 

nonetheless, they came to give him and his wife support.  She was discharged to a 

rehabilitation facility for the rest of recovery period. 

Learning and transitioning to life with the ostomy was a process for SG.  He did 

everything to get ready, like watching a video from a vendor that showed him step by 

step how to change the ostomy appliances.  In the rehab facility, they did not have the 

right supplies, so he had to go get the supplies himself.  He had help from some nurses 

when she got home.  SG admitted to not being able to change the ostomy because his 

wife did the ostomy care herself.  He was there for support. 

SG expressed changes brought by having the ostomy, such as delayed travels and 

emotional stress with his wife’s own challenges in transitioning to living with ostomy.  

SG found that family was very important during the crucial time of his wife’s recovery.  

He also found that his previous career as a machine shop teacher helped him deal with the 

emergency situation when his wife felt the incision had dehisced.  He admitted that the 

change “sucks” during a support group meeting but expressed, “we just have to move 

on.” 

Psychological Language 

SG’s meaning units yielded 26 psychological descriptive perspectives focusing on 

the experiences of CRC diagnosis and an ostomy. 

1. Problem-solving support to partner 

2. Uncertainty regarding CRC treatment 

3. Relief regarding CRC treatment 
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4. Advocacy for partner 

5. Uncertainty about partner’s prognosis. 

6. Feeling supported (family and friends) 

7. Feeling supported (friends) 

8. Feeling supported (family) 

9. Need for care/supplies coordination between the hospital and the rehab 

facility 

10. Feeling supported (nurse for first time ostomy care) 

11. Need for knowledge about ostomy care 

12. Importance of partner’s ostomy self-care independence 

13. Acceptance that accidents happen 

14. Adjusted travel plans 

15. Emotional challenges/adjustment to ostomy 

16. Support to partner - acknowledging their anxieties/fears and the importance 

of support to partner  

17. Support of partner – acknowledging challenges 

18. Support of partner – truth telling 

19. Support of partner – presence 

20. Supporting to partner in ostomy care 

21. Feeling supported - Attending local support group 

22. Knowledge and acceptance of care 

23. Acceptance (and adaptation) in age-related changes in sex 

24. Support of partner – regarding change in sexuality 
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25. Support of partner regarding fear of leak incidents during sex 

26. Support of partner regarding fear of/actual leak incidents in surgery, and 

ostomy 

General Psychological Structure of SG 

For SG, being a supportive spouse was being available to meet those needs of his 

wife that he was able to fulfill.  He had taken her to medical appointments from the initial 

diagnosis of her disease, then through surgery, rehabilitation, recovery, and the transition 

period of living with the ostomy.  SG showed his support to his wife in many ways, such 

as through his willingness to obtain ostomy supplies, listening to his wife’s fears of 

losing him and being left with no one to help her, and providing her encouraging words 

when leaks occur.  Although SG tried to be supportive always, he admitted he sometimes 

did not know what to say to his wife because the situation was also difficult for him. 

SG valued his family and friends.  He had close connection with them and knew 

they would provide support. After everything had settled with his wife, he went home and 

notified them of her condition.  SG’s sister-in-law and daughters came and provided help 

during the hospital stay up to rehabilitation.  Some of his friends were doctors and SG 

called them as resources, such as assuring him that the surgery was the right decision. 

SG discussed other sources of support in transition to the ostomy life.  He 

mentioned the male nurse in rehabilitation facility, home health nurses, and ostomy 

support groups. SG valued the support group meetings where hearing stories from other 

people who shared the same experiences provided encouragement.  For SG, the meetings 

provided an outlet where he could be honest with his feelings about living with an 

ostomy. 
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SG shared some tips on what not to say or do as a partner/spouse of a person with 

an ostomy.  He said do not say, “Ugh, that’s ugly,” or “I can’t stand this.”  SG was proud 

of his previous career as a shop teacher since with his shop skills he had created a tool 

that helped in performing wound care for his wife.  

Meaning Units Extracted from the Natural Units of JE 

Sense of the Whole Experience 

JE’s lived experience of CRC, surgery, and an ostomy started from the time her 

husband’s symptoms first appeared (bleeding) that lead them to see the doctor, have a 

colonoscopy, receive a cancer diagnosis, have surgery and an ostomy placement, and 

receive adjuvant treatment (chemotherapy and radiation).  She shared her additional 

challenges when her husband had his ostomy reversal that brought pain, continuous 

diarrhea, hernias, and multiple surgeries to correct the complications that came with the 

reversal.  With all the challenges, JE remained positive.  She accepted everything as part 

of life. 

JE valued joining the ostomy support group and attending their meetings.  From 

the support group, she received more information about ostomy care, ordering ostomy 

supplies, and handling leaks.  In the beginning, JE did not think she could do ostomy 

care.  She was overwhelmed by how the stoma looked, but an ostomy nurse helped her 

with the basic care.  She did wound care as well following the many surgeries her 

husband had. 

The ostomy affected many aspects of their lives.  Having the ostomy made 

travelling a challenge.  They had to give up their trailer and truck.  JE complained about 
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her husband’s unwillingness to learn self-care, fear of injuring her husband’s skin during 

ostomy care, and dealing with leaks and the odor of the ostomy output. 

She shared her fear of cancer recurrence.  Both she and her husband have regular 

check-up to ease the fear.  She shared the value of support like family, ostomy support 

groups, and nurse support.  In her view, attending the ostomy support group meeting was 

the best support.  From the ostomy meetings, they were able to get information right 

away without making a doctor’s appointment.   

JE believed spousal support was very important from the beginning and 

throughout the recovery up.  She described spousal support as valuable and was willing 

to learn new skills like ostomy skills. 

Psychological Language 

JE’s meaning units yielded 28 psychological descriptive perspectives focusing on 

experience of CRC diagnosis, surgery, and ostomy. 

1. Shock in regard to the CRC diagnosis 

2. Acceptance of  the diagnosis 

3. Hope regarding CRC treatment 

4. Adjustment to CRC treatment 

5. Need for care coordination 

6. Uncertainty regarding ability to provide ostomy care 

7. Feeling supported (nurse regarding ostomy care) 

8. Providing ostomy care to partner 

9. Acceptance of every complication her partner suffered 

10. Feeling supported (ostomy group - information provision) 
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11. Uncertainty regarding post-hernia repair care 

12. Embarrassment regarding ostomy odor 

13. Feeling supported (support group as source of knowledge) 

14. Knowledge of ostomy care 

15. Adjustment of  travel plans  

16. Acceptance and preparation for accidents 

17. Need for partner ostomy self-care independence 

18. Adaptation to ostomy 

19. Fear of cancer recurrence 

20. Coping with fear of cancer recurrence (Regular medical check-ups) 

21. Need for care coordination (ostomy nurse) 

22. Importance of knowledge about ostomy care/supplies 

23. Feeling supported (attending ostomy conference ) 

24. Feeling supported (reaching out to others who have had an ostomy) 

25. Feeling supported (home care provider). 

26. Acceptance of ostomy and CRC diagnosis as part of life. 

27. Fear of skin injury during ostomy care.   

28. Importance of nurses’ knowledge regarding ostomy care 

General Psychological Structure of JE 

JE was shocked and upset to find out her husband’s CRC diagnosis because they 

had regular physicals and were always found to be in good health.  After the shock, 

accepting the reality of the diagnosis allowed her to move forward with treatment, such 

as surgery.  For JE, accepting all the changes her husband went through with the CRC 
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diagnosis, surgery, ostomy placement, reversal of the ostomy, complications of all the 

surgeries, and transition to living with the ostomy was a necessary part her of life. 

The CRC, surgery and chemotherapy constituted a change in their life.  Good care 

coordination made chemotherapy and radiation bearable.  Ostomy care was a challenge, 

so, JE questioned her ability to do basic ostomy care.  Meeting the nurse who provided 

ostomy education facilitated JE learning to do basic ostomy care.  JE was concerned that 

her husband lacked the desire to learn ostomy care.  Learning to do his ostomy would 

provide independence from her. 

The reversal of JE’s husband’s ostomy presented challenges.  For JE, spousal 

support was being there for him, being able to do whatever was needed for her husband 

to adjust with living with ostomy, and accepting the unpleasant part of the ostomy 

presence, such accepting the odorous output from the ostomy. 

Support provided strength and information for her.  Attending the ostomy support 

group was perceived as the best support because the members provided information on 

issues that arise with an ostomy, such as the odor.  The ostomy group members gave 

dietary information, tips on how to prevent and manage leaks, and suggested ostomy 

appliances that were available to us outside the doctor’s office. 

JE believed in reaching out to others in similar situation and providing tips, such 

as going for regular check-ups to their doctor, staying in touch with the ostomy nurse, 

attending ostomy support group meetings and activities, and allowing the partner with the 

ostomy to learn self-care. 
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Meaning Units Extracted from the Natural Units of RC 

Sense of the Whole Experience 

RC began her story from 2009 when her husband had a first ostomy placement 

due to a perforated bowel.  She shared how they were on vacation in Caribbean and then 

he fell and suffered a sprain that led to the incidental finding of the perforated bowel due 

to a small bowel obstruction.  Her husband had a temporary ostomy from the first surgery 

after which he suffered unrelieved pain.  At the time of the ostomy reversal, a computed 

tomography scan or colonoscopy showed there was a metal object in his bowel from the 

previous surgery that was the cause of his pain.  RC had been telling her husband to “just 

suck it up” and for this RC felt bad. 

After a challenging recovery from the first reversal, RC shared that their lives 

returned to normal for about nine years. Then, her husband was diagnosed with rectal 

cancer.  Without her knowledge, her husband had been experiencing rectal bleeding for 

months without saying anything to her.  RC stated that when her husband went to the 

doctor, the doctor said he had hemorrhoids. Two months later, a tumor was discovered. 

RC and the family processed the cancer with great difficulty.  Her daughter, a 

physician, was a big support.  After determining the course of treatment, a family 

discussion ensued where they decided to follow the doctor’s recommendation. 

RC shared that the first course of treatment was chemotherapy and radiation 

therapy. The goal of the first treatment course was to reduce the tumor size.  RC’s 

husband developed uncontrollable diarrhea from chemotherapy and radiation, leading to 

severe dehydration.  She brought him to the emergency room (ER) where he was given 

intravenous fluids.  RC was informed that her husband had another bowel perforation due 
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to the chemotherapy and radiation making his tissues thin and weak, which was 

compounded by his continuous diarrhea.  He had an emergency colorectal resection with 

removal of the tumor, and placement of a permanent ostomy.  RC’s husband’s recovery 

the second time around was not without challenge.  He spent about 10 days in the 

hospital with half of those days in the intensive care unit. 

RC compared her experiences of living with an ostomy, pre- and post-CRC.  She 

admitted that both were terrible experiences.  Because the first ostomy was temporary, 

RC’s husband did not have interest in learning ostomy care.  Support of him the first time 

around was doing the ostomy care for him.  The second ostomy placement was 

permanent, and her husband perceived at the ostomy as a part of him and expressed the 

desire to do ostomy care in the early stage of recovery. 

RC discussed her frustration with the lack of care coordination between the 

hospital and her health insurance carrier.  Her husband was discharged without the right 

supplies, and the ostomy nurse, although helpful while in the hospital, was not available 

when they needed her at home. 

RC’s frustration led her to take charge of ordering supplies by talking to her 

insurance carrier directly for ostomy supplies.  Being computer literate, she conducted 

multiple searches to find resources and eventually found the ostomy support group. RC 

and her husband attended the support group meetings and found the members’ shared 

stories helpful. 

RC shared tips for those who may experience an ostomy, such as be  

organized, be an advocate for your partner, and be a source of support.  RC reported that 

their marriage is stronger now because of their shared experiences. 
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Psychological Language 

RC’s meaning units yielded 39 psychological descriptive perspectives focusing on 

Her experiences of CRC diagnosis, surgery, and ostomy. 

1. Problem solving support to partner  

2. Advocacy for partner 

3. Importance of advocacy to  partner 

4. Support of partner (truth-telling) 

5. Acceptance of diagnosis 

6. Support of partner – symptom monitoring  

7. Hope (for treatment success) 

8. Hope (for extended, pain-free life) 

9. Feeling supported in advocacy role (family) 

10. Feeling supported (family) 

11. Knowledge as power and coping mechanism.  

12. Helplessness due to own health issues 

13. Shock regarding cancer diagnosis 

14. Need for clear and direct communication and follow up 

15. Support of partner regarding ostomy care 

16. Appreciation of partner’s lack of modesty and potential for humiliation 

17. Enhanced marital relationship 

18. Need to advocate for partner 

19. Need for sense of control 

20. Need for knowledge 
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21. Need for ostomy supplies 

22. Gratitude for co-payment-free insurance 

23. Understanding partner is unable to provide ostomy self-care 

24. Care coordination – late discharge planning  

25. Poor nursing care – need to advocate for partner 

26. Feeling supported (ostomy nurse) 

27. Need for nurses to be knowledgeable in ostomy care/appliances  

28. Need for care coordination between the health insurance and hospital   

29. Spousal support - caring enough to say no to partner  

30. Poor care coordination regarding supply ordering.  

31. Spousal support - willingness to hire an ostomy nurse  

32. Importance of support - finding help for ostomy issues 

33. Importance of support group - receiving extra ostomy supplies.  

34. Paying it back – desire to start a support group that who can visit ostomy 

patients and their families while still in the hospital. 

35. Acceptance of the ostomy as permanent 

36. Importance of partner’s independence with ostomy self-care  

37. Importance of ostomy nurses in the local area  

38. Importance of  ostomy nurse or home health group representatives 

39. Importance of control 

General Psychological Structure of RC 

For RC, living with her husband who was diagnosed with CRC, had surgery, and 

was living with ostomy involved accepting the diagnosis, complications, challenges and 
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changes brought about by the two ostomy placements.  RC felt the need to share her story 

starting from the first time her husband had a temporary ostomy placement for an 

undiagnosed diverticulitis that led to bowel perforation.  The second experience was 

when her husband had a permanent ostomy placement secondary to a CRC diagnosis.   

Spousal support for RC included being her husband’s advocate when he could not 

speak for himself, staying with him when he was very ill, and informing her daughter, a 

physician, when her husband’s condition worsened.  Spousal support was doing the 

ostomy care when her husband was still too weak to do the care himself and calling their 

health insurance to obtain the right supplies.  Also, RC described the need to be firm with 

her husband when he did not complete his follow-up visit with the physician prior to his 

cancer diagnosis and when he insisted on being discharged prior to supplies being ready 

for him. 

Family support for RC meant having her daughters close by to help her husband 

at the time when she was not able to do so.  Her daughters were supportive with listening 

and crying at the time of the cancer diagnosis and participated in the decision making 

about the cancer treatment.  Having a daughter who was a physician was a source of 

strength and support to RC when her husband’s medical condition was deteriorating. 

RC observed that nurses’ lack knowledge about ostomy care that resulting in the 

use of ostomy supplies that were not right for her husband.  On the other hand, meeting 

the ostomy nurse provided support to RC regarding ostomy care and supply provision.  

Poor coordination between the case manager and the ostomy nurse resulted in the 

incorrect supplies being ordered for home use. 
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Finding the ostomy group, meeting the group leader, and receiving extra ostomy 

supplies for her husband’s use when she ran out of them was supportive to both RC and 

her husband.  Attending the ostomy group and hearing the shared stories about how to 

handle leaks or problem with wafer malfunction was helpful. 

In facing challenges with living with ostomy, RC shared that being 

knowledgeable, organized, persistent, and accepting, as well as giving back to the 

community were helpful. RC needed to learn about the disease, its complications, what 

people to contact, and ostomy care.  She learned how important a support group was.  As 

a caregiver for her husband, being organized required taking notes when talking to people 

who could help her.  For RC, making certain that ostomy supplies were available before 

discharge and taking charge of ordering supplies once home required persistence.  Paying 

it forward by volunteering to start a support group to visit patients and family while in the 

hospital and giving information regarding the ostomy group was important to RC. 

Meaning Units Extracted from the Natural Units of JI 

Sense of the Whole Experience 

When asked about her experience with her partner, who had CRC diagnosis, 

surgery, and an ostomy placement, JI began by describing her husband’s gallbladder 

surgery last spring that developed into diarrhea.  She was told the diarrhea was typical 

following gallbladder surgery.  After further testing, JI’s husband was diagnosed with a 

clostridium difficile infection, for which he received antibiotics without any response.  

He became septic and was intubated.  At this time, his health care providers determined 

he needed his colon removed to save his life.  As her husband was not able to decide for 
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himself, and being her husband’s health care agent, following consultation with her son 

who was an oncologist, JI agreed to the surgery and the placement of an ileostomy. 

After surgery, JI shared how her husband was incoherent and on a ventilator.  

Because of the ostomy placement, the ostomy nurse came to speak with JI.  The meeting 

upset JI because she felt that she was not ready to talk about the ostomy as she had more 

pressing issues with which to cope, such as her fear of telling her husband about the 

surgery and ostomy placement.  JI knew that her husband never wanted an ostomy.  He 

had a friend who lived with an ostomy and the friend told him for 48 years never to have 

an ostomy. 

To help her with her struggles, a chaplain and social worker were sent to talk with 

her.  She shared that talking with them was helpful, but the fear of telling her husband 

remained.  When her husband awoke, he was very upset and wanted to know who 

decided for him.  JI told him that she and their son decided on the ostomy because an 

ostomy was necessary to save his life.  Her husband was very depressed, and JI 

questioned her decision.  She returned to the fact that the ostomy was a life-saving 

measure and concluded that her husband just needed time to cope.  In time he did come to 

accept the ostomy and the necessity for the ostomy.  Knowing that the ostomy would be 

permanent, JI suggested her husband name the ostomy Henry, and they both laughed. 

JI admitted her own challenges, including her husband’s temperament, the 

provision of incorrect ostomy appliances, leak incidents, physical constraints, and the 

lack of available help. JI wished that her husband would show appreciation for what she 

did for him.  She complained that she wished she had help when doing ostomy care 

because of her hand coordination and her carpal tunnel problems. 
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JI tried to stay positive by using available resources such as respite care, which 

provided five days/nights every month that she could be relieved of her caregiver 

responsibility.  She used the internet to find help with ostomy care, including an ostomy 

support group with an ostomy nurse present.  Hearing stories from others who lived 

through what she was living through helped. 

JI appreciated talking with the chaplain.  Hearing him talk about something more 

powerful helped her know that things would be better. 

Psychological Language 

JI’s meaning units yielded 40 psychological descriptive perspectives focusing on 

her experiences of her husband’s CRC diagnosis, surgery, and ostomy. 

1. Uncertainty about diagnosis  

2. Support of partner with transportation 

3. Advocacy for partner 

4. Support of partner  (regarding ostomy care) 

5. Shock regarding CRC diagnosis  

6. Need for compassion 

7. Fear regarding treatment 

8. Need to be heard 

9. Anger 

10. Fear regarding decision making 

11. Need for emotional support of self  

12. Fear regarding partner’s reaction to the ostomy 

13. Support of partner – truth-telling 
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14. Uncertainty about decision-making 

15. Feeling supported (family) 

16. Partner’s acceptance of diagnosis and ostomy 

17. Acceptance of the ostomy 

18. Importance of positive attitude 

19. Challenge of partner’s lack of acceptance 

20. Importance of helping partner to maintain a positive attitude 

21. Resentment towards partner 

22. Use of humor 

23. Commitment to strong marital relationship 

24. Acceptance of  a new normal 

25. Importance of care coordination 

26. Importance of partner’s vulnerability 

27. Need for sense of control  

28. Caregiver burden 

29. Feeling supported (respite care) 

30. Caregiver burden due to own health issues 

31. Knowledge of care 

32. Feeling supported (support group) 

33. Feeling supported (National Ostomy Association) 

34. Importance of knowledge about resources 

35. Importance of knowledge about ostomy care/supplies  

36. Hope - for a good day  
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37. Need for partner to verbalize appreciation of partner  

38. Feeling overwhelmed  

39. Caregiver burden - Feeling trapped 

40. Support of partner - being number two 

41. Importance of self-care  

42. Faith 

43. Feeling supported - chaplain 

44. Hope for the future 

General Psychological Structure of JI 

JI accepted and adjusted to life with the disease, the treatments, including the 

ostomy.  Feelings of uncertainty, decisions about treatments for her husband as his health 

care agent, meetings with the ostomy nurse for lessons in ostomy care when she was not 

ready, facing her husband’s anger when he found out about the ostomy, and needing 

support were a few of the challenges JI had to face. 

Feelings of uncertainty were related to the difficulty in receiving the correct 

diagnosis and her decision as her husband’s healthcare agent about his treatment.  

Deciding for him to have an ostomy also meant potentially facing his anger when he 

awoke to find he had an ostomy.  She feared his reaction but, despite his anger, was able 

to communicate the life-saving nature of the surgery and ostomy placement to him.  

Meeting the ostomy nurse to be taught ostomy care happened too quickly for her.  

She felt her emotional needs were more important.  Although she did not want to learn, 

she cooperated with them and learned what needed to be learned.  JI expressed the need 
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to get some counselling to cope with her feeling that the nurses were moving forward too 

fast.  She shared how there was a compassion gap with the ostomy nurse. 

JI requested to talk to someone about her fears and concerns.  A chaplain and a 

social worker were sent.  Meeting the chaplain was comforting to her because he gave her 

hope that things would get better.  Hearing from the chaplain that there was a higher 

power who was in charge provided her hope, too. 

JI tried to stay positive with the challenges and changes she was facing.  She 

learned about the ostomy care, even when she was not ready, was responsible for being 

both the caregiver and cheerleader for her husband and tried to present positive 

perspectives to him. JI thought her husband should give the stoma a name as the ostomy 

was permanent. 

JI had feelings of resentment toward her husband because she felt he did not take 

responsibility for the ostomy care and did not express gratitude or appreciation for her 

efforts as his caregiver.  Seeing her husband helpless helped her accept her caregiver role 

and his demanding attitude. Further, she accepted that his needs should take precedence 

over hers. 

JI recognized what needed to happen to change her husband’s attitude or 

perception.  She was willing to help her husband to change his core belief about the 

ostomy and to accept what happened to him as his new normal. 

What helped her deal with the challenges included finding a support group and 

accepting respite care. Attending the support group meetings allowed her to hear from 

those who have lived through the same experience and provided her the opportunity to 

meet the ostomy nurse who attended the support group meetings. The receipt of respite 
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care provided her with a break from the caregiver role and time for herself.  She turned 

off her cell phone so that her husband could not call her.  During her time for herself, she 

tried to think healthy thoughts to help her meet the challenges of this new life with her 

husband. 

Meaning Units Extracted from the Natural Units of ML 

Sense of the Whole Experience 

When asked about her experience with her partner with a bladder cancer diagnosis 

and ostomy, ML shared that the symptoms began with the incidental diagnosis of 

cardiovascular disease and the need for cardiac surgery, which led to dealing with bladder 

cancer, surgery, and ostomy placement.  ML shared about her challenges with ostomy 

care, her support group, and faith.  ML provided some tips to help others who might go 

through the same experience. 

ML’s husband was experiencing hematuria, so he went to the doctor.  During one 

of the tests, an incidental finding of  a blockage in his coronary arteries took precedence 

over the hematuria.  Her husband was transferred to another facility for stent placement 

due to insurance coverage where he underwent a five-vessel bypass graft surgery.  His 

recovery from the heart surgery required about 17 days before he was discharged home. 

After the cardiac surgery, he returned to taking care of hematuria. Doctors thought 

they could do bladder scrapings to save his bladder, but he was diagnosed with an 

aggressive cancer, so a cystectomy with ostomy was recommended and provided. 

ML’s husband recovered more quickly than following the cardiac surgery and 

was discharged with a urostomy.  Living with the urostomy was the biggest challenge for 
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ML.  She emphasized the challenges of leak issues, having insufficient supplies, the 

ostomy care, physical limitations, and accepting the ostomy. 

What helped her with the challenges was attending support groups and support 

from church friends, family, and health care providers.  Her biggest challenge was her 

finger neuropathy that created difficulties with cutting the flange.  She learned from the 

support group about the pre-cut skin barrier and ordering those helped her a lot.  She also 

talked about her limited ability to cook related to her neuropathy but described help from 

her daughter with meal provision and ordering pre-cooked meals as helpful.  Her church 

friends were also a big support both physically and spiritually.  Her faith in God was very 

strong and she believed in prayer.  ML stated accepting the ostomy as part of “our life 

now” was beneficial. Staying with her husband during the 17 days in the hospital 

demonstrated ML’s support of her husband. 

ML suggested that others who have the same experience might benefit from 

learning as much as possible about the ostomy care, meeting the ostomy nurse, attending 

ostomy support group meetings, praying, and being organized. 

Psychological Language 

ML’s meaning units yielded 28 psychological descriptive perspectives focusing 

on experiences of CRC diagnosis, surgery, and ostomy. 

1. Support of partner regarding ostomy care 

2. Need for nurses to be knowledgeable in ostomy care/appliances 

3. Shock 

4. Feeling supported (ostomy nurse) 

5. Uncertainty regarding potential complication 
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6. Caregiver burden due to own health issues  

7. Importance of partner’s ostomy self-care independence 

8. Fear regarding partner’s decline 

9. Advocacy for partner 

10. Feeling overwhelmed  

11. Feeling supported (ostomy group) 

12. Need for ostomy supplies 

13. Need for care coordination between her husband’s doctor and insurance 

14. Acknowledgment of partner’s fears of leaks 

15. Adaptation to ostomy 

16. Caregiver burden 

17. Feeling supported (family)  

18. Helplessness due to own physical health issues 

19. Feeling supported (outside food resource)   

20. Feeling thankful partner is alive 

21. Acceptance of the ostomy 

22. Need for more visits from the home care ostomy nurse 

23. Feeling supported (church group)  

24. Faith  

25. Uncertainty regarding partner’s prognosis 

26. Feeling blessed partner is alive 

27. Need to be appreciated by her husband 

28. Feeling supported (health care provider) 
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General Psychological Structure of ML 

ML’s experience of living with a partner who had bladder cancer, surgery, and an 

ostomy placement involved accepting several things: the bladder cancer diagnosis, the 

incidental diagnosis of cardiovascular disease and bypass surgery, the delay in bladder 

cancer treatment due to the cardiovascular disease, her physical challenges (hand 

neuropathy and back and knee problems), and the changes necessitated by the urostomy.  

ML described her frustration and feeling overwhelmed because she had no help in the 

early phase of being home with her husband. Multiple times she expressed the desire to 

have an ostomy nurse close by to assist in ordering the correct supplies.  ML showed 

great appreciation for support from her church friends and family members and the 

ostomy support group.  She expressed a strong belief in the power of prayer and trusted 

God in everything.  Trying to help her husband with as much as she could in spite of her 

physical limitations was important to ML.  However, she stressed the importance of her 

husband learning his own ostomy care, too.  ML’s husband was suffering memory loss 

from the multiple anesthesia events, which required ML do the driving role as well.  ML 

added what facilitated her adjustment was her willingness to support her husband, 

attendance at support group meetings, being able to work with a good ostomy nurse, 

being organized in doing ostomy care, having faith in God, and receiving support from 

family and friends.  Hearing the shared stories of others, relying on friends and families 

when needed, attending support groups, and accepting her husband’s limitations and 

lifestyles changes helped her adjust to living with the ostomy. 
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Meaning Units Extracted from the Natural Units of CR  

Sense of the Whole Experience 

CR’s experience of living with her husband’s CRC diagnosis, surgery and ostomy 

placement was about challenges.  She shared that her husband’s cancer was discovered 

by accident and was followed by treatments, surgeries, complications, and ostomy 

placements. 

CR’s husband did not have symptoms but had an elevated prostate-specific 

antigen.  After he recovered from an abdominal surgery for a volvulus stomach, he saw a 

urologist about his prostate. A bladder tumor that was cancerous was found, but not 

prostate cancer.  CR shared that the diagnosis was a shock to them. 

Her husband had a biopsy of the tumor.  The diagnosis was a high-grade tumor, 

so they proceeded with Bacillus Calmette-Guerin and live tuberculin bacillus irrigation 

therapy.  Her husband’s tumor did not respond to the therapy.  Another biopsy was done, 

and the tumor was now found to be invading the bladder wall. 

CR shared that surgery was recommended and agreed, so her husband was sent to 

a specialist.  The specialist told them that her husband needed a permanent repair of the 

volvulus stomach that was done a year ago.  So, the volvulus was repaired permanently.  

Meanwhile, CR described feeling worried that the bladder cancer was not being 

addressed. 

After two months, they went back for treatment of the bladder cancer.  Expecting 

to be told about the surgery, they were informed instead that he needed chemotherapy 

first to slow the growth of the cancer. 

CR’s husband was started on chemotherapy, but after two treatments he had 



 

80 

severe diarrhea that resulted in dehydration.  CR felt that the doctor should have waited at 

least one more month for her husband to recover from the previous surgery.  CR spoke to 

the oncologist about her feelings and the oncologist agreed.  Her husband was provided 

another month to recuperate, following which the bladder tumor removal surgery was 

done and required about 11 hours.  The surgery was very involved. The doctors removed 

his bladder and prostate and placed an ileal conduit. 

CR’s husband recovered without any complications; however, CR was concerned 

about the ileal conduit and was preoccupied with the ostomy care.  She had a lot of 

questions about who would be involved in his care.  CR was informed that she would 

have help and she would be taught how to do the ostomy care.  She met the ostomy nurse 

in the hospital, but she did not feel she received enough training. 

CR realized that the ostomy would bring challenges and lifestyle changes.  One of 

the challenges she mentioned repeatedly was leak incidents.  She gave credit to the on-

line support groups she attended in helping her to resolve the issue. 

CR admitted that her social life diminished as a result of her husband’s ostomy 

with fewer visits with her friends.  In addition, she stated that she does not enjoy 

entertaining people anymore. 

CR said that support from her family and her faith facilitated her adjustment.   

Her daughter and son tried to help as much as they could.  Prayer and knowing that God 

had a plan helped her a lot. 

CR suggested that others experiencing a bladder and/or CRC diagnosis and 

ostomy connect with the ostomy nurse and ostomy support group and accept living with 

the ostomy as the new normal. 
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Psychological Language 

CR’s meaning units yielded 42 psychological descriptive perspective focusing on 

her experiences of her husband’s bladder cancer diagnosis, surgery, and ostomy. 

1. Shock regarding diagnosis  

2. Fear regarding diagnosis 

3. Uncertainty about CRC treatment  

4. Advocacy for partner 

5. Anxiety regarding post-operative care 

6. Importance of knowledge about ostomy care/supplies 

7. Acceptance of cancer, surgery, and chemotherapy as the new normal 

8. Support needed for the ostomy care 

9. Previous caregiver experience  

10. Need for nurses to be knowledgeable in ostomy care/appliances 

11. Feeling supported (Home health nurse /WOCN) 

12. Anxiety regarding leaks 

13. Feeling supported (friends) 

14. Feeling supported (on-line ostomy group)  

15. Importance of care coordination 

16. Need for convenient care coordination 

17. Adjustment to lifestyle changes 

18. Adjustment to changes in partner 

19. Anger 

20. Fear of cancer recurrence 
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21. Previous caregiver (and cancer) experience with son 

22. Acceptance of CRC diagnosis as part of life  

23. Importance of partner’s ostomy self-care independence  

24. Travel plan adjustments 

25. Acceptance of age-related changes 

26. Acceptance of the ostomy 

27. Need for more visits from the ostomy nurse in hospital 

28. Poor nursing care – need to advocate for partner 

29. Support of partner - presence 

30. Need more visits from ostomy nurse  

31. feelings of isolation 

32. Challenge of transition to home 

33. Feeling overwhelmed  

34. Feeling supported (family and friends)  

35. Importance of control 

36. Need for knowledge 

37. Importance of prayer 

38. Faith  

39. Need for support (friends)  

40. Reciprocating support  

41. Feeling supported (reaching out to others with an ostomy) 

42. Need for support of self 
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General Psychological Structure of CR 

CR lived as a partner of a person with bladder cancer, surgery, and an ostomy 

placement and accepted the unexpected cancer diagnosis, including all the treatments 

recommended by his doctor, complications and challenges from the treatment, and 

changes in lifestyle brought by the ostomy.  CR stated that what facilitated her 

adjustment was her willingness to be supportive of husband, her acceptance of advice at 

support group meetings from those who had experienced an ostomy, finding and meeting 

the ostomy nurse, and being organized.  Ensuring that the hospital and home health 

services coordinated the provision of ostomy supplies for them at home was important. 

CR mentioned how prayer and her faith helped her during the tough times.  There were 

times when she felt alone, but her faith in God and knowing that He was always there 

helped her cope with the challenges.  Learning to accept the lifestyle changes brought 

about the ostomy as a new normal facilitated her to adjustment, too. 

Meaning Units Extracted from the Natural Units of MH  

Sense of the Whole Experience 

When asked about her experience with her husband’s bladder cancer diagnosis, 

having surgery, and an ostomy placement, MH shared how she and her husband met and 

how the bladder cancer was discovered.  Her husband was having urination difficulties 

and was referred to a urologist, who diagnosed him with a bladder stone.  Her husband 

had a simple surgery to remove the stone from which he was discharged fairly quickly.  

Two weeks later, when her husband went for a post-operative visit with the urologist, the 

doctor told him that he had bladder cancer and that surgery was needed. 
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After her husband broke the news to her, right away MH wanted to know what to 

do.  They looked on the internet and found that the bladder needed to be removed as soon 

as possible.  With this information, they were surprised when the surgeon informed them 

that her husband had to wait at least five weeks for the surgery.  MH and her husband 

were a bit nervous about this long wait, but when the surgeon informed them that the 

cancer was caught early and had not invaded the bladder wall, MH and her husband were 

reassured. 

The surgery took longer than expected because MH’s husband had a lot of 

adhesions from a previous surgery.  His recovery from the bladder surgery was 

uneventful, but he was discharged with minimal instructions about the urostomy care and 

supplies. Thus, MH had to secure the supplies from local medical stores. 

Her husband talked to their insurance company to obtain approval for a visit from a 

WOCN, and after being persistent, the insurance company relented and a visit with a 

WOCN was had.  MH spoke a lot of her husband’s persistence, pro-activeness, and 

independence with his urostomy care.  He was persistent in requesting to be seen by a 

WOCN because of the knowledge and expertise WOCN’s possess.  MH expressed a high 

regard for the WOCN.  He was pro-active with securing his ostomy supplies and was 

willing to try other brands or suppliers for better supplies. 

MH’s husband expressed interest to do his own ostomy care early.  MH described that 

leaks were minimal, and they were able to deal with leak incidents by bringing 

emergency supplies. 

Living with the ostomy did not slow down their social life. They remained  

 



 

85 

actively involved with the Lion’s Club.  MH and her husband continued to travel but 

made some minor adjustments like driving more and flying less. 

MH shared that others with an ostomy should be proactive, belong to an ostomy 

support group, and get involved with a WOCN early. MH communicated her love for her 

husband by accepting him as a whole package and dealing with every problem he 

experienced as a team. 

Psychological Language 

MH’s meaning units yielded 16 psychological descriptive perspective focusing on 

her experiences of her husband’s bladder cancer diagnosis, surgery, and ostomy. 

1. Support of partner - presence 

2. Shock regarding CRC diagnosis 

3. Support of partner regarding diagnosis 

4. Need for knowledge 

5. Fear regarding treatment 

6. Advocacy for partner 

7. Need for care coordination 

8. Hope for the future  

9. Travel plan adjustments 

10. Support of partner emotionally through recognition and provision of 

perspective 

11. Adjustment to ostomy 

12. Importance of knowledge about resources  

13. Previous knowledge about ostomies  
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14. Communicating support of partner 

15. Support of partner with transportation and appointments 

16. Commitment to strong marital relationship 

General Psychological Structure of MH 

MH described her experiences as working together as a couple to accept and 

manage all the changes and challenges brought by the cancer diagnosis and ostomy.  She 

was there as a support to him in the early and critical phase after surgery, doing the 

ostomy care for him, but appreciated her husband’s early interest in and independence 

with providing his own ostomy care.  ML accepted the ostomy as part of her husband and 

moved forward with life, incorporating some minor adjustments, especially with respect 

to travel.  MH described the importance of being resourceful when she had questions and 

willing to use all resources to help them.  Resources included social media, a WOCN, and 

support groups. 

MH suggested that others who are experiencing an ostomy should be proactive 

and persistent.  MH encouraged spouses to discuss their feelings with each other and 

shared that to love another unconditionally is to be willing to accept the physical changes 

of their partner, including the ostomy, as part of the spouse’s new life. 

Meaning Units Extracted from the Natural Units of BH  

Sense of the Whole Experience 

BH shared that her experience as a partner of someone who had CRC diagnosis, 

surgery, and an ostomy placement started with his diagnosis.  BH’s husband went for a 

colonoscopy for ulcerative colitis and was found to have a  



 

87 

“suspicious flat” lesion that appeared “troublesome.”  He was referred to a surgeon who 

recommended removal of the entire colon and ostomy placement. 

BH shared how the surgery was simple, but he had many post-operative 

complications during which BH was her husband’s strong advocate.  Her previous 

experience as a critical care nurse helped her assess what was wrong with her husband.  

His doctors listened to her as they knew of her background and experience. 

BH shared the many challenges she faced after her husband’s discharge from the 

hospital, the most challenging of which was the ostomy care.  She felt that she was not 

prepared, even as a nurse.  She mentioned many times the importance of having an 

outpatient ostomy clinic where patients could see an ostomy nurse for assistance.  She 

was very thankful for a graduate student at her place of employment, who was an ostomy 

nurse and assisted her, as needed. 

For support, BH considered her faith, church family, children, and grandchildren 

as her sources.  They prayed for her and her husband during their difficult times.  As a 

university professor, she stated that she believed that their marriage stayed strong because 

they had passed the midlife “midterm” test. 

BH suggested that others who were experiencing an ostomy should have people 

who care for them, rest on a strong faith in God, accept the new normal in living with 

ostomy, journal or write their thoughts and feelings, and support the partner in the new 

life. 

Psychological Language 

BH’s meaning units yielded 40 psychological descriptive perspective focusing on 

experiences of CRC diagnosis, surgery, and ostomy. 
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1. Uncertainty with husband’s diagnosis 

2. Shock regarding diagnosis/treatment 

3. Acceptance of diagnosis/treatment 

4. Feeling supported (HC provider) 

5. Advocacy for partner 

6. Support of partner – symptom monitoring 

7. Previous caregiver experience 

8. Feeling supported (employers) 

9. Providing ostomy care to partner 

10. Need for ostomy supplies/resources 

11. Need for knowledge 

12. Feeling supported (ostomy nurse) 

13. Adjustment to CRC diagnosis 

14. Support of partner – providing care 

15. Support of partner – presence 

16. Need for support for the new ostomy 

17. Need for more visits from the ostomy nurse once home 

18. Need for emotional support of self and partner 

19. Need for knowledge and support 

20. Importance of partner’s ostomy self-care independence 

21. Support of partner regarding ostomy care  

22. Role adjustment 

23. Acceptance of the reality of living with ostomy  
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24. Altered closeness with the partner 

25. Importance of strong marital relationship  

26. Adjustment to ostomy and lifestyle changes  

27. Feeling supported (friends) 

28. Faith 

29. Feeling supported (family and friend) 

30. Feeling supported (church) 

31. Importance of history with partner  

32. Importance of providing feedback about care 

33. Adjustment to the new body  

34. Acceptance of the new normal 

35. Adjustment to new normal as a long process 

36. Enhanced marital relationship 

37. Need for self-care  

38. Need for more visits from the home health nurse 

39. Need for care healthcare providers to assess adjustment process regularly 

40. Need for care healthcare providers to understand adjustment process in all 

aspects of life 

General Psychological Structure of BH 

BH’s experience as a partner of her husband who had CRC, surgery, and an 

ostomy was about a range of different feelings and emotions such as shock, confusion, 

and thankfulness.  She used her knowledge as a critical care nurse to serve as her 

husband’s advocate, to be persistent when needed, and resourceful in helping her husband 
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in providing ostomy care.  BH shared that during the time when her husband was 

critically ill, she relied on the love and support of her family and friends, prayers, her 

faith in God, and her nursing knowledge, and a graduate student who was an ostomy 

nurse.  BH expressed concern that there was a lack of outpatient services and support for 

ostomy patients and their caregivers. 

She mentioned many times that there should be change in how healthcare 

providers look at the needs of patients like her husband and herself.  She suggested that 

the process was more than adjusting to an altered body image as it has been commonly 

discussed in nursing and that was really an altered embodiment.  Also, she suggested that 

providers should consider that the adjustment period was lengthy with repeated 

assessment and resource availability needed during the long process of adjustment.  BH 

expressed how her experience was like a midterm and passing the midterm means 

accepting the new normal and the deepening yet altered relationship she has with her 

spouse. 

BH mentioned that being a good support for her husband meant taking care of 

herself.  Friends were helpful to her self-care in tangible, meaningful, and affirming 

ways.  BH shared that others experiencing a CRC diagnosis and ostomy need to have a 

strong support system such as family and friends, a deep relationship with God, and 

outpatient ostomy services.  Accepting the new normal was a long process, so time was 

important. 
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Meaning Units Extracted from the Natural Units of RP  

Sense of the Whole Experience 

For RP, finding out his wife had cancer meant losing her.  He was shocked and 

did not really know what to do or how to react.  The diagnosis brought great uncertainty 

for him.  He was thankful for the oncologist his wife had because she reassured him that 

his wife would be cured. 

The treatment of his wife’s cancer began with the radiation that persisted for 

about six weeks.  Surgery and chemotherapy followed.  He was thankful for their health 

insurance because all services were provided by one carrier. 

As the spouse, RP felt he could not do much except give his wife his full support.  

That included driving her to all her appointments and treatments and just being there. 

Being married to his wife for a long time helped him face the cancer and 

treatment together as husband and wife.  He perceived they had always had a loving 

relationship and the cancer made their relationship stronger. 

Facing death changed his perspective about saving all his money for their 

children.  He valued life and money from a different perspective.  He decided he and his 

wife should spend their money to enjoy life together.  He bought a mountain lot and built 

a house on the lot because his wife wanted to have such a home.  He said now flying first 

class was his choice over coach.  He said for the partner, support means being there for 

the cancer patient, driving or taking them to appointments and being present.  For RP, 

retirement meant enjoying life. 
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Psychological Language 

RP’s meaning units yielded 29 psychological descriptive perspective focusing on 

the experiences of CRC diagnosis, surgery, and ostomy. 

1. Potential loss of partner 

2. Fear regarding CRC diagnosis 

3. Shock regarding CRC diagnosis 

4. Importance of confidence in health care team 

5. Importance of confident healthcare providers 

6. Support of partner with transportation and appointments 

7. Use of humor 

8. Appreciation of partner’s self-care independence 

9. Support of partner emotionally 

10. Acceptance that living with an ostomy diminishes  one’s quality of life 

11. Support of partner emotionally through recognition and provision of 

perspective 

12. Coping by getting through 

13. Support of partner’s chemotherapy (making her comfortable) 

14. Acceptance that accidents happen 

15. Support of partner by talking about needs, alternatives, and own desire to be 

supportive 

16. Comfort with hospitals and medical issues 

17. Coping by “getting through “and limiting worry 

18. Importance of helping partner to maintain positive attitude 
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19. Difficulty accepting partner’s cancer diagnosis and possible death 

20. Acceptance of partner’s cancer diagnosis and possible death 

21. Feeling supported (employers) 

22. Risk of cancer recurrence 

23. Coping with partner’s mood swings 

24. Commitment to strong marital relationship 

25. Facing death changes one’s perspective about the future 

26. Need for care coordination 

27. Need for consistent care protocols 

28. Importance of care coordination 

29. Support of partner - being number two 

General Psychological Structure of RP 

RP experienced living with his wife who had CRC, surgery, and an ostomy as 

potentially losing her. 

Facing death resulted in a change in how he perceived his life and money.  It 

meant enjoying life with his wife by liquidating money to buy his wife a mountain house 

and a boat and travelling first class instead of coach. In short, he preferred to use the 

money now in enjoyment with his wife rather than “pulling the cash behind the hearse.” 

He wanted to be a support to his wife by driving her to appointments and treatments, just 

being there for her, and making his wife number one.  RP described support from other 

people and having a good health insurance helped facilitate their management of the 

cancer and the ostomy. 
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RP suggested that for others experiencing CRC and an ostomy, the choice of 

health insurance and making your spouse number one is important.  Retirement for RP 

meant enjoying life with his wife who is cured of cancer and enjoying life with him. 

Emerging Themes 

The 407 novel psychological perceptions shared by participants were 

collapsed into emerging themes, quantified, and sorted by their order of frequency.  

Table 8 provides and describes all the psychological perceptions with their 

associated frequency. 

Of the 87 quantified emerging themes, 10 were described by almost all of the 

participants (See Figure 2).  The most frequently reported emerging theme was tangible 

support of their partner. Support included (a) symptom monitoring, (b) problem solving, 

(c) providing transportation and ostomy and other care, and (d) making partners feeling 

comfortable after chemotherapy. Tangible support was reported 29 times or represented 

26% of the top 10 emerging themes. 

The second most frequently reported emerging was the need for ostomy supplies 

and the associated knowledge about and support for ostomy care. Such support might 

include more visits from the ostomy nurse both in the hospital and once discharged either 

at home or through an outpatient service. The need for ostomy supplies and the 

associated knowledge about and support for ostomy care was reported 22 times or 

represented 12% of the top 10 emerging themes. 

Accepting and adjusting to diagnosis/treatment (ostomy) was the third most 

frequently reported emerging theme.  Accepting and adjusting to diagnosis/treatment  
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Table 8 

Psychological Perceptions Sorted by Frequency and Collapsed to Emerging Themes 

Emerging Themes Total 

1. Tangible support of partner - symptom monitoring, problem solving, providing 

ostomy and other care, transportation and appointments, making partner 

comfortable after chemotherapy 

29 

2. Need for ostomy supplies and knowledge/support including with ostomy care 

including more visits from ostomy nurse in the hospital and once home 
22 

3. Accepting and adjusting to diagnosis/treatment (ostomy) 20 

4. Feeling supported (family and friends) and in advocacy role (family) 19 

5. Feeling supported (HC provider/home health/nurse for first ostomy care/WOCN 19 

6. Support of partner emotionally through presence and communication: listening as 

caring, support regarding changed sexuality and fear of leak incidents during sex, 

recognition and provision of perspective, providing feedback, needs, alternatives, 

empathy, care, and concern to the partner, and own desire to be supportive 

18 

7. Advocacy for and to partner 16 

8. Feeling supported (support group/ostomy groups/attending ostomy conference) 15 

9. Need for and importance of care coordination -  between doctors and insurance, 

health insurance and hospital, hospital and rehab facility, and ostomy nurse or 

home health group representatives 

14 

10. Need for emotional support of self and self-care, compassion, and sense of control 13 

11. Uncertainty about CRC diagnosis, treatment, or potential complications 11 

12. Importance of strong marital relationship or history with partner 9 

13. Importance of support for and knowledge about ostomy care, supplies, and 

resources including ostomy nurses in the local area 
8 

14. Need for nurses to be knowledgeable in ostomy care/appliances  8 

15. Shock re: bladder/CRC diagnosis 8 

16. Accepting cancer, surgery, and chemo as the new normal 7 

17. Faith 7 

18. Feeling supported by church group, chaplain, respite care and outside food source 7 

19. Adjusting to lifestyle changes, travel plans 7 
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Table 8, continued  

Emerging Themes Total 

20. Accepting and preparing for accidents Fear of treatment and cancer recurrence 6 

21. Helplessness and caregiver burden due to own health issues 6 

22. Hope regarding CRC treatment and treatment success, for a good day, the future, 

and an extended, pain free life 
6 

23. Importance of partner’s ostomy self-care independence 6 

24. Use of sarcasm /humor 6 

25. Adjusting to changes of partner, new body, ostomy 5 

26. Feeling trapped (caregiver burden), isolated, overwhelmed 5 

27. Anger and resentment towards partner 4 

28. Poor care – need to advocate for partner 4 

29. Previous caregiver  and cancer (son) experience 4 

30. Support of partner - providing own self-care 4 

31. Accepting death as part of life and possibility of partner’s death  3 

32. Anxiety regarding post-op care and leaks 3 

33. Caregiver burden 3 

34. Feeling blessed abut need for fewer surgeries than others, fortunate regarding 

minimal, required changes (diet), and thankful partner is alive 
3 

35. Feeling supported (employers) 3 

36. Importance of advocacy to partner 3 

37. Importance of own positive attitude and helping partner maintain positive attitude 3 

38. Accepting (and working with) age-related changes in sex  2 

39. Accepting2 the reality of living with ostomy 2 

40. Acknowledging partner’s anxieties/fears  2 

41. Commitment to strong marital relationship 2 

42. Coping by “getting through “and limiting worry 2 

43. Difficulty accepting cancer diagnosis, ostomy care, and possible death 2 

44. Emotional adjustment to ostomy as hardest 2 

45. Fear regarding CRC diagnosis  2 

46. Fear regarding partner's decline and potential loss of partner 2 

47. Feeling supported (Peers - reaching out to others with an ostomy)                                                   2 
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Table 8, continued  

Emerging Themes Total 

48. Importance of confidence in HC team and confident HC team 2 

49. Importance of prayer 2 

50. Need for (verbal) appreciation from partner 2 

51. Need for consistent care protocols, clear and direct communication and follow up 2 

52. Need for HCP to  understand adjustment process in all aspects of life and assess 

adjustment process regularly 
2 

53. Paying it back - desire to start hospital visitation support group and partner 

providing support to others with CRC and ostomy 
2 

54. Uncertainty about decision-making  2 

55. Understanding partner is unable to provide ostomy self-care 2 

56. Accepting care 1 

57. Accepting every complication her partner suffered  1 

58. Accepting that living with an ostomy diminishes one’s quality of life  1 

59. Adjustment to the new normal is a long process 1 

60. Altered closeness with partner 1 

61. Appreciation of partner’s lack of modesty and potential for humiliation 1 

62. Appreciation of partner’s self-care independence.  1 

63. Being organized 1 

64. Blessing partner is alive 1 

65. Challenge of partner's lack of acceptance 1 

66. Challenge of transition to home 1 

67. Comfort with hospitals and medical issues  1 

68. Communicating support of partner – acknowledging challenges 1 

69. Coping with fear of cancer recurrence (Regular MD check-ups) 1 

70. Coping with partner’s mood swings  1 

71. Embarrassment regarding ostomy odor  1 

72. Enhanced marital relationship. 1 

73. Facing death changes one’s perspective about the future  1 

74. Fear of decision-making 1 

75. Fear of skin injury during ostomy care 1 
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Table 8, continued  

Emerging Themes Total 

76. Fear regarding partner’s reaction to the ostomy 1 

77. Feeling relieved regarding CRC treatment 1 

78. Gratitude for co-payment free insurance 1 

79. Importance of partner's vulnerability 1 

80. Need to be heard 1 

81. Partner's acceptance of diagnosis and ostomy 1 

82. Powerlessness regarding support of partner with radiation and chemotherapy. 1 

83. Presence of closeness and intimacy with partner despite aging related changes in 

closeness and intimacy with partner 
1 

84. Role adjustment 1 

85. Support of partner – truth-telling 1 

86. Support requires reciprocity 1 
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(ostomy) was reported 26 times or represented 11% of the top 10 emerging themes. 

The fourth most frequently reported emerging theme was feeling supported by 

family and or friends and in their advocacy role by family.  Feeling supported was 

reported 19 times or represented 10% of the top 10 emerging themes. 

Feeling supported by health care providers, including the physician, home health 

nurse, and/or the WOCN was the fifth most frequently reported emerging theme.  Feeling 

supported by health care providers was reported 19 times or represented 10% of the top 

10 emerging themes. 

The sixth most frequently reported emerging theme was support of their partner 

emotionally through presence and communication.  Support might be provided by (a) 

listening as representative of caring, (b) support regarding their partner’s changed 

sexuality or fear of leak incidents during sex, (c) recognition and provision of perspective 
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to their partner, (d) providing feedback, (e) discussing needs and alternatives, (f) 

demonstrating the partner’s own desire to be supportive by expressing empathy and 

concern to the partner.  Support of their partner emotionally through presence and 

communication was reported 18 times or represented 10% of the top 10 emerging themes. 

Serving as an advocate for and to their partner was the seventh most frequently 

reported emerging theme.  Advocacy might be demonstrated for the cancer patient when 

the patient is incapacitated. Also, advocacy might be demonstrated to the cancer patient 

when seeking their adherence to recommended treatments.  Serving as an advocate for  

and to their partner was reported 16 times or represented 9% of the top 10 emerging 

themes. 

The eighth most frequently reported emerging theme was feeling supported 

through attendance at support group meetings, the UOAA national conference, and/or by 

ostomy group members.  Tangible support was provided through the sharing of material 

resources and knowledge.  Affirmation was provided through the shared stories and 

experiences.  Feeling supported through ostomy support groups and the national ostomy 

conference was reported 15 times or represented 8% of the top 10 emerging themes. 

The need for and importance of care coordination was the ninth most frequently 

reported emerging theme.  Care coordination might be between (a) doctors and the health 

insurance carrier, (b) the health insurance carrier and the hospital, (c) the hospital and the 

rehabilitation facility, and/or (d) the ostomy nurse or home health group representatives 

and the patient.  The need for and importance of care coordination was reported 14 times 

or represented 7% of the top 10 emerging themes. 

The tenth most frequently reported emerging theme was the need for compassion, 
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a sense of control, and emotional support of the partners and their own self-care.  The 

need for compassion, a sense of control, and emotional support of the partners and their 

own self-care was reported 13 times or represented 7% of the top 10 emerging themes. 

Major Themes 

The top 10 most frequently reported emerging themes across all participants were 

analyzed and collapsed into five major themes that represented the lived experience of 

these 11 elderly partners of bladder/CRC diagnosis and ostomy (see Figure 3).  These 

five themes included (a) feeling supported by others, (b) providing support to the person 

with cancer,  

Figure 2. Top 10 emerging themes. 
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Figure 3. Five major themes collapsed from the top 10 emerging themes. 
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the health insurance carrier; the health insurance carrier and the hospital; the hospital and 

rehabilitation facility; and ostomy nurse or home health group representatives and the 

partners and person with cancer.  Finally, expressed needs represented (e) the partners’ 

need for compassion, a sense of control, and emotional support of themselves and their 

self-care. 

Fear and uncertainty emerged during the interview from many of the elderly 

partners.  Fear of the cancer diagnosis, treatment, ostomy care, and reaction of the 

partners to the ostomy placement was expressed by a few of the participants.  Uncertainty 

about the treatment, including ostomy care, the provision of other care, and 

complications, were expressed as well. 

Hope was expressed by several of the partners.  The theme included the hope that 

the treatment would help, hope for a good day, and hope for a pain free and extended life 

for their spouses or partners.  One participant expressed hope about the possibility of 

returning work and another was thankful that her husband did not need more surgeries. 

Faith in God and His plan for them and the importance of prayer was expressed 

by a number of participants as enhancing their coping with the cancer diagnosis and 

living with the ostomy. A visit from church group members and chaplains were perceived 

as helpful, too. 

The need for more knowledgeable nurses, both in the hospital and through the 

home health agencies, was mentioned by a few participants.  The elderly partners 

expressed concerned that nurses do not know a lot about ostomies, the care that is 

needed, or the supplies needed for that care. 
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A few participants felt that their marriage was enhanced and became stronger as a 

result of the cancer and ostomy experience.  Facing the cancer as a team was an 

important approach mentioned by one participant.   

Overall, even though ostomy created many alterations to the partners’ normal 

routines and lifestyles, the elderly partners and their spouses adjusted to their lives with 

ostomy and established new routines for their lives.  

Summary 

Chapter 4 presented the study data.  The chapter began with the presentation of 

the sample characteristics of the participants followed by the findings of the interview 

using Giorgi’s descriptive phenomenology to analyze the data collected from the 

participants (Giorgi 1970; 1985; Giorgi & Giorgi 2003).  The meaning units (illustrative 

quotations) and psychological perceptions were presented followed by the synthesis to 

the general psychological structure for each participant.  Then, the psychological 

perceptions were synthesized, collapsed, and quantified to emerging themes.  The 

emerging themes were then synthesized and collapsed to provide the five major themes 

that represented their lived experience. 
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CHAPTER 5 

 

DISCUSSION OF FINDINGS 

 

 

 

Chapter 5 includes a dialogue of the findings presented in Chapter 4. Included in 

the discussion are (a) how the findings are related to Roy Adaptation Model (RAM), (b) 

the contribution of the findings to the existing literature, (c) the strengths and limitations 

of the study, and (d) the clinical, future research, and potential health policy implications 

of the findings. 

Findings Relative to the RAM 

As discussed in Chapter 1, the elderly partners of the research study may 

experience tremendous stress in coping with their partners’ cancer diagnosis and the 

challenges brought about by the ostomy placement; therefore, the findings of this study 

are of significant importance.  The 11 participants used their conscious awareness and 

coping processes to adapt to living with the ostomy by using coping processes that 

created human and environmental integration for better health and living (Roy & 

Andrews, 2008; Roy, 2009).  The coping processes of the participants dictated the ways 

they responded to the bladder cancer and CRC diagnoses, surgery, and ostomy 

placement.  The participants were able to cope and adjust to their new normal slowly with 

the help of family and friends.  Accepting the situation and a positive outlook on life was 

important to coping.  
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In Chapter 1, it was discussed how cognator and regulator coping subsystems 

continuously interact to promote adaptation through the four adaptive modes (Roy, 

2009). The first mode is the physiological-physical mode that modulates how individuals 

interact as physical beings with the environment (Fawcett, 2012.  The primary need is to 

maintain physiological integrity and wellness of the individual (Roy & Andrews, 2008; 

Roy, 2009).  The physiological-physical integrity may be overwhelmed by the significant 

and potentially persistent stressors faced by the partners. The 11 participants’ 

physiological-physical integrity remained intact, considering some of them are older than 

others and with their own health issues.  For example, one female participant, ML, raised 

the issue of losing her sensation on her fingers due to her neuropathy related to diabetes 

which presented a challenge in assisting her husband in ostomy care.   

The second mode, the self-concept-group identity mode also has two components.  

The self-concept component addresses the individual’s own beliefs and feelings (Roy, 

2009; Fawcett, 2012) while group component addresses the shared goals, goals, values, 

self-image, and co-responsibility toward goal achievement. Three of the 11 participants 

expressed strong faith and trust in God in adapting to a new way of life living with the 

colostomy.  ML shared that her faith helped her to overcome the challenges and she felt 

strongly that God was with them during their difficult times.  She believed that God is not 

going to let anything happen to them, that He has a purpose for everything.  CR 

mentioned how prayers and faith helped her during the tough times.  PBH shared the 

same experience and claimed that prayers and faith in God helped her during the crisis. 

Psychosocial and spiritual integrity are basic underlying needs of the self-concept/group 

mode (Roy, 2009). 
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The partners’ perceived support when attending the ostomy support groups or 

national ostomy conference represented their perception of being part of a group, the 

group supporters of those with a cancer diagnosis and an ostomy. They described shared 

goals, knowledge, and resources. Further, partners receiving support from others at the 

meetings or conference recognized the co-responsibility those others felt for the partners 

and persons with cancer goal achievement.  Further, the participants perceived their long 

years of marriage made them strong co-collaborators with the person with cancer and an 

ostomy in seeking adaptation for the person with cancer and an ostomy.  The goal of 

transitioning to living with the ostomy as the new normal was evident where 

psychological and spiritual integrity were the basic underlying needs of the self-

concept/group mode (Roy, 2009). 

The third mode, the role function mode is the need to know one’s responsibilities 

in relation to others (Roy & Andrews, 20008).  The position a person holds in society and 

how that person acts or reacts in his or her occupied position is central to the role 

function mode, while social integrity and role clarity are important expectations in the 

role function mode.  Support of the partner is consistent with the role function  as an 

intimate partner’s response to the cancer diagnosis and treatment.  Tangible support of 

the partner through the new roles of symptom monitor, problem solver, and ostomy care 

and transportation provider were specific representations of the role function mode.  

The fifth mode, the interdependence mode focuses on the supportive and intimate 

relationships in a person’s life and produces feelings of security and satisfaction in 

intimate relationships (Roy & Andrews, 2008).  The elderly partners lasting relationship 

with their spouses provided support, security, and satisfaction that persisted despite the 
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trauma of a cancer diagnosis, an ostomy, and the many challenges and associated lifestyle 

changes.  The themes of feeling supported and support of the partner are consistent with 

the interdependence adaptive mode.  Emotional support of the partner through presence 

and communication is representative of the interdependence mode where feelings of 

security and affirmation between and among the intimate partner and person with cancer 

are important outcomes of adaptation. The participants exhibited positive adaptation in 

the four adaptive modes when they showed congruency with their own moral values and 

personal beliefs.  

According to the RAM, nursing is the science and art of promoting adaptation, 

which asserts the importance of nursing care in a person’s adaptation processes. Applying 

the findings to the RAM, nurses were found to either be knowledgeable in ostomy care as 

was the case with the WOCN, ostomy nurse, and urostomy nurse, or were found to be 

lacking knowledge and skills as was the case with the home health agency nurses. 

Contribution to the Literature 

The findings have supported the previous research in several ways and have 

added to the knowledge base in others. Specifically, the findings supported the literature 

that found psychological, social, role, and spiritual issues, and partner assistance and 

support, including ostomy care management, were common to the younger partners of 

persons with a bladder cancer or CRC diagnosis and an ostomy.  The findings on 

uncertainty of cancer diagnosis and fear of death are consistent with those of the previous 

studies of partners who associated the bladder and/or CRC diagnosis with death and the 

fear that their loved ones might die of cancer (Houldin, 2007; Oliveira et al., 2014; 

Persson et al., 2004). 



 

108 

Partners’ social lives were affected as reported by few of the participants in this 

study. Previous studies reported added burdens related to caregiving and social and job-

related losses (Gardner, 2004; Kandemir & Oskay, 2017), while some family members 

reported the need to quit their jobs and plan their social activities around the care of their 

loved one (Oliveira et al, 2014).  The older participants in this study shared how their 

travel plans were altered.  Few of them decreased their socializing due to fear of leaks, 

while some were able to learn to adjust by choosing shorter trips.  Since almost all 

participants are retired, job-related changes were unreported.   

Partners’ spiritual lives were affected by the bladder cancer or CRC diagnosis and 

associated ostomy.  As previously mentioned earlier in this chapter, a few of the 

participants shared faith and trust in God were sources of their support.  Previous studies 

supported this finding as partners also expressed their main source of support came from 

their faith, independent of their religious background (Oliveira et al., 2014) while some 

studies showed increased participation in church activities after the cancer diagnosis was 

reported (Gardner, 2004). 

Previous studies found that roles shifted as a result of the bladder and/or CRC 

diagnosis and ostomy with redistribution of the patients’ responsibilities to the partners.  

The partners became more involved in caregiving roles within the household than before 

the illness (McCarthy, 2014; Northouse et al., 1999; Palma, 2012).  Partners who shared 

their perceptions of shifting roles, dependencies, and the addition of illness-related 

responsibilities and burdens related to care adjusted better (Gardner, 2004).  The 

participants of this research study reported some role-shifting changes when the bladder 

cancer and CRC diagnosis were given to them along with the treatment and placement of 
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ostomy.  One participant reported how her husband had some memory loss that rendered 

her husband unsafe to drive.  The memory loss made her husband forget how to get 

home.  She now was the designated driver of the family until his memory improves.   

Previous studies found partner support and assistance were key issues in caring 

for people who were diagnosed with bladder cancer or CRC and had ostomy placement. 

Birkmier (1998) found that partner’s involvement during the surgery and the early phase 

of radiation and therapy included assistance with previously independent activities of 

daily living only, such as providing transportation, housekeeping, and laundry.  

Furthermore, previous studies showed that male caregivers were more involved in the 

independent activities of daily living than the dependent activities of daily living (Orsi, 

1994).  For example, the three male participants in this study provided transportation 

support by driving their spouses to doctor’s, radiation and chemotherapy appointments, 

and attending ostomy support group meetings.   

Oliviera et al. (2014) found that support of the partner through professional 

support groups, for instance, promoted positive partner health and had a direct effect on 

the patients’ welfare.  This study found that all participants who attended the ostomy 

support groups with their spouses were provided educational and emotional support by 

hearing the same stories, challenges, and successes in resolving ostomy issues because of 

the shared lived experiences from those who were in the support group.  As previously 

stated in one of the previous studies, the ostomy influenced the spouses’ lives but 

working together with their loved ones enabled them to adapt to the changes brought 

about by the ostomy (Persson et al., 2004). 
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As had been discussed in Chapter 1, the absence of sexual desire was related to 

the cancer diagnosis, stress and exhaustion associated with the caring tasks, and thinking 

of their partners in a childlike or “sick patient” role (Gilbert et al., 2009).  Partners who 

had been in a long-term relationship were able to have emotional closeness without 

sexual intimacy, such as valuing time by “just sitting together,” and older participants of 

both genders reported little effect on their sexual intimacy because they were sexually 

inactive before the surgery (Gardner, 2004).  The findings of this study in regard to 

sexuality basically correlates with the previous findings. All the 11 participants have been 

married for a long time, with an average of greater than 20 years.  Ostomy placement did 

not change how they looked at their spouses romantically.  Acceptance of the ostomy as 

part of their spouses was expressed when they shared their stories.  

However, the findings about the expressed needs were novel to the elderly 

partners and warrant attention. Further, the lack of findings about the importance of 

sexuality in this study is to be noted. The lack of findings about sexuality may reflect the 

older age group or may be unique to this sample.  Further exploration of the expressed 

needs and lack of importance of sexuality is suggested.  

Implications for Nursing Practice 

The findings about feeling supported by the health care providers, especially the 

ostomy or WOCN, highlighted the importance of nursing to the elderly partner’s 

adaptation to the bladder and/or CRC diagnosis and an ostomy.  The need for 

knowledgeable, compassionate health care providers cannot be stressed too strongly.  

Nursing knowledge about ostomy care, proper ostomy appliances, and their application 
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needs to improve in order to help the elderly partners of the person who had bladder 

and/or CRC diagnosis and an ostomy. 

Further, the findings about feeling supported by family and friends suggest that 

health care providers need to recognize the support provided by family and friends and 

should work to augment that support.  

The inclusion of family and friends as vital co-collaborators in the care of the 

person with cancer and an ostomy is needed.  As was expressed by the participants, their 

role as patient advocates was critical to the eventual patient outcomes.  The partners’ 

intimate knowledge of the patient needs to be valued and accessed in all health care 

settings in order to facilitate optimal patient outcomes. 

Facilitating a strong social support network for both the partner and the patient are 

critical with social support groups serving as a valuable resource to partners.  Patients 

must be discharged with information about local ostomy support groups and the local 

ostomy or WOCN. The critical role of patient supporter cannot be overemphasized.  

Partners provide for the tangible and affective needs of patients both in the hospital and 

beyond.  Teaching them symptom monitoring, problem solving, ostomy and other care 

will benefit both the partner and the patient. There is a clear need for educating the 

partner about all aspects of care as there can be no assumption that people will know 

what to do.  Further, teaching the partners will enhance their feelings of support while 

concurrently addressing their needs for knowledge and resources.  

The provision of care coordination from the acute setting to home and for a time 

while transitioning to the home environment is needed and may ease the stress of 

uncertainty and the concerns about ostomy care partners expressed.  Additional visits 
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from the WOCN or ostomy nurse in the hospital and at home may facilitate the ability of 

partners to manage the care and to adjust to their own care and psychosocial issues. 

Finally, the psychosocial and spiritual needs of the partners need to be addressed.  

Their expressed need for compassion and prolonged assessment of their adaption to the 

new normal are fundamental to the complete and optimal adjustment of both the partner 

and the patient. 

Health Policy Implications 

The findings may serve as the evidence needed to emphasize the need for health 

policy that addresses extended care coordination and home care for the growing elderly 

population.  Academic and nursing policies need to mandate holistic care for the whole 

patient who had a cancer diagnosis, surgery, and ostomy that includes their partner.  In 

addition, having a health insurance covering the medical treatment and ostomy supplies is 

of importance.  The cost of ostomy supplies and the amount allotted for each ostomy 

patient per month by Medicare and other health insurance providers do not provide room 

for errors in ordering the right supplies.   

Future Research 

 Future studies need to describe and test interventions that provide support, 

education, care coordination, and after-hospital adjustments for the elderly partners of 

patients with bladder and/or CRC diagnosis and an ostomy.  Such research may serve to 

improve the outcomes for both partners and patients.   

 There is a need in future studies to explore the elderly’s sexual and intimacy 

needs.  Sexual and intimacy needs may be different in the elderly age group due to the 

normal aging process.  Nonetheless, elderly people are sexual beings who need to express 
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their sexual and intimacy needs. In this study, all the participants, except for one couple, 

were married for more than 25 years  

 When asked about sexuality and intimacy, the majority stated that sexuality was 

affected mostly by the normal aging process and not the ostomy itself.  However, one 

participant stated that having sex was not as easy as before the ostomy and another 

reported decreased sexual activity because of his fear of an ostomy leak.    

 In this study, all the participants except one was married for more than 25 years.  

Partners described that sexuality was replaced by intimacy, the presence of closeness 

instead of the actual sexual act, and almost all attributed their close relationships to the 

longevity of their marriage;  the partners looked at the ostomy as a reminder that  their 

spouses are alive because of it.    

 Future research into how sexual activity and intimacy might be maintained and 

even enhanced follow a bladder and or CRC diagnosis and ostomy is an important goal.  

Since most of the participants had been married for more than 20 years, did sexuality and 

intimacy change into something more towards intimacy rather than sexual activity; did 

being together and weathering the cancer diagnosis and ostomy challenges and 

experiences drew them into a much deeper relationship?   

Limitations of the Study 

            There are several limitations of the research study.  First, the self-reported data 

may have included inaccurate recall, selective memory, or omission of important events.  

To offset this limitation, the researcher (a) took minimal field notes, (b) observed 

participants’ body language, and (c) made sure the participants were comfortable during 

the interview.  Another limitation was the small sample size.   Although there are no 
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fixed rules for sample size in qualitative research, the small sample of this research was a 

limitation. To offset this limitation, qualitative sample sizes should be large enough to 

collect sufficient data to address the research question and attain the goal of data 

saturation.   Transcription of the taped interviews did not allow for or capture the true 

emotion and passion of the participants, which could potentially heighten the impact of 

the narratives on the readers. Taking field notes, watching body language, and making the 

participant feel comfortable before the interview began was vital to collecting accurate 

data.  Furthermore, additional questions were asked when a response was not clear.   

Strengths of the Study 

 The strength of the study was the use of the qualitative descriptive 

phenomenology that focused on the 11 participants’ stories that captured their true lived 

experiences from their own point of view.   The true lived experiences of the elderly 

partners were shared openly with the expressed goal that their stories might serve to help 

others that may experience some day what they experienced.  A trusting relationship was 

established between the researcher and the participants prior to the interview, which 

provided a comfortable and safe environment during the interview process.   

Conclusion 

Young- and middle-old, adult partners provide much to the patients suffering 

from bladder cancer or CRC with an ostomy and need much for themselves in order to 

manage the care and support for their partners while trying to cope with as well as 

manage their own care and psychosocial issues.  Their experiences were similar to those 

of younger partners of patients with CRC in some ways (addressing psychosocial and 

spiritual issues while trying to accept/adjust to the diagnosis and treatment, managing the 
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ostomy care, and supporting their patient)  But their experiences were different in their 

focus on their expressed needs and concerns over care coordination and treatments and 

lack of focus on sexuality. 
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Psychological perceptions 

 

TOTAL 

Accepting and adjusting to diagnosis/treatment (ostomy) 20 

Feeling supported (HC provider/home health/nurse for first ostomy care/WOCN 19 

Feeling supported (family and friends) and in advocacy role (family) 19 

Advocacy for and to partner 16 

Feeling supported (support group/ostomy groups/attending ostomy conference) 15 

Accepting care 1 

Accepting (and working with) age-related changes in sex  2 

Accepting and preparing for accidents 6 

Accepting cancer, surgery, and chemotherapy as the new normal 7 

Accepting every complication her partner suffered  1 

Accepting that living with an ostomy diminishes one’s quality of life  1 

Accepting death as part of life and possibility of partner’s death  3 

Accepting the reality of living with ostomy 2 

Acknowledging partner’s anxieties/fears  2 

Adjusting to lifestyle changes 2 

Adjusting to changes of partner, new body, ostomy 5 

Adjusting travel plans   5 

Adjustment to the new normal is a long process 1 

Altered closeness with partner 1 

Anxiety regarding post-op care and leaks 3 

Anger and resentment towards partner 4 

Appreciation of partner’s lack of modesty and potential for humiliation 1 

Appreciation of partner’s self-care independence.  1 

Being organized 1 

Blessing partner is alive 1 

Helplessness and caregiver burden due to own health issues 6 
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Psychological perceptions 

 

TOTAL 

 

Caregiver burden 3 

Challenge of transition to home 1 

Challenge of partner's lack of acceptance 1 

Comfort with hospitals and medical issues  1 

Commitment to strong marital relationship 2 

Communicating support of partner – acknowledging challenges 1 

Coping by “getting through “and limiting worry.  2 

Coping with fear of cancer recurrence (Regular MD check-ups) 1 

Coping with partner’s mood swings  1 

Difficulty accepting cancer diagnosis, ostomy care, and possible death 2 

Embarrassment regarding ostomy odor  1 

Emotional adjustment to ostomy as hardest 2 

Enhanced marital relationship. 1 

Facing death changes one’s perspective about the future  1 

Faith 7 

Fear of treatment and cancer recurrence 6 

Fear of skin injury during ostomy care 1 

Fear of decision-making 1 

Fear regarding partner's decline and potential loss of partner 2 

Fear regarding partner’s reaction to the ostomy 1 

Fear regarding CRC diagnosis  2 

Feeling trapped (caregiver burden), isolated, overwhelmed 5 

Feeling blessed abut need for fewer surgeries than others, fortunate regarding 

minimal, required changes (diet), and thankful partner is alive 
3 

Feeling relieved regarding CRC treatment 1 
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Psychological perceptions 

 

TOTAL 

Feeling supported (employers)  3 

 

Feeling supported (Peers - reaching out to others with an ostomy) 

 

2 

Feeling supported by church group, chaplain, respite care and outside food source 7 

Gratitude for co-payment free insurance 1 

Hope regarding CRC treatment and treatment success, for a good day, the future, 

and an extended, pain free life 
6 

Importance of advocacy to partner 3 

Importance of confidence in HC team and confident HC team 2 

Importance of prayer 2 

Importance of support for and knowledge about ostomy care, supplies, and 

resources including ostomy nurses in the local area  
8 

Importance of strong marital relationship or history with partner 9 

Importance of partner’s ostomy self-care independence 6 

Importance of partner's vulnerability 1 

Importance of own positive attitude and helping partner maintain positive attitude 3 

Need for and importance of care coordination -  between doctors and insurance, 

health insurance and hospital, hospital and rehab facility, and ostomy nurse or home 

health group representatives 

14 

Need for consistent care protocols, clear and direct communication and follow up 2 

Need for ostomy supplies and knowledge/support including with ostomy care 

including more visits from ostomy nurse in the hospital and once home 
22 

Need for HCP to  understand adjustment process in all aspects of life and assess 

adjustment process regularly 
2 

Need for nurses to be knowledgeable in ostomy care/appliances  8 

Need for (verbal) appreciation from partner 2 

Need for emotional support of self and self-care, compassion, and sense of control 13 

Need to be heard 1 

Poor care – need to advocate for partner 4 

Partner's acceptance of diagnosis and ostomy 1 
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Psychological perceptions 

 

TOTAL 

Paying it back - desire to start hospital visitation support group and partner 

providing support to others with CRC and ostomy 
2 

Powerlessness regarding support of partner with radiation and chemotherapy. 1 

Presence of closeness and intimacy with partner despite aging related changes in 

closeness and intimacy with partner 
1 

Previous caregiver  and cancer (son) experience 4 

Role adjustment 1 

Shock re: bladder/CRC diagnosis 8 

Tangible support of partner - symptom monitoring, problem solving, providing 

ostomy and other care, transportation and appointments, making partner 

comfortable after chemotherapy 

29 

Support of partner – truth-telling 1 

Support of partner - providing own self-care 4 

Support of partner emotionally through presence and communication: listening as 

caring, support regarding changed sexuality and fear of leak incidents during sex, 

recognition and provision of perspective, providing feedback, needs, alternatives, 

empathy, care, and concern to the partner, and own desire to be supportive 

18 

Support requires reciprocity 1 

Uncertainty about CRC diagnosis, treatment, or potential complications 11 

Uncertainty about decision-making  2 

Understanding partner is unable to provide ostomy self-care 2 

Use of sarcasm /humor 6 

 407 
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FOR PARTICIPANTS #1-11 

  



 

133 

Meaning Units Extracted from Natural Units from GV  

Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

Well, like, when my father died, you know, he died, and I wasn’t 

happy about it but, you know, when my mother died, you know, 

same thing.  That was just something that happens… 

Accepting death as part of 

life  

My wife was more concerned about it, but now with the medicine 

she’s feeling lot better, so, I wasn’t overly concerned…but I 

knew that, you know, if it got worse, that she could die.  Like I 

say, cancer’s just part of life. 

Accepting the possibility of 

partner’s  death 

She’s never actually shown it (ostomy) to me…No.  I’ve seen, 

you know, pictures of them in the material that she gets and so, 

forth, and I’ve heard about the… Basically other than the one 

nurse that we got, she just did it (ostomy care) herself…. 

Disengaging with ostomy 

care - not interested to see 

the stoma 

My wife and this other guy started talking and both had 

colostomies and pulled up his shirt and showed his bag. 

<laughs>… It’s not exactly an arty thing to do, but…You know, 

like I say, it’s just kind of part of life…Just… <laughs> Just, like 

I say, it’s just part of what’s happening. 

Use of sarcasm /humor 

No, she did not ask for help in ostomy stuff like ordering 

supplies…the home health nurse did that in the beginning…They 

kind of worked together and so, with Kaiser basically they got a 

system going…but now that we’re in this other insurance 

company that she’s having a lot of complaints with the way that 

the doctors and the suppliers work together and couple times she 

got pretty close to running out of supplies because of messing 

around and all that kind of stuff. 

Dissatisfaction with new 

insurance – running out of 

supplies.  

Problems? Oh, yeah.  She’s had leak incidents where, you know, 

even on the truck at one time she had a, well, not just a leak...It 

was kind of exploded and she had to clean the whole back of the 

truck and she just told me to keep driving.  She got it cleaned up. 

Yeah. She’s a very independent woman 

Importance of partner’s 

ostomy care independence 

Well, <laughs> you can’t really do anything about it, so, you 

have to accept it.  You know, you go on with life. Just take it, 

accept it, part of life… 

Accepting the reality of 

living with ostomy 

Can’t really say it’s normal, because it’s not normal for 

everybody…Basically it’s—something that happens. The cancer 

happened, the surgery, chemo and X-ray thing fixed it, and you 

move on… 

 

 

Accepting cancer, surgery, 

and chemotherapy) as the 

new normal 
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Meaning Units Extracted from Natural Units from DJ  

Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

Okay. Ron suffered from when very first-- when we were very 

first married with loose stools and quite often blood in his 

stool…and we've been married 52 years-- So-- at that time, 

he had had a sigmoid scope-- I think he had it a couple 

different times, you know, and it just didn't seem as-- he 

never said anything, and we didn't, you know, it wasn't talked 

about polyps or colitis or anything like that. And this went on 

and on for five more years before he had his surgery. 

Uncertainty about diagnosis 

So, it was the year 2000 he had a colonoscopy and he was 

diagnosed with having ulcerative colitis and they right away 

started treating him with high dose steroids…and then over 

the years tried different things, methotrexate and all the 

things, and he was in an experimental study with that and it 

just continually got worse. 

Hope other treatments will 

work  

And he had an appointment with his gastroenterologist on a 

Friday and he was so, bad, you know, I mean, she just said 

he'd need to see a surgeon, so, she made the appointment for 

Monday. And that weekend, he had 27 bowel movements in 

one day, you know, diarrhea and bloody stools. And he went 

in to see the surgeon, he didn't realize, he'd been sick off and 

on so, much he didn’t realize he had a 101 fever in the 

Uncertainty about diagnosis 

 

 
 
 

Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

 Yeah. If they ask for support or something. Definitely, but we 

didn’t really need it. Just home health visits few times.  

Again, she’s very independent, figured things out, and dealt with 

it. Whereas somebody else might require more help from their 

mate, spouse…Yeah, she’s independent… 

Partner’s independence  

Like I say, I can’t do anything else but take care of her.  Yeah. 

And listen…Yeah.  I don’t talk very much. 
Listening as caring  
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

doctor's office and the surgeon,  he said,  "I'm sending you to 

the hospital and you're not going home with a colon." 

And we didn't know till-- this was in early afternoon-- we 

didn't know till 1000 that night he was going to have to 

perform emergency surgery. His colon was so, inflamed and 

stuffed up with all kinds of stuff that they were concerned 

about doing it, that it would perforate if they went ahead and 

did surgery, but they were able to calm it down and by ten 

o'clock they told us they couldn't wait anymore to do it. 

Uncertainty about diagnosis  

So that was on Monday and then he did the surgery on 

Wednesday and they removed his total colon and his rectum. 

And it was pretty tough, you know, for Ron to accept what 

was happening to him, because I had mentioned before 

possibly having the surgery and the gastroenterologist at that 

time said, "Why would you even suggest that? He doesn't 

need that." 

Accepting spouse’s 

diagnosis difficulties.  

I was with him a lot in the hospital. He was in there ten days. 

I learned, you know, how to care for it and Valerie, my 

daughter, even watched the changing of barriers.” Our 

daughter was there to see. She never did do it, but she was in 

there to see what went on. 

Feeling supported (family) 

Yes, we met the WOCN, Vickie. I forget her last name. She 

was a wonderful person. She gave us a little guided show, a 

binder that we still use for reference now about things.” 

Feeling supported (WOCN)  

And in that (binder), it talked about support groups and he is 

not a person to often do that sort of thing. I'm more inclined 

to accept that than he is. And we went, the first time either he 

had surgery-- I don't remember when, you know, the first 

time in January or February, and the night we went, there 

was another man there at that time who had had the same 

kind of surgery Ron had for the same reason and he had his 

surgery had been performed nine years before. He spent 45 

minutes after the meeting talking with Ron and it was 

amazing. And well, we were both amazing when we walked in 

the meeting, all these normal people sitting in there. 

<laughs> You know, you don't know 

Feeling supported- ostomy 

support group meetings - 

hearing stories similar to 

theirs 

But anyway, I don't know if it's in me to be kind of the 

caregiver to help, around Rob when he's had other surgeries 

again, and it didn't make me squeamish… I was around my 

mother a lot when she was dying of cancer, you know, and 

Previous caregiver 

experience (caring for own 

dying mother) 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

that's a whole different thing because she had a terminal kind 

of cancer, but I still was okay with it when he came home 

from the hospital. 

Ten days. He was pretty sick.  And, yeah, he was in ten days. 

And then we had the home health, wonderful home health 

care, again through Kaiser. All of the WOCN came to the 

house. And anyway, I changed his barrier, you know, and 

helped whatever way I can. 

Feeling supported (Home 

health/WOCN) 

No…. I mean, well, a funny thing is when we're in the middle 

of it, first-- well, I mean, not too long-- he had the surgery 

probably within the first couple of weeks, a week or two and 

he was home, he got up from his chair to walk into the 

bathroom and stuff just-- stool just ran all down his leg onto 

the floor. His caregiver (me) forgot to close the pouch. If 

that'd be me--<laughter> So it wasn't funny at the time, but 

it's funny now. I believe we did have a clip, yeah, for the roll. 

But it's beside the point, didn't do it…I didn't do it 

Learning to care for the new 

ostomy 

And then that Christmas we were invited to Valerie's in-laws 

for Christmas dinner, which we went, and Ron had a horrible 

accident. It just, he felt it break loose and we went into the 

bathroom and I went to the car to get his extra. In his car, he 

carries it to this day, a pouch in our car and a change of 

clothes of just sweatpants or a shirt or shorts or whatever.  

Accepting that leak 

accidents happen 

And he was extremely embarrassed by that, you know. He 

was really upset, and we just talked through it. I drove home, 

and we talked through it. I said, "Ron this is one of those 

things, you know. But they will, everybody there will 

understand. They know what has had and understand and 

all."   

Providing support to their 

partner  

But that was really challenging times for him more than for 

me, but I had a lot of empathy and care and concern for him 

because of how much it was affecting him that he had 

accidents like this.  

Providing empathy, care, 

and concern to their partner 

In closeness, whether intimacy or--? No. That's still very 

much alive in my husband. <laughter> I mean, as far as, you 

know— The sexual desire and all that, so, but aging has 

been-- more affective of that, than the surgery, you know, as 

far as being intimate. 

Presence of closeness and 

intimacy with partner 

despite aging related 

changes in closeness and 

intimacy with partner 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

I mean, and again, and he is more conscious of it than I was, 

I mean.  I mean, it's a part of who Ron is. You know, just 

because he has this little thing hanging on his side, he's not a 

different person to me.  And I realize people get divorced 

over things like that. I don't know personally, but I've heard 

at conventions that they just, the partners just can't accept it. 

We’ve been married 52 years.  

Accepting the ostomy  

I had something that I wanted to tell you, but I can't think of 

it now. Oh. For probably 2-1/2, 3 months, I changed his 

barrier all the time and I would have continued doing it and 

one day he said, "I think I ought to start doing it myself." I 

said, "I think that's a good idea. I just told her about how 

long that I-- a few months, I think like 2, 2-1/2 or 3 months 

that I changed your… Anyway, it was his idea that he needed 

to do that and... And I said, "I think you're right too," and so, 

he started doing that, you know.  

Importance of partner’s 

ostomy self-care 

independence 

And if I'm home, I still help him. If I'm gone, he does it, you 

know, because he's got to take care of it.  

Support of partner regarding 

ostomy care.  

  And I'm fortunate I didn't have to change my cooking. He's 

able to eat everything and anything. A lot of people have to 

really adjust their diets and Ron didn't have to do that, which 

makes it easier for me. 

Feeling fortunate regarding 

minimal, required changes 

(diet)  

For me? To see Ron, you know, having to have this done and 

then your adjustment for him. That's the hardest, the 

emotional part of it, I think…But the physical part of it, 

seeing it and being around it wasn't a problem, you know. I 

would say it doesn't, living through it. 

Emotional adjustment to 

ostomy as hardest  

As far as the care? Yeah. I would just hope that they (the 

people who have new ostomy) find people that help them in 

the beginning as much as the good care Ron had and as 

much support that we had, both of us.  Yes. And we didn't 

realize that  wasn't the norm until I think for the most part we 

came to California and we've heard so, many people, quite a 

few people, say they were sent home with maybe one pouch 

and one barrier and there you go. They didn't know the first 

thing about how to change it, how to do it and didn't have 

anybody to help them with it 

Need support for the new 

ostomy 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

And Ron still gets calls from people.  "Where can we call? 

What do I do if we need supplies? My contact, I'm having this 

problem of soreness or my pouch keeps breaking." "Well, do 

you have a WOCN in your area?" And Ron from the very 

beginning was aware of all that, that if you needed help, you 

knew where to go to get help. 

Partner providing support to 

others with CRC and 

ostomy 

And then he's been very blessed that he hasn't had to have 

other surgeries because a lot of people do have to have other 

surgeries.  

Feeling blessed regarding 

need for fewer surgeries 

than others 

But some of the people would get help so, that when the-- 

they don't get it in their system with their doctors until they 

get the help that they need. Well, the surgeon, well, we love 

the surgeon. I mean, he was great  

Importance of care 

coordination  

But as far as him dealing with issues of your barrier or if 

something broke loose, we didn't have to go there because he 

had this, one of the WOCN And I think that was part of 

Kaiser's policy that the way it's set up you just had that little 

you know, and he did, you know. 

Feeling supported (WOCN) 

 

 

 

Meaning Units Extracted from Natural Units from SG 

Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of CRC 

diagnosis, surgery, and ostomy 

(Psychological language) 

… we were all going to lunch… and Harriet said "I don't 

feel good. I'll meet you down at the lunch." And then she 

called me and said "I can't come. It's something not 

right." So that was like at about 330 in the afternoon, 

330.Yeah, she was fine up to that point. And what 

happened was I told my relatives, "I have to take her to 

the doctor," and so, I called the local doctor. 

Problem solving support to partner 

Fortunately, he was able to take her, and he said, "Bring 

her right over," and I went to the local doctor…and he 

says “I think you may have diverticulitis, not sure. Go 

right to the office,” …but then he realized that the office 

Problem solving support to partner  



 

139 

Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of CRC 

diagnosis, surgery, and ostomy 

(Psychological language) 

was closed now because it was like 430 or five…So they 

called a private ambulance, and they came into the 

doctor’s office, and she went in the ambulance…I went to 

the emergency room, and they kept her in there, and they 

did testing, CAT scans, and they said, “She has to have 

surgery.” 

And they had given her medicine for the pain, and she 

was a little out of it…we tried to get a hold of the surgeon 

that was on duty that could do this type of work, and 

about 1030, 11 o’clock at night they still hadn’t found the 

doctor that was on call…so, I called my regular doctor 

back, and he said “Well, we’ll wait till tomorrow.” Had 

we waited till tomorrow, she would be dead because she 

had necrotic bowels… Well, they didn’t know this until 

after the surgery, of course. 

Uncertainty about CRC treatment 

Finally, we got a surgeon about one o’clock in the 

morning, and they prepped her. He was part of the group, 

but he wasn’t the surgeon for the job, but he was the one 

on call…Yeah. So, he said to me-- he came over and he 

says,  "Look, I'll do the surgery. Don't worry.  

Feeling relieved regarding CRC 

treatment 

" and I told him about my wife's thing, that she'd kill 

herself if she had the thing (ostomy), 

Advocacy for partner 

… and I saw them rolling her, and he said "She's at a 

very critical point. I hope she makes it through the night, 

and a complete bowel has died, so, they had to remove 

her colon. The doctor said, “We have no idea why. It may 

have been the medicine she was taking, or it may have 

been a clot or a tumor. 

Uncertainty about partner’s 

prognosis  

So that started, and then I wasn't going to call anybody at 

four o'clock in the morning. That's crazy, so, I went home, 

and about seven, eight o'clock I called people, and they 

all yelled at me for not calling them to come and stay at 

the hospital friends and other friends. I have two 

daughters, but they were not home.  

Feeling supported (family and 

friends) 

So, I think the next morning a friend of ours who we used 

to go to sleep-away-camp-- so, one of the doctors, who is 

still friends of ours, was a gastroenterologist, and he 

happened to be there, so, I called him up, and he came, 

and he listened to-- the doctor that did the surgery was 

Feeling supported (friend) 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of CRC 

diagnosis, surgery, and ostomy 

(Psychological language) 

very nice. He spoke to him. My friend got off the phone 

and said, "He did the job he had to do, so, I trust him." 

And then Harriet's sister came up, and they were outside 

the emergency room. She couldn't talk. She had tubes 

down her and everything. She said to me after her hands 

were tied. And my kids came down. I don't remember the 

exact time. And that's basically what happened.  She 

woke up. She found out what she had...I'm not sure. I 

don't remember. It had to be good, I mean, because she 

was there for a couple of days, and then she went to 

rehab, and one of my sisters flew up. The kids were there 

for a while, but they took her to rehab. 

Feeling supported (family)  

They (the rehab place) were supposed to have the 

pouches ready and all the equipment, and they didn't. 

They weren't ready, and I said "Well, I'll go get"-- they 

ordered it, but they didn't have one part…  

Need for care/supply coordination 

between the hospital and rehab 

facility 

…so, I said "Where is it? I'll go get it." It was about, oh, 

10, 15 minutes away in a store locally. You know, its 

closing at five, but this was like 10 to five. I said, "I'll go 

get it." I made it…Yeah. They didn't have the stuff in 

stock. They had to order it. They got most of the order, 

but they were missing this part. I don't remember if it was 

the pouch or the other part. So, I drove there and back in 

about five minutes, and I got the part, I brought it back, 

Problem solving support to partner 

– supply procurement 

…and then there was a male nurse who helped her 

change the ostomy.  that was her big fear. 

Feeling supported (nurse for first 

time ostomy care) 

 And then after a while my sister came down and walked 

her, took her, because she was getting better and better 

and better. 

Feeling supported (family) 

Fortunately, I don't know how, but either at the hospital 

at the time I picked up a package from Hollister  that had 

a disc in it that explained the whole thing (basic ostomy 

care), so, while she was in the hospital still I watched the 

disc, and I knew what had to be done, and I knew what I 

was talking about, so, that was very helpful, and I didn't 

panic or anything… and I really never had to change her. 

Need for knowledge about ostomy 

care 

She did, after she learned how. She wasn't an ostomy 

nurse…She wasn't a WOCN nurse. And since that time, 

she's been changing it. 

  Importance of partner’s ostomy 

self-care independence. 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of CRC 

diagnosis, surgery, and ostomy 

(Psychological language) 

She has accidents on and off. Very frustrating for her, 

because, not only that, she had other problems. 

  Accepting that accident happen  

Travelling…after the ileostomy I know we've been on 

cruises. I don't think we went overseas during that. Oh, 

we may have. We went on a river cruise to Amsterdam… 

on a river cruise, and I think she still had the ostomy. And 

on a regular cruise-- we've done two or three of those 

when she had the ostomy.  It did really slow us down. 

  Adjusting travel plans   

One time she had something to do with the bladder, and 

they made it too tight, and this is after the ostomy, I think. 

I think so, and she had to catheterize herself until they 

could go back and straighten it and clean it up, and I 

made a device for her on the tripod with a mirror a light, 

and she was able to look down and see how to catheterize 

herself. She always yelled at me "Patent it, patent it, 

patent it." 

Problem solving support to partner 

– created device to facilitate self-

catheterization. 

I guess the biggest challenge was the emotion. I want to 

go somewhere, and we're not ready because she had to 

stop and change and do like that. Really, I didn't have to 

do anything yet 

Emotional adjustment to ostomy 

as hardest 

She did it, but her main anxiety was if I die first who's 

going to take care of her, who's going to help her, who's 

going to do what, because I was her big support. She just 

told me every night when it first happened, so, that's 

basically it… 

Support to partner: 

Acknowledging partner’s 

anxieties/fears  

My role was there to support, and I had brought it up at 

the meeting. I said "What do I say? Don't worry? 

Everything will be all right. We'll take care of it.”  And I 

said, "If I die first you'll get somebody to come and help 

you." many problems with me, but we do what we can, 

and it's getting better and better every time with what's 

happening. But we had a meeting this morning of the men 

who are support people, and I brought that same question 

up to them. What do I say? What do we do? Just turn 

around and say "We know it sucks. That's it." And if we 

have it we have to deal with it and not say "Oh, you'll be 

better," or "We'll do this." 

Communicating support of partner 

– acknowledging challenges 

Come straight out and say "It stinks. It's no good. We 

know it, but we have to deal with it. 

Support of partner – truth-telling 

”…Just be there for the person… Support of partner –presence 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of CRC 

diagnosis, surgery, and ostomy 

(Psychological language) 

First of all, know what basically you have to do. I did 

cutting out circles for her.  

Providing support to partner 

regarding ostomy care  

We had a support group in Long Island that we used to 

go to, but since we became Florida residents there's only 

one meeting that we could attend. … but we have a 

support group here. Very important. 

Feeling supported (support group) 

And it's funny, but it's really not funny, but I have this 

friend who's here now who I've been friends with since we 

were kindergarten students, so, it's a long time ago, and 

about four years ago he had the same thing. Harriet had 

it, and he had to go in the hospital or something, and he 

got it and came out with an ileostomy, and he's now in 

charge of our support group … 

Feeling supported (friend with 

CRC/ostomy leads support group) 

But, no, as a spouse or a caregiver, know what has to be 

done and don't shy away from it… Don't say "Ugh, that's 

ugly. I can't stand it." I've taken so, many stool tests that 

it doesn't touch me at all. It doesn't bother me. I'm not 

afraid of stool. 

Knowledge and acceptance of care 

At this age it's not easy having sex at all. There are too 

many problems with me…but we do what we can, and it's 

getting better and better every time with what's 

happening 

Accepting (and working with) 

age-related changes in sex  

Things have changed. For instance, she could always 

come to bed with shorts on, underwear, she'd cut out the 

middle part, and I said "Get rid of it. Don't have 

anything. You don't need anything, because nothing's 

going to happen…but she's always worried about the 

pouch opening. That's always the issue. Even today, 

especially coming to bed with no clothes on. It's like it's 

always there. 

Support of partner regarding 

changed sexuality 

There's a fear every time that there's going to be a leak, 

or the pouch is going to open, and it's happened many 

times, and that's on the mind of the person that I know all 

the time. 

Support of partner regarding fear 

of leak incidents during sex.  

We have an extra set in the car. We have an emergency 

kit waiting in the house if we have to go to the hospital. 

Support of partner regarding 

ostomy care 
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Meaning Units Extracted from Natural Units from JE 

Meaning Units ([participant’s work) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, and 

ostomy (Psychological 

language) 
 

Well, he went to get a colonoscopy and of course the 

result came, it showed that there was a tumor in there 

and--No, I think it was because of the bleeding that he 

had, and he would have it checked and of course that's 

what they found.  And so, right from there we set up, you 

know, to have it taken care of and so, you know, it was 

quite a shock. <laughs> 

Shock re: CRC diagnosis 

Because neither of us had a lot of physical problems 

where we were going to the doctor that often…And so, 

then of course we upset when it had to be done. Oh, yeah. 

And my husband, too. It was just something that had to be 

done. 

Accepting diagnosis. 

We were hoping, of course, that they would take care of it 

and catch it all 

Hope -regarding CRC 

treatment  

…but it was quite, it was a big change in our life because 

he had to have the operation, he had to have the chemo 

and where do we go…And radiation, yes, he did. And we 

went into L.A. and had it done. 

Adjusting to CRC treatment  

We found that we could stay in apartments that Kaiser 

provided us with and so, that was a big help. We'd go for 

a week and come home on weekends and that was in July 

and August. And he took some chemo pills during that 

time and he had the x-rays done. 

Need for care coordination 

  

And then he had the surgery, I think it was in October '09. 

And then of course we went from there what had to be 

done and, oh, my gosh…Oh, yeah. <laughs> Put a bag 

on. That was quite an… "Oh, my God, how am I ever 

going to do this?" <laughs> 

Uncertainty regarding ability 

to provide ostomy care 

 Then they have a nurse at the Kaiser Riverside office. 

And I guess she's there all the time and just goes to all 

the--Kaiser. Well, the patients that have to have this done 

and show them how to do the bag.   

Feeling supported (nurse 

regarding ostomy care) 

And my husband still doesn't do the bag. I still do the bag 

and it's-- <laughs> 

Providing ostomy care to 

partner  
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Meaning Units ([participant’s work) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, and 

ostomy (Psychological 

language) 
…going through the stool collected in the rectum so, they put 

him-- gave him a colostomy?  I guess, or whatever you call it 

and that's on the left side…To the left. Oh, yes, the left 

side…Yeah. And so, they did that and that worked for a while 

but then he got a hernia. He had a hernia  

operation and they moved the stoma again up higher closer to 

his ribs, which… That to me, it's a big problem. But anyway, 

then he's had another hernia operation also after that.  Well--it 

wasn't anything that was harder than the other. It was just 

something you had to accept, it was life. I mean, <laughs> what 

could you do? There was nothing else you could do about it. It 

was just the idea that you wanted to whatever you had to do as 

far as the bag is concerned, you want it to be correct, you know.   

Accepting every complication 

her partner suffered  

 

 

 

 

And we joined the ostomy group in Hemet and—helpful? Very 

much so  they know more, and they can give you more 

information without making appointments with doctors all the 

time. And actually, we've learned more there than we did from 

doctors and we help each other with things. 

Feeling supported (ostomy 

group - information provision) 

Then when he went back, I think it was for the hernia operation, 

after they changed everything-- oh, yeah, it was the hernia 

operation because they left an opening, I had to go through with 

a swab <laughs> into the hole in his stomach and I said, "Oh, 

my God, how am I going to do this now?" <laughs>…Until it 

healed. 

Uncertainty regarding post-

hernia repair care 

…except that if it would start leaking, I would not be happy. 

<laughs> Well, the odor is just so, bad. <laughs> It's different 

because the odor is different than when you normally go 

through the rectum. It's much stronger, I think…It lasts longer 

too, I think. <laughs> 

Embarrassment regarding 

ostomy odor  

The what?...Oh, the leakage… Well, it all depends when it 

leaked. We tried to-- that's where the ostomy group helps too. 

They tell you more or less what to eat. If you're going to change 

your bag, what you eat makes a big difference.  And if you don't 

have a lot on your stomach makes a big difference and you're 

better off changing the bag then.  And but anyway, I learned 

more, I'd say, at the ostomy group as far as that's concerned, 

plus also on how-- what people do when it's leaking when you 

have an accident, which does happen. Sometimes more often 

than others, but it does happen and a lot of times in the middle 

of the night and it's, oh, it's awful <laughs> because it can---

that was the only support we had. I mean, we learned from them 

not exactly what to do, but you know what you have to do when 

it leaks. Clean up everything… 

Feeling supported (support 

group as source of knowledge) 
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Meaning Units ([participant’s work) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, and 

ostomy (Psychological 

language) 
 

Yeah. If there is, if it's starting to bleed or there's a bag 

redness around the stoma area where the wafer or the flange 

goes, I use the powder and then I spray it and then I put the 
wafer on. But after everything is completely dry, we use a 

hair blower. I blow around and that's a big help. I use a no 

sting, it's almost like liquid tape.  

Knowledge of ostomy care 

When we-- When it was, okay to travel-- I think that was 

about the time we gave up some of the travelling, we had a 

trailer that we travelled with and I told Jim, maybe that was 
after the hernias. Anyway, we finally gave up traveling with 

the trailer because I felt it was too hard on him and he still 
blames me for that. He loved his truck or his trailer and 

<laughs> but I said, "You just can't-- There's too much 

lifting. You can't lift like that and the straining. Nobody-- no 

lifting and no straining." Oh, my God. <laughs. 

Adjusting travel plans   

Yeah, you have to be really careful because you could have 

an accident and you don't have any control over your stool. 
It just comes out when it's ready. And so, you've got to make 

sure that you've got equipment with you… 

Accepting and preparing for 

accidents 

… and it's much easier if the patient knows how to do his 

own bag. Yes. And if the blind man could do it, anybody 

could do it, I feel. But my husband's having a little problem 

with that. <laughs>…A lot…I help a lot…No. No. He can’t 
do it himself . He's got to learn to do it before we go to 

Washington-- before he goes to Washington. No. And she 

(daughter) won't learn. I told her last night, "You better 
learn how to do that." "No. he's got to do it himself."  

<laughs> 

Need for partner ostomy self-

care independence 

Well, when you go to bed, sometimes it's better to wear, like, 

a long tee shirt. If that should leak, sometimes it will stay in 
the tee shirt rather than dirtying up the whole bed. That's 

usually a big help. The only problem is trying to get it over 
your head when--  care<laughs> If it's bad enough, cut the 

tee shirt off.  

Adapting to ostomy 

Well, you're always afraid that it (cancer) will come 

back…Actually. Oh, yeah. 

Fear of cancer recurrence 

Well, go for a checkup--If he needs it, we'll go for a checkup. 
He goes to the doctor for checkups all the time because of 

other problems, too. He was wounded in the back. He's a 

Purple Heart…And so, he has to go-- a doctor for that   

 

Coping with fear of cancer 

recurrence (Regular MD check-

ups) 
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Meaning Units ([participant’s work) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, and 

ostomy (Psychological 

language) 
 

…and of course, we keep in touch with the ostomy nurse 

because we use-- we bought all our ostomy supplies 

through the VA, so, you have to kind of keep in touch. 

Need for care coordination 

(ostomy nurse)  

  

Oh, yeah. And that's another thing that helps when you go 

to these, the national rally or whatever they call it, the big 

conference that they just had. We couldn't go to the 

conference because all of a sudden, he was sick. Yeah. 

And we live so, close, too. It's a shame. Yeah. I thought we 

don't even have to stay, we could just go for the day, I 

think. Yeah, but--you learn a lot from that and you learn 

the new things and everything and you learn also at these 

ostomy meetings certain things that work better than 

others, you know, as far as the supplies go that you use for 

the stoma. 

Feeling supported (Attending 

ostomy conference ) 

It was really funny. You know, when this first came, when 

he first started getting sick, it was dehydration. We went 

to the VA ER for that. And he started having to drink 

more. He's not a heavy drinker as far as water goes. We 

drink some pop. I drink more pop than he does. But that's 

what we normally were drinking. And so, he started 

drinking water then, well, they fed it to him 

intravenously… and I did the stoma after he got home, 

and it was so, large, it was amazing. I couldn't-- I says, 

"Holy cow, it's never been this high and larger, a little 

larger and it's round." I don't know how you tell whether 

it's swollen. Because it's--Well, it was bigger…And talk 

about  rosebud, it was a really a rosebud. 

Well, I haven't noticed it since then, so, he changes his 

bag usually once a week…No. Oh, just the bag…Yeah. It 

clamps on to the whatever you call it…Yes, he uses two-

piece…and yeah, that works. We found, yeah, it's the best, 

yeah. And we use a wafer. The etonic wafer that you put 

on. Yes, it is round. Yes. It's just like a donut. And then 

you can open it and I mean, it will shift apart, you know, 

and it will fit your stoma…He ordered smaller bags this 

last time. Well, just recently, I said, "I think the bag is a 

little too round." We were using 1-1/2" and so, we came 

down to 1" and it fits right around it. But for some reason, 

it's, it was falling apart. And coming apart, it was easy.  

But anyway, we're back to the wafer. We didn't use the 

wafer with that. Now we're back to the wafer and the 1-

1/4" and it works much better. 

Importance of knowledge 

about ostomy care/supplies.  
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Meaning Units ([participant’s work) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, and 

ostomy (Psychological 

language) 

Other things that would benefit others?  Talk to other 

people that have this. That is the main thing because 

you're going to find that-- Who they're dealing with at the 

hospital or for nurses, even the nurses don't know how to 

do it. 

Feeling supported (Reaching 

out to others who have an 

ostomy) 

My granddaughter went through nursing and when she 

was over one day-- or no, at the hospital in Riverside, I 

said, "Come on over and I want you to see how I do this." 

And she said they don't learn it in nursing class…Yes, it is 

very, very helpful.  

Feeling supported (HC 

provider).  

And don't be surprised when you have accidents. They 

happen. Just try to be real careful, because we've had 

some pretty bad ones at times that-- <laughs>… Oh, 

always carry extra stuff with you.  Where you go. Make 

sure you've got supplies with you just in case, because you 

never know. 

Accepting and being prepared 

for accidents 

That's it. I mean, that's part of life. There's nothing you 

could do about it and accept it and but watch yourself 

always.   

Accepting ostomy and CRC 

diagnosis as part of life.  

Be real careful as far as being clean around that stoma 

and there and on your skin because pulling that flange off 

or whatever they call it off of your skin can tear your skin 

very easily, so, you have to be pretty careful. 

Fear of skin  injury during 

ostomy care.   

Yes. I think that's the most important thing, and make 

sure, well, make sure you know how to do things as well 

as your patient does.  But the patient should also know 

how to do everything hopefully 

29. Importance of nurses’ 

knowledge regarding ostomy 

care 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

And so, he desperately wanted to get to a hospital in 

Riverside and didn't want me to call 911, call the 

hotel people, go anywhere close... So, my idea was, 

"Okay, I'm going to get you in the car and if 

anything changes you have to tell me so, I can go 

somewhere quickly."…and so, we get to Riverside 

Community  

Problem solving support to 

partner  

…and thankfully there was not another person in 

that ER waiting room, the gods were looking down 

on us…And they took him, because I said that he 

had fallen, they brought him in as a trauma patient 

rather than just being ill and started a workup and 

they really couldn't find anything they said except 

for broken ribs.  And he, my husband, he has kidney 

stones, he's used to a great deal of pain, he tolerates 

it quite well and he looked like he was dying. 

Problem solving support to 

partner 

And so, I finally took the doctor aside and said, 

"This is not normal for my husband, I need you to 

go look at, check other things because this is not 

normal, can you please take a second look?"  

Advocacy for partner 

So, he doesn't remember any of that but woke up 

and I told him, "Well guess what, you have a 

colostomy."  It was really bad because he was not 

prepared for it and the experience, his experience 

was just awful, he fought it in a certain way, he just-

- I mean he was so, bad, he was so, septic and so, 

bad, close to dying, if it had been a few more hours, 

he would have died and just was an awful 

experience, just all the way around. 

Importance of advocacy to  

partner 

Although I told him, "You actually are an extremely 

lucky man, it may not seem like it at this moment, 

but everything stacked up to get you the care that 

you needed when you needed it." 

Support of partner (truth-

telling) 

So then ten years, nine years go by and he's fine and 

then he got the cancer diagnosis and realized, 

because it was rectal cancer, from the placement of 

the tumor, there was no way to save any of the anal 

structures, so, there's no way to save the rectum or 

anything like that…Because of where the tumor was, 

there was really no way.  So, he actually, they 

started radiation and chemotherapy to begin with to 

Accepting diagnosis 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

try and reduce the size of the tumor…Yeah, yeah, 

before they-- even knowing that they were going to 

have to take the rectum out and take everything 

out…  

He had bleeding, bleeding, really and then-- and he 

had bleeding for months before he said anything 

and went to the doctor, told him, the doctor thought 

it was probably hemorrhoids or something like that 

and my husband didn't follow up and it was only two 

months later when I realized that he hadn't been 

doing what he was supposed to be doing and I 

forced him and by then it was too-- it had grown too 

large.  And by that time he was having the fatigue 

so, he was…And so, they gave him, he started on 

chemotherapy and radiation and actually the 5FU, 

that drug, he is one of the small number of people 

that have an extreme, extreme sensitivity to 5FU 

and so, he was taking it and got increasingly sick 

and had uncontrollable diarrhea…just awful...And 

so, finally went to the doctor, the oncologist, 

wherever, took him to the emergency room one 

weekend, they gave him some fluids because he was 

severely dehydrated.  His blood pressure was so, 

low, it was-- there were times it was hard to even 

get a reading.  So, he went back to the hospital, they 

admitted him, he was in the hospital for two weeks.  

And what happened was, he actually had a bowel 

perforation…Again, from the diarrhea and from the 

5FU because the combination of the 5FU with him 

being so, sensitive and the radiation made the tissue 

so, thin, weak and then you put in the horrible 

diarrhea and so, he had a perforation, so, they did 

emergency surgery on him. 

Support of partner – 

symptom monitoring  

The second time?  The second time was… Oh, okay.  

You know, we're so,-- I mean of course it was an 

awful, awfully emotional time because there was a 

good-- it was stage three rectal cancer… 

Accepting diagnosis  

And at that point, you're so, thankful for anything 

that's going to save his life, it doesn't matter, 

whatever, however hard it is, it doesn't matter 

because it means he's still going to be alive. 

Hope (for treatment 

success) 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

Well the first time he didn't want to know anything 

about it… He had no knowledge, from that 

experience, he didn't have any memory…from 

anesthesia, yeah, woke up and I had to tell him that 

he now had a colostomy that was tough…that was 

really hard. 

Support of partner – truth-

telling 

So, this time around, it was I think because it's with 

a cancer diagnosis, you're like, "Okay, whatever I 

need to do to be alive."  And I think if you're getting 

the ostomy from having Crohn's disease or 

something like that, you're so, thankful that you're 

not in pain anymore that you welcome it… 

Hope (for extended, pain 

free life) 

He (the doctor) didn't realize that he had gone so, 

much downhill and when he came in, and took one 

look at him and looked at me and said, "Has he 

been like this all day?"  And I said, "Mm-hmm."  

And he was, the doctor was so, mad, he said, "Okay, 

I'm taking him to surgery now, he's having a 

colonoscopy right now, we're going." And so, he 

kind of saved his life again. 

Advocacy for partner 

And that took some-- I had to start-- I had to, that 

day that he was really going downhill because my 

daughter was involved, because she knew the 

attending that was seeing him, the hospitalist that 

was seeing him and so, I would call her and say, 

"He's gotten worse, something is not quite right, you 

need to call, they need to come look." 

Feeling supported in 

advocacy role (family) 

And so, it was my prodding to get someone to come 

look that got him seen.  If that surgeon hadn't come 

that night, he would have died by the morning 

because he was so, dehydrated and they gave him 

all kinds of stuff and really nothing was working.  

So, he knew what was going to happen.  He actually 

doesn't have a lot of memory of that either, that 

almost a whole week in the hospital, he doesn't have 

any memory of. 

Advocacy for partner  

What helped me?  I have a great family. Feeling supported (family) 

Actually, I think the thing that helps me the most is 

being informed and having knowledge of what's 

going on… Me, myself.  For me, personally, that's 

the best way for me to deal with things is if I know, 

Knowledge as power and 

coping mechanism.  
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

if I become an expert in it, if I know what's going on 

and I learn about it…Then you're able to-- and you 

have a handle on it and you know what's going to 

happen. 

The thing that bothered me was because of the 

timing that his diagnosis, the cancer diagnosis 

happened, I had had my first surgery like three 

weeks before, I was non-weight bearing, I was in a 

wheelchair so, I couldn't do anything, I couldn't 

help him, I couldn't do much of anything, I couldn't 

take him places, 

Feeling helpless due to own 

health issues 

…so, my two daughters took him places.  In fact, he 

had the colonoscopy and my youngest daughter, 

she's 23 now, she was 22, she took him to the 

colonoscopy… 

Feeling supported (family) 

…and the doctor came out and told her before he 

told my husband that it was cancer, there was a 

huge tumor and so, on and she was totally 

unprepared for that, that was hard… 

Shock regarding cancer 

diagnosis 

....then she had to tell my husband about that, the 

doctor never came back and saw my husband. 

Need for clear and direct 

communication and follow 

up 

And anyway, we all came back here and sat at the 

table and cried and talked about what we were 

going to do, and my husband said, "I don't really 

care, I'm just super hungry because I haven't been 

able to eat." That was how we got the cancer…  

Feeling supported (family)  

When we got home from the hospital, he was so, 

weak and in such bad shape that I did more so, I 

helped him empty the bags ... 

Support of partner  

regarding ostomy care)  

... we were doing the drainable bags which are 

really disgusting and smell horrible.  It's very-- I 

mean I think it would be, oh, I can't think of the 

word-- you can have no modesty left and it's a fairly 

humiliating experience I think when you're having 

to go through that and you have to have someone 

help you drain your ostomy bag. 

Appreciation of partner’s 

lack of modesty and 

potential for humiliation 

Marriage? I believe it got stronger. We've been 

married, this is our 29th year that we've been 

Enhanced marital 

relationship 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

married.  But so, for someone that is not like me, I 

can't even imagine how hard it would get. 

I would say that you need to become an advocate, 

you need to find it within yourself to look and find 

out the knowledge to make you feel comfortable in 

what's going to happen, what's happening to your 

spouse and what's going to continue to happen and 

become their advocate for them. 

Need to advocate for 

partner 

And by becoming their advocate, you regain some 

control over the situation, a situation that feels 

completely outside of your control, 

Need for sense of control 

.... but by gaining information, gaining knowledge 

and becoming an advocate, you put your spin on it 

and you get ownership of it. 

Need for knowledge 

That to me, that is the hardest thing is getting the 

supplies that you need in our case, the first and 

second time, that was the hardest thing. 

Need for ostomy supplies 

And we have relatively good insurance, actually the 

insurance that we have right now, we have no 

copayment on DME so, he gets all his supplies with 

no copayment which is remarkable, I'm 

unbelievably thankful for.  

Gratitude for co-payment 

free insurance. 

But the thing is, you can't even-- the person that has 

the ostomy either by cancer diagnosis or like what 

happened the first time or whatever, they are not in 

any position to have to do that for themselves to 

begin with and so, their spouse or their caretaker, 

spouse, child, whoever, really has to understand 

that they are not in a position to do it and that you 

have to do it…Eventually you hope that they will 

take over but that's not always the case and they're 

dealing with all of that personally, if the only thing 

that I have to deal with is yelling at insurance 

person, that's a lot less than what he's dealing with, 

I'm happy to do that to make him happy. 

Understanding partner is 

unable to provide ostomy 

self-care 

Well.  So, when he was released from the hospital, it 

was on a Saturday, the ostomy nurse at … had seen 

us, she didn't think he was going to be released that 

day so, she hadn't done anything, so, then we were 

talking with…He was there for another eight days 

Care coordination – late 

discharge planning  
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

after his surgery, he was in the hospital for two 

weeks…And that's when the ostomy nurse came... 

When he was in ICU they were not using the regular 

ostomy supplies. They were using different things 

that made it easier for the nurses, not for him, in 

ICU. It (output) was mostly all liquid, but because it 

was liquid it would lift. The seal would break. It 

would not work, or it'd come apart, and so, it would 

go everywhere, so, that's how they solved the 

problem for themselves, was they put it up to a bag, 

which is not really good for him, but it was good for 

them…So when he got to the surgical floor that 

nurse said "Well, yeah, I mean, I've changed these 

before, so, I guess I'm okay." She was getting the 

same supplies that they had been using in the ICU, 

and so, she would change it, and within three hours 

it would fail and leak, and so, she was coming in 

doing it, and I finally said, "He had one of these 

before, and this doesn't look like what we used 

before,"   

Poor nursing care – need to 

advocate for partner 

And then they had the ostomy nurse come, and she's 

like "What the heck is this stuff?" and so, then she 

got him set-up. The ostomy nurse at … was really 

great, really nice, really great, really helpful, 

wonderful, but you didn't get her all the time, and 

even when you asked to see her you didn't 

necessarily always get to see her, so, she said she 

was going to write everything down in his file, but 

she didn't, and then they released him, and so, the 

nurse that was-- 

Feeling supported (ostomy 

nurse) 

…and this is just the regular surgical floor-- really 

didn't have a whole lot of knowledge as to what 

supplies he needed,  

Need for nurses to be 

knowledgeable in ostomy 

care/appliances  

...so, then she talked to-- because we have …, and 

so, he had a case worker, so, she talked to the case 

worker, and so, in the hospital before he's being 

released, 

Need for care coordination 

between the health 

insurance and hospital   

…and by this time, he is telling me that he doesn't 

care what I say whether he's going home or not. 

He's going to call a taxi if I won't bring him home 

because he is not going to be in the hospital one 

more minute, and I said to him "I don't care. You're 

Spousal support - caring 

enough to say no to partner  



 

154 

Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

not being released without supplies, because what 

the heck are we going to do? So, no, you don't get to 

leave until I get this worked out." <laughs>…And 

so, I'm in the hospital on the phone with the case 

worker going back and forth trying to figure out and 

get some supplies, so, I made enough of a stink that 

the nurse found a bag of supplies or found whatever 

she could get and put them in a bag and released 

them home with us, 

…then the case worker, without speaking to the 

ostomy nurse or us, put an order in for a month's 

worth of supplies that got delivered in a couple of 

days, and they were the wrong things, because she 

didn't know...She didn't coordinate with...With 

anyone, and she didn't even see him, so, then we 

have this whole thing of supplies that are not right 

for him, and then insurance says "Well, but we can't 

give you more things because we just paid for 

these," 

Poor care coordination 

regarding supply ordering.  

...so, the first three days, four days he was home 

from the hospital I was just on the phone with 

people, all different people up and down the supply 

chain, trying to get what it was we needed. 

Advocacy for partner 

…or I said, "I'll pay out of pocket for an ostomy 

nurse to come here," so, actually we started looking 

for an ostomy nurse that we could hire that I would-

- I don't care. At this point, you don't care how 

much it is. 

Spousal support - 

willingness to hire an 

ostomy nurse 

But here's where I think there's a breakdown where 

I think that there's something that could be done.  

We did not know that there was a support group. 

This was, I mean, a couple weeks after we got home, 

and we were running out of supplies. They were not 

adhering well. He had all kinds of 

failures…Leakage, everything. And so, we started 

Googling support groups and everything… 

Importance of support - 

finding help for ostomy 

issues 

… and we found a support group, and so, we sent 

Sandy an email, and she responded, and so, that 

was on the weekend, and so, I think it was on 

Monday or Tuesday I went to her house. She had a 

huge number of supplies. I went to her house, and 

Importance of support 

group - receiving extra 

ostomy supplies. 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

she gave me an enormous box of things. She gave 

me a bunch of stuff,… 

…but what I think should happen is the support 

group should have a core group of four or five 

people that are experienced and know what they're 

doing and would like to help. Have their name and 

phone numbers on a sheet of paper that every 

ostomy nurse at each of the local hospitals has. 

When they visit someone that's just diagnosed "Here 

is your support group. You can call any of these 

people, and they will come here and talk to you." I 

mean, there are people I know in the support group 

that do that, that would like to do it. Why can that 

not be coordinated? It seems like a pretty simple fix 

because the ostomy nurse cannot give the support 

group the patient's information without getting a 

signature, but if the ostomy nurse at RCH had come 

in and said "Okay, here's what I have. This is what I 

think he needs, and here's the support group. These 

people come out to the hospital. They'll talk to you, 

whatever you need" that would've been my first 

phone call. We had to find the support group. That 

information was not given to us at the hospital, and 

I think that that's a pretty easy thing to do…Yeah, 

yeah, but I am positive I would be one. I am positive 

that there are people in the support group that 

would be happy to do that, because they would've 

been so, glad if it had been there for them that they 

would want to pay it back. I'm one of them. I'd be 

happy to do that, and I'd be happy to have my name 

and phone number given to patients…I don't want to 

seem pushy or anything, but that just seems like a 

pretty obvious, easy fix…That's why you'd have to 

give the patient the support group…  I mean, that 

wasn't in any information that we got.  

Paying it back – desire 

to start a support group 

who can visit ostomy 

patients and their families 

while still in the hospital 

...But, yeah, we flew to Florida, we've gone places. 

That's all in your outlook. There's such a night-and-

day difference from the first time to the second time. 

It's all in your outlook, and I think too, especially if 

you know that it's permanent, you're going to have 

to deal with this. It's not going away…It's not going 

away, so, you better become friends with it…Get to 

know it. 

Accepting the ostomy as 

permanent 
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

I mean, even now-- so, now for the care of it he does 

the daily changing, but I'm still the one that changes 

the flange and does all that…And leakage?  No. 

We've gotten it down, and he actually doesn't really-

- he only changes the flange about once a week, not 

even more than once a week… 

Importance of partner’s 

independence with ostomy 

self-care 

...And then Cigna is our insurance, which pays for 

everything, but CareCentrix, which is a very large 

organization, does not have any ostomy nurses in 

this area, which is crazy. That's crazy…Yeah. I don't 

understand that. I don't understand why... 

Importance of ostomy 

nurses in the local area  

So, it was a long process in figuring out exactly 

what supplies work, and I spent a lot of time on the 

computer looking at different things and 

researching and so, on, and we ended up buying 

things from Amazon off and on to try out when we 

couldn't get what we needed. Then you're able to do 

it that way, so, we spent a lot of money out of 

pocket, but at that point you kind of like don't care, 

because you need what you need if you're able to. If 

you need... 

Problem solving support to 

partner 

Well, that there be an ostomy nurse. <laughs> That 

there be an ostomy nurse or that the home health 

group have some of the reps from the manufacturers 

come in, and they would come in for free and give 

you a little tutorial, and they would probably give 

you free samples of things…. 

Importance of  ostomy 

nurse or home health group 

representatives 

Sure, sure. Well, the other thing is, like I said at the 

meeting, in every phone call that I make up and 

down the supply chain or whatever the thing that 

I've gotten used to-- what I do at the end of every 

phone call unless it's completely resolved is "Okay, 

so, this is what we talked about, this is what we're 

going to do. 

Problem solving support to 

partner 

Yeah, and so, well, for his supplies and everything I 

have a spreadsheet that has every phone call 

documented, the date, what was said, what I need to 

do. Everything's all on a spreadsheet…I mean, it's 

probably a little bit because I'm a pretty organized 

Importance of control  
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Meaning units (Participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

person and...Yeah, but then it also-- I mean, this 

experience teaches you what have to do, or it should 

 teach you. And, like I said, for me the most 

important thing was to get the knowledge that you 

need to have so, that you know what's going on and 

you know when something is not right. 

 

 

 

Meaning Units Extracted from Natural Units from JI 

Meaning units (participant’s words) 

Psychological perspective  

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

Well David went into the hospital last year in the spring for 

gallbladder surgery and he came back home after the surgery 

and began to have diarrhea that the surgeon said was very 

typical of gallbladder surgery.  But as the days went on and 

the diarrhea began to just take on a completely different 

form, I began to think this is not post gallbladder diarrhea, 

this is something else…It was C. diff as it turns out.… There 

were really no complications, I just couldn't get anyone to 

make any other-- they were making that automatic 

connection between gallbladder surgery and the tendency to 

have diarrhea. 

Uncertainty about 

diagnosis  

But I ended up taking him to the emergency room and sure 

enough, it turned out that he had C. diff, they admitted him 

immediately,   

Support of partner with 

transportation 

We had an advance directive and I was the primary decision 

maker, and, on the directive, his wishes were to do all life 

sustaining measures.  So that 

surgery was a life sustaining measure 

Advocacy for partner 

…but pretty soon I was met by the ostomy nurse and taught to 

do the changing of it. 

Support of partner  

(regarding ostomy care) 

The very important point to note right here is that I was 

feeling incredibly, I felt like there was a time warp, I felt that 

we were moving forward and yet our situation was way back 

Shock regarding CRC 

diagnosis  
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Meaning units (participant’s words) 

Psychological perspective  

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

here in a crisis mode with, he's just had this happen, he has 

had this surgery, we need some sort of counseling right now. 

Yes, I can learn how to change it but I'm not ready yet for 

that, I'm not there yet.  He's out of it, he's not participating at 

all because he wasn't awake, so, I didn't see the importance 

of teaching me to change the ostomy or whether it should be 

to help me read all these brochures and decide whether it 

should be a one piece or a two piece when frankly, at that 

point it didn't matter yet, 

I knew it would matter someday but he was going to be-- he 

was in CCU for another four months.  So, you know, to me, 

that's why I'm so, interested in your work because there was 

this gap, this emotional gap of, it felt like a gap of 

compassion, it felt like these people are moving me ahead for 

their own convenience, for their own protocol when I am 

screaming out, we're back in this crisis mode, 

Need for compassion 

We've just had this major surgery, he's going to be livid when 

he finds out he's had this because he never—this (ostomy) 

was something he never wanted to have. 

Fear regarding treatment 

So that was all going on every day when I would go there to 

be with him and I would receive the training and I was 

draining it and I was doing everything I was supposed to do 

but I was unable to really make my case that we need 

something else. 

Need to be heard. 

So, they would send in a chaplain, you know, which, that's 

fine, but the main point is how do we learn, how do we learn 

to deal with what has happened to him physically, how do we 

learn to cope with this. 

Anger 

As a partner, as he begins to wake up and become-- he hasn't 

even seen it yet because he's not awake, what if he wakes up 

in the middle of the night, looks down and sees it and then 

just completely freaks out because this is something he'd said 

many times, "Never let this happen to me."  But as his agent, 

or representative, I was trying to save his life, so, I was so, 

scared,… 

Fear regarding decision 

making 

I felt like I needed counseling.  I needed someone who would 

know what we were going through, and could it help. 

Need for emotional 

support of self  

I said (to the ostomy nurse), "I know this is important to you 

that I become trained but emotionally I just need something 

else, I need more support."  And then they would do what 

they could, the social worker would talk to me and say that, 

Need for emotional 

support of self  
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Meaning units (participant’s words) 

Psychological perspective  

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

"Everyone goes through this, it'll just be an adjustment 

period." 

So, my biggest fear, Dinah, was the anticipation of how he 

would feel about it when he realized that that's what had 

happened to him… 

Fear regarding partner’s 

reaction to the ostomy 

…and sure enough, as he began to become more coherent 

and they ended up extubating him and doing a trach and he 

began to be more cognizant of people in the room and what 

they were doing to him and he began to wake up and he go 

like depressed and questioned, "Why, why, who made that 

decision?" And I told him, "Your boys and I made the 

decision because you were dying, we tried to save your life 

and it was a life-saving procedure." 

Support of partner – truth-

telling 

I questioned my decision, I questioned it. Uncertainty about 

decision-making 

But the other boys and me, we read the advance directive, we 

were advised by what does this mean in terms of this 

procedure and it meant save his life, if you read the wording 

of what he signed or what he wanted, you know, so, we did it. 

Feeling supported (family) 

Since then, and he's had some time, he has gone through the-

- I would say he's made a good adjustment toward accepting 

the fact that it had, it just had…saved his life and it just had 

to be done. 

Partner’s acceptance of 

diagnosis and ostomy 

And I accepted it (ostomy) immediately, one for the medical 

miracle that it is, I can't believe it, I can't believe how 

amazing it is, that you… that you can reconstruct 

physiologically the body like that, it just, it blows my mind.  

So, I marveled at it, I learned how to do it.  

Accepting the ostomy 

I mean we did have issues with the leaking and we're still 

having them (leaks), but we're trying the Convex bag only 

because the stoma is-- what's happening is it's retracting at 

night…it's almost every night.  So, with the Convex, it kind of 

end up at the belt, it's helping it stay protruded,… 

Support of partner  

regarding ostomy care 

Yeah….Well he's in there and they've (the nurses) redone 

everything, they won't leave well enough alone, his bed needs 

to be this way and he needs to have the belt, no, they've taken 

it off and turned it so, that it's easier for them to drain, he 

doesn't have the belt on.  So, I'm like, "Okay, do your 

thing…they've gone through four bags, he went in on 

Saturday. 

Anger 
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Meaning units (participant’s words) 

Psychological perspective  

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

I try to stay positive, positive. Importance of positive 

attitude 

Oh, I knew nothing about it (ostomy)…I had really  no 

preconceived, all I knew was he had a friend, a colleague 

that he worked with who had one and just despised it and 

complained about it all the time and just said, "Whatever you 

do, don't let this happen to you."  And he would tell me about 

that, a couple of times throughout the 48 years that we've 

been married, I heard about that guy, but I just didn't-- you 

know, who thinks it's going to happen… But I mean to me, it 

saved his life so, I mean of course it wasn't a bad thing, you 

know. 

Accepting ostomy 

The most challenging? I would say his disdain for it was the 

most challenging thing… 

Challenge of partner’s lack 

of acceptance 

Right, how, I'm care giving for him and now I need to be a 

cheerleader for him, for this situation 

Importance of helping 

partner to maintain a 

positive attitude 

…and I felt a certain amount of resentment there because I 

thought, I didn't say this, but my thoughts were, "This saved 

your life and you don't have to take care of it, you don't have 

to do anything, I'm here, I'm going to take care of it.  So, let's 

smile about it." 

Resentment towards 

partner 

So, really one day I said, "You know, I'm going to name it, 

I'm going to give it a cute name and we're going to refer to it 

as Henry so, that when we're out somewhere, I can ask you, 

'How's Henry doing? And he thought it was hilarious and he 

started laughing.  So now it's a very, it's almost a-- it put a 

positive spin on it so, it's like a love name. 

Use of humor 

Marriage? Well because we worked through that, if we were 

still hung up there the way he was, and his depression and 

anger and resentment toward me and all that, oh, it would 

have really affected our marriage. 

Commitment to strong 

marital relationship 

He was in a convalescent home at the time and I told them 

that we needed counseling.  I said, "I don't know who you're 

going to send in here but-- " and they wanted to put him on 

antidepressants and I said, "No, no, no, because I need help 

too and I'm not going on antidepressants.  We need to talk, 

and we need a medical professional with some training in 

counseling to help us through this."  And they stepped up to 

the plate, yeah… 

Advocacy for partner 
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Meaning units (participant’s words) 

Psychological perspective  

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

Well I knew I could get through it, I just needed them to help 

me turn him around, if we could turn him around and his 

attitude or his perception of it then I knew I would be okay, I 

just needed him to come through that, to be willing to work 

through that. 

Need for emotional 

support of self  

There's nothing, I can't change his core belief about what has 

happened to him, he has to have a new way of looking at it… 

a new normal, that's right, yeah.   

Accepting a new normal 

...he can't tolerate any more chemotherapy… Yeah. So, he's 

on Vitas and his primary care doctor through Kaiser is 

willing to have Home Health, Kaiser Home Health Physical 

Therapy come out for a few sessions so, that's been 

happening, and I think they're going to come for like seven 

sessions. 

Importance of care 

coordination 

What helped me…I think what helped me the most is knowing 

that he is helpless, he is really helpless, I realize there are 

some things he can do for himself and I do encourage that 

but he's in a position in his life right now where the quality of 

his life, it's really all he has… 

Importance of partner’s 

vulnerability 

I'm for whatever reasons, I'm the person who has the most 

control over producing the best quality for his life, so, that's 

why the decision to bring him home was so, important 

and I'm so, thankful that he let me bring him home. 

Need for sense of control  

Once he came home, it's so, demanding, the care giving for 

him is so, demanding, just… 
Caregiver burden 

I don't have help, I don't have help, that's why the fact when 

they told me that they provided one week every 30 days of 

respite, paid, …….?"  And she says, "I hope you get it every 

30 days because you need it, you're going to need it over the 

long haul," you know.  So, I'm going to, I'm going to use 

it…It's six day, five nights, monthly.  It's really good. 

Feeling supported (respite 

care) 

Yeah, well last night he called three times at midnight but 

other than that, you know.  I should turn my phone off 

because he's being well taken care of, you know, 24/7 so, 

that's what I need to do. 

Need for emotional 

support of self  

So, it’s me but my hand coordination?... My wrists are bad, I 

have carpal tunnel, so, I was wearing the braces, now I'm 

just sleeping in them, they're feeling a lot better. 

Caregiver burden due to 

own health issues 

But yes, because I didn't know about precut bags so, I was 

cutting the bag, I didn't know about filters in a bag, so, I was 

using a bag that had to be burped every hour, I didn't know 

Knowledge of care 
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Meaning units (participant’s words) 

Psychological perspective  

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

about the significance of his diet, now I do.  I didn't know he 

shouldn't eat after 5:30, now I do, I know so, much now. 

So, information is key and a group, a support group where 

people are not only ostomates are there, but, also the 

caregivers of those people are there, their caregivers so, that 

you can talk and you can-- and then a person with an ostomy 

can chime in and say, "Yes, and have you tried this?"  

Because they're living it, they're living the experience. 

Feeling supported (support 

group) 

So that's when I met Joe, I went online to the National 

Ostomy Association because research, it's kind of in my 

blood to ask questions and get answers.  So that's how I 

found you, and you said this may not be the perfect bag but 

it's trial and error right now, you have to find the right bag. 

Feeling supported 

(National Ostomy 

Association) 

I would have loved to have learned about the support group 

and about the National Ostomy Association and about all the 

YouTube videos that are actually good ones, I'm sure there's 

a lot of stuff out there. 

Importance of knowledge 

about resources 

I was given a brochure…the reading material basically but it 

was very-- there wasn't a lot of thinking outside the box like, 

"What if this happens or what is this isn't the right bag?" I 

didn't even know what question to ask, he had leaked all the 

time and they used to complain about it all the time, it leaked 

in the hospital and I never thought-- I thought it was him, I 

never thought, "Oh, maybe there's a different bag they should 

be using," I don't know the questions to ask. 

Importance of knowledge 

about ostomy care/supplies  

… getting up in the morning and having the hope for a good 

day, like a day where I can enjoy myself and I can actually 

make a good day for him… 

Hope for a good day  

…and walking in and there is stool everywhere, because of 

how badly it has leaked and then it's just a huge setback 

because time wise, labor wise, but emotionally, it's 

unbelievable because you can't express yourself, you can't… 

Need for emotional 

support of self 

I think it would have helped if he'd have said, "Oh, honey, I'm 

sorry it's such a mess," even though he had no control, I think 

it would have helped me to have him just say something like 

that.” The reason he wouldn't is because he isn't-- it's just 

there doing its own thing, he doesn't know what it's doing and 

I know he doesn't and I wouldn't be implying that by saying, 

"I'm sorry," I wouldn't be implying that he has any control 

over it, I know he doesn't, it's just a figure of speech to kind 

of reach out to the person taking care of you to kind of like, 

"Oh, now you have to do all-- " you know what I mean?  But 

Need for partner to 

verbalize appreciation of 

partner  
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Meaning units (participant’s words) 

Psychological perspective  

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

why should I-- I'm not surprised…But it would have helped, it 

would have helped get over that 5:30 in the morning feeling 

of, "Oh my god, are you kidding me?" 

I lost it, that cat is why I lost it, that cat not only had all this 

happened that morning with him and the stool, that cat had 

thrown up all over the house and I had just spotted another 

pile and that's when I just, I said, "That cat's got to go."  I 

mean I haven't gotten rid of him yet, but it just felt like, "Are 

you kidding me?"...It's just too much 

Feeling overwhelmed  

And the distraction, the feeling that you're on a leash kind of, 

you know. Well you're really limited and you're 

being…you're being pulled and… 

Caregiver burden - feeling 

trapped 

… you're not able to organize or prioritize what you want to 

do because whatever happens, his needs, what he needs takes 

precedence. 

Support of partner - being 

number two 

Well this is why this time off right now is helping me so, 

much, and I've been going to bed even, well before this 

respite, I was going to bed probably earlier than it's even 

going to make sense, but I've been going to bed about eight 

or 8:30 because I'm just done, I'm done, I'm so, done.  And I 

go to my room and I watch YouTube or cooking things on my 

phone and it's just like heaven, heaven. 

Feeling supported (respite 

care) 

...and all of his pills are all lined up for the night, his 

melatonin and nothing major pills but melatonin and 

Benadryl and he's got his little hat on and he's freshly 

changed, I mean he's got everything, he's all set up.  And I 

just sleep until about five, I'm sleeping through. 

Importance of self-care  

So, I think that's one priority I'm making is that I…Faith, 

yeah. 
Faith 

The chaplain comes, I'm not Catholic and he is a Catholic, I 

don't need all the scripture and all those things, I just, for me, 

the biggest help with him coming is just being able to talk to 

him, just being able to talk to him,… 

Feeling supported:  

(chaplain) 

...talking to someone who believes in something bigger than 

what we're seeing…It doesn't matter what the belief system 

is… Things will get better, they can get better and they 

will…this too shall pass, having…having little… 

Faith 

Things will get better, they can get better and they will…this 

too shall pass, having…having little… 
Hope for the future 

…it's just that this isn't all there is… Faith 
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Meaning units (participant’s words) 

Psychological perspective  

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

… and it's very comforting to be with someone else no matter 

what they believe who realizes that, it's just a comforting 

thing…to articulate what the point is of having, that things 

will get better. 

Feeling supported 

(chaplain) 

…being very cautious of the thinking, listening to what you're 

thinking and making sure that it's serving you, that the 

thoughts are actually thoughts that will keep you moving 

forward…Keep you healthy, yeah. 

Importance of positive 

attitude 

Okay.  I would just say that things are going to continue to 

get better and I believe that so, much that I'm looking 

forward to being able to hire someone part time and go back 

to teaching ESL at the adult school which I'm really-- I mean 

that's a part of me that I can get back again, that's just been 

on hold, it's not gone. 

Hope for the future 

 

 

Meaning Units Extracted from Natural Units from ML  

Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

And when he came home with his urostomy, and I took care 

of him for quite a while.  I was doing the changing and 

everything with no help. 

Support of partner 

regarding ostomy care 

Well, they had a home nurse come, but they didn't know what 

they were doing.  They were not too helpful… 

Need for nurses to be 

knowledgeable in ostomy 

care/appliances 

Yeah, they taught me, but you're so, in shock at that time, it 

doesn't sink in.  

Shock 

And then we had the nurses that came to the house, I think 

twice a week.  There was supposed to be one that was a 

specialist.  A urostomy nurse. 

Feeling supported (ostomy 

nurse) 

And then this last few months, he's created like a hernia 

underneath.  And it's like a-- really, it's just big. It's-- I don't 

know if you noticed it, it's right around the stoma.  It's a 

bulgy out…And he has a little crease from a former surgery.   

Support of partner (ostomy 

care) 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

So, it's hard to fill in that crease and work around that big 

ball.  Nothing is sticking… 

But since he's created this little indentation, and-around the 

stoma?  Well, it's right underneath the stoma. And then this-- 

I don't know what it is.  A tumor or-- what that bulge 

is…Yeah, the doctor was concerned last time, and he's going 

back in a month.  He said, "We'll just watch it."  He says, 

"There's not much you can do about it.  Once they-- hernia-- 

that's the word I was trying to think of.  Once you have a 

hernia, I don't think there's much you can do about it…The 

only thing the doctor said he could do is probably wear a belt 

to hold it in. 

Uncertainty regarding 

potential complication 

But it's hard for me to help him now, because I have lost the 

feeling in my fingers.  I have neuropathy.  I've got diabetes.  

And I can't feel to help him anymore, and he's very dependent 

upon me. 

Caregiver burden due to 

own health issues  

I've had this for three years, but it's getting worse and worse 

all the time.  So, I'm trying to force him to do it on his 

own…Yeah, because I can't do it anymore!  I can't feel 

things, so, I can't feel if those creases, or smooth, and it's a 

real challenge right now, and men are like babies. <laughs>.  

They want to be coddled.  But that's-- and he keeps saying he 

wants me to do it, but anymore, I can't do it with my hands. 

So, I've been forcing him to do it on his own.  

Importance of partner’s 

ostomy self-care 

independence 

My vision's okay.  Yeah, I just can't feel things.  And I think 

it's something he needs to be doing on his own.  He's-He's not 

an organized person.  I have organized his stuff for him three 

times, and he gets frustrated and just throws everything in 

one box.  And you can't do that.  You have to be organized for 

a urostomy.  You have to have everything ready. 

Support of partner 

regarding ostomy care 

I can't let him drive anymore.  We were coming home one 

night, he was driving, all of a sudden, I see him on the wrong 

side of the street.  And a few minutes. I told him, you know, I 

grabbed the wheel. I says, "What are doing?" And a few 

minutes later, he passed the entrance into our tract.  He had 

no clue where he was!  He is-- I'd thought he'd had a mini-

stroke. Yeah, he's a good driver.  Has always been a very 

good driver.  But I haven't let him drive ever since, because 

he didn't know how to get home.  And when we got-- I made 

him pull over, and I got out the driver's side-- I mean, out of 

the passenger's side, left the door open, and I says, "You let 

me drive."  So, I got out, got in the driver's seat.  He got in 

Fear regarding partner’s 

decline 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

the back seat and left the front door open!  So, he just was 

not thinking at all that day, and it scared me to death!  Yeah, 

yeah, I haven't let him drive ever since.  

But I talked to the doctor about it (her concern regarding 

husband’s memory).  And said, "That's normal with all the 

anesthetics that he's had.  Because he had eight surgeries in 

seven months.  And he cannot drive for maybe another year, 

the doctor said. It's going to take a while for him to get his 

memory back. 

Advocacy for partner 

His memory is-- Yeah, I have to take care of everything. It's-- 

I'm it. <laughs>…Yeah, I'm frustrated.   It's just a lot on my 

plate. So-- and he apologizes at the end of the day. He knows. 

Feeling overwhelmed  

What helped me? Going to ostomy group meeting.  I've been 

trying to get him to go for the longest time.  I finally says, 

"You have to go.  You need help. I can't do it anymore.  So, 

he was glad he went…We will go again…It's a long drive, but 

it's worth it.  That group where we went was pretty good. It 

was a good…Good group of people…Yeah, it is a long-ways. 

Is it probably--the Hemet group is also one that's really 

good. That's a good group, too. 

Feeling supported (ostomy 

group) 

So, but our biggest challenge basically is my hand in--Yeah, 

that's the hardest part for me right now is doing the ostomy 

care.  He doesn't-- well, it's not his fault. 

Caregiver burden due to 

own health issues 

 He runs low on the supplies and I just panic, because you 

can't buy them!  You can't go to the medical place.  There's 

only one place over here that has them.  And I can't believe 

how hard they are to find, medical supplies.  Are you aware 

of any place around here that--I didn't yet order it, and I 

didn't know when you were going to get it.  That's the 

problem. 

Need for ostomy supplies 

And like we discovered at the meeting, everybody's unhappy 

with Edge Park.  They're all having the same problem as we 

are.  

Feeling supported (ostomy 

group) 

See, attending those meetings, me, attending the meetings 

also learning what is outside, what is going on.  So, the 

support group is truly---a big support. 

Feeling supported (ostomy 

group) 

But I think what I really need right now is a urostomy nurse 

to come to the house and see his situation and advise him 

what to buy.  The nurse that ordered his supplies from the 

Feeling supported 

(urostomy nurse)  
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

get-go, they were ostomy supplies instead of urostomy.  And 

that's why it was leaking, because it has that little hole at the 

top. 

So what products don't work with the bag, though?  Like 

Hollister does not work with Coloplast.  Each company has 

their own.  So, ordering supplies is a problem.  Getting them 

authorized by the primary physician, or the insurance.  We 

go through the book and we write down what we want.  And I 

call Edge Park and place the order.  And then they'll tell me, 

"You have to get your doctor to approve this before we can 

fill your order.  So, we'll call the doctor and he tells us, 

"Okay, I'll do that," and then we never get it!  Right now, 

we're waiting, it's been three months, since we ordered a 

couple things.  We still haven't got them. So, I called the 

doctor about a month ago, "Did you place this order?"  He 

says, "Yes, and I got a copy of it!"  And the insurance says, 

"No."  So, I don't know who to believe.  Whether to believe 

Edge Park, or whether my doctor's not following through.  

We don't know where the ball's being dropped.  It's totally 

confusing.  But I did see a couple of the orders where the 

doctor did contact the insurance to get the authorization.  

Something's happening! It's just totally frustrating.  I mean, 

when you need these supplies, you need them.  It's just-- and 

Edge Park says they'll ship every three months, but it's not 

happening. 

Need for care coordination 

between her husband’s 

doctor and insurance 

So, there's a lot in the support group here also in Hemet, 

there's a lot of knowledgeable people, too, and that's what we 

need.  Because everything has changed with this stoma and 

he's got the bulge now, which he didn't have in the beginning.  

The products worked fine in the beginning.  But now--It's not 

working.  I don't think it's anything he's doing wrong. I've 

watched him. 

Feeling supported (ostomy 

group) 

It's a lot of work.  Right now, we can't go anywhere, because 

he never knows when he's going to spring a leak…And we're 

active in our church.  Every Thursday night we have a group, 

we go get together with.  And you know, we have parties all 

the time at the church that we've had to bow out the last three 

times because he can't do any-- he's afraid he's going to 

spring a leak.  They had a big breakfast after church the 

other day, and we couldn't go, because he only had that last 

bag that he's got on, and if he springs a leak, he's in big 

Acknowledging partner’s 

fears of leaks 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

trouble.  So, we've been laying low and staying close to 

home.  

We're still adjusting. If he could find the right equipment, 

things would be so, much easier.  But right now, just trying to 

find the right equipment is frustrating,   

Adapting to ostomy 

and-- getting adjusting to me trying to get him organized and 

do things on his own. 

Support of partner’s 

(ostomy self-care 

independence) 

He's very dependent upon me, and that's hard, because 

there's only so, much I can do.  I'm only one person!  Yeah, 

and he doesn't have much strength after all the surgeries. 

Caregiver burden 

And, I'm not good either.  I've got back trouble, and I just had 

knee surgery, and so, it's been a challenge.  Neither one of us 

are doing too good right now 

Caregiver burden due to 

own physical health issue 

I've got my daughter round the corner.  She's been really 

busy lately, so, she's had to drop the ball for a while, but 

she's usually right there for us.  She brings over food 

periodically, 

Feeling supported(family)  

… and-- but it's getting hard too now with my hands.  I can't 

even cut meat anymore. 

Helplessness due to own 

physical health issue 

And he's not too much help anymore.  I can't depend on him 

… 

Caregiver burden 

You know, what is great it's this-- oh, it's just-- Dream 

Dinners.  Have you ever heard of them?  You go down and 

you pack up your own dinner.  They have like meatloaf. Or 

you just pick out what you want and put it in a tray.  And they 

are fantastic! It turns out to be about six/seven dollars a 

meal.  But we don't eat much, so, we can split it most of the 

time.  And now there's so, much delivery stuff.  Yeah.  But 

cooking's been a challenge, because I'm just so, tired all the 

time now.  And then this allergy, it's just getting the best of 

me… Right now, it's my allergies that are-- And then since 

my knee surgery, I've developed back problems.  So, I can't 

stand very long. - 

Feeling supported (outside 

food resource)   

Yeah, we're just thankful that they got the cancer.  And he's 

had a rough two-and-a-half years.  It's really been touch-

and-go.  So, I'm lucky to even have him.  

Feeling thankful partner’s  

alive 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

The stoma doesn't bother me. It doesn't bother me. I know 

he's got to have it for the rest of his life.  There's nothing we 

can do about it.  He gets-- he's okay with it if it would work 

right.  

Accepting the ostomy 

If the equipment-- Yeah, if we could get the proper 

equipment, he'd be fine.  Because in the beginning he was 

doing great.  But now it's just so, frustrating.  

Need for ostomy 

supplies/resources 

But if we had somebody that could come to the house and see 

his situation, and advise us what would work the best, I think, 

like I never can remember. WOCN (wound ostomy continent 

nurse).  Well, that would be a great help. 

Need for more visits from 

the ostomy nurse once 

home 

I think that's our main concern right now.  If we could just 

get things going smooth... If I could get him organized, too.  

Yeah, he needs to be ready to change it.  And if I don't do it, 

he'll never do it.  That's my frustration, too.  He's got to learn 

to do that on his own.  Well, I do watch him. while he's doing 

it. 

Support of partner (ostomy 

self-care) 

Well, we have a fantastic support group at church that's been 

praying for us.  Oh, my gosh, I don't know what we would do 

without them.  They bring food…Oh, we've had a great 

support group.  We really have.  Prayer warriors.  Yeah, 

that's the group we get together with on Thursdays.  And then 

just last Thursday on our way down to the meeting, I couldn't 

go, and neither could Bob.  They brought three bags of 

groceries from Trader Joe's, just to help us out, and so, 

helpful…We really appreciate that group.  Without them, I 

don't-- we would have fallen apart. <laughs>  

Feeling supported (church 

group)  

I think you just got to put your trust in God, too, that he's 

going to work things out.  He brought us through the two-

and-a-half years. 

Faith  

Oh, yeah, yeah. Up in Anaheim, it was very touch-and-go.  I 

couldn't believe it when I met him in the hallway, and the 

doctor said he had to have a five-bypass surgery.  We had no 

clue!  We thought he was going in for a stent.  It was five-

and-a-half hours of surgery. it was a stent for the heart.  And 

he ended up with the five bypass, which took five-and-a-half 

hours.  Well, we didn't know what was happening until he 

came out. 

Uncertainty regarding 

partner’s prognosis 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

We had seventeen people in the waiting room waiting for-- 

our old church, too, from our old house.  We just-- we have a 

lot of support.  That's what you need is support.  And we still 

have it.  

Feeling supported (church 

group) 

Can't think of much else.  It's just a blessing he's alive.  It's 

just if we can just get through this next few months. 

Blessing partner is  alive 

Yeah, yeah.  He thanks me at night all the time, because he 

knows he's been a bear.  He's been a bear ever since he's had 

this trouble.  And he'll apologize and, "I'm sorry."   So that 

helps.  Let's see, we have been married 57 years. Yeah.  So 

been with him a long time. 

Need to be appreciated by 

her husband 

No perceptions before…We were thinking they would save 

the bladder.  The doctor really thought he could save the 

bladder.  But he finally says, "You know, every scraping it's 

getting more aggressive, and it's just about to go through the 

walls.  So, he says, "I'm going to have to take the whole 

bladder."  We had the greatest doctor!  Oh, yeah.  He was 

fantastic! 

Feeling supported (Health 

care provider) 

Adjusting to it.  And his clothes, he used to have a 32 waist.  

Now he's got to buy 38s because of that round thing.  That's a 

problem.  He has to wear everything elastic now around the 

waist.   So yeah, none of his clothes fit him. <laughs>. He 

just knows it's something that's going to happen, so, he's got 

to live with it. 

Adjusting to ostomy 
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Meaning Units Extracted from Natural Units from CR  

Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

So, we proceeded from that point; that was quite a shock to 

us.  We expected maybe prostate, so then they did biopsies.  

He had a cystoscopy.  Then he had the biopsies of the 

bladder, and it was proven that he did have a high grade of- 

 --cancer. 

Shock regarding diagnosis  

So, he referred us to specialist down there that then said, 

“Yeah,” we got to do that.  They were concerned that the 

positioning when they do the bladder surgery would-- 

because I guess they’re tilted back, and that way push all of 

this up and he could have a very serious problem with that.  

So they wanted this volvulus fixed first.  So now we had time. 

So now we had more-- we were not addressing the bladder, 

which was a very big worry to me because if we had this 

aggressive cancer that was growing and we’re taking this 

time to do this other surgery..   

Fear regarding diagnosis 

So, it was a real difficult time for us to make this decision, 

but we did go with the having the surgery done at USC on the 

volvulus and also a partial gastric resection they had to do 

that time because some of the previous surgery for that 

volvulus now had formed a lot of adhesions, <laughs> and 

so he had to have all that taken care of. 

Uncertainty about CRC 

treatment  

He could not-- and he could not continue that, because he 

was too-- I felt, and I expressed this opinion, that he was too 

soon from this other big surgery that he had on his stomach, 

and that was a six-hour surgery.  That was, you know, that 

was just too soon.  He had not recuperated.  He’d only 

recuperated, they only were going to give him a month, to 

recuperate from that----before they started chemo, and that 

was just not-- and I could understand the reason they were 

pushing this along.  But I said, “You know what?  This is, 

we’re going to just-- you’re going to kill him,” and not, you 

know, “This is crazy.”  So we-- and Dr. Pal agreed with us.  

He said, you know, “We’ll stop it.  We’ll just go straight to 

surgery.”  

Advocacy for partner 

So, that’s where the connection came in, and we were very 

worried, very anxious, very preoccupied, I guess, with how 

we were going to care for this, and what was involved 

<laughs> with.  

Anxiety regarding post op 

care 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

You know, and course, everyone said, “Well, you’ll have help 

and you’ll have--” you know, “You’ll be taught,” and et 

cetera.  But it’s a big, big worry and it’s a big, big 

adjustment. 

Importance of knowledge 

about ostomy care/supplies 

So, life never goes quite that—normal again. Accepting cancer, surgery, 

and chemotherapy as the 

new normal 

Yes, I received instructions in the hospital.  I was there 

several times with the ostomy nurse.  We didn’t have that 

much help, because they didn’t change the bag that often.  

They just kind of showed me and I knew about emptying the 

drainage bag, et cetera, but it was not-- I think I just wanted 

to take somebody home with me…To be right there with me 

all the time…  

Need support for the 

ostomy care 

… and I have, I’ve had, medical experience. I can’t imagine 

how difficult it is for people that have no----experience or 

even have a little bit of assurance that, “Yeah, I can do this.” 

You know, maybe it’s better if you don’t know what you’re 

doing.  I don’t know. 

Previous caregiver 

experience  

But we did have an excellent home health nurse…and she 

was excellent.  She was still working two or three days a 

week at Garfield Hospital and she--and when I-- when they 

were making the referral for me to have someone come to the 

house, …I almost demanded <laughs> that she have ostomy 

experience, because I had talked with some other people who 

had not had--They just had a home health nurse, and she 

said, “Oh, I don’t--” you know.  She didn’t know much more 

than what the patients knew.  So I said, you know, “That’s 

imperative. 

Need for nurses to be 

knowledgeable in ostomy 

care/appliances 

I had one day when she was there, and we had changed the 

bag and everything and she left and three or four hours later 

that day it was leaking already.  So, I called her again and 

she came back out, and she did that two different times, so 

she was just very dear to us and at a time when we really 

needed-- <laughs> we needed reassurance in everything we 

were doing, and she said, “You’re doing everything right.” 

Feeling supported (home 

health nurse) 

You know, “This happens sometimes,” you know, so leaks 

are common…Yeah, yeah.   

Anxiety regarding leaks 

We were going to go out to dinner one afternoon, no, late 

lunch, with friends.  We got to the-- <laughs> we got to the 

Feeling supported (friends) 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

restaurant and we were parking the car and Tom got out and 

he’s all soaked, you know.  So that’s very, very upsetting, and 

so we-- and they’re good friends and they said, “Oh, that’s 

okay.  We’ll just go back home and start over again,” you 

know. 

So, that’s kind of what we did, but then it (leaks) leaves you 

feeling very, very insecure, that to go anywhere.  He didn’t 

want to go to church for, you know, long, I mean, you know.  

You just feel very insecure for a long time…We don’t even 

think about it anymore. 

Anxiety regarding leaks 

I went on my Beacon, the online group that I--Support group.  

Uh-huh.  And if you have any problems you just put it out 

there and everybody gives you all the experience and advice, 

and one of the things that I found was that they tell you-- 

…The on-line support group helped me… I mean, it helped 

me with advice.  

Feeling supported (on-line 

ostomy group)  

Our ostomy supplies were?-- they were excellent…The home 

health gal did the coordinating.   

Importance of care 

coordination 

And she always made sure that we had everything that we 

needed, and she would get-- well, when we first came home 

he also was on IVs, so we had IVs for a month….It was just 

fluids and I think it was antibiotic in the beginning, and so 

she would come and connect it up and then I would 

disconnect every day and then, you know, and she would 

come back.  So that’s why we got very close to her, because 

she was here.  She wasn’t here just for the--But she-- but we 

did have the fluids and so we had those supplies coming in.  

 Feeling supported (home 

health nurse) 

The only problem with supplies was that sometimes they 

would come almost at midnight.  I don’t know why delivery 

would be so late.  But I think several time-- <laughs> yeah.  

Several times that was...delivery. 

Need for convenient care 

coordination 

The biggest challenge as a caregiver, I guess it’s the lifestyle.  

The changes in your lifestyle, and the change--Yeah.   

Adjusting to lifestyle 

changes 

And, the changes in your partner, in my case…he is not light-

hearted, well, he was a lot more <laughs> fun and easy 

going, and now things are just-- everything’s tougher,  

Adjusting to changes in 

partner 

Frustration, lot of times, but-- and I get angry… But I don’t 

know what I’m angry about sometimes.  I just, like, 
Anger 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

<sighs>…“Can’t we just try this?” or, “Can’t we--” that’s 

the part that’s difficult, 

…. and worrying too about the return of cancer… Every time 

that-- and we’ve noticed now, we’ve had our every-six-month 

check-up since the surgery…Yeah.  So every time we’re 

getting close to that there’s just a little bit of tension, and I 

think that-- and I’m--Yes. 

Fear of cancer recurrence 

And I think that I understand that even better because our 

son had cancer, and when he was 15 he was diagnosed, and 

every time that he would go--He had a non-Hodgkin’s 

lymphoma  

Previous caregiver (and 

cancer) experience with 

son 

Yeah, yeah, and we don’t like what’s going on, but, 

<laughs> you know, we’ve had a good life, <laughs> so 

that’s how we look at it… Yeah.  Kind of deal with it… But 

when they’re young, it’s, yeah, that’s hard, so  

Accepting CRC diagnosis 

as part of life  

...So now Tom does his own.  I was doing it for a long time—

the ostomy care.  …He would try but he was having a hard 

time with it, so I said, “I’ll do it,” you know.  “Let me do it,” 

and really okay with that.  I was, but then I started thinking, 

“Well, if I’m not here or something happens to me,” or 

whatever.  So if, you know, he needs to be-- and he-- and for 

his own psyche, <laughs> he needed to be independent and 

so he’s doing, he does his own, care now.  I look at it 

sometimes to see that it’s all-- no blisters or anything around 

it, which is-- it’s been very good, so... 

Importance of partner’s 

ostomy self-care 

independence  

Probably the fact that we can’t, we don’t travel anymore 

Yeah, we did quite a bit. <laughs> So we don’t travel 

anymore.  We’ve done little, short trips, but--Yeah.  Just 

because it’s too complicated, you know. Sometimes that, 

although not so much now.  We took a trip in October.  We 

flew back to Ohio to see my sister.  That was our first flight, 

because so many people had said, “Oh.”  You know, “You 

run into problems with TSA.  You run into problems with the 

flights. 

Adjusting travel plans 

My reaction is not a whole lot different than otherwise. 

<laughs> Now, we’ve, our lives have changed in that we 

don’t do some of the things that we used to do.  He won’t go 

swimming or anything because that’s too involved, but he 

was not a big swimmer before.  So, he said that’s no big deal 

for him. 

Adjusting lifestyle 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

I like to go to the-- not to the ocean so much, but to a resort 

with----a pool and so I kind of miss that. 

Adjusting travel plans 

But as I’ve gotten older, I think I just-- you just accept these 

things as, “Well, it’s part of life.  It’s part of aging,” 

<laughs> and so it’s okay.  Yeah.  Yeah, you have to be. 

<laughs> So those things.  We don’t go out as much as we-- 

we’re home an awful lot now more than we used to be.  We 

would go out or do different things with friends, and we could 

do that, but then we’re noticing a lot of our friends are 

having their own issues, and so everything kind of changes 

Acceptance of age-related 

changes 

He showed the kids his bag one day.  The twins are four now, 

and they were very curious why he couldn’t hold them, you 

know, or not hold them, but they couldn’t jump up on him, 

you know, and so he showed them that he had something over 

here that, you know, they wanted to see it.  So he showed 

them and so they said, “Oh, okay,” <laughs> you know.  No 

big deal.  So every now and then they say, “Is this still 

here?” and, “Yeah, it’s still there,” so…I just kind of let 

them.  I thought, “We’ll see what they ask, <laughs> and 

what they think of it.” <laughs 

Accepting the ostomy 

I would say probably initially in the hospital, more, maybe 

more visits from ostomy nurses. 

Need for more visits from 

the ostomy nurse in 

hospital 

You know, that, I think one of the things that happened with 

my husband, and he was-- it was very upsetting for him.  His 

first night post-op, he had a horrible-- it was leaking 

everywhere, the bag was, and so he had called for help.  

Someone, one of the nurses, came in to help him and he was 

laying, and I didn’t stay with him that night and so I stayed 

the other night.  I should’ve stayed that night.  But I think we 

were there--But we should-- but we were there, like, at four 

in the morning, four thirty in the morning, and I was just like, 

“Aw.” So... But anyway, he was laying in this wet bed, and 

they came and totally pulled the covers down off of him and 

just-- to go to get supplies but then they didn’t come back, 

and so he was just, you know, shivering, shivering, very, very 

cold.  Couldn’t get to the buzzer because they had-- so that’s 

nursing care.  Yeah, that’s bad nursing care. You know, to 

leave him like that, and then-- and what they did was instead 

of trying to change-- course, you know, it was very fresh 

post-op.  They just tried to tape all around, you know, to 

reinforce it, but it was all wet, so that was not working, so by 

Poor nursing care – need to 

advocate for partner 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

the next, and I guess Tom tried to tell them, “I’m shivering.  I 

need covers.  I’m laying in wet,” and the nurse took issue 

with it that she said, “I’ve been a nurse for X-number of 

years and so I know what to do.  You don’t have to tell me 

what to do.” <laughs>  So he was really upset, so we kind of 

reported it the next day, because, you know…  

But after he had the urostomy or the revision of the ureter, I 

stayed with him then after that, because he had a very bad 

experience when they tried to remove a tubing.  Yeah.  

Another couple days after that.  So I just stayed, and I felt 

better about it, but--I think that sometimes, 

Support of partner - 

presence 

…I think, right after, more support…Well, probably more 

visits from the ostomy nurse 

Need more visits from 

ostomy nurse  

… and possibly now if they have access to support groups, 

giving them that information right up front, because if you 

feel like you have somebody to call-- you feel very alone, and 

you’re not quite sure who to call. 

Feeling supported (support 

group)  

…you feel very alone, and you’re not quite sure who to call. Feeling isolated 

You know, if you have a home health nurse and if your home 

health nurse or your ostomy nurse makes contact with you 

immediately, those are the first few days, those first few hours 

and days <laughs> of when you’re just so anxious about 

everything, because you’ve got—when you get home, you get 

this patient, you know, person home, you have a lot of setup 

and stuff to do to be organized, and so if somebody could 

maybe 

Feeling supported  

(Home health/WOCN) 

…and they can coordinate that.  Yeah.  To help you.  I don’t 

know that that’s even a possibility, but that seems to be, I 

mean, I-- that went over and over and over in my mind, “I’ve 

got to have this.  I’ve got to have all these things ready.” 

Need for care coordination 

Because, like I said, we weren’t home three hours and we 

were leaking everywhere.  So, whether it was the trip home 

or what, you know.  So, if you’re not ready for that, and it’s 

traumatic enough coming home.  I mean, that separation 

from where I was cared for to where I’m going home, and 

I’m happy to go home…Yeah.  But now you’re all on your 

own, and so that, that’s a really...That’s a bad time. 

Challenge of transition to 

home 

 I think I tried to do it myself, <laughs> and then our-- the 

home health gal was coming I think the next day, you know.  I 

Feeling overwhelmed  
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

don’t think I had established yet with her, but I think I did 

call my home health agency.  I knew I had a name with them, 

and I think I just tried to do it myself… Oh. <laughs> I just 

tried to do it myself, and I guess I did okay… I mean - Oh, 

yeah.  Because otherwise, you’ve got a lot of stuff to look at 

there.  I mean, when you’re three or four days post-op, 

you’ve got... <laughs>  And we had drainage tubes too, so it 

wasn’t just-- it wasn’t just this … the ostomy, the bag.  You 

had drainage too. 

My daughter came over and she was here.  She tried to help-- 

and my son came by, but we didn’t have-- yeah.  It was hard-

-very hard for him… Yeah, and we don’t-- and I didn’t have 

anybody-- I had a couple of my nurse friends who said, you 

know, “If you need anything, call us,” or whatever, but it’s a 

very personal, private area, so to call in, you know…So I’m 

thinking,  “Okay.  You can do this,” you know, and my 

daughter was really pretty good about she would bring me, 

you know,  “Bring me more towels… 

Feeling supported (family 

and friends)  

You know, and we were-- and I was pretty organized with it 

because I had gotten a little cart with three drawers…Oh, 

yeah.  To keep all my supplies in, you know, and I could 

wheel it right over to the bed.  So I was organized. <laughs> 

Importance of control 

But there was a lot more than I hadn’t been prepared, 

because I didn’t, I had never cared for an ostomy of any kind, 

and I kept thinking, “You know...” I really don’t remember 

learning it in school.  I probably did.  I probably had it 

checked off.  You know how…So I probably had--one 

semester. 

Need for knowledge 

Well, what else helped me?  I think prayer.   Importance of prayer 

I think my faith helped me to get over that, and just, you 

know, we’re not alone here.  God’s with us and he’s helping 

us.  He’s going to, you know, he’s not going to let anything 

happen to us and he has a purpose for us and all that sort of 

thing, and friends who also were praying with us 

Faith  

….and friends who also were praying with us Feeling supported (friends) 

…and we didn’t have very many visitors.  People didn’t-- we 

didn’t encourage visitors.  We had certain friends who would 

come by or bring something by.  We felt pretty much alone 

part of the time, other than the kids, you know, but because 

none of our family-- we don’t have any extended family 

Need for support (friends)  
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Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

here…Friends just didn’t come-- “Well, when he’s feeling 

better, we’ll come over,” or whatever, so I didn’t want to 

have them feel uncomfortable…Some were.  Some of our-- 

some, couple different couples from church, came over to 

visit.   

So, some people did, and they would call, you know, but-- 

and then too, I don’t even want anybody here, because, you 

know. There’s so much going on.  Yeah, and we were just 

keeping our heads above water, <laughs> so it’s okay.  

Because sometimes when people come by, when friends or 

church members or whatever come by, it’s almost like you 

have to entertain them and I was not, not about to be 

entertaining anybody. 

Support requires 

reciprocity 

To suggest that support group to people because of leaking 

issues. 

Feeling supported (support 

group) 

I had the experience once of a person that was in church.  We 

were at a service at church and someone’s--colostomy bag 

apparently leaked and people thought that she had vomited, 

but I knew.  I knew what it was.  Yeah.  And she just got up 

and ran and went to the bathroom and so I just got paper 

towels and stuff and started putting it over it, so people 

wouldn’t slip in it, you know, until we got the custodian to 

come in there and clean up.  But yeah, I knew, and I thought, 

“Oh, dear.”  That’s, you know, very difficult. 

Feeling supported 

(reaching out to others 

with an ostomy) 

And it does change--It changes your lifestyle, and the doctors 

told us that before we had the surgery there.  They said, you 

know, “You’ll have a new normal, and you will take-- it’ll be 

about at least a year before you can---kind of adjust to that,” 

and we thought, “Oh, my God.”  Well, it’s true and it’s more 

than a year,  and it is a new lifestyle and it’s a new normal, 

but it’s not bad.  It’s--doable.  Yeah.  It’s doable. 

Accepting cancer, surgery, 

and chemotherapy) as the 

new normal 

Help people. I don’t know except to try to have, try to maybe 

ask a lot of questions if you can before.  Not just about the 

surgery but about the after care, 

Need for knowledge 

And through that Beacon that I went with, before he had the 

surgery, they sent me a list of things to take to the hospital, 

things that are helpful to have at home, that other people that 

have been there have compiled, so it-- 

Feeling supported (ostomy 

group)  

…and it also, another thing that would’ve been so helpful, I 

think, is to have people who have gone through the surgery 

Need for knowledge 
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Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

talk with you before you do it, before you go through it, and 

maybe selective people. <laughs> Yeah.  You don’t want 

someone that’s going to give you a lot of B.S.  You know, 

someone that maybe has had it, an honest opinion about it, 

and not sugarcoat, “Oh, this is just--” you know, “This is 

great.  You’re going to do great,”   

Over ahead of time, so I think that those kind of things would 

be helpful and kind of line up your support group for when 

you get home, whether it’s just family members or neighbors 

or somebody that you can talk to. 

Need for support of self 
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I was there when they went into the surgery… Support of partner - 

presence 

Dr. Shepherd is very point-blank to the point, and he looked 

right at Jerry and said, "You've got bladder cancer, and 

we're going to remove your bladder."  And, I mean, that was 

it to him, so he said "I was sort of in shock.  I didn't expect 

that," but he said he didn't really have questions to ask.  

Shock regarding CRC 

diagnosis 

He left the office, and he went home, and I was at work, and 

he called me, and he goes "It wasn't a stone.  I have bladder 

cancer."  And if I remember correctly my first words out of 

my mouth was "What are we going to do about it?" not 

"What are you going to do about it?"  "What are we going to 

do about it?" 

Support of partner 

regarding diagnosis 

And he said  "Well, they said they're going to remove my 

bladder, and I'm going to have a bag."  So, we went on the 

Internet so that he could find out some information about it 

and that. 

Need for knowledge 
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Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

We were a little concerned because the surgery to have his 

bladder taken out was not scheduled for I think five weeks or 

six weeks down the road, which-- you've got cancer.  We 

want it out now,  

Fear regarding treatment 

The day of the surgery both of us were nervous, and it was 

supposed to be like a five-hour operation. It ended up to be 

almost nine hours. I was getting very nervous, very upset.  

“Why is it taking so long? What's going on?  Were there 

complications?  And there were complications because he 

had had an appendectomy and had a lot of scar tissue, so 

they had to work around the scar tissue and that. 

Fear regarding treatment 

…and he suddenly got very sick.  He got a really bad kidney 

infection and being the stubborn male that he was "I'm not 

going to see the doctor.  I'm not going to see the doctor."  He 

just crawled into bed and covered up with blanket after 

blanket after blanket,  and finally I said "No" and called Dr. 

Shepherd's office, and I said "Something is desperately 

wrong here. He needs to be seen."  And I said, "I threatened 

to call an ambulance, and he won't let me call an 

ambulance," and they said, "Can you get him into the 

Riverside office in half an hour or whatever?"  I said, "We'll 

be there."  And so,  I took him there, then I took him right 

from there to the hospital, and he was in the hospital for I 

think it was six days on strong antibiotics because of the 

infection, and, I mean, he was really a sick cookie, but we 

managed to get over that hurdle. 

Advocacy for partner 

…we just had the incident where Jerry had a problem and he 

asked for a WOCN, and he had to fight. It took three months 

for him to get authorization for a WOCN.  It's like they do not 

consider it medically necessary.  This is how the insurance 

companies are, but he was persistent. I mean, he called the 

United Ostomy Association.  He kept calling Regal, which is 

like the umbrella plan under United Health and his doctor 

and kept calling his doctor and saying that "This is 

ridiculous.  This is not for cosmetic reasons.  What evidently 

happened is that one of his wafers, the ring that goes around 

the stoma, had a sharp edge to it, and when he sat down it cut 

the skin under the barrier, and so we were afraid of infection 

and everything else and it’s getting worse, and so we healed 

it up ourselves before we got the WOCN, but he still 

continued fighting for the WOCN and did get the 

authorization finally, but it was constant.  

Need for care coordination 
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...and, I mean, we have plans.  Hopefully in September if the 

doctor allows me with my arm we're going to be flying to 

Michigan again, because I've got family and friends in 

Michigan, and visit with them, and we're renting a car, and 

we're driving back to California.  I mean, so this (ostomy) is 

not stopping us.  And in 2019-- I've never been to New 

Orleans.  He has. He wants to show me New Orleans.  We're 

tentatively planning on flying to New Orleans and then taking 

a car and driving up the East Coast-- I've never been to the 

New England states-- and then flying back home.  

Hope for the future  

He's not comfortable for a real long flight because if 

something were to happen, but for a three-hour flight or a 

four-hour flight he's okay with that, but anything longer than 

that, no, he's not. 

Adjusting travel plans 

And the couple of leaks he's had when we've been out he's so 

apologetic and feels so bad that "I ruined it for you."  He 

didn't ruin it for me. I had a great time when I was there, and 

we had to cut it short.  End of story.  That's it. 

Support of partner 

emotionally through 

recognition and provision 

of perspective 

I love him.  I mean, that's a part of him.  I mean, if he had an 

artificial limb or an artificial eye or something like that it's 

the same.  That's just part of him.  I love him for who he is, 

not for the physical part of him but for the total package. I 

love him. 

Adjusting to ostomy 

Okay. I would say for the spouse to be proactive also, to 

learn as much as they can about what is happening to their 

partner's body.  You're in rough waters.  You've never been 

there before, and you've got to look for a life preserver, and 

contact anybody you can…Write down your questions.  If you 

don't get answers from your doctor say, "Where can I get 

them?" or go on the Internet and start looking.  Find out as 

much as you can for what to expect, especially at the 

beginning,…. 

Importance of knowledge 

about resources  

...I think my previous knowledge about ostomies and the 

appliances.  It wasn't an obscure product to me. I mean, I 

was familiar with it and knew how to handle it… 

Previous knowledge about 

ostomies  

And, he felt at the beginning that he had an odor, and I said, 

"I don't smell an odor."  And he goes "Well, I think I do," and 

I said, "I can't smell it, and I'm right next to you, right up to 

you, and I cannot smell it."  I said, "It could be the smell of 

Support of partner 

emotionally through 

recognition and provision 

of perspective  
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

the plastic from the appliance or what, but," I said, "I do not 

smell urine at all." 

…and when he got home, they sent him home with a couple of 

wafers and a couple of bags and a drainage bag and some 

wipes.  I think he had some wipes.  So, it was like "Okay."  

And ordering supplies, I do remember that I went to the local 

medical supply company and got some product for him, and 

then I think he contacted the insurance company about 

sending him stuff…There was no case manager in the 

hospital to arrange home supplies…They just "Bye. You're 

outta here." …I want to say it was four or five days…He had 

a little bit of a problem because of diarrhea from taking the 

intestinal-- they took the intestine out, so...yeah, so he had 

that problem for probably three, four months, yeah, till his 

body got healed and his system got back to normal 

Need of care coordination 

Lastly, and the person who has the ostomy, feel free to 

discuss that with your partner, and if your partner's unwilling 

to discuss it with you find out why, because, I mean, Jerry 

has a niece whose husband has a urostomy.  He just got it 

two years ago I think, and he will not discuss anything with 

his wife.  She knows nothing, nothing at all.  I mean...and he 

won't let her go to the doctors’ appointments either.  

 Communicating support 

of partner 

I mean, I went to doctors’ appointments with him, not every 

one, because I was working and what have you, but when I 

could, I went to doctor; appointments with him, 

Support of partner with 

transportation and 

appointments 

…and I asked questions also, and, like I said, if we didn't get 

the answer where do we go get the answer or we went on the 

Internet to find an answer. 

Advocacy for partner 

 and I asked questions also, and, like I said, if we didn't get 

the answer where do we go get the answer or we went on the 

Internet to find an answer.  Sometimes the answers weren't 

good, so we went to more than one site, "This doesn't sound 

quite right, so let's go further.”  

Need for knowledge 

…let your partner be part of this.  This is part of you, part of 

your life, and it's a couple thing.  It's not just your problem.  

It's not just his or her problem.  It's your problem, both of 

yours problems, and together you make a team, together you 

can handle it. 

Commitment to strong 

marital relationship 
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Meaning Units Extracted from Natural Units from BH  

Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

Okay. So it started with getting a colonoscopy because of the 

ulcerative colitis symptoms, and there were two colonoscopies, 

one-- and it must've been some time in the fall of 2010 and then 

being referred to a GI doc who wanted to do his own, and he 

found a flat lesion that he said was trouble and that we needed 

to see a surgeon because it was precancerous, but it was 

enough of a concern that the surgeon-- 

Uncertainty with husband’s 

diagnosis.  

..and this was shocking to learn, that it wouldn't be just 

removal of that section, it would be the whole colon because of 

the risk with ulcerative colitis. …… So, this was something of a 

shock, particularly when we learned the extent of what the 

surgery was.  

Shock regarding 

diagnosis/treatment 

… the options were doing the J pouch or the ileostomy or-- I 

can't remember if there were any other options, but he was 

pretty direct that the only way to guarantee that you were going 

to live is to take it all out, because it's just a resting place. 

Accepting 

diagnosis/treatment 

So, my husband also saw his primary doc, who I really trust, so 

almost as more of a friend connection.  They have had-- not 

that they were friends before, but there was a depth of 

relationship, and he reviewed the colonoscopy and had a long 

discussion with the surgeon also and agreed that this was what 

needed to be done and said to my husband "I think you can 

handle the bag," and it was-- so later when we had the space to 

discuss this--- it wasn't what he said. It was who he was.  

There's a level of trust 

Feeling supported (HC 

provider) 

…my husband had never had a major surgery, never been in 

the hospital, never been hospitalized for his asthma, which 

really started in earnest in his fifties...Which means he was 

healthy.  So, to have a major life-altering procedure at that 

point, it was pretty traumatic. He was a motorcycle rider, big 

BMW 1,200 CC motorcycle, active in church and played 

bluegrass banjo, practiced with a group every week, so a very 

full life, very active person, so this was a very stunning 

consideration for us. 

Shock regarding 

diagnosis/treatment  

…. about the third or fourth day,  I don't think he had bowel 

sounds.  And he developed an ileus, and from there he got very 

ill, and then on one of the days he developed shaking chills, but 

he didn't have a fever, and I said, "Something is very wrong."  

And his color was terrible.  I said, "Something is very wrong 

here."  And he still had the ileus, and so they did a couple of CT 

Advocacy for partner 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

scans but didn't CT his pelvis, but he's looking worse and 

worse, and I said to the surgeon "He needs an antibiotic.  

Something is wrong here.  I think he's getting septic.”   "Oh, 

no, no, and we aren't giving antibiotics these days." Well, and I 

think by that time the rectal incision had broken open a little 

bit, and there was pus, so that's where the big pus pocket was.  

And "No, no, no. I don't think we need-- we're not doing 

antibiotics as much.  We're trying to be"-- and I said, "If you 

don't start that right now-- his white count's not up, his temp 

isn't up as it is in older people." I'm telling the surgeon "Older 

people don't show these things.  If you don't do this-- I've 

worked in ICU.  This is going to be very bad."  Well, he listened 

to me against his will, I think.  I wouldn't let him go.  I followed 

him out to where he was washing his hands.  I said, "You must 

do this for this man."  … He was afraid.  I knew him.  "Well, 

he's just a little cold."  "No, no, no. This man is very sick."  

Well, they believed me later.  So then after that there was 

another--  

Well, when he went home he was really sick, and I was tending 

him around the clock, and he just was not able to keep things 

down, and then the output stopped from the colostomy, and he 

was re-hospitalized, and he was very volume-depleted … 

Support of partner – 

symptom monitoring 

…as a partner as well, and of course I've been a critical care 

nurse, and so I know what sick looks like and I know what big 

surgeries look like, 

Previous caregiver 

experience 

…so, thankfully I was faculty at that time, and the support from 

the dean on down for me just to be with him as much as I 

needed was there, which turned out to be very blessed, because 

he was in the hospital for I think two weeks, because it wasn't 

as simple as they thought it was going to be.  

Feeling supported 

(employers) 

So, the ostomy...had that taken care of.  Yeah.  Yeah, the ostomy 

was-- 

Providing ostomy care to 

partner 

…he had a void problem because his prostate was a little more 

than normal-sized, and so he was never able to void on his own 

right then, so I was measuring the urine… 

Support of partner – 

symptom monitoring 

Then he had a-- …  He had no output from the ostomy, and so 

he had a bowel obstruction.  So, we did all the things.  I called 

the ostomy nurse. 

Advocacy for partner  
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

The student I had is an ostomy nurse, and she suggested a 

couple things, which we tried, and it didn't work, and it just 

didn't start. 

Need for ostomy 

supplies/resources 

So, I put him in the hospital.  It was on a Sunday afternoon. Advocacy for partner 

…because he had an ileus, and the on-call person would not—it 

was on a weekend again-- would not put an NG tube down.  I 

said "Listen, this guy has got to have an NG tube."  "No, no, no.  

We need to give him a little medicine."  He was so nauseated, 

abdomen distended.  I said, "He's got to have one."  Well, I 

could not-- and I should've called the on-call surgeon on my 

own, but you just have to be careful and not maybe making 

everyone disturbed… 

Advocacy for partner 

So, the head of surgery came in the next morning.  … Anyway, 

he was covering, and he had everyone around the bed, and I 

was there, and he looked at them all, and he said, "You all 

should've listened to her," because he walked in, he saw what it 

was, and he grabbed the head nurse and said, "Put an NG tube 

in right now." 

Feeling supported (HC 

provider) 

Had a wonderful physical therapist in Redlands in a small 

company she has. It was wonderful, because she was a 

cheerleader for him as well.  

Feeling supported (HC 

provider) 

One of my students had written this wonderful paper. …about 

the woman who really made a difference for ostomy patients by 

inventing much of what's used now in terms of products 

because of her sister, and there was nothing but very primitive 

stuff up until that time… So, I knew this was someone who 

understood ostomies because she wrote about what her role 

was, and so I got a lot of information from her. 

Need for knowledge 

…. but it was really all I had to learn on my own of what really 

needed to be done, particularly from this ostomy specialist that 

I knew as a student.  She was one of my students…  

Feeling supported (ostomy 

nurse) 

Well, I worked at being the nurse, but I was the spouse, and it 

was a great grief for both of us to be dealing with this, 

Adjusting to CRC diagnosis 

…and it was 24-hour care after he came home.  There was 

nothing else I would want to do,  but this was an intense time 

for both of us, 

Support of partner –

providing care 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

and because I'd been sitting nonstop in the hospital-- I didn't 

leave for the whole time he was there other than that one time 

when he was given food that I had gone home to shower, and...  

Support of partner –presence 

Well, I had to learn that (ostomy care) and a lot on my own but 

primarily from this person… primarily from this student of 

mine who is the ostomy specialist. 

Feeling supported (ostomy 

nurse) 

There was no support group.  The work of the homecare nurses 

was less than optimal.  They would do it, but it wasn't helping 

train you into-- and there was absolutely no other support 

group…  

Need support for the new 

ostomy 

…So, you're on the Internet, you're trying to figure this out.  It's 

really unfortunate.  There's just not a lot of-- so the hospital 

had nothing outpatient once you were done other than the 

homecare, which-- they took the blood pressure and brought 

supplies and things, but it was less than ideal. 

Need for knowledge 

Well, I think you've got to have an outpatient visit with the 

ostomy specialist.  No, no.  They're not specialists in this.  They 

don't know this.  They can't be held to-- and it's not just having 

them go and do the change.  It's helping people adjust to this 

whole pace of life. 

Need for more visits from 

the ostomy nurse once home 

So, of course while he was bedbound and so sick for at least a 

couple of weeks I did it entirely, all of the care, both from my 

reading and from what Anne Marie (ostomy nurse) told me. I 

put this together, 

Support of partner –

providing care 

…and the physician's office, they're looking at you to see if 

you're recovering from the surgery.  No one is addressing 

"Let's help you get through this.  …They sent us with ostomy 

supplies, so that was there, but that's almost way down on the 

list.  How do you do this?  How do you incorporate this into 

your life?  

Need for emotional support 

of self and partner 

I would go over that [dietary restrictions]with her when we had 

an appointment with her. Anne Marie (ostomy nurse) really is-- 

and when we could get out to Pasadena we had an appointment 

with her, and that was wonderful…. so she was so helpful, and 

she said "You know, you can eat some of these other things.  

Just take a little bit of it, drink lots of fluid with it, see how it 

goes." 

Feeling supported (ostomy 

nurse) 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

That's what we should've had here.  Loma Linda has inpatient, 

but that's-- it's fine, and that's good, but just giving you 

"Here's"-- they don't have a lot of time either, and it's when you 

get home and need to incorporate all this that you need this 

support and this education. 

Need for knowledge and 

support 

So, then as he was able to begin to do the changing on his own Importance of partner’s 

ostomy self-care 

independence 

I developed a whole checklist of how it went, "Here's all the 

steps of what you do," put it in a plastic sleeve and still would 

be there...that would be helpful....as he was starting it or doing 

part of it (ostomy care), and now it's just part of his life, and he 

doesn't complain 

Support of partner regarding 

ostomy care  

So, here is someone who is really a positive person and a can-

do person, and so he has just taken ownership, but that took a 

while to get to.  

Importance of partner’s 

ostomy self-care 

independence  

So, I think for me one of the biggest challenges is moving 

between being a nurse and being a spouse…  It's a role change. 

Role adjustment 

And here's one of the main things I learned.  The whole notion 

in nursing of the diagnosis of altered self-image is not 

adequate.  It's not adequate to cover this, because that is a 

cognitive construct.  Purely cognitive.  What is far closer is 

Benner's notion of embodiment, so you are your body.  You live 

through your body, and illness impacts your whole experience 

of embodiment.  Now, that is much closer.  So, if you call it just 

"Well, I need to change my mind about this.  I need to think and 

accept"-- but that doesn't even begin to touch what the reality 

of the whole life experience is. 

Accepting the reality of 

living with ostomy  

…and as a partner, I feel that too, like the altered ...closeness.  

You cannot help.  It alters everything about the dance between 

us 

Altered closeness with the 

partner 

…and last summer-- well, this summer it'll be 51 years that 

we've been married, so this is not a new relationship, and it's 

one that's weathered a lot, and so that I think is helpful, but it 

doesn't make everything okay. 

Importance of strong marital 

relationship  

It's just your adjustment...One of the very powerful things my 

husband said is "You know you're the same person, but 

sometimes you wonder."  It's such a fundamental alteration of 

who you are.  Yeah.  Last year, when he said, "It's time for me 

Adjusting to ostomy and 

lifestyle changes  
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

to go to something lighter," so he sold it (motorcycle), but he 

was within a year back to riding his motorcycle. 

His bluegrass group-- the harmonica and guitar player came to 

the hospital more than once and played a harmonica worship 

song for him, and that was huge.  Yeah, huge. 

Feeling supported (friends) 

I think that it's a mistake to say that "I'll just believe, I'll be 

victorious, I'll just see this, I'll see God in everything" if there's 

no way that you can apply your belief onto life situations, so 

negotiating and surviving through the tumult and up and down 

of such a major life, 

Faith 

…and the people who prayed for us, who cared about us were 

huge.  Huge.  Our children, grandchildren in Portland-- we 

have this wonderful picture of my older son's family, and their 

children were like three and-- or two and three through six or 

seven.  Anyway, they all stood and had a timed picture on a 

tripod taken of all of them standing together saying "We love 

you and we're praying for you" and had it blown up to this size 

and sent it for us to paste on the wall.  Yes. Those are the things 

that would make me weep, you know, remembering the 

preciousness of that… 

Feeling supported (family 

and friend) 

…how many people in our church family - - Feeling supported (church) 

…and when Herman was strong enough then his group would 

come over, and instead of their practicing for two hours 

standing up as they would normally do they said "Whatever you 

can do.  We're here."  So it was 15 minutes that he's sitting with 

his banjo, could be part of it, and they would go.  Even though 

one of them lived in Victorville (1.5 hours away], they would 

come for that once a week… And so there was that kind of 

support, 

Feeling supported (friends) 

…there was a friend of mine who when he was so sick was 

aware that I just couldn't leave the house.  This was 24/7 

nursing care, and at certain times she would bring groceries, 

like maybe "What do you need?" and would bring groceries 

because I couldn't leave.  I have another friend, and this is kind 

of funny.  When I was in the hospital and it was two weeks, and 

I don't think I left more than that one time, she said "Bonnie, 

what do you need?"  I said "I need underwear.  I need clean 

underwear."  She brought me underwear. We still laugh about 

that.  … Makes me think of this couple that is probably our 

closest friends, and one morning at seven in this time when I 

thought he was becoming septic and it still was rocky there for 

Feeling supported (friends) 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

a couple of days, but the especially serious time I called them 

up and I said "You guys, I need you to come and pray.  I don't 

think Herm's going to live.  This is really"-- and they were there 

in a half an hour.  And before she went to work-- he may have 

been retired by then, but they're just there, so people who are 

there for you. 

It also isn't something that one can enter into spiritually-- what 

I've come to say is you can't cram for your midterms.  This was 

a midterm.  You can't cram for it, midterm on life, yeah.  

Midterm meaning a severe crisis in which you need to have 

some history with the person. 

Importance of history with 

partner  

And falling down for God. You can't cram for your midterm 

spiritually. Can't cram. 

Faith 

And I wrote a letter to the surgeon afterwards for him to share 

to the hospital, because he said, "You need to write this," so I 

wrote a letter that said "Listen. I'm a critical care nurse. I'm a 

nurse for 40-some years.  I was in great need of support, and 

this is what I needed.  I needed this, this and this, not just in the 

hospital.  I needed the outpatient-- the ability of someone who 

could counsel about our situation."  And I don't know if ever 

anything's been done with that, but you need to have 

knowledgeable outpatient support. 

Importance of providing 

feedback about care 

What can you do that helps you incorporate it into your life in a 

way that you can again experience that embodiment, that "Now 

my body is this,  

Adjusting to the new body  

…and this is the new normal"? But to get there-- Accepting the new normal 

…and also, I think we as healthcare providers and also as 

society and maybe as believers expect that we'll do this sort of 

instant adjustment based on either knowledge or faith or 

something.  It's not like that.  It is a long process, and so you 

need support through the process. 

Adjustment to new normal is 

a long process 

It has certainly deepened our relationship, and we prize each 

other and every day I think in new ways with this, which is 

huge.  Yeah, I think we're getting past the midterm for it. 

Enhanced marital 

relationship 

But I'm so thankful for the support I had from my work.  I didn't 

have to think about it.  I kept up with emails and things sitting 

in the room. 

Feeling supported 

(employer) 
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Meaning units (participant’s words) 

Psychological perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

Because I was sitting all of the time and not getting regular... I 

developed a boil on my sitting-down place on my butt and went 

to my primary, and she said "I need to drain this.  It's an 

abscess" and opened the thing up and said, "I need to pack it."  

I said "Listen, I can't come in here every day."  She said "Well, 

you are going to come in every day." 

Need for self-care  

Oh, and after he got home I was packing his fistula for like two 

or three weeks.  … So, I'm going in to have mine packed and 

I'm packing his like three times a day, changing this thing.  No 

home health nurse to help three times a day.  It had to be done 

two or three times a day, so when they came I think they would 

take a look at it and check on the process, but it's also a 

mistake for healthcare providers to think that homecare is like 

the answer.  There are some things that are very helpful to just 

check on, but they're not the be-all, end-all that are going to-- 

this is 24/7, and a homecare nurse twice a week is not enough--  

Need for more visits from 

the home health nurse 

…and care coordination and that is not going to be there, so I 

think healthcare providers need to give time as well in 

understanding that this is a process and that "Let's see where 

you are," but their thought is "Let's see where you are in 

handling this in a year." 

Need for care healthcare 

providers to assess 

adjustment process regularly 

And the other thing is-- and I understand from a physician's 

perspective "We have cured you.  Hello?  We've cured you.  All 

gone.  And we've cured you from this cancer.  We've cured you, 

so you should be happy.  You should not have any adjustment.  

You should just be happy."  They don't see the impact.  Yeah, 

that's what nursing has to see, is the enormous life impact in all 

aspects of life. 

Need for care healthcare 

providers to understand 

adjustment process in all 

aspects of life 
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Meaning units (participant’s words) 

Psychological  

perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

… the procedure--Well, with that-- that was like-- it was 

terrible.  You know…Yeah, I mean, because thinking about 

Potential loss of partner  
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Meaning units (participant’s words) 

Psychological  

perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

losing my wife, you know, because I mean anybody gets 

cancer. 

First, I was real surprised and kind of shocked. But then it 

was scary-- you know, what happens?  What do you do? 

Fear regarding CRC 

diagnosis  

But then it was scary-- you know, what happens?  What do 

you do? 

Shock regarding CRC 

diagnosis 

I felt really good about her healthcare, you know, her 

oncologist, that they’d be-- you know, after talking with her.  

Importance of confidence 

in health care team  

I felt a lot better, you know, because her oncologist did say, 

“We will cure you.” And that was very uplifting.  You know, 

but just thinking about it now, it’s tough (teary) 

Importance of confident 

healthcare providers 

I’m fine…Yeah, so, I mean, it was just scary and it was-- 

yeah, we kind of went through it.   You know, I took her to 

her-- the first thing she had to go through was the radiation, 

you know, and that was okay 

Support of partner with 

transportation and 

appointments 

You know, and she was actually menstruating at the time.  

The doctor told her, you know, said, “Well, enjoy it because 

this is your last one.” <laughs>  And we’re like, “What?!”  

So, she went, I guess, straight into menopause after that. 

Use of humor  

You know, but I mean, I went to the facility getting her 

treatments.  We did that every day.  Yeah, yeah, she went 

through six, I think, of radiation.  Five or six weeks of 

radiation, but it was, like, every day except for the weekend.  

Monday through Friday…You know, I mean, I went and sat 

in the waiting room. 

Support of partner with 

transportation and daily 

appointments 

 <laughs> But, you know, they tattooed her, you know, they 

were going to pinpoint the radiation. 

Use of humor 

You know, I mean, go through that.  She did most of it.  You 

know, she takes-- took care of herself a lot.  Did a whole lot 

better than I could do. 

Appreciation of partner’s 

self-care independence  

…you know, provide the emotional support.  You know, I 

mean, I could drive.  

Support of partner 

emotionally 

Nothing I could do with the radiation and stuff.  Just drive 

her.  So, we got through that. 

Support of partner with 

transportation 
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Meaning units (participant’s words) 

Psychological  

perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

And she got the ostomy, which I didn’t know how that was 

going to work out…… So, you know, basically, to me, it’s a 

crap bag.  <laughs> You know, but that’s okay. But it is what 

it is. 

Use of humor 

And she had a couple of times where she was kind of feeling 

sorry for herself.  You know, who wants to walk around with 

a bag?  You know, it’s like-- you know, you can live with it, 

but your quality of life-- it’s kind of deteriorated because of 

that. here on Earth.  You’re dead.” 

Accepting that living with 

an ostomy diminishes  

one’s quality of life  

She was feeling sorry for herself.  Basically, I told her to 

stop-- to shut up, she’s not dead. I said,  “That’s the 

alternative.” I said, “You can go through this crap, you 

know, and it’s not fun.  But the alternative is you’re no longer 

here on Earth.  You’re dead.” 

Support of partner 

emotionally through 

recognition and provision 

of perspective 

So, you know, she’s still here, so,-- you know.  Suck it up and 

let’s get through this.  So, anyway.  And then it was like, “All 

right, fine.” <laughs>  

Coping by getting through 

I think that was her-- that [chemotherapy] was for her the 

worst experience, I think, for going through the treatment just 

because the chemo-- you can be fine that day, but then the 

next day or two, for a couple days after that, you just feel like 

crap.  So, I did what I could to make her comfortable, but 

then again, she pretty much took care of that herself.  

 Support of partner’s 

chemotherapy (making her 

comfortable) 

You know, every now and then, I guess it would leak  And I’m 

kind of like--Well, I guess, you just have kind of-- you know, 

yeah, clean it up.  

Accepting that accidents 

happen 

You know, and if we were out some place or something like 

that or, you know-- and I was always saying, “If you gotta 

go, just let me know and we go.”  And it didn’t matter where 

we are, what we’re doing, because-- if you need anything, 

call me,” you know, “ in addition,  I said, how best-- taking 

care of that was not much. 

Support partner by talking 

about needs, alternatives, 

and own desire to be 

supportive 

... making sure she could be as comfortable as possible and 

not-- I would not put any stigma  on anybody who’s got a 

crap bag, you know.  That’s a-- I’d say, “Hey, you blew the 

crap, dear. Let’s go!” <laughs> 

Use of humor  
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Meaning units (participant’s words) 

Psychological  

perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

Yeah, it was like, you know-- I understood it was a-- I guess I 

would say medical issues are kind of-- I’m not a stranger to 

them.  You know, my mom was a nurse.  You know, I worked 

at a hospital.  You know, when I got out of the Army, for my 

first job I went to the hospital for five years.  I worked in the 

supply room. , I would place to, you know-- that was a great 

job, you know? 

Comfort with hospitals and 

medical issues 

Just because we are dealing with life and death situations 

and you can’t-- just can’t worry about everything and 

everybody, because crap is just going to happen.  So, 

anyway, so, for me it wasn’t an issue, you know, dealing with 

it.  It was just something we had to get through.   

Coping by “getting 

through “and limiting 

worry. 

For me the biggest challenge was keeping her spirits up and 

her-- you know, keeping her attitude positive as much as 

possible.  

Importance of helping 

partner to maintain 

positive attitude 

You know, I don’t-- for me, it’s like-- the only real challenge 

was just accepting that my wife has got this horrendous 

disease, cancer, you know, and she could die. 

Difficulty accepting 

partner’s cancer diagnosis 

and possible death 

 ….coming close to that realization wasn’t easy, but once I 

did it was like, all right!  You know, what do we do?  Where 

do we go? 

Accepting partner’s cancer 

diagnosis and possible 

death 

 … so, I worked while she was there, and my work was very 

supportive.  You know, they said, “You need time off?  You 

need to-- take care of it.”  Yeah, so, that was helpful.  You 

know, but as the spouse of a cancer patient I had it pretty 

easy. <laughs> 

Feeling supported 

(employers)  

 … just to me, well, it occurred to me once you have that, 

cancer-- this is just my belief-- it doesn’t go away.  It’s in 

your body.  You know, it can come back.  You know, because 

after that she had-- got diagnosed with a thyroid growth or 

cancer.  So, they took out her thyroid. 

Risk of cancer recurrence 

And but I try to make light of it, told her if she kept losing 

parts I was going to try to keep her together before she fell 

apart.  <laughs> I said, “So, don’t lose any more parts!” 

Use of humor  

“Holy crap.”  You know, I said, “Are you back into 

menopause?” 

Coping with partner’s 

mood swings  
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Meaning units (participant’s words) 

Psychological  

perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

So, I know somebody else, it was a lady that we know, she got 

sick.  She had cancer, too.  I’m not sure.  You know, but she 

said-- you know, her personal thing was that she said 

something to the effect was “Well, she’s lucky you didn’t 

leave her.”  And I was like, “Who- who would do that?!”  

<laughs>…Yeah, but we’ve been married thirty years, you 

know?  And all of a sudden, “Oh, you’re sick. I’m outta 

here.”  I was like, “No.”  So…Yeah, so, you know, our 

relationship is still really very strong. 

Commitment to strong 

marital relationship 

So, you can’t change death. ….. we try to have savings 

accounts, you know, save money, and stuff like that.  But it’s 

like not-- we’re not-- we’re no longer…You know, but if we 

need to do something-- you know, we want to do something, 

go ahead and do it.  You know, we’re going to go on 

vacation, we’re going to fly someplace, well, let’s fly first 

class instead of coach.  Yeah, you know, I’ve got this money 

sitting there.  You know, and that’s one reason why we now 

have a house in Big Bear.  And the boat, too…Yeah, because 

I had a saving-- I was a retired federal employee, so, I have a 

pension.  I have a pension, but I also had a savings account, 

you know, that I put money into for, like, twenty years.  And 

when she decided she wanted a house up in the mountains, I 

let it go.  A house up in the mountains to me is like... ehhh. I 

don’t really care.  You know, I don’t like the cold. <laughs>  

You know, so, having a house up in the mountains is, like, 

“Well, this is nice, but it’s not really what I want.” But-- and 

I said, “Well, you know, if that’s what you want--” I said, “I 

don’t know.”  I said, “I’ve got this money.”  I said-- and I 

never even thought about it, looked at it.  I just let it sit there, 

grow a little interest every year.  Yeah… well, you know, and 

I said-- so, I said, “Tell you what?  I’ll liquidate that, we’ll 

go buy your lot.”  So, that’s what we did.  And, so,…Yeah, 

that’s about the only—I made it a conscious decision, I guess, 

now to go ahead and let that stuff go.  You know, don’t pull a 

cash box behind the hearse. 

Facing death changes 

one’s perspective about the 

future  

Okay…This is just my opinion, but Kaiser has one-stop 

shopping.  They have all of the different doctors, all the 

different facilities, everything you need under one roof.  Well, 

I think that’s a huge advantage for the patient. 

Need for care coordination  

I’ve seen other people-- we have a good friend of ours who 

was diagnosed the same as her but younger.  You know, his 

cancer’s I think is a little bit more advanced, but the doctor-- 

Need for consistent care 

protocols 
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Meaning units (participant’s words) 

Psychological  

perspective 

focusing on experience of 

CRC diagnosis, surgery, 

and ostomy (Psychological 

language) 

they couldn’t save her, but he went to one doctor and then 

they would send him off to somebody else and then somebody 

else would say, “Why are you doing this?  Let’s do that,” 

blah, blah, blah, blah.  You know, there wasn’t a set protocol 

for the healthcare providers to follow.  It was everybody had 

their own different protocol.  And I think having one, I guess, 

corporate-approved protocol and everybody being on the 

same page, I think that was a huge benefit for my wife… I 

really do. 

But she ended up hospitalized and her doctor couldn’t go see 

her, because she didn’t have privileges at the hospital and 

the doctor’s office was right next door!  I’m like-- you know, 

so, she got-- while she was hospitalized she was seen by some 

internist who really had no idea of her needs, history, or 

anything else.  And I was like how the-- I was flabbergasted. I 

was like, “How does that work?  How can her doctor not see 

her?” 

Importance of care 

coordination 

You know, anyway. So, the only real advice I can give you for 

somebody in my situation is get-- you know, provide the 

support you can and be number two.  Don’t be number one… 

You know, you’re not-- you’re no longer-- not that you’re not 

important, but you’ve got somebody who’s dealing with a life 

and death situation for them personally, you know.  Make 

them number one. 

Support of partner - being 

number two 
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Transcribed Interview of P #1 
                         

PI: Hi.  Today is Tuesday, June 20. Thank you for allowing me to interview you and you share 

your story.  So, the first question I’m going to ask is that what is your lived experience of living 

with a person with colorectal cancer diagnosis who had surgery and ostomy?  

PM1:  She’s personal about it (the ostomy), so I don’t really have too much to do with it.  So I’m 

kind of whatever happens will happen type person. 

PI:  What do you mean whatever happens happens? 

PM1: Oh. Well, like, when my father died, you know, he died, and I wasn’t happy about it but, 

you know, when my mother died, you know, same thing.  That was just something that happens. 

PI: Going back to your lived experience… 

PM1:  Well, she’s had- had so many different medical situations and she’s had, what, one, two, 

three, think, four different types of cancer.  So…I can’t remember which one--which one came 

first. <laughs> You know, she’s had skin cancer on her face.   I think it (colon cancer) was Stage 

4 and she had the surgery, and she had the chemo and X-ray, I think…I can’t remember.  I think 

it was she had radiation there one time too… Think it was-- might’ve been the same time. Hold 

on… Even the first one I wasn’t, you know, really shocked. My wife was more concerned about 

it, but now with the medicine she’s feeling lot better, so I wasn’t overly concerned…but I knew 

that, you know, if it got worse, that she could die.  Like I say, cancer’s just part of life. 

PI So what was your reaction to living with cancer diagnosis or did the colostomy?  Having a 

colostomy— 

PM1:  She’s never actually shown it (ostomy) to me…No.  I’ve seen, you know, pictures of them 

in the material that she gets and so forth, and I’ve heard about the… Basically other than the one 

nurse that we got, she just did it (ostomy care) herself…She’s a strong gal.  Yeah.well, it-- she 

had the bag on, attached. Yeah.  It was-- one time I was getting medicine over here at Kaiser.  My 

wife and this other guy started talking and both had colostomies and pulled up his shirt and 

showed his bag. <laughs>… It’s not exactly an arty thing to do, but…You know, like I say, it’s 

just kind of part of life…Just…  Just, like I say, it’s just part of what’s happening. 

PI:  Did she get help with ostomy? 

PM1:  No, she did not ask for help in ostomy stuff like ordering supplies…the home health nurse 

did that in the beginning…They kind of worked together and so with Kaiser basically they got a 

system going…but now that we’re in this other insurance company that she’s having a lot of 

complaints with the way that the doctors and the suppliers work together and couple times she got 

pretty close to running out of supplies because of messing around and all that kind of stuff. 

PI:  Any problems in ostomy? 

PM1:  Problems? Oh, yeah.  She’s had leak incidents where, you know, even on the truck at one 

time she had a, well, not just a leak...It was kind of exploded and she had to clean the whole back 

of the truck and she just told me to keep driving.  She got it cleaned up. Yeah. She’s a very 

independent woman. 

PI:  What are your perception of the treatment and the colostomy? 

PM1: Well, <laughs> you can’t really do anything about it, so you have to accept it.  You know, 

you go on with life. Just take it, accept it, part of life… Can’t really say it’s normal, because it’s 

not normal for everybody…Basically it’s—something that happens. The cancer happened, the 

surgery, chemo and X-ray thing fixed it, and you move on… 
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PI:  In closing, anything you want to add?  What about support? 

PM1:  Yeah. If they ask for support or something. Definitely, but we didn’t really need it. Just 

home health visit few times.   Again, she’s very independent, figured things out, and dealt with it. 

Whereas somebody else might require more help from their mate, spouse…Yeah, she’s 

independent…  

PI Yeah.  Well, okay, it’s like you’re a man of few words. <laughs> 

PM1:  Like I say, I can’t do anything else but take care of her.  Yeah. And listen…Yeah.  I don’t 

talk very much. 

PI: Yeah.  Well, thank you though for just spending a little time with me. 

PM1: Yeah. 

PI: All right.  So that ends our interview.  Thank you. 

  

Transcribed Interview of P #2 

 
PI:  So thank you for allowing me to have this chance to get to talk to you about your lived 

experience of living with someone who had the diagnosis and surgery and colostomy. 

PF2:   It's ileostomy. 

PI:  Okay, yeah. Well, the thing is, the word "ostomy--" 

PF2:  I thought you said colostomy, and I'm sorry. 

PI:  Oh, ostomy, ostomy. 

PF2:   Okay. 

PI:  It could be an ileostomy or a colostomy. So I'd like you to share your lived experiences and 

reactions and meaning of having a partner who went through those, the diagnosis the surgery and 

an ostomy. Which is the most difficult part or whatever? 

PF2:  Okay. Do you want me to just kind of tell it like it happened?  

PI:  Yes. 

PF2:   Okay. Ron suffered from when I very first-- when we were very first married with loose 

stools and quite often blood in his stool. And at that time-- and we've been married 52 years-- So-

- at that time, he had had a sigmoid scope-- I think he had it a couple different times, you know, 

and it just didn't seem as-- he never said anything, and we didn't, you know, it wasn't talked about 

polyps or colitis or anything like that. And this went on and on and on and finally five years 

before he had his surgery.   So it was the year 2000 he had a colonoscopy and he was diagnosed 

with having ulcerative colitis and they right away started treating him with high dose steroids   

and then over the years tried different things, methotrexate and all the things, and he was in an 

experimental study with that and it just continually got worse.  And he had an appointment with 

his gastroenterologist on a Friday and he was so bad, you know, I mean, she just said he'd need to 

see a surgeon, so she made the appointment for Monday. And that weekend, he had 27 bowel 

movements in one day, you know, diarrhea and bloody stools. And he went in to see the surgeon, 

he didn't realize, he'd been sick off and on so much he didn’t realize he had a 101 fever in the 

doctor's office and the surgeon, he said, "I'm sending you to the hospital and you're not going 

home with a colon."   And we didn't know till-- this was in early afternoon-- we didn't know till 

10:00 that night he was going to have to perform emergency surgery. His colon was so inflamed 
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and stuffed up with all kinds of stuff that they were concerned about doing it, that it would 

perforate if they went ahead and did surgery, but they were able to calm it down and by ten 

o'clock they told us they couldn't wait any more to do it.  So that was on Monday and then he did 

the surgery on Wednesday and they removed his total colon and his rectum. And it was pretty 

tough, you know, for Ron to accept what was happening to him, because I had mentioned before 

possibly having the surgery and the gastroenterologist at that time said, "Why would you even 

suggest that? He doesn't need that."   And he went in to a different gastroenterologist from Kaiser 

for GERD issues and she talked to him one day and said, "Ron, you don't have to be going to 

different-- to two of us.   You could choose to just go to one of us." And so she stepped out and 

Ron knew my feelings, because I liked her so much better than the other one, which it wasn't me, 

it was him. So we went with that doctor and it just boom, boom, boom seemed to click that he 

had the help, that he really needed.  And he immediately after having the surgery, he said, "I 

should have had done this two years ago." The first-- No, no, first when he woke up, he said, "I'd 

rather have cancer."   And I said, "Ron, if you had cancer, it wouldn't be cured, and it could come 

back.” And he did have cancer, some part of the colon came back with early stage of cancer.  

PI: Early stage? Do you know the stage? Any treatment like chemo? 

PF2:   Stage 1 or 2. I think he just continued the methotrexate, which he took when early on. We 

were told that the cancer could have been worse because of the ulcerative colitis that he had for a 

long time.   I was with him a lot in the hospital. He was in there ten days. I learned, you know, 

how to care for it and Valerie, my daughter, even watched the changing of barriers. Our daughter 

was there to see. She never did do it, but she was in there to see what went on.  

PI:  Did anybody at Kaiser staff help you with the ostomy? 

PF2:   Yes, we met the WOCN, Vickie. I forget her last name. She was a wonderful person. She 

gave us a little guided show, a binder that we still use for reference now about things.   And in 

that it talked about support groups and Ron is not a person to often do that sort of thing. I'm more 

inclined to accept that than he is. And we went, the first time either he had surgery-- I don't 

remember when, you know, the first time in January or February, and the night we went, there 

was another man there at that time who had had the same kind of surgery Ron had for the same 

reason and he had his surgery had been performed nine years before. He spent 45 minutes after 

the meeting talking with Ron and it was amazing. And well, we were both amazing when we 

walked in the meeting, all these normal people sitting in there. <laughs> You know, you don't 

know. 

PI:  You don't know? 

PF2:   And I mean, there are a lot of, we've since learned, there are a lot of ostomates. I think the 

estimate now in the United States is somewhere between 700,000 ostomates in the United States 

last year alone.  But anyway, I don't know if it's in me to be kind of the caregiver to help, around 

Rob when he's had other surgeries again, and it didn't make me squeamish. I was around my 

mother a lot when she was dying of cancer, you know, and that's a whole different thing because 

she had a terminal kind of cancer, but I still was okay with it when he came home from the 

hospital. 

PI:  How long was he in the hospital? 

PF2:   Ten days. He was pretty sick. <laughs> And, yeah, he was in ten days. And then we had 

the home health, wonderful home health care, again through Kaiser . 

PI:  And that was the ostomy? 

PF2:  All of the WOCN came to the house. And anyway, I changed his barrier, you know, and 

helped whatever way I could. 
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PI:  Were there any challenges in the ostomy care in the beginning? 

PF2:   No. I mean, well, a funny thing is when we're in the middle of it, first-- well, I mean, not 

too long-- he had the surgery probably within the first couple of weeks, a week or two and he was 

home, he got up from his chair to walk into the bathroom and stuff just-- stool just ran all down 

his leg onto the floor. His caregiver forgot to close the pouch. 

PF2:  If that'd be me--<laughter> So it wasn't funny at the time, but it's funny now. 

PI:  That, I mean, was one of those clips. 

PF2:  I believe we did have a clip, yeah, for the roll. But it's beside the point. 

PI:  I know, that's right. 

PF2:  Didn't do it 

PI:  It's a very important step. 

PF2:   I didn't do it. And then that Christmas we were invited to Valerie's in-laws for Christmas 

dinner, which we went, and Ron had a horrible accident.  It just, he felt it break loose and we 

went into the bathroom and I went to the car to get his extra. In his car, he carries it to this day, a 

pouch in our car and a change of clothes of just sweatpants or a shirt or shorts or whatever.  And 

he was extremely embarrassed by that, you know. He was really upset, and we just talked through 

it. I drove home, and we talked through it. I said, "Ron this is one of those things, you know. But 

they will, everybody there will understand. They know what has had and understand and all."   

 But that was really challenging times for him more than for me, but I had a lot of empathy and 

care and concern for him because of how much it was affecting him that he had accidents like 

this.  

PI:  And did it affect anything else in your marriage?  

PF2:   In closeness, whether intimacy or--? No. That's still very much alive in my husband. 

<laughter> 

PF2:  I mean, as far as, you know-- 

PI:  Yeah. 

PF2:   The sexual desire and all that, so. But aging has been-- more affective of that, than the 

surgery, you know, as far as being intimate. I mean, and again, and he is more conscious of it than 

I was, I mean. 

PI:  Did it bother you? 

PF2:   No. I mean, it's a part of who Ron is. You know, just because he has this little thing 

hanging on his side, he's not a different person to me. 

PI:  Exactly. 

PF2:   And I realize people get divorced over things like that. I don't know personally, but I've 

heard at conventions that they just, the partners just can't accept it. 

PI:  How long were you married when he had that? 

PF2:   Ten or twelve years. We’ve been married 52 years. I had something that I wanted to tell 

you, but I can't think of it now. Oh. For probably 2-1/2, 3 months, I changed his barrier all the 

time and I would have continued doing it and one day he said, "I think I ought to start doing it 

myself." I said, "I think that's a good idea. 

PI:  Right, for sure. <laughs> What about your daughter? 
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PF2:  I just told her about how long that I-- a few months, I think like 2, 2-1/2 or 3 months that I 

changed your… 

PI:  I know.  

PF2:   Anyway, it was his idea that he needed to do that and... And I said, "I think you're right 

too," and so he started doing that, you know. And if I'm home, I still help him. If I'm gone, he 

does it, you know, because he's got to take care of it.   And I'm fortunate I didn't have to change 

my cooking. He's able to eat everything and anything. A lot of people have to really adjust their 

diets and Ron didn't have to do that, which makes it easier for me. 

PI:  What would you say was the most challenging with the whole experience of the disease, the 

surgery, and the ostomy? 

PF2:  For me? To see Ron, you know, having to have this done and then you adjustment for him. 

That's the hardest, the emotional part of it, I think.  But the physical part of it, seeing it and being 

around it wasn't a problem, you know. 

PI:  How does living with him affect your daily life, social-- with an ostomy? 

PF2:  I would say it doesn't, living through it.  

PI:  Did it change your traveling, I mean if you do--? 

PF2:  No. With can still travel like a 2000 mile journey. 

PI:  Wow. 

PF2:  And we fly too. We've taken several flying vacations. It hasn't kept us from doing anything 

in the world, yeah. 

PI:  That's good. Let's see. Well, those are the only questions I have, but the closing question is 

do you have anything else to say that would help those that have a new one and with facing the 

same challenges as you have? 

PF2:  As far as the care? 

PI:  Or everything else? 

PF2:  Yeah. I would just hope that they find people that help them in the beginning as much as 

the good care Ron had and as much support that we had, both of us. 

PI:  Did that help you the most in adjusting? 

PF2:   Yes. And we didn't realize that that wasn't the norm until I think for the most part we came 

to California and we've heard so many people, quite a few people, say they were sent home with 

maybe one pouch and one barrier and there you go. They didn't know the first thing about how to 

change it, how to do it and didn't have anybody to help them with it.  And Ron still gets calls 

from people.  "Where can we call? What do I do if we need supplies? My contact, I'm having this 

problem of soreness or my pouch keeps breaking." "Well, do you have a WOCN in your area?" 

And Ron from the very beginning was aware of all that, that if you needed help, you knew where 

to go to get help. 

PI:  So the WOCN was a big part? 

PF2:   Oh, yes, having them in the hospital to talk to you about it and show you and then the 

follow-up.   And then he's been very blessed that he hasn't had to have other surgeries because a 

lot of people do have to have other surgeries. But some of the people would get help so that when 

the-- they don't get it in their system with their doctors until they get the help that they need. 

PI:  Were the doctors helpful with you? Well, it was emergency, so.  
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PF2:  Well, the surgeon, well, we love the surgeon. I mean, he was great.  But as far as him 

dealing with issues of your barrier or if something broke loose, we didn't have to go there because 

he had this, one of the WOCN And I think that was part of Kaiser's policy that the way it's set up 

you just had that little you know, and he did, you know, he just had to go in as far as the surgery 

for his checkups and then follow-up afterwards. I don't even remember how many of those or if 

there were very many, because he didn't really have problems with his wound. 

PI:  They do have good.  

PF2:   A little side story. We went to play golf one day and when they walked up to the tee box, 

and we said, "That guy looks so familiar." It was Ron's surgeon, his ostomy surgeon. <laughter>. 

We play golf with him that day. A very young man. I said, "I would like to know--" I never did 

ask, but I'd be curious to know how many of those surgeries he had performed when he did Ron's 

because he was so young. 

PI:  Well, that's about it, Darlene, and thank you for-- Unless you have other things to tell me. 

PF2:  No. I probably said more than enough. 

PI:  All right. Thank you. 

PF2:  I hope I answered your questions and my answers will be of help.  

PI:  That's the goal is to help--. Thank you again. 

End of Interview 

 

 

Transcribed Interview of P #3 
 

PI:  Thank you for allowing me to interview you for my research study. What is your experience 

of living with a person with the diagnosis, surgery and had ended up with colostomy? 

PM3:  Ileostomy. 

PI:  Ileostomy, yes.  

PM3:  Basically it's not a problem, but there's always something that's happening all the time, "I 

have to run in and change my ostomy," this bag, or we'd go somewhere, and she says "Oh, we got 

to come back because I feel I'm having a problem," but basically it's not a problem. In other 

words, only when she has an emergency is it a problem.  

PI:  Even in the beginning? 

PM3:   Oh, in the beginning? Right from the start before when she was in the hospital before 

anything she said that "If I have an ostomy when I come out of the surgery I'm going to kill 

myself."   She... 

PI:  She wants to... 

PM3:  She didn't want to live with it but when she came out of everything took the change. I 

mean, she didn't say it anymore. It's not a problem. She came out of surgery. Do you want to 

know about the surgery? 

PI:  Yes, go ahead. The experience. 

PM3:   Well, it started on... 

PI:  Your story. 
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PM3: I don't remember what day, but we had invited my cousin over to visit us that afternoon for 

lunch, and they had never been there before in Florida, ever visited. They just came, and I had 

another cousin locally, so he came over too, and we were all going to lunch,  and Harriet said "I 

don't feel good. I'll meet you down at the lunch." And then she called me and said "I can't come. 

It's something not right ." So that was like at about 3:30 in the afternoon, 3:30. I... 

PI:  Was she healthy before that? 

PM3:  Yeah, she was fine up to that point. And what happened was I told my relatives "I have to 

take her to the doctor," and so I called the local doctor. Fortunately he was able to take her, and 

he said, "Bring her right over," and I went to the local doctor. It was like if you figure it in blocks 

maybe five blocks in Florida,  and he says "I think you may have diverticulitis. Go right to the 

office," but then he realized that the office was closed now because it was like 4:30 or five, so he 

called the ambulance, and in Florida the firefighters and the ambulance are the same. So they 

must have gone for lunch because there was a supermarket, right, the Public supermarket right 

next-door, so they were there in two seconds, and they checked her out, and they said "Well, she's 

not really dying." If you have a heart attack they take you right away. So they called a private 

ambulance, and they came into the doctor's office, and she went in the ambulance, and I had gone 

to get her something, and I had to change whatever it was, and I went to the emergency room, and 

they kept her in there, and they did testing, CAT scans and others, and they said, "She has to have 

surgery."   And they had given her medicine for the pain, and she was a little out of it,  and we 

tried to get ahold of the surgeon that was on duty that could do this type of work, and about 

10:30, 11 o'clock at night they still hadn't found the doctor that was on call, so I called my regular 

doctor back, and he said "Well, we'll wait till tomorrow." Had he waited till tomorrow she would 

be dead, because she had necrotic bowels?  Well, they didn't know this until the surgery, of 

course. Finally we got a surgeon about one o'clock in the morning, and they prepped him. He was 

part of the group, but he wasn't the surgeon for the job, but he was the on call... 

PI:  He was on call? 

PM3:   Yeah, on call. So he said to me-- he came over and he says "Look, I'll do the surgery. 

Don't worry. I'll probably have to take about this much of her out colon" and I told him about my 

wife's thing, that she'd kill herself if she had the thing (ostomy)... 

PI:  She was a nurse, so she knew what could possibly... 

PM3:  Possibly be, but she had no idea. As far as we did we thought it was diverticulitis, and at 

two o'clock in the morning he came, and he said to me "Don't worry. I prepared the nurses in 

advance, so they got the operating room ready while I was driving in, so I'm ready to go,"   and 

that was two o'clock in the morning, and they were in the operating room for about two hours, 

and I was in the surgical waiting area, and then he came out, and I saw them rolling her, and he 

said "She's at a very critical point. I hope she makes it through the night, and a complete bowel 

has died," so they had to do it. We have no idea why. It may have been the medicine she was 

taking, it may have been a clot or a tumor.   So that started, and then I wasn't going to call 

anybody at four o'clock in the morning. That's crazy, so I went home, and about seven, eight 

o'clock I called people, and they all yelled at me for not calling them to come and stay at the 

hospital, her friends and other friends. 

PI:  Did you have kids? 

PM3:  I have two daughters, but they were not home.  So I think the next morning a friend of 

ours who we used to go to sleep away camp-- so one of the doctors, who is still friends of ours, 

was a gastroenterologist, and he happened to be there, so I called him up, and he came, and he 

listened to-- the doctor that did the surgery was very nice. He spoke to him. My friend got off the 

phone and said, "He did the job he had to do, so I trust him."   and then Harriet's sister came up, 
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and they were outside the emergency room. She couldn't talk. She had tubes down her and 

everything. She said to me after her hands were tied. And my kids came down. I don't remember 

the exact time. And that's basically what happened.  She woke up. She found out what she had... 

PI:  How did she react seeing the ileostomy? 

PM3:  I'm not sure. I don't remember. It had to be good, I mean, because she was there for a 

couple of days, and then she went to rehab, and one of my sisters flew up. The kids were there for 

a while, but they took her to rehab.  They were supposed to have the pouches ready and all the 

equipment, and they didn't. They weren't ready,   and I said "Well, I'll go get"-- they ordered it, 

but they didn't have one part, so I said "Where is it? I'll go get it." It was about, oh, 10, 15 minutes 

away in a store locally. You know, closing at five, but this was like 10 to five. I said, "I'll go get 

it." I made it... 

PI:  So the hospital didn't have it? 

PM3:  Not the hospital. It was the... 

PI:  Oh, the rehab place. 

PM3:  Yeah. They didn't have the stuff in stock. They had to order it. They got most of the order, 

but they were missing this part. I don't remember if it was the pouch or the other part. So I drove 

there and back in about five minutes, and I got the part, I brought it back,   and then there was a 

male nurse who helped her change. That was her big fear. And then after a while my sister came 

down and walked her, took her, because she was getting better and better and better.  

PI:  What was your perception of the ileostomy and the disease? 

PM3:  Fortunately, I don't know how, but either at the hospital at the time I picked up a package 

from Hollister that had a disc in it that explained the whole thing, so while she was in the hospital 

still I watched the disc, and I knew what had to be done, and I knew what I was talking about, so 

that was very helpful, and I didn't panic or anything, and I really never had  to change her.  

PI:  Who changed her when she got home? 

PM3:  She did.  

PI:  She did, because she knows how?  

PM3:  Well, no, she learned how. She never did it before. She wasn't an ostomy nurse... 

PI:  Oh, okay.  

PM3:  She wasn't a WOCN nurse. And since that time she's been changing it. She has accidents 

on and off. Very frustrating for her, because, not only that, she had other problems. 

PI:  Did you travel a lot?  

PM3:   Travel? No, I didn't travel. We had traveled. We had traveled before this all happened, a 

couple countries in Europe,  France, Italy, a couple other countries we went to, and we saw a lot 

of things. We went with another couple, some friends of ours. He was an art history major, and he 

was the superintendent of schools, and the four of us travelled a lot.  

PI:  How was that? 

PM3:   That was marvelous, because we went to an art museum, and he'd sit there and look at 

that thing, and I said, "What are you looking at?" Well, I didn't understand what he was looking 

at, but I learned a lot going with them. We did it maybe about four or five years.  

PI:  With the ileostomy... 
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PM3:  The four of us. No, before the ileostomy... 

PI:  Oh, before that. How'd that... 

PM3:  After the ileostomy I know we've been on cruises. I don't think we went overseas during 

that. Oh, we may have. We went on a river cruise to Amsterdam <inaudible> on a river cruise, 

and I think she still had the ostomy. And on a regular cruise-- we've done two or three of those 

when she had the ostomy.  

PI:  So the ileostomy lessened your travel? It slowed down... 

PM3:  It did really slow us down.  One time she had something to do with the bladder, and they 

made it too tight, and this is after the ostomy, I think. I think so. And she had to cauterize [sic] 

herself until they could go back and straighten it and clean it up, and I made a device for her on 

the tripod with a mirror a light, and she was able to look down and see how to cauterize herself.  

PI:  Wow. 

PM3:  Yeah. She always yelled at me "Patent it, patent it, patent it."   

PI:  What was the biggest challenge for you as the partner? 

PM3:  The partner?  I guess the biggest challenge was the emotion. I want to go somewhere, and 

we're not ready because she had to stop and change and do like that. Really I didn't have to do 

anything yet? 

PI:  You just have to do it.  

PM3:  She did it, but her main anxiety was if I die first who's going to take care of her, who's 

going to help her, who's going to do what, because I was her big support. She just told me every 

night when it first happened, so that's basically it. It still happens now, and she does all the 

changing. I don't have to... 

PI:  You never did, yeah. 

PM3:  No. She would do it, and... 

PI:  What was the role you played in the early... 

PM3:   My role was there to support, and I had brought it up at the meeting. I said "What do I 

say? Don't worry? Everything will be all right. We'll take care of it."   And I said, "If I die first 

you'll get somebody to come and help you."    But we had a meeting this morning of the men who 

are support people, and I brought that same question up to them. What do I say? What do we do? 

Just turn around and say "We know it sucks. That's it." And if we have it we have to deal with it 

and not say "Oh, you'll be better," or "We'll do this." Come straight out and say "It stinks. It's no 

good. We know it, but we have to deal with it."  And sometimes they're  right outside the room.  

PI:  Right. I heard you. I was listening to you.  

PM3:  Yeah, I saw you sticking your head in.  

PI:  It seems like that's what I hear from people your age, like "That's it. Deal with it."  

PM3:  We can do about it.  

PI:  Anything else that you would like to share that you think would help others maybe in 

closing? 

PM3:   Just be there for the person. First of all, know what basically you have to do. I did cutting 

out circles for it...  

PI:  There was no WOCN for you? 
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PM3:   We have one now here.  

PI:  But early on no? 

PM3:  No. We had maybe nurses that came. I don't know if they were WOCs. I don't remember.  

We had a support group in Long Island that we used to go to, but since we became Florida 

residents there's only one meeting that we could attend. In fact, at last year's show we met a 

woman, and she became in charge of a support group in Long Island, and she's still running it, but 

we never make a meeting there because we're in Florida at the time, but we have a support group 

here. Very important.   

PI:  Very important.  

PM3:  ,And it's funny, but it's really not funny, but I have this friend who's here now who I've 

been friends with since we were kindergarten students, so it's a long time ago, and about four 

years ago he had the same thing. Harriet had it, and he had to go in the hospital or something, and 

he got it and came out with an ileostomy, and he's now in charge of our support group, and with 

another gentleman they're doing a terrific job.  

PI:  And he has no spouse?  

PM3:  Yeah. Well, he lost his wife many years ago, but he's living with a girlfriend that we had 

in high school. Her husband died, and his wife died about the same time, and people mentioned it. 

They got together, and they're together. She's not here now because she has a very big problem 

with her leg. She couldn't make it, but he's here, him and this other guy, and they've been talking 

to a lot of people and getting information, so it's ironic...  

PI:  Ironic. That's life. 

PM3:  where life leads you to, and so in Florida we go to the meetings. It's Sunday support 

meetings.  

PI:  So basically you're saying support...  

PM3:    Support is very important… As a spouse or a caregiver know what has to be done and 

don't shy away from it. Don't say "Ugh, that's ugly. I can't stand it." I've taken so many stool tests 

that it doesn't touch me at all. It doesn't bother me. I'm not afraid of stool.   

PI:  Did it affect any other aspect of your married life, having an ostomy?  

PM3:   No, not really. At this age it's not easy having se at all. There are too many problems with 

me, but we do what we can, and it's getting better and better every time with what's happening.   

Things have changed. For instance, she could always come to bed with shorts on, underwear, and 

she'd cut out the middle part, and I said "Get rid of it. Don't have anything. You don't need 

anything, because nothing's going to happen,"   but she's always worried about the pouch 

opening. That's always the issue... 

PI:  Even now?  

PM3:  Even today, especially coming to bed with no clothes on. It's like it's always there. There's 

a fear every time that there's going to be a leak, or the pouch is going to open, and it's happened 

many times, and that's on the mind of the person that I know all the time.  

PI:  And leakage seems to be an issue? 

PM3:   We have an extra set in the car. We have an emergency kit waiting in the house if we 

have to go to the hospital. So that's the big fear I think of the ostomy now, is "Am I going to have 

a leakage?"  She was wearing white pants, and she was afraid that there should be a leakage. I've 

gone to places where she's had to leave because she did have a leakage at some point. It's getting 
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better. We haven't had that for a while, but it's always there,  and the ostomy-- as far as I know, 

we'll always be afraid that there'll be a leakage, because her belly is not a smooth belly. She's had 

surgery here, she's had surgery here, so it's all... 

PI:  There's indentations and all that. 

PM3:  It's all that, yeah, and today we just got some tape from conference. A lady showed her 

how to put the plastic on.  

PI:  The stomach clinic?  

PM3:   No. There's a lady, Shelly Missprada, with the plastic. You put the little round, and you 

take off the bottom plastic and adhere it to your belly, and then...yeah, mold it to the crevices and 

all. She showed it to us on her body, so we bought some of that. We'll see how that works.  

PI:  And then you know how to order it.  

PM3:  Yeah, we got the information. 

PI:  Anymore?  

PM3:  No. I think the main thing now is support, and I learn more and more how much support 

means hearing different people talk at different meetings, and what we have is nothing compared 

to some of the stories that I've heard and hearing now,  and... 

PI:  I think a lot of things improved now when it comes to ostomies. The products improved. 

PM3:  And the information is out there. She had some surgery a second time, and some of the 

stitches opened, and fortunately one of the doctors lived nearby, and he came back from his house 

at eight o'clock at night, and we had to pack it like a shield, not the ostomy, just part of ... 

PI:  The surgery. 

PM3:  ...and I did all the packing. Well, it's interesting... 

PI:  You can be a nurse now. 

PM3:  Well, I was a shop teacher, and in my career I picked up a tool that a ceramicist would use. 

It's a long tool with a little curve on it, and I sterilized it, and that's how I get the packing and I 

pack the cotton and take it out next time. I use that tool to pack it in.  

PI:  Wow. Creative. 

PM3:  Creativity, and that's my-- well... 

PI:  I think that's generational too. 

PM3:  Well, also I... 

PI:  You're a shop teacher.  

PM3:  I was a shop teacher, and I'm not a carpenter. I'm not a wood <inaudible>. I'm a teacher, 

and the subject happened to be shop. That's <inaudible> teaching <inaudible>, but that's me. You 

don't want to hear my story.  

PI:  Okay. Thank you again.  

 End of Interview 
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Transcribed Interview of P #4 

 
PI:  Thank you, Mrs. Eschelman or Joanne-- that you gave me this chance. I just wanted to make 

sure it was okay. So thank you for participating in my research study. 

PF4:  Oh, you're welcome. 

PI:  So we'll go on to the interview and my first question, basically, is to answer the question 

what is your lived experience as the partner of someone with rectal cancer, had surgery and 

colostomy. So first of all, what was your perception when it first happened? 

PF4:   Well, he went to-- 

PI:  Go ahead. 

PF4:  Get a colonoscopy and of course it came, it showed that there was a tumor in there and-- 

PI:  Was the colonoscopy a routine or he had some--? 

PF4:  No, I think it was because of the bleeding that he had, and he would have it checked and of 

course that's what they found.   and so right from there we set up, you know, to have it taken care 

of   and so, you know, it was quite a shock. <laughs> Because neither of us had a lot of physical 

problems where we were going to the doctor that often. And so then of course we set up when it 

had to be done. 

PI:  So shocked for you as the partner?  

PF4:   Oh, yeah. And my husband, too. 

PI:  Yeah. How did you handle the shock as you, as the partner, as the wife? 

PF4:  It was just something that had to be done.  We were hoping, of course, that they would take 

care of it and catch it all,  but it was quite, it was a big change in our life because he had to have 

the operation, he had to have the chemo and where do we go. 

PI:  So did he have chemo first before the surgery? 

PF4:   And radiation. 

PI:  And radiation. 

PF4:  Yes, he did. And we went into L.A. and had it done.   We found that we could stay in 

apartments that Kaiser provided us with and so that was a big help. We'd go for a week and come 

home on weekends and that was in July and August. And he took some chemo pills during that 

time and he had the -rays done. 

PI:  Okay. So then he had the surgery? 

PF4:   And then he had the surgery, I think it was in October '09. And then of course we went 

from there what had to be done and, oh, my gosh.  

PI:  They told you what to be done? 

PF4:   Oh, yeah. <laughs> Put a bag on. 

PI:  Yeah. Was it-- 

PF4:  That was quite an, "Oh, my God, how am I ever going to do this?" <laughs> 

PI:  Was it before or after-- did they teach you before the surgery or did you see someone? 
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PF4:  No, no. Not until we had it and then they have a nurse at the Kaiser Riverside office. And I 

guess she's there all the time and just goes to all the-- 

PI:  Kaiser. 

PF4:  Well, the colonoscopy patients that have to have this done and show them how to do the 

bag.  and my husband still doesn't do the bag. 

PI:  He still not the bag?  

PF4:   I still do the bag and it's-- <laughs> 

PI:  And did he have it on the left or on the right side? 

PF4:  He had his first as an ileostomy on the right side and then after-- then they put him back 

together and after they put him-- took him off of that because he couldn't go any longer, after 15 

months of being put back together, the pain was too bad   going through the stool collected in the 

rectum, so they put him-- gave him a colostomy, I guess, or whatever you call it and that's on the 

left side-- 

PI:  To the right? 

PF4:  To the left. Oh, yes, the left side. 

PI:  The ileostomy's the right side, yeah. 

PF4:   Yeah. And so they did that and that worked for a while but then he got a h+9ernia. He had 

a hernia operation and they moved the stoma again up higher closer to his ribs, which-- 

PI:  That's high. 

PF4:  To me, it's a big problem. But anyway, then he's had another hernia operation also after 

that.  

PI:  So what did you think or how did you think about the cancer and the ostomy? Which one 

was harder or what was your experience going through that? 

PF4:   Which one was harder? 

PI:  Cancer, the treatment and the colostomy? 

PF4:  Well-- 

PI:  Issues that you know? 

PF4:  It wasn't anything that was harder than the other. It was just something you had to except, it 

was life. I mean, <laughs> what could you do?  

PI:  That's true. 

PF4:   there was nothing else you could do about it. It was just the idea that you wanted to 

whatever you had to do as far as the bag is concerned, you want it to be correct, you know.   And 

we joined the ostomy group in Hemet and-- 

PI:  Was that helpful? 

PF4:  Very much so. They know more and they can give you more information without making 

appointments with doctors all the time. And actually, we've learned more there than we did from 

doctors and we help each other with things.   Then when he went back, I think it was for the 

hernia operation, after they changed everything-- oh, yeah, it was the hernia operation because 

they left an opening,     I had to go through with a swab <laughs> into the hole in his stomach and 

I said, "Oh, my God, how am I going to do this now?" <laughs> 



 

267 

PI:  Why? 

PF4:  Until it healed. 

PI:  What was the swab for? 

PF4:   Something-- it's been so long ago-- but it was something to do with as it was healing I had 

to keep cleaning it out and putting this long tube-- 

PI:  Oh, irrigation. You irrigate it. 

PF4:  Maybe that was it. 

PI:  Okay. 

PF4:  Yeah. Yeah, I think it was.  

PI:  Wow. 

PF4:   And anyway, after that was all done I wanted my certificate for nursing. <laughs> But 

they never gave any. <laughs> 

PI:  You could be an ostomy nurse. 

PF4:  Yeah. <laughs> I wouldn't mind being an ostomy nurse    except that if it would start 

leaking, I would not be happy. <laughs> 

PI:  So did you find leaking the most challenging one or? 

PF4:  Well, the odor is just so bad. <laughs> It's different because the odor is different than when 

you normally go through the rectum. It's much stronger, I think.  

PI:  In what way? 

PF4:  It lasts longer too, I think. <laughs> 

PI:  Yeah.  

PF4:  Well, it doesn't go through the same process, I don't think, than it does when it normally 

goes through your body.  

PI:  How did you manage the leak so it's less? 

PF4:   The what? 

PI:  The leakage. 

PF4:  Oh, the leakage. 

PI:  Yeah. 

PF4:  Well, it all depends when it leaked. We tried to-- that's where the ostomy group helps too. 

They tell you more or less what to eat. If you're going to change your bag, what you eat makes a 

big difference.   And if you don't have a lot on your stomach makes a big difference and you're 

better off changing the bag then.   

PI:  Yes. 

PF4:   And but anyway, I learned more, I'd say, at the ostomy group as far as that's concerned, 

plus also on how-- what people do when it's leaking when you have an accident, which does 

happen. Sometimes more often than others, but it does happen and a lot of times in the middle of 

the night and it's, oh, it's awful <laughs> because it can--  

PI:  Did you have any support other than this ostomy group? 
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PF4:  No. No, that was the only support we had. I mean, we learned from them not exactly what 

to do, but you know what you have to do when it leaks. Clean up everything and--  

PI:  How often did you change the bag or the early phase? 

PF4:   Jim doesn't change it that often. He doesn't shower that often because every time he 

showered, he'd have to change the bag and he didn’t want to change the bag that often. He didn't 

need to . He hasn't learned-- Well, he now will shower in between changing the bag completely 

and doing it where he only has to-- he can keep the flange on there but just changing it. Take off, 

you know-- 

PI:  Yes, just the pouch, yeah. 

PF4:  Yeah, just the pouch.  

PI:  So the ostomy care was challenging of all the experience that you? 

PF4:  Oh, yeah, because you don't want-- Maybe when you get older. Your skin is so much 

thinner, and you have to be real careful of infection.   When you pull off that bag, it sticks to your 

skin, so you have to be really careful  and I had powder that I use. I don't know the name of the 

powder they give you. 

PI:  Stoma powder. 

PF4:  And a spray. So did I use the spray right away? I can't remember, I don't think I did.  

PI:  Any skin issues that you have to use all that? 

PF4:  Yeah. If there is, if it's starting to bleed or there's a bag redness around the stoma area 

where the wafer or the flange goes, I use the powder and then I spray it and then I put the wafer 

on. But after everything is completely dry, we use a hair blower. I blow around and that's a big 

help. I use a no sting, it's almost like liquid tape. 

PI:  No alcohol. Yeah. Oh. 

PF4:  Yes, no alcohol.  

PI:  So how did it affect your traveling, or did it affect anything at all in your life? 

PF4:   When we-- When it was, okay-- I think that was about the time we gave up some of the-- 

we had a trailer that we traveled with and I told Jim, maybe that was after the hernias. Anyway, 

we finally gave up traveling with the trailer because I felt it was too hard on him and he still 

blames me for that. He loved his truck or his trailer and  <laughs> but I said, "You just can't-- 

There's too much lifting. You can't lift like that and the straining. Nobody-- no lifting and no 

straining." Oh, my God. <laughs>  

PI:  That's what he was worried-- you were worried about, not to empty it or anything? 

PF4:    Yeah, you have to be really careful because you could have an accident and you don't 

have any control over your stool. It just comes out when it's ready. And so you've got to make 

sure that you've got equipment with you   and it's much easier if the patient knows how to do his 

own bag.  

PI:  Yes. The goal was for him to do it, right? 

PF4:  Yes. And if the blind man could do it, anybody could do it, I feel. But my husband's having 

a little problem with that. <laughs>  

PI:  How much do you help?  

PF4:  Yeah. 
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PI:  But can he do it himself? That's the question. 

PF4:   No. 

PI:  No, huh.  

PF4:  No. He's got to learn to do it before we go to Washington-- before he goes to Washington.  

PI:  Yeah, because the daughter is going. And so does she know how? 

PF4:   No. 

PI:  <laughs> 

PF4:  And she won't learn. I told her last night, "You better learn how to do that." "No. He's got 

to do it himself." <laughs>  

PI:  Maybe after all these years, he should. 

PF4:   He claims that because of the hernias, he's got three hernias still. 

PI:  He claims that it's hard. 

PF4:  That he can't see to do it.  

PI:  Well, anything else you want to share that will benefit others? 

PF4:   Well, when you go to bed, sometimes it's better to wear, like, a long tee shirt. If that 

should leak, sometimes it will stay in the tee shirt rather than dirtying up the whole bed. That's 

usually a big help. The only problem is trying to get it over your head when-- <laughs> If it's bad 

enough, cut the tee shirt off.  

PI:  Do you have any fears? Like maybe in the past--  

PF4:   Well, you're always afraid that it will come back. 

PI:  Oh. 

PF4:  Actually. 

PI:  Come back, the cancer. 

PF4:  Oh, yeah.  

PI:  How often does he go for a checkup? Does he go for a checkup? No? 

PF4:   Well, go for a checkup-- 

PI:  Early on? 

PF4:  If he needs it, we'll go for a checkup. He goes to the doctor for checkups all the time 

because of other problems, too. He was wounded in the back. He's a Purple Heart.  

PI:  Thank you for his service, truly. 

PF4:  And so he has to go-- a doctor for that and of course,   we keep in touch with the ostomy 

nurse because we use-- we bought all our ostomy supplies through the VA, so you have to kind of 

keep in touch.  

PI:  So that's important also. 

PF4:  Oh, yeah.    And that's another thing that helps when you go to these, the national rally or 

whatever they call it, the big conference that they just had. 

PI:  The conference. Did you go? I went there. 
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PF4:  No. 

PI:  Oh, okay. 

PF4:  We couldn't because all of a sudden he was-- 

PI:  Oh, he was sick. 

PF4:  Yeah. And we live so close, too. It's a shame. 

PI:  I know. <laughs> It was so-- I felt like-- that was last week. 

PF4:  Yeah. 

PI:  I felt like, "Oh, I was just here last week." 

PF4:  Yeah. 

<laughter> 

PF4:  Yeah, I thought we don't even have to stay, we could just go for the day, I think. 

PI:  Exactly. 

PF4:  Yeah, but-- 

PI:  I was thinking, maybe I also have a ticket for Sunday. 

<laughter> 

PI:  But anyway. 

PF4:  But you learn a lot from that and you learn the new things and everything and you learn 

also at these ostomy meetings certain things that work better than others, you know, as far as the 

supplies go that you use for the stoma.   It was really funny. You know, when this first came, 

when he first started getting sick, it was dehydration. We went to the VA ER for that. 

PI:  Yeah. 

PF4:  And he started having to drink more. He's not a heavy drinker as far as water goes. We 

drink some pop. I drink more pop than he does. But that's what we normally were drinking. And 

so he started drinking water then, well, they fed it to him intravenously,   and I did the stoma after 

he got home, and it was so large, it was amazing. I couldn't-- I says, "Holy cow, it's never been 

this high and larger, a little larger and it's round." 

PI:  Is it swollen? Was it swollen? 

PF4:  I don't know. 

PI:  Yeah, it sounds like it. 

PF4:  I don't know how you tell whether it's swollen.  

PI:  Because it's-- 

PF4:  Well, it was bigger.  

PI:  Did it stink? 

PF4:   Oh, yeah. 

PI:  Okay. 

PF4:  And talk about a rosebud, it was a really a rosebud.  

PI:  How long did it take for it to go down? 
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PF4:   Well, I haven't noticed it since then, so. 

PI:  Okay.  

PF4:  But he changes his bag usually once a week. 

PI:  So he can change the bag himself? 

PF4:  No. 

PI:  Oh, you, okay. <laughs> 

PF4:  Oh, just the bag. 

PI:  Just the bag, okay. 

PF4:  Yeah. 

PI:  Okay, yeah. So then? 

PF4:  It clamps on to the whatever you call it.  

PI:  So you use two piece. 

PF4:    Yes. 

PI:  Okay. 

PF4:  Yeah. 

PI:  All right, that works. 

PF4:  We found, yeah, it's the best, yeah. And we use a wafer. 

PI:  Okay. 

PF4:  The etonic  wafer that you put on. 

PI:  Yeah. It's round? 

PF4:  Yes. 

PI:  I call it moldable stoma wafers. It's a ring, right? 

PF4:  Yes. It's just like a donut. And then you can open it and I mean, it will shift apart,  you 

know,   and it'll fit your stoma. He ordered smaller bags this last time. 

PI:  Okay. 

PF4:  Not this-- 

PI:  This? 

PF4:  Well, just recently, I said, "Jim, I think the bag is a little too round." We were using 1-1/2" 

and so we came down to 1" and it fits right around it. But for some reason, it's, it was falling 

apart. And coming apart, it was easy.  

PI:  Isn't it too small? [ph?] 

PF4:  No. But anyway, we're back to the wafer. We didn't use the wafer with that. Now we're 

back to the wafer and the 1-1/4" and it works much better.  

PI:  We don't change if it's working right. <laughs>  

PF4:  Yeah. 

PI:  They say if it's not broken-- 
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PF4:  Yeah. 

PI:  Anything else that would benefit the new ostomy <inaudible>? 

PF4:   Talk to other people that have this. That is the main thing because you're going to find 

that-- Who they're dealing with at the hospital or for nurses,   even the nurses don't know how to 

do it. My granddaughter went through nursing and when she was over one day-- or no, at the 

hospital in Riverside, I said, "Come on over and I want you to see how I do this." And she said 

they don't learn it in nursing class.   

PI:  Well, we teach them. At least when I-- I used to teach it, you know. You're right perhaps, but 

I hear that a lot from ostomy patients, that nurses don't know how. 

PF4:   No. So I think, well.. 

<music blaring> 

PI:  I could stop it. 

PF4:  Hello? 

PI:  Yeah.  

PI:  Okay, this is a continuation-- 

PF4:  Okay. 

PI:  Of-- 

PF4:  I'm sorry about that. 

PI:  No, it's okay. We'll be finishing up anyways. And so, support seems very important and 

talking to people. 

PF4:   Yes, it is very, very helpful. And don't be surprised when you have accidents. They 

happen. Just try to be real careful, because we've had some pretty bad ones at times that-- 

<laughs> 

PI:  Bring extra stuff. <laughs> 

PF4:  Oh, always carry extra stuff with you. 

PI:  Oh, okay. 

PF4:  Where you go. Make sure you've got supplies with you just in case, because you never 

know.  

PI:  That's very insightful. And so basically for the cancer ones, you just have-- you dealt with it, 

that's-- 

PF4:   That's it. I mean, that's part of life. There's nothing you could do about it and accept it and 

but watch yourself always.   Be real careful as far as being clean around that stoma and there and 

on your skin because pulling that flange off or whatever they call it off of your skin can tear your 

skin very easily, so you have to be pretty careful. 

PI:  Because of the thing, that you said the skin is thinner. 

PF4:  Yeah. 

PI:  Very true. Anything else? 

PF4:  No, I don't think so. 

PI:  All right. Well, thank you for allowing me to do this. 
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PF4:  Oh, you're welcome. 

PI:  And that will help a lot. It seems like support is very important. 

PF4:  Yes. 

PI:  And that's what I hear from others. 

PF4:   I think that's the most important thing. And make sure, well, make sure you know how to 

do things as well as your patient does.   But the patient should also know how to do everything 

hopefully. 

PI:  You're very strong. Thank you. 

PF4:  You're welcome. 

End of Interview 

 

 

Transcribed Interview of P #5 

 
P1:  All right, Becky [ph?], thank you very much for this time.  Basically, the main question I'm 

going to ask you is what is your live experience with the cancer diagnosis and the surgery and the 

ostomy placement and what was your perception and how is your living, how is life living with 

someone who has that now for the rest of his life.  Now, you go ahead and tell me when it started 

all. 

PF5:  Our experience is slightly different in that in 2009, my husband and I were on vacation in 

the Caribbean and he fell in one of the pools and hurt his side.  We went to a hospital in the 

Dominican, all kinds of stuff, just said it was just sprained, they didn't know what it was…We 

were flying home and the day we were flying home, he started getting increasingly worse, more 

pain, cold sweat, just really feeling horrible and we were flying home…And so he desperately 

wanted to get to a hospital in Riverside and didn't want me to call 911, call the hotel people, go 

anywhere close... So my idea was, "Okay, I'm going to get you in the car and if anything changes 

you have to tell me so I can go somewhere quickly."…and so we get to Riverside Community 

and thankfully there was not another person in that ER waiting room, the gods were looking 

down on us…And they took him, because I said that he had fallen, they brought him in as a 

trauma patient rather than just being ill and started a workup and they really couldn't find 

anything they said except for broken ribs.  And he, my husband, he has kidney stones, he's used 

to a great deal of pain, he tolerates it quite well and he looked like he was dying. 

PI: What happened next? 

PF5:  And so I finally took the doctor aside and said, "This is not normal for my husband, I need 

you to go look at, check other things because this is not normal, can you please take a second 

look?"  So he said, "Okay, I'll go talk to the radiologist."  They looked at the films again and they 

discovered that he had had a bowel perforation from undiagnosed diverticulitis and sometime on 

the flights home, it had burst, and he was septic… So they take him immediately into surgery.  It 

turns out the doctor that had been called to begin with was not the doctor in our plan so then they 

had to call another doctor in who did the surgery…They took him into surgery and they had to 

put a colostomy in, a temporary colostomy in at that time.… 

PI:  Oh my.  Does he remember anything? 

PF5:  So he doesn't remember any of that but woke up and I told him, "Well guess what, you 

have a colostomy."  It was really bad because he was not prepared for it and the experience, his 
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experience was just awful, he fought it in a certain way, he just-- I mean he was so bad, he was so 

septic and so bad, close to dying, if it had been a few more hours, he would have died and just 

was an awful experience, just all the way around although I told him, "You actually are an 

extremely lucky man, it may not seem like it at this moment, but everything stacked up to get you 

the care that you needed when you needed it."   So he had that colostomy in, it was going to be 

temporary, about three months for everything to heal and then they were going to take it down.  

And he continued to have pain and not feel good and I was kind of like, "Okay, suck it up, it's 

been two months, you're fine."  So went back to the doctor, the doctor said, "Well, you're going to 

have it taken down, we have to do a CT scan anyway, and a colonoscopy anyway so let’s go 

ahead and do it."… Well actually, at that surgery, they had left a hemostat this big (about 3”) in 

his abdomen…So he had to have surgery…Thankfully, they did the colonoscopy and so on and 

everything had healed enough that they were able to take down the colostomy when they went in 

and took the hemostat out.  So thankfully he didn't have to have two surgeries, he only had to 

have one. 

PI:  Hemostat?  That was a big one.  

PF5:  Yeah, it was enormous, it was right under his skin.  So a different doctor, different 

surgeon… 

PI: Did he have a fever?  No other sign of foreign body? 

PF5: He did not have fever.  My husband's an attorney and he kept setting off the metal detector 

at federal court not knowing why but it was because of that.  So he had that surgery… 

PI:  Did you sue? 

PF5:  No…They gave us a small settlement because they knew…actually the hospital was fine 

and that the hospital had to pay to BMQA was more than the settlement they paid to us (BMQA, 

Board of Medical Quality Assurance)… They have to report it.  And it's a hospital violation, not a 

doctor violation because it's the nurses, the OR nurses that are supposed to count the 

instruments…They're supposed to count, yeah…The surgeon that took it down and took them out 

said, "As soon as he was under anesthesia, you could actually see the outline under the skin of his 

abdomen because it was just right on top."… So thankfully it didn't do any lasting damage, it was 

just kind of hanging in there.”…So then ten years, nine years go by and he's fine and then he got 

the cancer diagnosis and realized, because it was rectal cancer, from the placement of the tumor, 

there was no way to save any of the anal structures, so there's no way to save the rectum or 

anything like that… 

P1:  Because of the history or just where it was? 

PF5:  Because of where the tumor was, there was really no way.  So he actually, they started 

radiation and chemotherapy to begin with to try and reduce the size of the tumor…Yeah, yeah, 

before they-- even knowing that they were going to have to take the rectum out and take 

everything out. 

  PI:  Any symptoms? 

PF5:  He had bleeding, bleeding, really and then-- and he had bleeding for months before he said 

anything and went to the doctor, told him, the doctor thought it was probably hemorrhoids or 

something like that and my husband didn't follow up and it was only two months later when I 

realized that he hadn't been doing what he was supposed to be doing and I forced him and by then 

it was too-- it had grown too large.  And by that time he was having the fatigue, so he was… 

P1:  Did he not tell you why he didn't tell you? 



 

275 

PF5:   No pain.  Because he's a man.  And I had three foot surgeries in the last two years and so I 

had just had my last, my third foot surgery so there was-- I couldn't be on top of him because I 

was, you know.  Anyway so… 

P1:  How's your feet? 

PF5:  Oh, it's okay, it's still attached.  I'm not in a wheelchair anymore or in a walker, we're good. 

P1: What happened next? 

PF5:  And so they gave him, he started on chemotherapy and radiation and actually the 5FU, that 

drug, he is one of the small number of people that have an extreme, extreme sensitivity to 5FU 

and so he was taking it and got increasingly sick and had uncontrollable diarrhea just awful.  And 

so finally went to the doctor, the oncologist, wherever, took him to the emergency room one 

weekend, they gave him some fluids because he was severely dehydrated.  His blood pressure 

was so low, it was-- there were times it was hard to even get a reading.  So he went back to the 

hospital, they admitted him, he was in the hospital for two weeks.  And what happened was, he 

actually had a bowel perforation. 

P1:  Again. 

PF5:  Again, from the diarrhea and from the 5FU because the combination of the 5FU with him 

being so sensitive and the radiation made the tissue so thin, weak and then you put in the horrible 

diarrhea and so he had a perforation, so they did emergency surgery on him.  At that point, 

amusingly but the same doctor that took out the hemostat, so he took him in, yes, and at that first 

surgery, all they did was repair the-- put the colostomy in so they could repair the perforation, 

they didn't touch the tumor or anything like that because he was too unstable to do anything else.  

So they did that, so put the colostomy in then in September and then in November he had the 

surgery to remove the tumors.  So that was how we got to where we are. 

P1:  How long did he have the ostomy that first time? 

PF5:   The first time, it was three months, it was June to September.  So actually we didn't know 

anything about any kind of support group, we had a home health nurse come here, no one at RCH 

really gave us all that much information the first time.  You know, thank god, nowadays there's 

the Internet because I don't know what you would have done in the '80s, it would have been… 

P1:  That's true. 

PF5:  …just unbelievable. 

P1:  So how is the experience the second time around? 

PF5:  The second time?  The second time was… Oh, okay.  You know, we're so-- I mean of 

course it was an awful, awfully emotional time because there was a good-- it was stage three 

rectal cancer… So we kind of felt like we were kind of little pros at it because it wasn't the first 

time we'd had it and we had an idea of what was going to happen, a little bit of an idea….So 

having to go through it the second time of course was a lot easier than the first time because we 

knew what was going to happen.  And at that point, you're so thankful for anything that's going to 

save his life, it doesn't matter, whatever, however hard it is, it doesn't matter because it means he's 

still going to be alive. 

PI:  That’s true. 

PF5:…It's very true, and in fact my husband even says, in fact like a couple of months ago, he 

commented, "You know, I didn't think that I would be able to get used to this a second time 

because I hated it so much the first time, but it's like it's no big thing now."  So to him, it's no big 

thing…The second time, well I did everything the first time… 
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PI:  He did not learn the first time? 

PF5:  Well, the first time he didn't want to know anything about it… He had no knowledge, from 

that experience, he didn't have any memory…from anesthesia, yeah, woke up and I had to tell 

him that he now had a colostomy that was tough… That was really hard.  And so the first time 

around, he didn't want to learn, he didn't want to know anything, he had an unbelievably tough 

time with it, he had a time where he was in Los Angeles in a meeting and his bag burst, it failed, I 

mean he had issues with it I think because he didn't want to take responsibility for it, so he just 

didn't think about it and he was just avoiding… Because he knew it was only temporary.  

PI:  That’s true. 

PF5:  That's the mindset…So this time around, it was I think because it's with a cancer diagnosis, 

you're like, "Okay, whatever I need to do to be alive."  And I think if you're getting the ostomy 

from having Crohn's disease or something like that, you're so thankful that you're not in pain 

anymore that you welcome it… 

P1:  I know.  So for the second one because of cancer, did he have like-- how did you deal with 

the treatment, you, in the beginning with the radiation and all that?  He didn't have any IV chemo, 

just the FU pill. 

PF5:  He didn't have any IV chemo, just the FU pill…  It began with by mouth and then 

radiation, he got so sick in the hospital just about died and came home, he lost 55 pounds in about 

three weeks…He was at death's door, literally…"   

P1:  Oh my gosh. 

PF5:  He (the doctor) didn't realize that he had gone so much downhill and when he came in, and 

took one look at him and looked at me and said, "Has he been like this all day?"  And I said, 

"Mm-hmm."  And he was, the doctor was so mad, he said, "Okay, I'm taking him to surgery now, 

he's having a colonoscopy right now, we're going."  And so he kind of saved his life again.  And 

that took some-- I had to start-- I had to, that day that he was really going downhill because my 

daughter was involved, because she knew the attending that was seeing him, the hospitalist that 

was seeing him and so I would call her and say, "He's gotten worse, something is not quite right, 

you need to call, they need to come look."  And so it was my prodding to get someone to come 

look that got him seen.  If that surgeon hadn't come that night, he would have died by the morning 

because he was so dehydrated, and they gave him all kinds of stuff and really nothing was 

working.  So he knew what was going to happen.  He actually doesn't have a lot of memory of 

that either, that almost a whole week in the hospital, he doesn't have any memory of. 

P1:  What helped you through all this and the challenges of the ostomy and him? 

PF5:   What helped me?  I have a great family.  Actually, I think the thing that helps me the most 

is being informed and having knowledge of what's going on. Me, myself.  For me, personally, 

that's the best way for me to deal with things is if I know, if I become an expert in it, if I know 

what's going on and I learn about it.  Then you're able to-- and you have a handle on it and you 

know what's going to happen. 

P1:  Was the diagnosis harder than the ostomy? 

PF5:  Yeah.  I think a cancer diagnosis would be harder.   The thing that bothered me was 

because of the timing that his diagnosis, the cancer diagnosis happened, I had had my first 

surgery like three weeks before, I was non weight bearing, I was in a wheelchair, so I couldn't do 

anything, I couldn't help him, I couldn't do much of anything, I couldn't take him places,  so my 

two daughters took him places.  In fact, he had the colonoscopy and my youngest daughter, she's 

23 now, she was 22, she took him to the colonoscopy and the doctor came out and told her before 

he told my husband that it was cancer, there was a huge tumor and so on and she was totally 
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unprepared for that, that was hard and then she had to tell my husband about that, the doctor 

never came back and saw my husband.  And so then she called me here sobbing before she told 

my husband and then I called my other daughter who's the physician who was at the hospital 

and…Right.  And anyway, we all came back here and sat at the table and cried and talked about 

what we were going to do, and my husband said, "I don't really care, I'm just super hungry 

because I haven't been able to eat."  <laughs>   

That was how we got the cancer diagnosis and so to begin with, my older daughter, that's the 

physician, went with him to the first appointment at the oncologist, took him out to the radiologist 

for the first time and all that and then-- I mean I was in a wheelchair, so we would go to his 

doctor appointment and he would be pushing me in the wheelchair to the doctor appointment. I 

had to get moving on my foot, I had to kind of hurry up my healing process so that I could take 

care of him. 

P1:  You had a bunionectomy or something? 

PF5:  No, I had a joint, the second metatarsal that had no joint space left, so it was bone on bone, 

so they did the first surgery to put a screw in, to fixate it and the bone never healed, they never 

grew back, because they're supposed to grow back.  And so then, they went in a second time, did 

it, put a plate in, bone graft and it still didn't heal so then they went in a third time and fixated the 

first and second metatarsal and then it finally started to grow and… 

P1:  That's challenging time? 

PF5:  Yes. 

P1:  How is it living now? 

PF5:  It's fine now, he's taking more responsibility for it except he still doesn't do any of the 

changing of the flange or any of that stuff. When we got home from the hospital, he was so weak 

and in such bad shape that I did more, so I helped him empty the bags and at that point it was just 

straight liquid that was coming out, so we were doing the drainable bags which are really 

disgusting and smell horrible.  It's very-- I mean I think it would be, oh, I can't think of the word-- 

you can have no modesty left and it's a fairly humiliating experience I think when you're having 

to go through that and you have to have someone help you drain your ostomy bag. 

P1:  But how did you feel? 

PF5:  Doesn't bother me at all because that kind of stuff has never bothered me, I've always been 

very interested in medical things.  On the Living Channel ages ago, when they used to broadcast 

surgeries, my daughter that's the physician and I would spend Saturday watching them.  So none 

of that stuff… 

P1:  Bothered you. 

PF5:  None of that stuff bothers me. 

P1:  Marriage was okay, nothing… 

PF5:  No, I think it made it stronger. 

P1:  Yeah. 

PF5:  We've been married, this is our 29th year that we've been married.  But so for someone that 

is not like me, I can't even imagine how hard it would get. 

P1:  What would you do, how would you help those who would experience this same thing? 

PF5:  I would say that you need to become an advocate, you need to find it within yourself to 

look and find out the knowledge to make you feel comfortable in what's going to happen, what's 
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happening to your spouse and what's going to continue to happen and become their advocate for 

them.  And by becoming their advocate, you regain some control over the situation, a situation 

that feels completely outside of your control, but by gaining information, gaining knowledge and 

becoming an advocate, you put your spin on it and you get ownership of it. 

P1:  What was the challenge, I think you talked about the appliances, ordering was that… 

PF5:  That to me, that is the hardest thing is getting the supplies that you need in our case, the 

first and second time, that was the hardest thing. 

P1:  Why would that be? 

PF5:  And we have relatively good insurance, actually the insurance that we have right now, we 

have no copayment on DME, so he gets all his supplies with no copayment which is remarkable, 

I'm unbelievably thankful for.  But the thing is, you can't even-- the person that has the ostomy 

either by cancer diagnosis or like what happened the first time or whatever, they are not in any 

position to have to do that for themselves to begin with and so their spouse or their caretaker, 

spouse, child, whoever, really has to understand that they are not in a position to do it and that 

you have to do it.  Eventually you hope that they will take over but that's not always the case and 

they're dealing with all of that personally, if the only thing that I have to deal with is yelling at 

insurance person, that's a lot less than what he's dealing with, I'm happy to do that to make him 

happy. 

P1:  He's lucky. 

PF5:  Well.  So when he was released from the hospital, it was on a Saturday, the ostomy nurse at 

RCH had seen us, she didn't think he was going to be released that day, so she hadn't done 

anything, so then we were talking with… 

P1:  How many days post op? 

PF5:  He was there for another eight days after his surgery, he was in the hospital for two weeks. 

P1:  Okay.  But in ICU some part of it? 

PF5:  Yes, and then went to the regular floors… 

PI:  And that's when the ostomy nurse came? 

PF5:  And that's when the ostomy nurse came. When he was in ICU they were not using the 

regular ostomy supplies. They were using different things that made it easier for the nurses, not 

for him, in ICU. Actually they had a catheter bag hooked up to it. They had... 

PI:  Why? 

PF5:  They had a tube... 

PI:  He was draining a lot?  

PF5:  It was mostly all liquid, but because it was liquid it would lift. The seal would break. It 

would not work, or it'd come apart, and so it would go everywhere, so that's how they solved the 

problem for themselves, was they put it up to a bag, which is not really good for him, but it was 

good for them. So when he got to the surgical floor that nurse said "Well, yeah, I mean, I've 

changed these before, so I guess I'm okay." She was getting the same supplies that they had been 

using in the ICU, and so she would change it, and within three hours it would fail and leak, and so 

she was coming in doing it, and I finally said, "He had one of these before, and this doesn't look 

like what we used before," and then... 

PI:  I would've asked you "What did you use before?" 
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PF5:  And then they had the ostomy nurse come, and she's like "What the heck is this stuff?" and 

so then she got him set-up. The ostomy nurse at RCH was really great, really nice, really great, 

really helpful, wonderful, but you didn't get her all the time, and even when you asked to see her 

you didn't necessarily always get to see her, so she said she was going to write everything down 

in his file, but she didn't, and then they released him, and so the nurse that was-- and this is just 

the regular surgical floor-- really didn't have a whole lot of knowledge as to what supplies he 

needed, so then she talked to-- because we have RPN, Riverside Physicians Network, and so he 

had a case worker, so she talked to the case worker, and so in the hospital before he's being 

released, and by this time he is telling me that he doesn't care what I say whether he's going home 

or not. He's going to call a taxi if I won't bring him home because he is not going to be in the 

hospital one more minute, and I said to him "I don't care. You're not being released without 

supplies, because what the heck are we going to do? So, no, you don't get to leave until I get this 

worked out." <laughs> And so I'm in the hospital on the phone with the case worker going back 

and forth trying to figure out and get some supplies, so I made enough of a stink that the nurse 

found a bag of supplies or found whatever she could get and put them in a bag and released them 

home with us, and then the case worker without speaking to the ostomy nurse or us put an order 

in for a month's worth of supplies that got delivered in a couple of days, and they were the wrong 

things, because she didn't know... 

PI:  She didn't coordinate with... 

PF5:  With anyone, and she didn't even see him, so then we have this whole thing of supplies that 

are not right for him, and then insurance says "Well, but we can't give you more things because 

we just paid for these," and so the first three days, four days he was home from the hospital I was 

just on the phone with people, all different people up and down the supply chain, trying to get 

what it was we needed.  

PI:  What would you tell the new ones? 

PF5:  To do your homework before they come home from the hospital. But here's where I think 

there's a breakdown where I think that there's something that could be done. We did not know 

that there was a support group. This was, I mean, a couple weeks after we got home, and we were 

running out of supplies. They were not adhering well. He had all kinds of failures.  

PI:  Leakage. 

PF5:  Leakage, everything. And so we started Googling support groups and everything, or I said, 

"I'll pay out of pocket for an ostomy nurse to come here," so actually we started looking for an 

ostomy nurse that we could hire that I would-- I don't care. At this point you don't care how much 

it is, and we found a support group, and so we sent Sandy [ph?] an email, and she responded, and 

so that was on the weekend, and so I think it was on Monday or Tuesday I went to her house. She 

had a huge number of supplies. I went to her house, and she gave me an enormous box of things. 

She gave me a bunch of stuff, but what I think should happen is the support group should have a 

core group of four or five people that are experienced and know what they're doing and would 

like to help. Have their name and phone numbers on a sheet of paper that every ostomy nurse at 

each of the local hospitals has. When they visit someone that's just diagnosed "Here is your 

support group. You can call any of these people, and they will come here and talk to you." I 

mean, there are people I know in the support group that do that, that would like to do it. Why can 

that not be coordinated? It seems like a pretty simple fix, because the ostomy nurse cannot give 

the support group the patient's information without getting a signature, but if the ostomy nurse at 

RCH had come in and said "Okay, here's what I have. This is what I think he needs, and here's the 

support group. These people come out to the hospital. They'll talk to you, whatever you need" 

that would've been my first phone call. We had to find the support group. That information was 

not given to us at the hospital, and I think that that's a pretty easy thing to do.  
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PI:  You're helping us now too that truly you come to think of it. I say that now because I attend 

but not as a normal practice. You probably should go to an ostomy group. 

PF5:  Yeah, yeah, but I am positive I would be one. I am positive that there are people in the 

support group that would be happy to do that, because they would've been so glad if it had been 

there for them that they would want to pay it back. I'm one of them. I'd be happy to do that, and 

I'd be happy to have my name and phone number given to patients. 

PI:  Did you mention that to Sandy? 

PF5:  No. <laughs> I don't want to seem like I... 

PI:  You should. 

PF5:  I don't want to seem pushy or anything, but that just seems like a pretty obvious, easy fix.  

PI:  It used to be that the ostomates actually, the well-adjusted ones-- I remember them when I 

was a young nurse. They went around the hospital looking for-- but because of the HIPAA now... 

PF5:  Right. That's why you'd have to give the patient... 

PI:  The ostomy support group. 

PF5:  ...the support group, yeah. I mean, that wasn't in any information that we got. It was really 

because he was just so-- it was just so hard, because he's thinking "I'm never going to be able to 

go back to work. I'm never going to be able to go anywhere. I mean, it's leaking, it's this, this..." 

PI:  Did it affect you traveling at all? 

PF5:  No. 

PI:  No? You guys like traveling.  

PF5:  Yeah, yeah. It's fine. It's fine now. But, yeah, we flew to Florida, we've gone places. That's 

all in your outlook. There's such a night-and-day difference from the first time to the second time. 

It's all in your outlook, and I think too, especially if you know that it's permanent, you're going to 

have to deal with this. It's not going away. <laughs>  

PI:  <inaudible 00:36:31> is what you said.  

PF5:  It's not going away, so you better become friends with it.  

PI:  Get to know it. 

PF5:  Get to know it.  

PI:  You have a really good outlook. Any fear at all with anything?  

PF5:  Any fear? 

PI:  Yeah.  

PF5:  No, because... 

PI:  Cancer's all clear? 

PF5:  Cancer is clear. He last had a scan in August, but everything has been good, so... 

PI:  That's good.  

PF5:  ...knock wood. <laughs> He and the oncologist agreed on yearly scans. I would've 

preferred... 

PI:  Every six months? 
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PF5:  ...every six months, but I for once got voted down. <laughs>  

PI:  So teaching him now too if he starts bleeding-- well, you'll see then the way it is now. 

PF5:  Yeah, yeah, yeah, so, I mean, even now-- so now for the care of it he does the daily 

changing, but I'm still the one that changes the flange and does all that.  

PI:  When it's time to change the whole thing. 

PF5:  When it's time to change the whole thing. He will take everything off. 

PI:  Any leakage?  

PF5:  No. We've gotten it down, and he actually doesn't really-- he only changes the flange about 

once a week, not even more than once a week.  

PI:  He uses one piece, two piece? 

PF5:  Two piece. So, yeah, after he came home we got the wrong things, then whatever, and the 

home nurses that were coming-- we kept asking for an ostomy nurse. They don't have any, so we 

have our doctor, then we have Riverside Physicians Network, which is the group, then it goes to 

CareCentrix, who's the global thing for home health, and then goes to whatever supplier. 

PI:  Who owns the home health? The insurance?  

PF5:  CareCentrix. CareCentrix, and then CareCentrix approves things, authorizes things, and 

then you go to the different vendors, like we go to McKesson or the different vendors for home 

things for DME or for a home nurse visit or for infusion and anything like that, so... 

PI:  You have good resources then. 

PF5:  And then Cigna is our insurance, which pays for everything, but CareCentrix, which is a 

very large organization, does not have any ostomy nurses in this area, which is crazy. That's 

crazy.  

PI:  Statistically there's less than 10,000 of us.  

PF5:  Yeah.  

PI:  It was 5,000 five years ago. 

PF5:  Yeah. I don't understand that. I don't understand why... 

PI:  It's a very hard specialty that few nurses want to do.  

PF5:  Yeah, but I would think if they're in demand they could give you incentives. Anyway, so... 

PI:  And the certification is very hard. 

PF5:  Is very hard, so...  

PI:  <laughs> Taking the exam... 

PF5:  Oh, sorry. <laughs> So it was a long process in figuring out exactly what supplies work, 

and I spent a lot of time on the computer looking at different things and researching and so on, 

and we ended up buying things from Amazon off and on to try out when we couldn't get what we 

needed. Then you're able to do it that way, so we spent a lot of money out of pocket, but at that 

point you kind of like don't care, because you need what you need if you're able to. If you need... 

PI:  You want what works. 

PF5:  Exactly. And then he had the surgery to remove the tumor, and then they put him back-- he 

was supposed to have post-op chemo, and so they reduced the dosage of the 5-FU, but he still had 
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reactions to it, so they were doing home infusion. He had the pump, the whole bit, and he still had 

very bad reaction to it and got very ill and back to the whole thing where we had a nurse out here 

Christmas Eve, a nurse out here New Year's Eve. His blood pressure was like 80 over 40. We 

went to the doctor once. They couldn't find a blood pressure, so basically he wasn't able to finish 

the pre-op chemo, and he didn't finish the post-op chemo as well, and so then it took a little while 

for him to heal, to get better and kind of get back to feeling somewhat normal, and he had that 

horrible diarrhea again, and so then we had issues with-- you had to use the drainable bags, and 

his skin got so bad and all that, so it's like the way it is now is a walk in the park.  

PI:  So they removed the tumor.  

PF5:  They did remove the tumor, yes. 

PI:  And without any complications. 

PF5:  No.  

PI:  That's good. 

PF5:  No. The complications he had were from the 5-FU. 

PI:  And the first one.  

PF5:  And the first one.  

PI:  The very bad one. 

PF5:  Yes, yeah, yeah. So I look at him and say, "Honestly you are a lucky man." <laughs> 

PI:  He's a miracle.  

PF5:  Yeah, and I said "Exactly how many times am I supposed to bargain for your life here? 

<laughs> It's been a couple of times now." <laughs>  

PI:  I know, right?  

PF5:  Yes. Yeah, so I handle all the supplies ordering. He doesn't know anything about any of it 

really.  

PI:  Maybe you should teach him. 

PF5:  And... 

PI:  I'm sure he's a smart man, right? 

PF5:  He is. He's a... 

PI:  He could learn. 

PF5:  He could learn. 

PI:  He just knows you're doing it. 

PF5:  Yeah. In fact, I was on the phone with McKesson before you came, and, as I said before, to 

us that really was the hardest thing, was the supplies, getting the supplies that you need, and that 

shouldn't be. You're dealing with so much more. Why is that a problem?  

PI:  Failure in coordination, I think. Insurance, the doctor, suppliers.  

PF5:  With, say, CareCentrix-- I mean, Cigna actually has been probably the best insurance 

company I've ever worked with. They've been really great, but it's kind of like if they give each 

person 10 hoops to jump through to get something several of them will give up, and they won't 

have to pay for it, and they've made money, so to me that's basically what it is.  
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PI:  Any changes in lifestyle like what you eat?  

PF5:  No, no, uh-uh. No, he's been fine with that, and, like I said, we now have a good system. 

We like the supplies that we have. They do well.  

PI:  In closing, anything else that you would like to say? I like the idea of the WOCN giving 

information on support groups.  

PF5:  Yeah, and the ostomy nurse at the hospital actually having a working relationship with that 

president of the support group, know who they are. The president of the support group will visit 

that nurse once a month, every so often, where they stay in contact and they know each other. I 

mean, it could all be done by email now. You don't even have to actually go in.  

PI:  The ostomy support groups I have attended, like the Hemet group, they have a WOCN. 

PF5:  That's great. 

PI:  Now you kind of have me once I'm done with Maya [ph?], and the other one in Arcadia has 

one. Pomona has one. I think it's good to learn from these. I think that's the missing piece.  

PF5:  Yeah. Even the ostomy nurses at the hospital could give the patients a sheet of the different 

brands of supplies and a customer service rep from Hollister or from all the different places where 

you could call and you could-- because they'll give you free samples for one thing, but if you call 

and talk to them they're helpful, and, I mean, that could be given out to new ostomy patients as 

well. 

PF5:  That first day, yeah, yeah.  

PI:  Then we have time. But if it's only one day you're all overwhelmed.  

PF5:  Yeah. So there was a point-- I think it was before or after his-- it was after the second 

surgery, and we weren't getting good supplies, didn't have a lot of stuff, and Sandy had a bunch of 

stuff that she gave us. We went to a support group meeting, and she had a big box of Hollister 

stuff. 

PI:  She does have a lot. 

PF5:  Yeah, and so we took it and brought it home, and we were using it, but I actually think that 

maybe they were expired, because the flanges were-- he had lots of trouble with leakage and 

failures. We went... 

PI:  Define failure. 

PF5:  Well, it comes off.  

PI:  Oh, okay. 

PF5:  Yeah, yeah. And actually it was in December, and I have family in Sacramento, and we 

drove. Before he was going to start the second post-op chemo we said "Well, let's go up there for 

the weekend," so we drove up there, drove up there, and in one day he had three failures, and I 

think that the flange was old, and it wasn't making a good seal.  

PI:  I think she said something about expiration, as long as they're not expired.  

PF5:  Yeah, and so when he went in the hospital for the surgery to remove the tumor we met with 

the-- because I said "Okay, you're back in the hospital. I want to see the ostomy nurse every day 

before you leave." And so... 

PI:  So she was there. 



 

284 

PF5:  So she was there, and so we met with her several times. At that point she thought his stoma 

was shrinking, and so she wrote everything down, told us what to order. We ordered everything. 

Well, his stoma actually got a little bit bigger, and so all those things that we ordered were too 

small. <laughs> So, yeah, in thinking back on it it's been a real rollercoaster, but...  

PI:  I think also, like you said, being an advocate telling the spouses or the family "We want to 

meet the ostomy nurse" the first day... 

PF5:  Yeah, yeah, absolutely, and meet with them more than once.  

PI:  ...and tell whoever is the nurse. 

PF5:  Yes, yeah, yeah, which is what we did, and we tried to do it before the first… That's okay. 

When they put the colostomy in for the second time we wanted to meet with them and asked, 

which we did, but they released him before she wrote everything down, number one, because I 

asked her to give me a sheet with everything, and then they released him on a Saturday. If they'd 

released him on a weekday she would've been there, and we had various case managers from 

RPN, from Cigna, from different people, and they were somewhat helpful, but... 

PI:  They normally will call the ostomy nurse in the hospital. 

PF5:  Yeah. They were... 

PI:  They've called me before.  

PF5:  ...somewhat-- they've been somewhat helpful, but really the burden falls on the caregiver or 

whoever. No one else is going to get the stuff that you need. You have to do it.  

PI:  That's why I don't really want to even teach the patient, because the patient's not ready. I 

always ask when we teach who is going to be the caregiver. 

PF5:  Yeah, and when he came home from the hospital and the first time that the home nurse 

came it was clear that I knew way more than she ever did about any of it, and so I was asking 

questions, and she didn't know, and I was like "Okay, never mind. <laughs> I know more than 

you. Never mind." <laughs>  

PI:  You need time for them too [ph?].  

PF5:  Yeah, yeah. And it would be hard, because they're not trained, and then they're in this 

situation with the person, and they're not-- they can put something on or take something off, but 

they're not trained to find the right brand, the right type, what you need.  

PI:  They're not educated.  

PF5:  Yeah, that kind of stuff. That was the hard part. 

PI:  What would your recommendation be for the regular nurses? 

PF5:  Well, that there be an ostomy nurse. <laughs> That there be an ostomy nurse or that the 

home health group have some of the reps from the manufacturers come in, and they would come 

in for free and give you a little tutorial, and they would probably give you free samples of things, 

so... 

PI:  They have a lot of ideas.  

PF5:  Yeah.  

PI:  Anything else? 

PF5:  I don't think so.  

PI:  Well, thank you for this time.  
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PF5:  Sure, sure. Well, the other thing is, like I said at the meeting, in every phone call that I 

make up and down the supply chain or whatever the thing that I've gotten used to-- what I do at 

the end of every phone call unless it's completely resolved is "Okay, so this is what we talked 

about, this is what we're going to do. Now tell me. Is there anything that I can do on my end to 

speed this along? Is there anything you want me to do?" And if they say yes or no or whatever I 

say "Okay. Is there anyone else that I should be calling about this? Should I be calling Cigna? 

Should I be calling someone else? You tell me what else it is that I can do to help you do what 

you need to do." And then the one thing that does is it gets them to realize that you're not going to 

go away. <laughs> And you've made a friend, because you've said "Well, what can I do to help 

you do your job? Is there anything that I can do to make it better, easier for you to do what you 

have to do? And please point me in the right direction, because I'm happy to make other phone 

calls, happy to do whatever needs to be done to get this fixed, so tell me what it is that I should be 

doing." So that idea has been very helpful, because then, like I said, two things. It lets them know 

that you're not going away, and you're invested, and then you feel like you're on top of it and 

you're actually trying to get something done. I think if you're able to do something it makes you at 

least feel better that you're... 

PI:  of all these things besides this.  

PF5:  Yeah, and so, well, for his supplies and everything I have a spreadsheet that has every 

phone call documented, the date, what was said, what I need to do. Everything's all on a 

spreadsheet.  

PI:  You're so organized. Was all this from life experience doing what you did before? 

PF5:  I mean, it's probably a little bit because I'm a pretty organized person <laughs> and... 

PI:  I could tell.  

PF5:  Yeah, but then it also-- I mean, this experience teaches you what it is you have to do, or it 

should teach you. And, like I said, for me the most important thing was to get the knowledge that 

you need to have so that you know what's going on and you know when something is not right.  

PI:  That's good. Thank you.  

PF5:  Sure.  

PI:  Very nice interview. 

PF5:  Probably gave you way too much.  

PI:  No, never.  

End of Interview 

 

Transcribed Interview of P #6 

 
PI:  So I'm going to-- thank you for allowing me to talk to you. And so we'll just start the 

interview. What is your experience with the cancer diagnosis, surgery and ostomy.  What is your 

perception and reaction to living with it?  

PF6:  Okay, Bob was diagnosed with bladder cancer about two years ago. They gave him some 

tests and accidentally when they were doing the ultrasound, it showed a spot with his heart that 

they wanted to check before he had his bladder scraping for the cancer.  

PI:  Any symptoms first? Where did you go-- 
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PF6:  Yeah, he was finding blood in his urine. So he went to the doctor for that. And they said-- 

they thought he had a UTI. So he-- after the ultrasound. They saw that one spot, and they told him 

he was going to have a stint put in before he had anything done with his bladder. They sent him 

clear up to Anaheim Memorial Hospital, that was the only hospital that would take him with our 

insurance. He went in for a stint, we came out with a five bypass surgery. We were there for 17 

days.  

PI:  In ICU? Where was he there? 

PF6:  He was just-- no, not in ICU.  

PI:  Why 17 days? 

PF6:  He was just in a room, because he has his-- we ended up there 17 days because when they 

went in to do the stint, they found out he was 100 percent blocked, the main artery, and two other 

arteries were blocked bad, too. So he had five bypass. And he had stay in the hospital for 17 days, 

and I had to sleep up there in the room with him, because it was too far to drive back and forth. 

Right after he had his bypass surgery, they kept him a few more days to do a bladder scraping for 

his cancer. They thought they could do a two-in-one. They didn't think the cancer was very bad. 

But when they got in there, it was worse than they thought. So after the 17 days, they sent him 

home, and from then on, he went to Loma Linda and he had seven more bladder scrapings. They 

tried to save his bladder with the scrapings, but it was getting too aggressive, so they finally 

ended up taking the whole bladder out. And that was a little over a year ago.  

PI:  So the bladder cancer, was it a shock-- 

PF6:  It was just about ready to go through the wall and spread. So he had to take out the whole 

bladder. And when he came home with his urostomy, and I took care of him for quite a while. I 

was doing the changing and everything.  

PI:  No help? 

PF6:  No help. Well, they had a home nurse come, but they didn't know what they were doing. 

They were not too helpful.  

PI:  Did you meet the Loma Linda-- or you said he went to Loma Linda. He went to Loma Linda. 

PF6:  Yeah. For the-- 

PI:  Did they teach you at all? 

PF6:  Yeah, they did, but you're so in shock at that time, it doesn't sink in.  

PI:  Right. 

PF6:  And then we had the nurses that came to the house, I think twice a week. 

PI:  Just a regular nurse. 

PF6:  Yeah. There was supposed to be one that was a specialist. A urostomy nurse. 

PI:  That we all send. 

PF6:  Yeah, we got to request her twice, because they don't send her out normally.  

PI:  Is it home health from Loma Linda? 

PF6:  It was through our insurance. Yeah. So we did good for quite a while, because everything 

was flat, and easy to do. And then this last few months, he's created like a hernia underneath. And 

it's like a-- really, it's just big. It's-- I don't know if you noticed it, it's right around the stoma. It's a 

bulgy out. 
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PI:  Mm hm. 

PF6:  And he has a little crease from a former surgery. So it's hard to fill in that crease and work 

around that big ball. Nothing is sticking, and he's so frustrated right now. Because nothing is 

working. 

PI:  So the surgery was 2016, did you say? 

PF6:  Yeah.  

PI:  And everything was going well?  

PF6:  That little first surgery, he didn't have his bladder taken out till '17, it was September. So 

was it September?  

PI:  So about a year ago? 

PF6:  Yeah, yeah. And so now he's just totally frustrated with all the complications that have 

come up with the surgery. 

PI:  What would be the most challenges that you had in the beginning and now? 

PF6:  In the beginning, it was easy. It didn't leak. It would stay out of seven days. 

PI:  Seven days? 

PF6:  I would put it on, and it would stay on seven days. But since he's created this little 

indentation, and-- 

PI:  Around the stoma? 

PF6:  Yeah. Well, it's right underneath the stoma. And then this-- I don't know what it is. A tumor 

or-- what that bulge is. 

PI:  Have you guys-- have you seen a doc? 

PF6:  Yeah, the doctor was concerned last time, and he's going back in a month. He said, "We'll 

just watch it." He says, "There's not much you can do about it. Once they-- hernia-- that's the 

word I was trying to think of. Once you have a hernia, I don't think there's much you can do about 

it. 

PI:  Yeah, they prob-- they look at him and I would assume they'll see what it is. And then the 

risk of everything else. 

PF6:  The only thing the doctor said he could do is probably wear a belt to hold it in. So he's-- the 

insurance wants an authorize to bill, but he's using a back brace thing that he had. It's basically 

the same thing. But it's hard for me now, because I have lost the feeling in my fingers. I have 

neuropathy. I've got diabetes. And I can't feel to help him anymore, and he's very dependent upon 

me.  

PI:  Ohhhh. Oh, how long have you had-- 

PF6:  I've had this for three years, but it's getting worse and worse all the time. So I'm trying to 

force him to do it on his own. 

PI:  The goal is that, yeah. 

PF6:  Yeah, because I can't do it anymore! I can't feel things, so I can't feel if those creases, or 

smooth, and it's a real challenge right now, and men are like babies. <laughs>  

PI:  Yeah. 
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PF6:  They want to be coddled. But that's-- and he keePF6 saying he wants me to do it, but 

anymore, I can't do it with my hands. So I've been forcing him to do it on his own.  

PI:  How about the cutting, the sizing of-- 

PF6:  We get them pre-cut.  

PI:  Oh, perfect, yes! 

PF6:  Yeah. 

PI:  Precut. Who suggested that to you? 

PF6:  I think it was Edge Park [ph?]. Yeah, I think it was Edge Park. 

PI:  Any problem with vision? 

PF6:  No. My vision's okay. 

PI:  All right. It's just the feeling.  

PF6:  Yeah, I just can't feel things. And I think it's something he needs to be doing on his own. 

He's-- 

PI:  Definitely, yes. 

PF6:  He's not an organized person. I have organized his stuff for him three times, and he gets 

frustrated and just throws everything in one box. And you can't do that. You have to be organized 

for a urostomy. You have to have everything ready. 

PI:  Yeah. 

PF6:  When you need to change it, it's got to be ready. And that I can't educate him. I can't get 

him to do that. 

PI:  Because he's always been that way. But does it work for him? 

PF6:  No! Not at all! He gets so frustrated.  

PI:  Mm hm. 

PF6:  So and since he's had so many surgeries, he's never at his very-- do you want to--  

PI:  Go ahead, yeah, yeah. This is your story. 

PF6:  Yeah, it has really taken a toll on his memory. I can't let him drive anymore. We were 

coming home one night, he was driving, all of a sudden, I see him on the wrong side of the street. 

And a few minutes. I told him, you know, I grabbed the wheel. I says, "What are doing?" And a 

few minutes later, he passed the entrance into our tract. He had no clue where he was! He is-- I'd 

thought he'd had a mini-stroke. 

PI:  He's always driven you before? 

PF6:  Yeah, he's a good driver. Has always been a very good driver. But I haven't let him drive 

ever since, because he didn't know how to get home. And when we got-- I made him pull over, 

and I got out the driver's side-- I mean, out of the passenger's side, left the door open, and I says, 

"You let me drive." So I got out, got in the driver's seat. He got in the back seat and left the front 

door open! So he just was not thinking at all that day, and it scared me to death! 

PI:  Has it happened? 

PF6:  No, it hasn't. 

PI:  But you remain to be the driver. 
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PF6:  Yeah, yeah, I haven't let him drive ever since.  

PI:  That's good. 

PF6:  But I talked to the doctor about it. And said, "That's normal with all the anesthetics that he's 

had. Because he had eight surgeries in seven months. 

PI:  Mm, okay. 

PF6:  So that's a lot. 

PI:  Do you think you allow him to drive again? 

PF6:  Not for maybe another year, the doctor said. It's going to take a while for him to get his 

memory back. 

PI:  So that's almost a reversal of roles. 

PF6:  Mm hm. 

PI:  Any other aspect of life that got affected with all the surgery? 

PF6:  He doesn't seem to remember where to put things in the house. It's like if he unloads the 

dishwasher, it's like an Easter egg hunt for me after, looking for the stuff! It's all in the wrong 

place. It's just he doesn't remember where to put anything.  

PI:  And that's new to-- that's after surgery? 

PF6:  Yeah. And he doesn't cook anymore. It's just the surgery has really changed him. His 

memory is-- 

PI:  Did he have other treatment like chemo? 

PF6:  No, he didn't have any treat-- 

PI:  You were able to-- 

PF6:  Yeah. 

PI:  That's a good thing.  

PF6:  Yeah. Other than that-- 

PI:  Financially, the finances it's also you, now? 

PF6:  Yeah, I have to take care of everything. It's-- I'm it. <laughs>  

PI:  Do you have a job? Are you adjusting well? 

PF6:  Yeah, I'm frustrated. It's just a lot on my plate. So-- and he apologizes at the end of the day. 

He knows. 

PI:  But for-- so the os-- the group where we met. 

PF6:  That was so helpful!  

PI:  Yeah. Was that the first time that you tried?  

PF6:  I've been trying to get him to go for the longest time. I finally says, "You have to go. You 

need help. I can't do it anymore." 

PI:  Okay, yeah. 

PF6:  So he was glad he went.  

PI:  And you, hopefully you go again? 
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PF6:  Oh, yeah; yeah, we'll go again. It's a long drive, but it's worth it.  

PI:  Hopefully, you'll call. And so, there's some close-by here? You know? 

PF6:  That group where we went was pretty good. It was a good- 

PI:  Oh, yeah, it was. 

PF6:  Good group of people. 

PI:  But I see how far it is. 

PF6:  Yeah, it is a long-ways. Is it probably-- 

PI:  The Hammock Group is also one that's really good. That's a good group, too. 

PF6:  Yeah, well, that's good. Yeah, that's closer.  

PI:  So but our biggest challenge basically is your hand in--  

PF6:  Yeah, that's the hardest part for me right now. 

PI:  Doing the ostomy care. 

PF6:  He doesn't-- well, it's not his fault. He runs low on the supplies and I just panic, because 

you can't buy them! You can't go to the medical place. There's only one place over here that has 

them. And I can't believe how hard they are to find, medical supplies. 

PI:  The ostomy appliances? 

PF6:  Mm hm. Are you aware of any place around here that-- 

PI:  I know that you can just the catalogs and-- 

PF6:  I didn't yet order it, and I didn't know when you was going to get it. That's the problem. 

And like we discovered at the meeting, everybody's unhappy with Edge Park. They're all having 

the same problem as we are.  

PI:  See, attending those meetings, me, attending the meetings also learning what is outside, what 

is going on. So the support group is truly-- 

PF6:  A big support.  

PI:  A big support.  

PF6:  Yeah. 

PI:  Yeah, those ostomy support group.  

PF6:  But I think what I really need right now is an urostomy nurse to come to the house and see 

his situation and advise him what to buy. The nurse that ordered his supplies from the get-go, 

they were ostomy supplies instead of urostomy. And that's why it was leaking, because it has that 

little hole at the top. 

PI:  Well, the only difference will be the kind of the bag, the pouch, but the flange or the barrier, 

it will be about the same, it's just the difference is like what he had, the emptying part. It's narrow, 

because the reason-- one reason for that is because, let's say he drains a lot. Then you can hook it 

up in a bag. 

PF6:  That's what he does at night.  

PI:  Oh, okay, all right. So and the main part will be, the main goal for that type of urostomy for 

you. 
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PF6:  So what products don't work with the bag, though? Like Hollister [ph?] does not work with 

ColdPlast [ph?]. 

PI:  No, but each company has their own. 

PF6:  Yeah. 

PI:  Yes. 

PF6:  We found that out.  

PI:  So just to clarify, it's like ordering supplies is a problem? 

PF6:  Getting them authorized. 

PI:  Getting them authorized. You mean by the primary physician, or the insurance? 

PF6:  Yeah, the primary. 

PI:  But he writes it down, right? 

PF6:  We go through the book and we write down what we want. And I call Edge Park and place 

the order. And then they'll tell me, "You have to get your doctor to approve this before we can fill 

your order. So we'll call the doctor and he tells us, "Okay, I'll do that," and then we never get it! 

Right now we're waiting, it's been three months, since we ordered a couple things. We still 

haven't got them. So I called the doctor about a month ago, "Did you place this order?" He says, 

"Yes, and I got a copy of it!" And the insurance says, "No." So I don't know who to believe. 

Whether to believe Edge Park, or whether my doctor's not following through. We don't know 

where the ball's being dropped. It's totally confusing. But I did see a couple of the orders where 

the doctor did contact the insurance to get the authorization. 

PI:  Somebody's not coordinating something. 

PF6:  Something's happening! It's just totally frustrating. I mean, when you need these supplies, 

you need them. It's just-- and Edge Park says they'll ship every three months, but it's not 

happening. Of course, we've had to change the products since he's had these problems. So that 

means another authorization from the doctor. And it's just-- we still haven't gotten them. I'm 

hoping they'll come today. We have somebody we talked to last week, and she seemed very on-

the-ball. 

PI:  Okay. One thing about the Kosher Support Ostomy Group, Hammock Group, they also have 

WOC in there. 

PF6:  Oh, good!  

PI:  I think there are two of them that I met. 

PF6:  Oh, that would be awesome. 

PI:  So they'll be a good-- they might know the area more. Than me. And so-- because I'm West 

Side. I know over there. But I also know just the two main ones of Edge Park and Shield, which 

is the main one. 

PF6:  Yeah. 

PI:  So there's a lot in the support group here also in Hammock, there's a lot of knowledgeable 

people, too. 

PF6:  Well, that's what we need. Because everything has changed with this stoma and he's got the 

bulge now, which he didn't have in the beginning. The products worked fine in the beginning. But 

now-- 



 

292 

PI:  It changed. 

PF6:  It's not working. 

PI:  Yeah, so-- 

PF6:  I don't think it's anything he's doing wrong. I've watched him.  

PI:  Dealing with this now, how-- what's your perception of living with an ostomy?  

PF6:  It's a lot of work. Right now we can't go anywhere, because he never knows when he's 

going to spring a leak. 

PI:  Were you active? Did you do a lot-- 

PF6:  We do! And we're active in our church. Every Thursday night we have a group, we go get 

together with. And you know, we have parties all the time at the church that we've had to bow out 

the last three times because he can't do any-- he's afraid he's going to spring a leak. They had a 

big breakfast after church the other day, and we couldn't go, because he only had that last bag that 

he's got on, and if he springs a leak, he's in big trouble. So we've been laying low and staying 

close to home.  

PI:  Okay. Anything else you want to share, this is the time. And share-- you still seem to be 

adjusting. What would be helpful maybe someday? 

PF6:  We're still adjusting. If he could find the right equipment, things would be so much easier. 

But right now, just trying to find the right equipment is frustrating, and-- getting adjusted to me 

trying to get him organized and do things on his own. He's very dependent upon me. 

PI:  Always been? 

PF6:  More so now. And that's hard, because there's only so much I can do. I'm only one person!  

PI:  That's hard on you. 

PF6:  Yeah, and he doesn't have much strength after all the surgeries.  

PI:  And you, too? 

PF6:  Oh, I'm not good either. I've got back trouble, and I just had knee surgery, and so it's been a 

challenge. Neither one of us are doing too good right now. 

PI:  Any support from family? 

PF6:  I've got my daughter round the corner. She's been really busy lately, so she's had to drop 

the ball for a while, but she's usually right there for us.  

PI:  That's good. 

PF6:  Brings over food periodically, and-- 

PI:  Do you cook? 

PF6:  Yeah, but it's getting hard to now with my hands. I can't even cut meat anymore. And he's 

not too much help anymore, so I can't depend on him to-- 

PI:  You know there's Meals on Wheels?  

PF6:  Yeah, yeah. 

PI:  Just in case, you know?  

PF6:  You know, what is great it's this-- oh, it's just-- Dream Dinners. Have you ever heard of 

them? 
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PI:  No. 

PF6:  You go down and you pack up your own dinner. They have like meatloaf. Or you just pick 

out what you want and put it in a tray.  

PI:  Where is this at? 

PF6:  Just down the street.  

PI:  And they are fantastic! It turns out to be about six/seven dollars a meal. But we don't eat 

much, so we can split it most of the time.  

PF6:  And now there's so much delivery stuff. 

PI:  Oh, I know. 

PF6:  Meals delivered to your house. 

PI:  Yeah. But we haven't done that, yet. But-- 

PF6:  Be careful with them, too. 

PI:  Yeah, I imagine. 

PF6:  Yeah. But cooking's been a challenge, because I'm just so tired all the time now. And then 

this allergy, it's just getting the best of me. 

PI:  You're tired because--? 

PF6:  Right now, it's my allergies that are--  

PI:  Okay. 

PF6:  And then since my knee surgery, I've developed back problems. So I can't stand very long. 

Yeah, sorry for all the-- 

PI:  No.  

PF6:  Museum. <laughs>  

PI:  It's not, no. I mean. Anything else that you-- just like your reaction to living with him now 

that he has an ostomy? Because obviously the cancer was a-- 

PF6:  Yeah, we're just thankful that they got the cancer. And he's had a rough tow-and-a-half 

years. It's really been touch-and-go. So I'm lucky to even have him.  

PI:  So when you look at the stoma, how do you feel? 

PF6:  It doesn't bother me. 

PI:  Okay. 

PF6:  It doesn't bother me. I know he's got to have it for the rest of his life. There's nothing we 

can do about it. He gets-- he's okay with it if it would work right. If the equipment--  

PI:  Well, yeah, he's been through a lot. 

PF6:  Yeah, if we could get the proper equipment, he'd be fine. Because in the beginning he was 

doing great. But now it's just so frustrating.  

PI:  What would best help you with all these challenges?  

PF6:  If we had somebody that could come to the house and see his situation, and advise us what 

would work the best, I think.  
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PI:  A specialist.  

PF6:  Uh huh. 

PI:  Like you say your ostomy nurse. Which is also a WOCN, by the way. 

PF6:  Yeah, I never can remember. WOCN. 

PI:  It's the World Ostomy Continent Nurse.  

PF6:  Okay.  

PI:  Either-- I'm just giving you recommendation-- either you really truly call and ask your 

physician to refer you back to Loma Linda, home health nurse there that if they know someone 

that will help him. 

PF6:  Oh, okay. 

PI:  And order one even for two weeks, and that support group also has WOCNs. At least the one 

in Hammock. Might just-- 

PF6:  Well, that would be a great help. I think that's our main concern right now. If we could just 

get things going smoother 

PI:  Okay.  

PF6:  If I could get him organized, too.  

PI:  To help him out. 

PF6:  Yeah, he needs to be ready to change it. And if I don't do it, he'll never do it. That's my 

frustration, too. 

PI:  Okay. 

PF6:  He's got to learn to do that on his own. 

PI:  Exactly. Maybe just watching for a little-- 

PF6:  Well, I do watch him. 

PI:  Oh, you do. Okay. 

PF6:  Yeah, yeah. 

PI:  While he's doing it. 

PF6:  Mm hm. 

PI:  So I'd like to ask if you have anything else to say that would help others someday. What 

would be the main-- 

PF6:  Well, we have a fantastic support group at church that's been praying for us.  

PI:  Oh, I see. Okay. 

PF6:  Oh, my gosh, I don't know what we would do without them. They bring food.  

PI:  Religious support group. 

PF6:  Oh, we've had a great support group. We really have.  

PI:  Prayer warriors. 

PF6:  Yeah, like-- 
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PI:  Love them. 

PF6:  Yeah, that's the group we get together with on Thursdays. And then just last Thursday on 

our way down to the meeting, I couldn't go, and neither could Bob. They brought three bags of 

groceries from Trader Joe's, just to help us out, and so helpful. 

PI:  That is nice.  

PF6:  Yeah. We really appreciate that group. Without them, I don't-- we would have fallen apart. 

<laughs>  

PI:  What else? 

PF6:  I think you just got to put your trust in God, too, that he's going to work things out. He 

brought us through the two-and-a-half years. 

PI:  The worst part. 

PF6:  Yeah. 

PI:  Were you fearful at all that you'd lose him for-- 

PF6:  Oh, yeah, yeah. Up in Anaheim, it was very touch-and-go. I couldn't believe it when I met 

him in the hallway, and the doctor said he had to have a five bypass surgery. We had no clue! We 

thought he was going in for a stint. It was five-and-a-half hours of surgery. So that-- 

PI:  Was that for the heart? Or is that for the bladder? 

PF6:  No, it was a stint for the heart.  

PI:  Okay, so all right. 

PF6:  And he ended up with the five bypass, which took five-and-a-half hours.  

PI:  Was that scarier than the bladder cancer diagnosis? 

PF6:  Oh, definitely. Yeah. Well, we didn't know what was happening until he came out. We had 

seventeen people in the waiting room waiting for--  

PI:  Were they your church friends or family? 

PF6:  Well, our old church, too, from our old house. We just-- we have a lot of support. 

PI:  Okay, support, good.  

PF6:  That's what you need is support. And we still have it.  

PI:  That's good. Just means your faith is good, is very strong, too. 

PF6:  Yeah. 

PI:  Well, anything else?  

PF6:  Can't think of much else. It's just a blessing he's alive. It's just if we can just get through 

this next few months.  

PI:  Okay, all right. 

PF6:  Yeah, I don't know what else-- 

PI:  Each other as support? 

PF6:  Oh, yeah. 

PI:  Marriage is strong? Way to go. 
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PF6:  Yeah, yeah. He thanks me at night all the time, because he knows he's been a bear. He's 

been a bear ever since he's had this trouble. And he'll apologize and, "I'm sorry." So that helPF6. 

PI:  How long have you been married? 

PF6:  Let's see, it's 57 years. 

PI:  Okay. 

PF6:  Yeah. So been with him a long time. 

PI:  Were there any perception of what this is all about beforehand? 

PF6:  Have no clue. We were thinking they would save the bladder. The doctor really thought he 

could save the bladder. But he finally says, "You know, every scraping it's getting more 

aggressive, and it's just about to go through the walls. So he says, "I'm going to have to take the 

whole bladder." We had the greatest doctor! 

PI:  That's important, too. 

PF6:  Oh, yeah. He was fantastic! 

PI:  Mm hm. The surgeon. 

PF6:  Yeah. Dr. Venamapalli [ph?]. <phone rings> Nobody can pronounce it. 

PI:  I think that's _______. Vexing you. 

PF6:  I'm not going to get it. <answering machine announcement> It's just one of those crazy 

phone call that I never pick up. When I hear the word eBay on the end, I never pick it up. It's just 

a recording, you know? 

PI:  Okay, well, anything more other than we're-- 

PF6:  Trying to think of something that would help somebody else. I just can't think of anything 

else. If you get it mastered, it's not hard at all to live with. Because you just learn to cope. 

PI:  Mm hm, yeah, that's true.  

PF6:  Adjusting to it. And his clothes, he used to have a 32 waist. Now he's got to buy 38s 

because of that round thing. That's a problem. He has to wear everything elastic now around the 

waist. So yeah, none of his clothes fit him. <laughs>  

PI:  Was he conscious about that? 

PF6:  Not really. He just knows it's something that's going to happen, so he's got to live with it. 

PI:  That's right, yeah. And one day he will, once we-- you figure it out.  

PF6:  Yeah. 

PI:  And the right help. 

PF6:  Yeah, we were doing fantastic until the last few months. 

PI:  It's almost like people. We change, because we age, and we relearn things.  

PF6:  Mm hm, yeah.  

PI:  I think. 

PF6:  I felt so sorry for that young girl that had just had an ostomy five months ago at the 

meeting. She's coping with it so well. 

PI:  She is. Yeah, she is. 
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PF6:  She was a sweetheart.  

PI:  Well, I'm going to end the interview and then we'll talk about it. 

PF6:  Okay. 

PI:  And thank you again for allowing me to do this. Anything else? 

PF6:  Nope! That's it!  

PI:  Okay.  

End of Interview 

 

Transcribed Interview of P #7 

 
P1:  Thank you for giving me the time to do this interview and you participating in my study 

about your live [ph?] experience as an elderly partner's diagnosis and surgery and ostomy.  So 

that's the first question, what has your lived experience been? 

P7:  Well David went into the hospital last year in the spring for gallbladder surgery and he came 

back home after the surgery and began to have diarrhea that the surgeon said was very typical of 

gallbladder surgery.  But as the days went on and the diarrhea began to just take on a completely 

different form, I began to think this is not post gallbladder diarrhea, this is something else. 

P1:  indicated gallbladder? 

P7:  It was C. diff as it turns out. 

P1:  No, the surgery. 

P7:  No there were really no complications, I just couldn't get anyone to make any other-- they 

were making that automatic connection between gallbladder surgery and the tendency to have 

diarrhea.  But I ended up taking him to the emergency room and sure enough, it turned out that he 

had C. diff, they admitted him immediately, he did not respond to the antibiotics and he wound up 

in CCU, they had to intubate him, and he was not breathing well, he was-- it was just very-- he 

had sepsis, he had sepsis and he was very sick.  So the surgery to remove the colon was 

imminent, it was a lifesaving procedure and he was in no position to have a conversation with me 

about whether he agreed to it or not, we had an advance directive and I was the primary decision 

maker and on the directive, his wishes were to do all life sustaining measures.  So that surgery 

was a life sustaining measure.  So our sons and I decided we have to do it, you know, the surgeon 

was blatantly telling us this is the only chance and it doesn't look good, his survival rate 

perspective.  So he went through the surgery, he came out fine, he had an ileostomy. 

P1:  They didn't do any other testing, colonoscopy or anything like that, did they? 

P7:  Any other testing? 

P1:  Procedure, colonoscopy. 

P7:  The just removed the colon. 

P1:  Okay. 

P7:  They did other testing to determine that it was definitely C. diff and they did CAT scans and 

things to see the condition of the colon and it was riddled with this bacteria.  So when he came 

back post-surgery, he was pretty much incoherent, he was on the breathing machine, very weak, 

not communicating and it was a few days before any discussion at all started about the ostomy 
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itself and care for it and all that but pretty soon I was met by the ostomy nurse and taught to do 

the changing of it.  The very important point to note right here is that I was feeling incredibly, I 

felt like there was a time warp, I felt that we were moving forward and yet our situation was way 

back here in a crisis mode with, he's just had this happen, he has had this surgery, we need some 

sort of counseling right now.  Yes, I can learn how to change it but I'm not ready yet for that, I'm 

not there yet.  He's out of it, he's not participating at all because he wasn't awake, so I didn't see 

the importance of teaching me to change the ostomy or whether it should be to help me read all 

these brochures and decide whether it should be a one piece or a two piece when frankly, at that 

point it didn't matter yet, I knew it would matter someday but he was going to be-- he was in 

CCU for another four months.  So, you know, to me, that's why I'm so interested in your work 

because there was this gap, this emotional gap of, it felt like a gap of compassion, it felt like these 

people are moving me ahead for their own convenience, for their own protocol when I am 

screaming out, we're back in this crisis mode, we've just had this major surgery, he's going to be 

livid when he finds out he's had this because he never-- this was something he never wanted to 

have.  So that was all going on every day when I would go there to be with him and I would 

receive the training and I was draining it and I was doing everything I was supposed to do but I 

was unable to really make my case that we need something else.  So they would send in a 

chaplain, you know, which, that's fine, but the main point is how do we learn, how do we learn to 

deal with what has happened to him physically, how do we learn to cope with this. 

P1:  You, as a partner. 

P7:  Yes, me as a partner and him as he begins to wake up and become-- he hasn't even seen it yet 

because he's not awake, what if he wakes up in the middle of the night, looks down and sees it 

and then just completely freaks out because this is something he'd said many times, "Never let 

this happen to me."  But as his agent, or representative, I was trying to save his life, so I was so 

scared, I felt like I needed counseling.  I needed someone who would know what we were going 

through, and could it help. 

P1:  Did you ask the nurses? 

P7:  Yes, I said, "I know this is important to you that I become trained but emotionally I just need 

something else, I need more support."  And then they would do what they could, the social 

worker would talk to me and say that, "Everyone goes through this, it'll just be an adjustment 

period."  So my biggest fear, Dinah, was the anticipation of how he would feel about it when he 

realized that that's what had happened to him and sure enough, as he began to become more 

coherent and they ended up excavating [ph?] him and doing a trach and he began to be more 

cognizant of people in the room and what they were doing to him and he began to wake up and he 

go like depressed and questioned, "Why, why, who made that decision?"  And I told him, "Your 

boys and I made the decision because you were dying, we tried to save your life and it was a 

lifesaving procedure." 

P1:  How did you feel?  Almost like you're sorry [ph?], felt bad. 

P7:  I questioned my decision, I questioned it.  We have one son who is an oncologist and he has 

felt for some time that his dad, David has reached a point, the hospice point where medical 

intervention, there should just be a minimal amount at this point.  but felt that way even back a 

year ago, our son felt that way and maybe that's because of his field, that he sees, you know.  But 

the other boys and me, we read the advance directive, we were advised by what does this mean in 

terms of this procedure and it meant save his life, if you read the wording of what he signed or 

what he wanted, you know, so we did it.  Since then, and he's had some time, he has gone through 

the-- I would say he's made a good adjustment toward accepting the fact that it had, it just had… 

P1:  It saved his life. 
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P7:  It saved his life and it just had to be done.  And I accepted it immediately, one for the 

medical miracle that it is, I can't believe it, I can't believe how amazing it is, that you… 

P1:  The stoma. 

P7:  Yes, that you can reconstruct physiologically the body like that, it just, it blows my mind.  

So I marveled at it, I learned how to do it.  I mean we did have issues with the leaking and we're 

still having them, but… 

P1:  How do you handle that? 

P7:  We're trying the Convex bag only because the stoma is-- what's happening is it's retracting at 

night. 

P1:  So it's almost every night now? 

P7:  Yeah, it's almost every night.  So with the Convex, it kind of end up at the belt, it's helping it 

stay protruded, yeah. 

P1:  So no leakage right now? 

P7:  Well he's in there and they've redone everything, they won't leave well enough alone, his bed 

needs to be this way and he needs to have the belt, no, they've taken it off and turned it so that it's 

easier for them to drain, he doesn't have the belt on.  So I'm like, "Okay, do your thing." 

P1:  Does it leak? 

P7:  Yeah, they've gone through four bags, he went in on Saturday. 

P1:  How's his skin? 

P7:  Well I've been using the Domeboro, so it's not bad. 

P1:  So what were your perceptions at first of all the procedure with the ostomy, <inaudible 

00:12:14> expected. 

P7:  My own… 

P1:  Yes, your own. 

P7:  I would say positive, positive. 

P1:  Even before you decided that, "Yeah, do it." 

P7:  Oh, I knew nothing about it, I knew nothing about it, I had no really preconceived, all I knew 

was he had a friend, a colleague that he worked with who had one and just despised it and 

complained about it all the time and just said, "Whatever you do, don't let this happen to you."  

And he would tell me about that, a couple of times throughout the 48 years that we've been 

married, I heard about that guy, but I just didn't-- you know, who thinks it's going to happen… 

P1:  To you or to… 

P7:  …to you or to someone close.  But I mean to me, it saved his life, so I mean of course it 

wasn't a bad thing, you know. 

P1:  Okay.  Even now with all the challenges?  What are the most challenging things? 

P7:  I would say his disdain for it was the most challenging thing, how… 

P1:  How did you cope; how did you navigate? 

P7:  Right, how, I'm care giving for him and now I need to be a cheerleader for him, for this 

situation and I felt a certain amount of resentment there because I thought, I didn't say this, but 
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my thoughts were, "This saved your life and you don't have to take care of it, you don't have to do 

anything, I'm here, I'm going to take care of it.  So let's smile about it."  So really one day I said, 

"You know, I'm going to name it, I'm going to give it a cute name and we're going to refer to it as 

Henry so that when we're out somewhere, I can ask you, 'How's Henry doing?'"  

P1:  Oh, that's very smart. 

P7:  And he thought it was hilarious and he started laughing.  So now it's a very, it's almost a-- it 

put a positive spin on it so it's like a love name. 

P1:  How did it affect your marriage? 

P7:  The fact that he had that done? 

P1:  Yes. 

P7:  I don't think it had any… 

P1:  No? 

P7:  No.   

P1:  Even the disdain he has with that one because he wasn't even part of the decision? 

P7:  Well because we worked through that, if we were still hung up there the way he was, and his 

depression and anger and resentment toward me and all that, oh, it would have really affected our 

marriage. 

P1:  How did you manage through <inaudible 00:15:11> through it? 

P7:  He was in a convalescent home at the time and I told them that we needed counseling.  I 

said, "I don't know who you're going to send in here but-- " and they wanted to put him on 

antidepressants and I said, "No, no, no, because I need help too and I'm not going on 

antidepressants.  We need to talk, and we need a medical professional with some training in 

counseling to help us through this."  And they stepped up to the plate, yeah. 

P1:  All right. 

P7:  Yeah, they did.  We were in Santa Anita Convalescent Hospital. 

P1:  So that helped you, the counseling. 

P7:  Well I knew I could get through it, I just needed them to help me turn him around, if we 

could turn him around and his attitude or his perception of it then I knew I would be okay, I just 

needed him to come through that, to be willing to work through that.  There's nothing, I can't 

change his core belief about what has happened to him, he has to have a new way of looking at it. 

P1:  A new way of normal. 

P7:  Right, a new normal, that's right, yeah.  He's so thankful, so bringing him home was 

absolutely the right thing to do because it put him in the position of, "I get to go home.  I get to go 

home, yes, I have this, but I get to be with her, I get to go home, I get to spend the rest of my life 

with her, whatever that length of time is, so this is not as bad as…" 

P1:  He thought it was. 

P7:  Yeah, it's like he's putting a new spin on it. 

P1:  So basically he's more positive? 

P7:  He is, he is a lot more positive. 

P1:  Does he get up though? 
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P7:  I get him up every day, yeah 

P1:  Do you get support physically with him or you can handle him yourself? 

<overlapping conversation> 

P7:  Because he's on hospice, they don't offer physical therapy. 

P1:  Why is he on hospice? 

P7:  He has B-cell lymphoma and he can't tolerate any more chemotherapy. 

P1:  Oh, so he had chemo. 

P7:  Yeah. 

P1:  Okay.   

P7:  So he's on Vitas and his primary care doctor through Kaiser is willing to have Home Health, 

Kaiser Home Health Physical Therapy come out for a few sessions so that's been happening, and 

I think they're going to come for like seven sessions. 

P1:  Okay, so that's good. 

P7:  Yeah. 

P1:  What helped you during the time that your husband is landing [ph?] all of these things and 

almost not really accepting it at that time, when he started waking up, what helped you that you 

know you wanted counseling, at least you going? 

P7:  For him, yeah, I wanted to… 

P1:  For him. 

P7:  I wanted the three of us to be able to talk so that-- because I was talking myself blue with 

just him, I needed someone else that had the… 

P1:  Expertise. 

P7:  Absolutely, for that condition as well.  What helped me… 

P1:  You personally. 

P7:  Yeah, me personally, I think what helped me the most is knowing that he is helpless, he is 

really helpless, I realize there are some things he can do for himself and I do encourage that but 

he's in a position in his life right now where the quality of his life, it's really all he has and I'm for 

whatever reasons, I'm the person who has the most control over producing the best quality for his 

life, so that's why the decision to bring him home was so important and I'm so thankful that he let 

me bring him home.  Once he came home, it's so demanding, the care giving for him is so 

demanding, just… 

P1:  But you don't have help. 

P7:  I don't have help, I don't have help, that's why the fact when they told me that they provided 

one week every 30 days of respite, paid, and I said, "How do you do that?"  And they said, "Your 

Medicare is paying for it."  But if I had chosen Kaiser hospice, mm-mm, because Kaiser manages 

your Medicare if you have Kaiser, right, this is Vitas and Vitas provides it, so I said, "What 

happens in 30 days if I want it again?"  And she says, "I hope you get it every 30 days because 

you need it, you're going to need it over the long haul," you know.  So I'm going to, I'm going to 

use it. 

P1:  Yes, yes, so basically every, so monthly. 
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P7:  Monthly. 

P1:  Yes. 

P7:  It's six days, five nights. 

P1:  That's good. 

P7:  It's really good. 

P1:  Have you been sleeping? 

P7:  Yeah, well last night he called three times at midnight but other than that, you know.  I 

should turn my phone off because he's being well taken care of, you know. 

P1:  And it's 24/7? 

P7:  24/7 so that's what I need to do. 

P1:  Very true, yes.  So how can you, now I know it's kind of brand new, right, a year, you living 

with the ostomy? 

P7:  Him living with the ostomy, August of last year was the surgery. 

P1:  So how would you help someone like you with the knowledge that you already have in 

adjusting to life with someone, with your partner?  Was there any challenges in your hand eye 

coordination in changing, when it comes to you, not his stoma? 

P7:  Yeah, he's not doing it all right, so in my hand coordination? 

P1:  Yeah.  Or something like that. 

P7:  Okay. 

P1:  Physical. 

P7:  Physical.  Well… 

P1:  You said the hand was also hard. 

P7:  My wrists are bad, I have carpal tunnel, so I was wearing the braces, now I'm just sleeping in 

them, they're feeling a lot better.  But yes because I didn't know about precut bags, so I was 

cutting the bag, I didn't know about filters in a bag, so I was using a bag that had to be burped 

every hour, I didn't know about the significance of his diet, now I do.  I didn't know he shouldn't 

eat after 5:30, now I do, I know so much now.  So information is key and a group, a support 

group where people are not only ostomates at there but also the caregivers of those people are 

there, their caregivers so that you can talk and you can-- and then a person with an ostomy can 

chime in and say, "Yes, and have you tried this?"  Because they're living it, they're living the 

experience.  So Dinah, I was given, Shield was providing the same bag that he used in the 

hospital, Hollister 3224, it's not a good bag for him at all, but they just kept sending them, kept 

sending them and I kept saying, "They're not working." 

P1:  From Kaiser? 

P7:  Yeah, from Kaiser.  Then when I went on Vitas, the social worker said, "What are you doing 

to find out what bag they don't really know?"  So that's when I met Joe, I went online to the 

National Ostomy Association because research, it's kind of in my blood to ask questions and get 

answers.  So that's how I found you, and you said this may not be the perfect bag but it's trial and 

error right now, you have to find the right bag. 



 

303 

P1:  Yeah, when I teach my patients that, I will say, "You're going to have to get to know this, the 

ostomy because we can give you what we have here but then in the end you get to know it."  And 

the support group is very important. 

P7:  Absolutely. 

P1:  Yeah. 

P7:  Yeah, that was huge. 

P1:  Would that have been helpful? 

P7:  Earlier on?  Oh yeah, very helpful. 

P1:  So what would you tell someone like you, you know? 

P7:  Well I would have loved to have learned about the support group and about the National 

Ostomy Association and about all the YouTube videos that are actually good ones, I'm sure 

there's a lot of stuff out there that isn't, <inaudible 00:25:18>. 

P1:  So the nurses at Kaiser didn't help you a lot? 

P7:  No, I was given a brochure. 

P1:  Was it WOCN, Wound, Ostomy… 

P7:  Yes, I was given a brochure and I was given, you know, the reading material basically but it 

was very-- there wasn't a lot of thinking outside the box like, "What if this happens or what is this 

isn't the right bag?"  I didn't even know to question that, he had leaked all the time and they used 

to complain about it all the time, it leaked in the hospital and I never thought-- I thought it was 

him, I never thought, "Oh, maybe there's a different bag they should be using," I don't know the 

questions to ask. 

P1:  And perhaps we lack knowledge too, the hospital nurses. 

P7:  Well you use probably some of those, they are used to the products that you are using, you 

know? 

P1:  Yes, that's true. 

P7:  But, I never had anyone with your perspective of, "Let's try something else." 

P1:  Yeah, if it doesn't work, we will try something else. 

P7:  Yeah. 

P1:  What else do you want to share? 

P7:  The low point I guess was that week that I reached out to you, you asked me physically what 

was hard, Dinah, getting up in the morning and having the hope for a good day, like a day where I 

can enjoy myself and I can actually make a good day for him and walking in and there is stool 

everywhere, because of how badly it has leaked and then it's just a huge setback because time 

wise, labor wise, but emotionally, it's unbelievable because you can't express yourself, you can't. 

P1:  You can't show it to him. 

P7:  No, of course not, you know.  I mean I wouldn't and he's not one-- I think it would have 

helped if he'd have said, "Oh, honey, I'm sorry it's such a mess," even though he had no control, I 

think it would have helped me to have him just say something like that. 

P1:  Was he always like that person? Does he say sorry? 

P7:  No, not really. 
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P1:  Oh, okay. 

P7:  The reason he wouldn't is because he isn't-- it's just there doing its own thing, he doesn't 

know what it's doing and I know he doesn't and I wouldn't be implying that by saying, "I'm 

sorry," I wouldn't be implying that he has any control over it, I know he doesn't, it's just a figure 

of speech to kind of reach out to the person taking care of you to kind of like, "Oh, now you have 

to do all-- " you know what I mean?  But why should I-- I'm not surprised. 

P1:  But it would have helped. 

P7:  But it would have helped, it would have helped get over that 5:30 in the morning feeling of, 

"Oh my god, are you kidding me?"  And then just not knowing what I know now, you know?  

And you were coming anyway that day, but I thought, I just-- I have to-- it wasn't like me to text 

you at that time of day and, you know. 

P1:  It's okay, I was coming anyways. 

P7:  And then I wanted to tell you, as we walked through that living room and I lost it, that cat is 

why I lost it, that cat not only had all this happened that morning with him and the stool, that cat 

had thrown up all over the house and I had just spotted another pile and that's when I just, I said, 

"That cat's got to go."  I mean I haven't gotten rid of him yet, but it just felt like, "Are you kidding 

me?" 

P1:  It was too much, yeah. 

P7:  Yeah, it's just too much. 

P1:  Yeah, there are days like that, yeah, there are days like that. 

P7:  And the distraction, the feeling that you're on a leash kind of, you know. 

P1:  Limited on a… 

P7:  Well you're really limited and you're being… 

P1:  Pulled. 

P7:  Yeah, you're being pulled and then you're not able to organize or prioritize what you want to 

do because whatever happens, his needs, what he needs take… 

P1:  Takes precedence. 

P7:  Yeah, absolutely. 

P1:  How do you meet your needs? 

P7:  Well this is why this time off right now is helping me so much, and I've been going to bed 

even, well before this respite, I was going to bed probably earlier than it's even going to make 

sense, but I've been going to bed about eight or 8:30 because I'm just done, I'm done, <laughs> 

I'm so done.  And I go to my room and I watch YouTube or cooking things on my phone and it's 

just like heaven, heaven. 

P1:  That's good. 

P7:  And he's… 

P1:  On his own. 

P7:  All of his pills are all lined up for the night, his melatonin and nothing major pills but 

melatonin and Benadryl and he's got his little hat on and he's freshly changed, I mean he's got 

everything, he's all set up.  And I just sleep until about five, I'm sleeping through. 
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P1:  That's good. 

P7:  Yeah.  Well I don't go to sleep right away but, you know. 

P1:  That is good.   

P7:  So I think that's one priority I'm making is that I… 

P1:  Any other things that helped you support like either prayer or I mean your faith? 

P7:  Faith, yeah. 

P1:  The chaplain comes? 

P7:  The chaplain comes, I'm not Catholic and he is a Catholic, I don't need all the scripture and 

all those things, I just, for me, the biggest help with him coming is just being able to talk to him, 

just being able to talk to him, talking to someone who believes in something bigger than what 

we're seeing. 

P1:  A chaplain. 

P7:  It doesn't-- yes, and you. 

P1:  Oh, thank you. 

P7:  It doesn't matter what the belief system is… 

P1:  Somebody… 

P7:  …it's just that this isn't all there is and it's very comforting to be with someone else no matter 

what they believe who realizes that, it's just a comforting thing. 

P1:  Very true.  To verbalize, to be able to talk to. 

P7:  Right, and to articulate what the point is of having, that things will get better-- you're looking 

at time, okay.  Things will get better, they can get better and they will. 

P1:  You will not remain the same. 

P7:  Right, this too shall pass, having… 

P1:  My mom used to tell me that. 

P7:  Right, having little-- being very cautious of the thinking, listening to what you're thinking 

and making sure that it's serving you, that the thoughts are actually thoughts that will keep you 

moving forward. 

P1:  Be healthy. 

P7:  Keep you healthy, yeah. 

P1:  So that's all really the questions unless you have other things in closing you want to share 

that you think will be important for others or for my-- or for knowledge. 

P7:  Okay.  I would just say that things are going to continue to get better and I believe that so 

much that I'm looking forward to being able to hire someone part time and go back to teaching 

ESL at the adult school which I'm really-- I mean that's a part of me that I can get back again, 

that's just been on hold, it's not gone. 

P1:  Forward, looking forward. 

P7:  Yeah, looking forward. 
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P1:  Very good.  You have a healthy, healthy outlook, which is going to be helpful.  Well thank 

you for your time. 

P7:  Oh you're very welcome, thank you for the work that you're doing. 

P1:  Thank you, hope-- and with your participation, and so <inaudible 00:34:17>. 

End of _Interview 

 

 

Transcribed Interview of P #8 

 
PI: Testing.  Hi. 

P8: Hi. 

<laughter> 

PI: Thank you for allowing me to interview you and for you to share your story.  So we just 

going to go into the question. 

P8: Okay. 

PI: Basically, the start is what is your experience with the cancer diagnosis, the surgery, and 

ending up with ostomy? 

P8: Okay.  So start with-- 

PI: Yes. 

P8: --the diagnosis? 

PI: Mm-hm. 

P8: Diagnosis was actually I would say by accident, because we had no-- my husband had no 

symptoms.  He had a previous surgery for a volvulus stomach and he, on the x-rays that were 

done at the hospital, during that time, they-- oh, no.  It was not on x-rays, it was on his labs.  His 

PSA was elevated, which it has been in the past, so it was not real alarming that after he 

rehabilitated from the stomach surgery and recuperated we went to see his urologist at City of 

Hope, and he had been in a study for a Select-- it was called the Select study for prostate cancers, 

and so when he saw his doctor at City of Hope, they decided to do an MRI because they were 

doing that now for to check the prostate and it did show that there was nothing wrong with the 

prostate, but it did show a tumor in the bladder.  So we proceeded from that point; that was quite 

a shock to us.  We expected maybe prostate, so then they did biopsies.  He had a cystoscopy.  

Then he had the biopsies of the bladder, and it was proven that he did have a high grade of-- 

PI: Cancer. 

P8: --cancer, so they proceeded to do BCG treatments, and after those treatments he was 

reevaluated for-- 

PI: BCG? 

P8: BCG.  They do a-- they instill-- 

PI: BCG? 

P8: No.  This is for the-- I think that-- isn’t that what it was, BCG?  Yeah, I think it was.  But the 

tuberculin, bacillus. 
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PI: Oh. 

P8: And they’re using that.  They instill that into the bladder in a-- it’s quite a process.  Takes two 

or three hours of treatment, and we did it six times, and then you have a lot of, because it’s a live 

bacteria, there’re proper cleanup and elimination procedures that you have to follow, so-- and 

they’re showing that they do have some success with this treatment.  However, his did not deter 

the cancer at all. <laughs> So then after he went through the treatment, after the six treatments, 

then they did another biopsy and it was, the cancer, was still there.  They felt now that it was 

invading the wall, so we had to fess [ph?] out of the-- 

PI: For six weeks? 

P8: Yeah.  It may have been about eight weeks then because they cannot do a biopsy when you 

first finish this BCG treatment, so you have to wait a certain length of time.  I think it was a 

month we had to wait before they could reevaluate him. 

PI: So he has very invasive cancer. 

P8: Mm-hm.  So we decided that we had to have the bladder removed, but we wanted a second 

opinion.  So we went to USC and saw Dr. Sia Daneshmand down there and he’s supposed to be a 

big expert in the field of bladder and prostate cancers.  So we went down and had a visit with 

him, and during this time my husband was starting to have more of a problem with this stomach-- 

the gastric volvulus that he had experienced about a year before that was now starting to be a 

problem to him again.  So when he had the surgery a year before, they actually just capped the 

stomach.  They pulled the stomach down.  His stomach was 70 percent in his esophagus, so they 

pulled it down and tacked it down, but it was not a permanent procedure.  In other words, the 

doctor, even when he did it, said that this might be-- “It may last, it may not.  You may have to 

redo this more permanently.”  So when we went to see the doctor at USC for the bladder problem, 

he said, he reviewed his history as far as the volvulus, and he said, “We can’t do-- I would not 

recommend that you do the bladder removal surgery before you take care of having this other 

problem readdressed.”  So he referred us to specialist down there that then said, “Yeah,” we got 

to do that.  They were concerned that the positioning when they do the bladder surgery would-- 

because I guess they’re tilted back, and that way push all of this up and he could have a very 

serious problem with that.  So they wanted this volvulus fixed first.  So now we had time.  So 

now we had more-- we were not addressing the bladder, which was a very big worry to me 

because if we had this aggressive cancer that was growing and we’re taking this time to do this 

other surgery... So it was a real difficult time for us to make this decision, but we did go with the 

having the surgery done at USC on the volvulus and also a partial gastric resection they had to do 

that time because some of the previous surgery for that volvulus now had formed a lot of 

adhesions, <laughs> and so he had to have all that taken care of. 

PI: Removed. 

P8: Yeah.  So had that in November, and then by January at City-- back to City of Hope, we were 

talking with the doctors about the surgery for the bladder.  But they felt like they wanted him to 

have chemo before he removed the bladder, because-- to slow things down.  So we tried that.  We 

talked with Dr. Pal over there and we tried-- he had two treatments of chemo, but he got very, 

very dehydrated, very, very sick.  He could not-- and he could not continue that, because he was 

too-- I felt, and I expressed this opinion, that he was too soon from this other big surgery that he 

had on his stomach, and that was a six-hour surgery.  That was, you know, that was just too soon.  

He had not recuperated.  He’d only recuperated, they only were going to give him a month, to 

recuperate from that-- 

PI: From that. 
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P8: --before they started chemo, and that was just not-- and I could understand the reason they 

were pushing this along.  But I said, “You know what?  This is, we’re going to just-- you’re going 

to kill him,” and not, you know, “This is crazy.”  So we-- and Dr. Pal agreed with us.  He said, 

you know, “We’ll stop it.  We’ll just go straight to surgery.”  So they gave him another month, I 

guess, to recoup from that and then they did the surgery in February and so it was done 

robotically at City of Hope. 

PI: Wow. 

P8: And he did pretty well with the surgery.  It was a very long-- it was, I don’t know, 10, 11 

hours.  It was quite involved, and they <laughs> removed the prostate too, and did a ileal conduit.  

So that’s where the connection came in, and we were very worried, very anxious, very 

preoccupied, I guess, with how we were going to care for this, and what was involved <laughs> 

with.  You know, and course, everyone said, “Well, you’ll have help and you’ll have--” you 

know, “You’ll be taught,” and et cetera.  But it’s a big, big worry and it’s a big, big adjustment. 

<laughs> So life never goes quite that-- 

PI: So you do have help before he was discharged? 

P8: Yes, in the hospital.  I was there several times with the ostomy nurse.  We didn’t have that 

much help, because they didn’t change the bag that often.  They just kind of showed me and I 

knew about emptying the drainage bag, et cetera, but it was not-- I think I just wanted to take 

somebody home with me. 

<laughter> 

P8: To be right there with me all the time, and I have, I’ve had, medical experience.  I can’t 

imagine how difficult it is for people that have no-- 

PI: Medical experience. 

P8: --experience or even have a little bit of assurance that, “Yeah, I can do this.”  You know, 

maybe it’s better if you don’t know what you’re doing. <laughs> I don’t know.  But anyway... 

<laughs> Anyway, we came, and we were discharged within I think three or four days.  I thought 

it would be much longer. 

PI: I know. 

P8: But he was not.  They just kept saying, “Well, everything looks good, and he can go home.”  

So home we went, and as soon as we got home <laughs> we had a leak. 

<laughter> 

P8: We weren’t home very long, and we started having a lot of-- 

PI: Issues. 

P8: And one of the big issues, if I can say this. 

PI: Yeah.  Oh, yes. 

P8: One of the big issues is his surgery was done robotically, but he also had staples or clamps, 

whatever you call them, down midline because part of the surgery is also done open, and I think 

it’s the revision part that’s done open. 

PI: Oh, the first-- 

P8: Yeah.  I think the first-- I think the removal of the bladder and the prostate is done 

robotically, but when they do the revision and the connecting up of the ureters to the new ilium, 

ileus, here, you know, when they take out that, the piece of colon to put, you know, to connect it 
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up to, I think that is done open.  So there is a, I don’t know, seven, eight inches maybe, of a 

staple. 

PI: That’s long. 

P8: Yeah.  The problem is, when you have the urostomy bag and it’s to the right of the midline 

incision, part of the seal goes over those staples.  So it does not give you a complete seal. 

PI: Of the wafer. 

P8: Of the wafer.  Right.  So as those, as the days go on, and the swelling goes down and the 

staples are still there, it’s more of an opening and therefore you start losing urine out of that. 

PI: Was he marked by an ostomy nurse? 

P8: Yes, yes, he was. 

PI: He was.  Okay. 

P8: Mm-hm.  When he-- yeah.  Yeah.  He was marked.  I don’t think it was Hetty-- or Letty.  It 

was Annemarie I think that marked him.  Annemarie at City of Hope. 

PI: Oh, okay.  Oh.  The one that-- okay.  Oh. 

P8: So... But that was my theory on it, because as I looked at it and I’m trying to think, “Why is 

this thing leaking?” well, there are a lot of reasons.  I mean, the skin is very raw around that area.  

There’s a lot of-- 

PI: The raw, it’s red and open because of the leakage? 

P8: Yes.  It did that.  It was doing that.  We used powder.  There’s a powder to use, but it did-- 

PI: Powder. 

P8: It seemed to make it worse.  I was trying to flush the cauter [ph?] away. 

PI: He was crusting? 

P8: It was difficult.  But we did have an excellent home health nurse. 

PI: Mm-hm.  She an ostomy nurse or... 

P8: No.  Well, yeah.  She was, I guess.  You know, I don’t remember, but she was excellent.  She 

was still working two or three days a week at Garfield Hospital and she-- and when I-- when they 

were making the referral for me to have someone come to the house, I almost demanded 

<laughs> that she have ostomy experience, because I had talked with some other people who had 

not had-- 

PI: An ostomy.  Mm-hm. 

P8: They just had a home health nurse, and she said, “Oh, I don’t--” you know.  She didn’t know 

much more than what the patients knew.  So I said, you know, “That’s imperative.  If it’s not, I’m 

not going to--” you know, “I will need someone else to come out.”  So they were very good about 

finding me a gal that was-- and she was very kind.  She was excellent.  She was excellent for us.  

We just loved her.  We hated to see her go. <laughs> I had one day when she was there, and we 

had changed the bag and everything and she left and three or four hours later that day it was 

leaking already.  So I called her again and she came back out, and she did that two different 

times, so she was just very dear to us and at a time when we really needed-- <laughs> we needed 

reassurance in everything we were doing, and she said, “You’re doing everything right.”  You 

know, “This happens sometimes,” you know, so...leaks are common. 
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P8: Yeah, yeah.  Yeah.  And then when we finally-- when we finally started doing a little 

something, we were going to go out to dinner one afternoon, no, late lunch, with friends.  We got 

to the-- <laughs> we got to the restaurant and we were parking the car and Tom got out and he’s 

all soaked, you know.  So that’s very, very upsetting, and so we-- and they’re good friends and 

they said, “Oh, that’s okay.  We’ll just go back home and start over again,” you know. <laughs> 

So that’s kind of what we did, but then it leaves you feeling very, very insecure, that to go 

anywhere.  He didn’t want to go to church for, you know, long, I mean, you know.  You just feel 

very insecure for a long time. 

PI: How do you handle that now? 

P8: We don’t even think about it anymore. 

PI: So you’re able to-- 

P8: Yeah. 

PI: --get out of the house? 

P8: Yes.  We don’t have-- I’d better not say it, but we don’t have leaks anymore.  We found that 

one of the problems that we were having, we had a stretch of time where we had leaks.  Oh.  I 

think we were having leaks like every other day for like 8 or 10 days and we found that it was 

what we think was the adhesive had came off on the product.  Was-- either had sat in a warehouse 

too long or something.  It was not forming a good seal, and we were doing everything the same 

that we had previously done.  But after that time, I went on my Beacon, the online group that I-- 

PI: Support group. 

P8: Support group.  Uh-huh.  And if you have any problems you just put it out there and 

everybody gives you all the experience and advice, and one of the things that I found was that 

they tell you-- they told us at the hospital, and the ostomy nurses say, “You can use like Ivory 

soap.”  To take the bag off and use Ivory.  Nothing with a moisturizer and clean the area.  But we 

found that that was not a good thing to do.  Not to use any soap at all, and so online what 

everybody recommended was vinegar and water, a 50/50-- 

PI: Concentration? 

P8: --concentration, uh-huh. 

PI: Oh, wow. 

P8: And just put that on it and wash that off, rinse that off, and so we’ve been doing that now for, 

like, seven, eight months.  We’ve never had another problem.  So we do the vinegar and water 

and then we do not-- we also use a hair blower, the hairdryer, to-- 

PI: Dry it out. 

P8: To-- yeah.  To heat the wafer first. 

PI: Ooh.  To heat the wafer. 

P8: Yes.  And to dry the area, and then after you put it on, to use the hairdryer again just to give it 

a little extra heat.  So whatever’s working, I don’t know.  But they all-- together, that seems to be 

our pattern. 

PI: So the online ostomy support Beacon help you a lot too? 

P8: Yes, it did.  I mean, it helped me with-- 

PI: Was there a live-- 
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P8: Advice.  It’s not-- no.  It’s not live.  I get-- 

PI: But getting involved with that live ostomy support group?  Did you go before Beacon? 

P8: No.  There wasn’t anything. 

PI: Ooh. 

P8: When I asked it over at City of Hope, the only thing that I was directed to was a group in 

Pasadena. 

PI: There’s one in Pasadena. 

P8: Yeah.  They directed me to that one.  Unfortunately, I think it was a nighttime-- 

PI: Yeah, seven. 

P8: --and I don’t, you know, not going then. 

PI: And there’s one where Anne goes to, Arcadia, and that’s on Sundays.  I don’t know. 

P8: Oh.  That’s <inaudible 00:19:45>-- 

PI: At two o’clock. 

P8: Uh-huh. 

PI: And actually they’re going to meet this Sunday.  It’s the last Sunday. 

P8: And this group now that’s starting at City of Hope-- 

PI: Is at night on fourth [ph?] Thursday. 

P8: Right.  And Tom and I can both go to that, so we-- that was our first night that we met you 

there. 

PI: I don’t-- right.  I know.  Because I, I mean, I go to a lot of meetings. 

P8: Meetings. 

PI: And-- 

P8: And what do they discuss? 

PI: That, I mean, leaks. 

P8: Leaks. 

PI: Leaks is very common. 

P8: Yeah. 

PI: And actually, also coordination, care coordination.  Like a lot of them, they did not have a 

WOCN or an ostomy nurse.  They go home, and they know nothing, they say. 

P8: Right. 

PI: And the supplies were not there.  Did you have the same experience? 

P8: No.  Our supplies were-- they were excellent. 

PI: The ostomy nurse did it. 

P8: Oh, yeah. 

PI: Mm-hm. 

P8: The home health gal did it. 
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PI: The home health.  Mm-hm. 

P8: Yeah.  And she was-- Evie, I think was her name.  Evie.  And she always made sure that we 

had everything that we needed, and she would get-- well, when we first came home he also was 

on IVs, so we had IVs for a month.  So-- 

PI: Antibiotics?  Or TPN? 

P8: Not TPN.  It was just fluids and I think it was antibiotic in the beginning, and so she would 

come and connect it up and then I would disconnect every day and then, you know, and she 

would come back.  So that’s why we got very close to her, because she was here.  She wasn’t 

here just for the-- 

PI: ________. 

P8: This wa-- yeah.  It was incidental. 

<laughter> 

PI: That’s a good incidental. 

P8: But yeah.  But she-- but we did have the fluids and so we had those supplies coming in.  The 

only problem with supplies was that sometimes they would come almost at midnight. 

PI: No. 

P8: Yeah.  I don’t know why delivery would be so late.  But I think several time-- <laughs> yeah.  

Several times that was... 

PI: Delivery. 

P8: Yeah. 

PI: I’ve never heard of that. 

P8: I think it was be-- 

PI: Who was your supplier? 

P8: I think it was-- at the beginning we had Shield. 

PI: Mm. 

P8: Now we have Byram. 

PI: I heard of Byron.  Byron.  Byrak? 

P8: Yeah, uh-huh. 

PI: Byrak? 

P8: B-Y-R-A-M. 

PI: Oh, Byram. 

P8: Byram.  Yeah.  And they’ve been okay. 

PI: What’s your perception of all this experience, the cancer, the treatment and the ostomy?  

What did you find? 

P8: The biggest challenge as a caregiver …Okay.  The changes in lifestyle, and the change--And 

the changes in your partner, in my case… Not lighthearted…Well, he was a lot more <laughs> 

fun and easygoing, and now things are just-- everything’s tougher, and part of the problem isn’t 

just because of the bladder cancer, although that’s a big part of it.  It’s also with the----digestive 
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issues, because he still has a lot of digestive, and one of the things that comes with, we’ve found, 

with the ostomy, with the urostomy, is also bowel changes because of the surgery that was done 

for colon…Mm-hm.  So that always leaves us a little-- we never know when there’s going to be 

diarrhea episodes, things of--Mm-hm.  There’s a lot of that and digestive weakness, digestive 

upsets.  He never-- he sometimes has nausea.  Not too often, but he never vomits anymore, and 

they tell us, after they did the gastropexy and the other surgery, that he probably is unable to...So 

yeah. So a lot of the digestive issues are-- I think because they’ve tightened the sphincter up here, 

and we’re not doing any scopes. 

PI: So how did you adjust to his personality? 

P8: <laughs> Frustration, lot of times, but-- and I get angry. <laughs> But I don’t know what I’m 

angry about sometimes.  I just, like, <sighs>. 

PI: Yeah. 

P8: “Can’t we just try this?” or, “Can’t we--” that’s the part that’s difficult and worrying too 

about the return.  Every time that-- and we’ve noticed now, we’ve had our every-six-month 

checkup since the surgery. 

PI: So that’s the fear of returning? 

P8: Yeah.  So every time we’re getting close to that there’s just a little bit of tension, and I think 

that-- and I’m-- 

PI: Is he clear right now? 

P8: Mm-hm.  Yes. 

PI: Okay. 

P8: Yes.  And I think that I understand that even better because our son had cancer, and when he 

was 15 he was diagnosed, and every time that he would go-- 

PI: What kind? 

P8: He had a non-Hodgkin’s lymphoma. 

PI: Okay. 

P8: It was very, very large in the mediastinal. 

PI: Oh. 

P8: And he had a bone marrow transplant at City of Hope, and he’s 42 now and he’s beautiful 

health, and-- but every time that he was getting ready to go for his checkup, when he would have 

to go back, and he was young then.  I mean, he was in his-- 17, 18, 19, 20 years old.  He would 

always get real-- 

PI: Nervous. 

P8: Mm-hm.  Pissy, I’d call it. <laughs> Very hard to, you know, everything would get-- and I 

know that-- and I understand that.  I mean, you know, your life is <laughs> on the line there, so... 

PI: And you’re young. 

P8: Yeah.  And-- 

PI: Did that experience help you? 

P8: --“It shouldn’t be happening to me.”  You know, is how he would feel. 

PI: A different experience with the cancer with him now? 
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P8: Yes.  Yeah.  It was harder with our son. 

PI: With your son. 

P8: Mm-hm. 

PI: Because he was young. 

P8: We both said that, yeah, and emotionally it was a roller-coaster, where at our age now we’re a 

little more-- 

PI: Calmer. <laughs> 

P8: Yeah, yeah, and we don’t like what’s going on, but, <laughs> you know, we’ve had a good 

life, <laughs> so that’s how we look at it. 

PI: You deal with it. 

P8: Yeah. 

PI: That’s what I commonly, I hear from-- 

P8: Yeah.  Kind of deal with it. 

PI: Yeah. 

P8: But when they’re young, it’s, yeah, that’s hard, so... So now Tom does his own.  I was doing 

it for a long time.  Only because-- 

PI: The ostomy care. 

P8: Yes, the ostomy care.  Visually.  Vision is another issue, because for him to look down with 

his glasses on, he doesn’t do well looking in a mirror, and so when he’s trying too-- 

PI: Put it on. 

P8: Yeah.  It’s very hard for him.  There’s a blind spot that he has and he really <laughs> was 

having a hard time with doing it.  He would try but he was having a hard time with it, so I said, 

“I’ll do it,” you know.  “Let me do it,” and really okay with that.  I was, but then I started 

thinking, “Well, if I’m not here or something happens to me,” or whatever.  So if, you know, he 

needs to be-- and he-- and for his own psyche, <laughs> he needed to be independent and so he’s 

doing, he does his own, care now.  I look at it sometimes to see that it’s all-- no vlissers [ph?] or 

anything around it, which is-- it’s been very good, so... 

PI: Did it affect your marriage, the-- 

P8: Probably the-- 

PI: --diagnosis and care? 

P8: Probably the fact that we can’t, we don’t travel anymore. 

PI: Did you travel before? 

P8: Yeah, we did quite a bit. <laughs> So we don’t travel anymore.  We’ve done little, short trips, 

but-- 

PI: You don’t travel because-- 

P8: Yeah.  Just because it’s too complicated, you know. 

PI: For fear of leakage? 
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P8: Sometimes that, although not so much now.  We took a trip in October.  We flew back to 

Ohio to see my sister.  That was our first flight, because so many people had said, “Oh.”  You 

know, “You run into problems with <inaudible 00:28:04>--” 

PI: With TSA? 

P8: Yeah, with TSA.  You run into problems with the flights.  You know, don’t drink before you 

get on and, you know, all of this. 

PI: Did that help when you don’t drink? 

P8: Well, it’s not a good-- 

PI: Dry it out? 

P8: It’s not a good idea, because <laughs> then you’re getting dehydrated, you know, and you 

could easily get-- he did have one issue after he had his surgery.  I forgot to say that.  Three 

months after the initial bladder removal, he had a blockage of a ureter.  So they had to go back in 

and do a revision surgery, which was almost worse than the original surgery.  How could I forget 

that?  We had-- then we also had nephrostomy tubes to deal with. 

PI: To have too? 

P8: Yeah.  Yep. 

PI: Does he still have the nephrostomy? 

P8: No.  No, _______. 

PI: How long did he have that? 

P8: He had two tubes and then he had the-- we had bags everywhere to empty, and it was-- he 

had that for I don’t know if it was two months or-- 

PI: Did you have help or just you? 

P8: Just me. 

PI: You said the home health.  Just you. 

P8: Just me.  Yeah.  We did it, but they were-- we had the little bulbs, you know, the Jackson-

Pratt; is that what they’re called?  And so we would-- and they would fill up with-- and we would 

have to empty those almost every hour, so it was around the clock, you know, so that was a hard-- 

that was kind of a hard time.  Until they did the revision. 

PI: Okay.  That’s-- 

P8: And-- 

PI: How long did he have the nephrostomy tube? 

P8: How long did he have them in? 

PI: Uh-huh. 

P8: I don’t even remember.  Months maybe. 

PI: Months? 

P8: Yeah. 

PI: So basically your reaction to living with a person with ostomy? 



 

316 

P8: It’s not a whole lot different than otherwise. <laughs> Now, we’ve, our lives have changed in 

that we don’t do some of the things that we used to do.  He won’t go swimming or anything 

because that’s too involved, but he was not a big swimmer before.  So he said that’s no big deal 

for him.  I like to go to the-- not to the ocean so much, but to a resort with-- 

PI: What do you miss? 

P8: --a pool and so I kind of miss that. 

PI: Mm. 

P8: But as I’ve gotten older, I think I just-- you just accept these things as, “Well, it’s part of life.  

It’s part of aging,” <laughs> and so it’s okay. 

PI: __________. 

P8: Yeah.  Yeah, you have to be. <laughs> So those things.  We don’t go out as much as we-- 

we’re home an awful lot now more than we used to be.  We would go out or do different things 

with friends, and we could do that, but then we’re noticing a lot of our friends are having their 

own issues, and so everything kind of changes.  Playing, getting on the floor, playing with the 

grandbabies has kind of been a little bit different.  They want Tom to pick them up and they’re 

getting used to the i-- now, he did show them.  He showed the kids his bag one day.  The twins 

are four now, and they were very curious why he couldn’t hold them, you know, or not hold 

them, but they couldn’t jump up on him, you know, and so he showed them that he had 

something over here that, you know, they wanted to see it.  So he showed them and so they said, 

“Oh, okay,” <laughs> you know.  No big deal.  So every now and then they say, “Is this still 

here?” and, “Yeah, it’s still there,” so... 

PI: Did you help explain? 

P8: No.  I just kind of let them.  I thought, “We’ll see what they ask, <laughs> and what they 

think of it.” <laughs> 

PI: You’re the first one who shared about grandkids. 

P8: Yeah.  Oh, really? 

PI: Mm-hm. 

P8: Yeah. 

PI: He must be close to them. 

P8: Yeah.  He is, and he plays piano.  They love the piano, so when they come, they have to sit 

on the stool.  They’re kids, and so they have to sit on the stool with him or on his lap with him to 

play, so we always say, you know... 

PI: Oh, yeah.  I remember him talking about being in a band or something. 

P8: Yeah.  Yeah. 

PI: That’s great. 

P8: So then, you know, there’s not a whole lot that, I don’t think, that’s real different that we-- 

PI: What is your perception of the whole thing? 

P8: I guess.  I think it probably did.  I think being a nurse is, a negative side of it, is that your 

mind, you know too much about, you know. <laughs> Yeah.  All the things that could go wrong 

and all the things that-- 

PI: Agree. 
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P8: You know, so that part of it is not a benefit, but not being afraid to, you know, of the 

bandages and changing this and those kind of things.  It’s a positive, so <laughs> it’s a mixed 

bag. <laughs> 

PI: Do you have anything more to share? 

P8: I would say probably initially in the hospital, more, maybe more visits from ostomy nurses. 

PI: For sure. 

P8: You know, that, I think one of the things that happened with my husband, and he was-- it was 

very upsetting for him.  His first night post-op, he had a horrible-- it was leaking everywhere, the 

bag was, and so he had called for help.  Someone, one of the nurses, came in to help him and he 

was laying, and I didn’t stay with him that night and so I stayed <laughs> the other night.  I 

should’ve stayed that night. <laughs> But I think we were there-- 

PI: That’s how it happens, right? 

P8: <laughs> But we should-- but we were there, like, at four in the morning, four thirty in the 

morning, and I was just like, “Aw.” <laughs> So... But anyway, he was laying in this wet bed, 

and they came and totally pulled the covers down off of him and just-- to go to get supplies but 

then they didn’t come back, and so he was just, you know, shivering, shivering, very, very cold.  

Couldn’t get to the buzzer because they had-- so that’s nursing care.  Yeah, that’s bad nursing 

care. <laughs> You know, to leave him like that, and then-- and what they did was instead of 

trying to change-- course, you know, it was very fresh post-op.  They just tried to tape all around, 

you know, to reinforce it, but it was all wet, so that was not working, so by the next, and I guess 

Tom tried to tell them, “I’m shivering.  I need covers.  I’m laying in wet,” and the nurse took 

issue with it that she said, “I’ve been a nurse for X-number of years and so I know what to do.  

You don’t have to tell me what to do.” <laughs> So he was really upset, so we kind of reported it 

the next day, because, you know. 

PI: You were upset? 

P8: No.  And then he does a lot of, he did a lot of that.  He’s not doing that anymore.  Lot of 

twitching-like, so... But after he had the urostomy or the revision of the ureter, I stayed with him 

then after that, because he had a very bad experience when they tried to remove a tubing.  What 

number was that tubing?  I don’t even remember.  Some drainage, I think, and he had bad-- he 

had a horrible pain and just uncontrollable tremors for quite a long time, so I just _________-- 

PI: Was it after he was exposed, being left alone? 

P8: Yeah.  Another couple days after that.  So I just stayed, and I felt better about it, but-- 

PI: Sorry about that. 

P8: But I think that sometimes, I think, right after, more support. 

PI: Like what?  Support? 

P8: Well, probably more visits from the ostomy nurse and possibly now if they have access to 

support groups, giving them that information right up front, because if you feel like you have 

somebody to call-- you feel very alone, and you’re not quite sure who to call.  You know, you 

can’t-- for instance, if you’ve been at the hospital, where you’ve been treated-- now, I’m just, I’m 

addressing City of Hope, because that’s where we were treated, you can’t get your doctor after 

hours. <laughs> You know, if you have a home health nurse and if your home health nurse or 

your ostomy nurse makes contact with you immediately, those are the first few days, those first 

few hours and days <laughs> of when you’re just so anxious about everything, because you’ve 

got-- when you get home, you get this patient, you know, person home, you have a lot of setup 
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and stuff to do to be organized, and so if somebody could maybe _________ and they can 

coordinate that.  Yeah.  To help you.  I don’t know that that’s even a possibility, but that seems to 

be, I mean, I-- that went over and over and over in my mind, “I’ve got to have this.  I’ve got to 

have all these things ready.”  Because, like I said, we weren’t home three hours and we were 

leaking everywhere.  So whether it was the trip home or what, you know.  So if you’re not ready 

for that, and it’s traumatic enough coming home.  I mean, that separation from where I was cared 

for to where I’m going home, and I’m happy to go home. 

PI: Yes, by yourself. 

P8: Yeah.  But now you’re all on your own, and so that, that’s a really... <laughs> That’s a bad 

time. 

PI: Who did you call that day when he leaked? 

P8: I think I tried to do it myself, <laughs> and then our-- the home health gal was coming I think 

the next day, you know.  I don’t think I had established yet with her, but I think I did call my 

home health agency.  I knew I had a name with them, and I think I just tried to do it myself. 

PI: Let me make sure you’re still on. 

P8: Oh. <laughs> I just tried to do it myself, and I guess I did okay. <laughs> I mean-- 

PI: And you being a nurse helped that. 

P8: Oh, yeah.  Because otherwise, you’ve got a lot of stuff to look at there.  I mean, when you’re 

three or four days post-op, you’ve got... <laughs> And we had drainage tubes too, so it wasn’t 

just-- it wasn’t just this ________.  Yeah.  The ostomy, the bag.  You had drainage to-- 

PI: Any family member helped? 

P8: My daughter came over. 

PI: Okay. 

P8: Yeah.  My daughter came over and she was here.  She tried to-- and my son came by, but we 

didn’t have-- yeah.  It was hard-- <laughs> very hard for him. <laughs> Yeah, and we don’t-- and 

I didn’t have-- I had a couple of my nurse friends who said, you know, “If you need anything, call 

us,” or whatever, but it’s a very personal, private area, so to call in, you know. <laughs> 

PI: You have to consider him too. 

P8: Right.  So I’m thinking, “Okay.  You can do this,” you know, and my daughter was really 

pretty good about she would bring me, you know, “Bring me more towels, bring me more 

________, bring me...” <laughs> You know, and we were-- and I was pretty organized with it 

because I had gotten a little cart with three drawers. 

PI: Mm, to be nurse. <laughs> 

P8: Oh, yeah.  To keep all my supplies in, <laughs> you know, and I could wheel it right over to 

the bed.  So I was organized. <laughs> 

PI: Yeah, yeah. 

P8: But there was a lot more than I hadn’t been prepared, because I didn’t, I had never cared for 

an ostomy of any kind, and I kept thinking, “You know...” 

PI: But you learned it from school, I think, no? 

P8: I don’t remember.  I really don’t remember learning it in school.  I probably did.  I probably 

had it checked [ph?] off.  You know how <inaudible 00:42:29> on things.  So I probably had-- 
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PI: One semester.  What else helped you? 

P8: Yeah. 

PI: What else helped you? 

P8: Well, what else helped me? 

PI: To get that, you know, over that adjustment. 

P8: I think prayer.  I think my faith helped me to get over that, and just, you know, we’re not 

alone here.  God’s with us and he’s helping us.  He’s going to, you know, he’s not going to let 

anything happen to us and he has a purpose for us and all that sort of thing, and friends who also 

were praying with us, and we didn’t have very many visitors.  People didn’t-- we didn’t 

encourage visitors.  We had certain friends who would come by or bring something by.  We felt 

pretty much alone part of the time, other than the kids, you know, but because none of our family-

- we don’t have any extended family here. 

PI: Was it by choice you didn’t want the friends to come or... 

P8: No.  They just didn’t-- “Well, when he’s feeling better, we’ll come over,” or whatever, so I 

didn’t want to have them feel uncomfortable. 

PI: Are they church friends? 

P8: Some were.  Some of our-- some, couple different couples from church, came over to visit.  

But our church is not, which is a problem for me, they don’t reach out like I wish they did, and 

when you talk about that they say, “Well, why don’t you start a group?” You know, but, you 

know, they don’t do like dinners.  And Catholic churches are not, are notoriously not like that, 

you know.  The fellowship is lacking.  So some people did, and they would call, you know, but-- 

and then too, I don’t even want anybody here, because, you know. There’s so much going on.  

Yeah, and we were just keeping our heads above water, <laughs> so it’s okay.  Because 

sometimes when people come by, when friends or church members or whatever come by, it’s 

almost like you have to entertain them and I was not, not about to be entertaining anybody. 

PI: And what else will you suggest? 

P8: To suggest that support group to people because of leaking issues.  I know.  I had the 

experience once of a person that was in church.  We were at a service at church and someone’s--

colostomy bag apparently leaked and people thought that she had vomited, but I knew.  I knew 

what it was.  Yeah.  And she just got up and ran and went to the bathroom and so I just got paper 

towels and stuff and started putting it over it, so people wouldn’t slip in it, you know, until we got 

the custodian to come in there and clean up.  But yeah, I knew, and I thought, “Oh, dear.”  That’s, 

you know, very difficult. 

PI: It’s really hard. 

P8: And it does change--It changes your lifestyle, and the doctors told us that before we had the 

surgery there.  They said, you know, “You’ll have a new normal, and you will take-- it’ll be about 

at least a year before you can---kind of adjust to that,” and we thought, “Oh, my God.”  Well, it’s 

true and it’s more than a year,  and it is a new lifestyle and it’s a new normal, but it’s not bad.  

It’s--doable.  Yeah.  It’s doable. 

PI: Well, in closing, any other thing that you would add? -- 

P8: Help people.  I don’t know except to try to have, try to maybe ask a lot of questions if you 

can before.  Not just about the surgery but about the after care, and-- 

PI: Yes.  Because that’s the important one. 
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P8: Yeah.  And through that Beacon that I went with, before he had the surgery, they sent me a 

list of things to take to the hospital, things that are helpful to have at home, that other people that 

have been there have compiled, so it-- and it also, another thing that would’ve been so helpful, I 

think, is to have people who have gone through the surgery talk with you before you do it, before 

you go through it, and maybe selective people. <laughs> Yeah.  You don’t want someone that’s 

going to give you a lot of B.S.  You know, someone that maybe has had it, an honest opinion 

about it, and not sugarcoat, “Oh, this is just--” you know, “This is great.  You’re going to do 

great,” and, well, you know, that’s kind of _______-- 

PI: Attending an ostomy group probably, like you said, you know. 

P8: Yeah. 

PI: Would be good. 

P8: Over ahead of time, so I think that those kind of things would be helpful and kind of line up 

your support group for when you get home, whether it’s just family members or neighbors or 

somebody that you can-- because one of the things that-- 

PI: So very true. 

P8: Well, I hope it was helpful. 

PI: Yes.  Just to listen to your stories and different people have different stories, and so I’ll end it 

for now. 

P8: Okay. 

PI: And—thank you. 

End of Ostomy Interview 

 

 

Transcribed Interview of P #9 

 
PI:  Thank you, Myra [ph?], for taking time to share your story for my research study. What is 

your experience with the bladder cancer diagnosis of your partner, having surgery and ending up 

with ostomy?  

P9:  Okay. Well, Jerry [ph?] and I met a little over six years ago through a mutual friend, and he 

came to live with me. He actually rented my upstairs of my house, and he had been here like six 

months, and we had sort of grown fond of each other, and he had a problem urinating on his 

birthday and ended up taking him to the emergency room, and he was told that he had a bladder 

stone and he was referred to... 

PI:  A bladder stone. 

P9:  A bladder stone, which I had never heard of before. 

PI:  Not kidney, huh? 

P9:  Yeah, no, a bladder stone, because I had questioned that too, because I had never heard of 

that, but, anyway, they sent him to see Dr. Shepherd [ph?], who is a urologist, and they did X-

rays, and I believe they did a CAT scan too. I'm not exactly positive on that, but they said that 

they were going to go in and remove the stone, so they scheduled that surgery, and he went in for 

the surgery. I was there when they went into the surgery, and it didn't take as long as they thought 
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it was going to take, which we were glad for, and he came out of it. It was just done as outpatient, 

so he came home. 

PI:  It was a stone. 

P9:  No. They didn't say anything about it when-- if I remember correctly, the doctor just said-- 

"Everything went okay" is all he said to me afterwards. So Jerry had an appointment a couple 

weeks later, 10 days or two weeks later to go see him to get the results, and he was called into the 

office, and Dr. Shepherd just looked at him. Dr. Shepherd is very point-blank to the point, and he 

looked right at Jerry and said, "You've got bladder cancer, and we're going to remove your 

bladder." And, I mean, that was it to him, so he said "I was sort of in shock. I didn't expect that," 

but he said he didn't really have questions to ask. He left the office, and he went home, and I was 

at work, and he called me, and he goes "It wasn't a stone. I have bladder cancer." And if I 

remember correctly my first words out of my mouth was "What are we going to do about it?" not 

"What are you going to do about it?" "What are we going to do about it?" And he said "Well, they 

said they're going to remove my bladder, and I'm going to have a bag." So we went on the 

Internet so that he could find out some information about it and that. We were a little concerned 

because the surgery to have his bladder taken out was not scheduled for I think five weeks or six 

weeks down the road, which-- you've got cancer. We want it out now, but the doctor said, no, that 

it was okay for him to wait that long, and... 

PI:  Why were they waiting? 

P9:  I don't think we were given really any reason. They did run some more tests on him and that, 

but the doctor did say that they caught it early. Because of where the tumor was it was caught 

very early. It had not penetrated the bladder wall or anything, so I think that's why they weren't in 

such a hurry to do it. The day of the surgery both of us were nervous, and it was supposed to be 

like a five-hour operation. It ended up to be almost nine hours. I was getting very nervous, very 

upset. Why is it taking so long? What's going on? Were there complications? There were 

complications because he had had an appendectomy and had a lot of scar tissue, so they had to 

work around the scar tissue and that. We now know that he should've had somebody draw where 

the stoma was going to be and everything, and that wasn't done... 

PI:  Especially at five weeks. 

P9:  Yeah, but also because of all the scar tissue and what they were sort of limited as to where 

they could put it. He came out of the surgery fine. He did have two units of blood, but the hospital 

recovery was rough, because at the hospital they didn't have a wound ostomy care nurse, and it 

was like "Oh, well, this person knows how to do it, so this person'll do it," and it was like... 

PI:  Was it a big hospital? 

P9:  It was Parkview in Riverside, and of course the doctors don't know anything about it, so 

you're sort of on your own. I did have a little experience about ostomy products because I had 

worked in Michigan at an independent that has sold Hollister ostomy products, so I was a little 

familiar, but when he was released from the hospital it was like he hadn't been shown how to 

change or anything, so... 

PI:  So the nurses were just changing him? 

P9:  The nurses were changing him, yeah, and... 

PI:  So he only had one stoma. 

P9:  One stoma, yeah. Yeah, just the one stoma, and so when he came home I was helping him. I 

was changing it, and that was probably about two or three weeks. I probably changed it five or six 

times, and then he said "Well, I've got to learn how to do it," and he was starting to learn how to 
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do it, and he suddenly got very sick. He got a really bad kidney infection and being the stubborn 

male that he was "I'm not going to see the doctor. I'm not going to see the doctor." He just 

crawled into bed and covered up with blanket after blanket after blanket, and finally I said "No" 

and called Dr. Shepherd's office, and I said "Something is desperately wrong here. He needs to be 

seen." And I said, "I threatened to call an ambulance, and he won't let me call an ambulance," and 

they said, "Can you get him into the Riverside office in half an hour or whatever?" I said, "We'll 

be there." And so I took him there, then I took him right from there to the hospital, and he was in 

the hospital for I think it was six days on strong antibiotics because of the infection, and, I mean, 

he was really a sick cookie, but we managed to get over that hurdle. He was of course weak when 

he got out of the hospital, but then he started doing his own changes of the wafer and taking care 

of his appliance and... 

PI:  Was there any home health nurse or any extra help in the beginning?  

P9:  No, no, no.  

PI:  Did you call your insurance?  

P9:  Yeah, but they didn't have anybody. The problem is the insurance companies-- it's like they 

don't want to deal with this, and we just had the incident where Jerry had a problem and he asked 

for a WOCN, and he had to fight. It took three months for him to get authorization for a WOCN. 

It's like they do not consider it medically necessary. This is how the insurance companies are, but 

he was persistent. I mean, he called the United... 

PI:  Medicare? 

P9:  Yeah. He called the United Ostomy Association. He kept calling Regal, which is like the 

umbrella plan under United Health and his doctor and kept calling his doctor and saying that 

"This is ridiculous. This is not for cosmetic reasons." What evidently happened is that one of his 

wafers, the ring that goes around the stoma, had a sharp edge to it, and when he sat down it cut 

the skin under the barrier, and so we were afraid of infection and everything else and it’s getting 

worse, and so we healed it up ourselves before we got the WOCN, but he still continued fighting 

for the WOCN and did get the authorization finally, but it was constant. I mean, he was 

constantly... 

PI:  Was it after the second admission for infection? 

P9:  This was just like six months ago.  

PI:  Oh wow. 

P9:  Yeah, after his second admission with the kidney infection he has not been back in the 

hospital. He's had some problems with the fitting of the... 

PI:  The wafer. 

P9:  ...the wafer, and he's had to play with that, but what he's done is call the manufacturers and 

say "I'm having a problem. Can you send me some samples so I can try something else?" And 

he's always been able to take care of it. Even now that he has a hernia he was able to get the extra 

little rings and cut the rings to put the rings in the little hollow by the hernia and what have you. 

He was with Edgepark as his supplier, and their nurses were quite good, so... 

PI:  The WOCN? 

P9:  Yeah, yeah, but, like I said, he hasn't had any real problems other than when this wafer cut 

him. He's not had any irritation. A couple of times he's taken off the wafer and it's been a little red 

and what have you, but he cleans the area, then just stands in the shower and lets the water run 
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over it and that and then makes certain he has it extra-dry before he puts a new wafer on, and 

normally when he takes the next wafer off the irritation or the redness is gone. 

PI:  No leakage problems? 

P9:  He's had some leakage problems. He feels that most of the time that's his own fault for not 

putting it on right or maybe leaving it on a day too long.  

PI:  How often does he change it? 

P9:  Every four days. Every four days, but sometimes he goes to five, and that's when he 

sometimes runs into a problem. He has had a couple of times where he's put the appliance on and 

six hours later it's leaking. We don't know if that's something that he has done or if it's a 

manufacturer problem. He's also had a problem where the bag, not the wafer but the bag will 

leak, and it's like there's a little teeny hole right by where the valve is at the bottom of the bag, 

and he's had a couple of those happen, and all he has to do is change the bag.  

PI:  So it's a manufacturer problem. 

P9:  Yeah, yeah.  

PI:  Wow. 

P9:  Yeah, but basically he's been very good about not having leaks. A couple of times we've 

been out, and he's had a leak. We do carry an emergency bag with us.  

PI:  I was going to ask that. 

P9:  And we've been able to-- he said he would not probably be able to change the wafer in a 

public restroom, so we do carry Depends with us. We carry the waterproof pads to put in the car, 

and we put that down and normally just drive home. A lot of times where we could ride with 

somebody-- we are members of the Lions Club, and we go to a lot of events. We do not ride with 

other people because of the fact that if he has a leak we don't want to have the other people spoil 

their day. An example of that is this Sunday. Sunday we're going to City of Hope. They are 

dedicating the family village [ph?] in the name of the Lions organization, and there's quite a few 

Lions from our club that are going, and the president said "Well, you're driving with us, right?" 

And Jerry said "No." He said, "We're going to drive ourselves."  

PI:  It seems like that's how it affected your traveling.  

P9:  Yeah, yes, but for traveling he's very comfortable if we're in our own car, because then he 

knows that he can get in the car and drive home, or even if we're on vacation in our own car we 

can get to the hotel, check in, he can take care of the problem. He's uncomfortable about being 

out in a setting where he doesn't have transportation to get home or to get back to the hotel in 

order to take care of the problem, so, yes, that is where it has affected us, but we just work around 

it. I mean, like I said, Sunday we're driving ourselves. That's not the end of the world.  

PI:  Did you like traveling before? 

P9:  Yeah, and we still do travel. We still do travel. 

PI:  It didn't decrease it or... 

P9:  No, no. This past fall we were in Michigan for three weeks.  

PI:  Did you drive? 

P9:  No, we flew to Detroit, and then we drove through Michigan. We went up the east coast of 

Michigan up in the upper peninsula up into Canada, down the west coast of Michigan and that, so 

we do that, but he's comfortable because he knows that he can get to a hotel. We can get to a 
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hotel. If it means we don't stop and see something, and we drive directly right to a hotel he's got 

the Depends, he's got the waterproof pads. We're fine.  

PI:  Very good. He didn't need any radiation or chemo? 

P9:  No, no. 

PI:  Wow. They got it all? 

P9:  Yes. 

PI:  So lucky. 

P9:  Yeah. 

PI:  What are your perceptions about the diagnosis at first and the surgery and ostomy? Being a 

pharmacist I think... 

P9:  Yeah. I mean, I knew what was going to happen and about the appliance and the bag. I 

mean, I was familiar with that, so that didn't really scare me. The thing that scared me was the 

word "cancer," and then once they took the bladder out did they get it all, and what are the 

chances of cancer popping up in another part of his body?  

PI:  Do you think of it often? 

P9:  Not often. We try to take it a day at a time, and if something else shows up it shows up. I 

mean, he's 72, I'm 68. We'll deal with it, and you can't live your life in fear, I mean, so you've got 

to go on, and, I mean, we have plans. Hopefully in September if the doctor allows me with my 

arm [ph?] we're going to be flying to Michigan again, because I've got family and friends in 

Michigan, and visit with them, and we're renting a car, and we're driving back to California. I 

mean, so this is not stopping us. And in 2019-- I've never been to New Orleans. He has. He wants 

to show me New Orleans. We're tentatively planning on flying to New Orleans and then taking a 

car and driving up the East Coast-- I've never been to the New England states-- and then flying 

back home. He's not comfortable for a real long flight because if something were to happen, but 

for a three-hour flight or a four-hour flight he's okay with that, but anything longer than that, no, 

he's not.  

PI:  And you're okay as long as he's okay. 

P9:  Yeah, yeah, yeah, and, like I said, the couple of leaks he's had when we've been out he's so 

apologetic and feels so bad that "I ruined it for you." He didn't ruin it for me. I had a great time 

when I was there, and we had to cut it short. End of story. That's it.  

PI:  Accept it. 

P9:  Yeah, yeah.  

PI:  So then your reaction to living with him with the ostomy?  

P9:  I love him. I mean, that's a part of him. I mean, if he had an artificial limb or an artificial eye 

or something like that it's the same. That's just part of him. I love him for who he is, not for the 

physical part of him but for the total package. I love him. 

PI:  <inaudible 00:20:10> 

P9:  Yeah.  

PI:  He's very, very blessed.  

P9:  Yeah.  

PI:  In closing, what else would you like to say to help others? 
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P9:  Okay. I would say for the spouse to be proactive also, to learn as much as they can about 

what is happening to their partner's body. You're in rough waters. You've never been there before, 

and you've got to look for a life preserver, and contact anybody you can. Write down your 

questions. If you don't get answers from your doctor say, "Where can I get them?" or go on the 

Internet and start looking. Find out as much as you can for what to expect, especially at the 

beginning, and also... 

PI:  What helped you the most in the beginning?  

P9:  I think my previous knowledge about ostomies and the appliances. It wasn't an obscure 

product to me. I mean, I was familiar with it and knew how to handle it, and I think that anyone 

else-- "What is this?" Like the gentleman that was at the meeting on Sunday. I mean, he didn't 

know that he had to pull that other piece of tape off, though it was hard, but he had to pull that 

piece of tape off, and I think something like the ostomy group putting out this little binder for 

people and making certain that they put in phone numbers... 

PI:  How did you find out about the ostomy group? 

P9:  Jerry found it on the Internet, I believe. Yeah, and he went... 

PI:  So it was helpful? 

P9:  Yes, yes. It's not as helpful for people with urostomies because there aren't that many people 

with urostomies in the group. There are now becoming more, but basically it is ileostomies and 

colostomies, so a lot of what they talked about he couldn't relate to because it didn't relate to his 

situation.  

PI:  But there was another one there in that group. 

P9:  Yeah, there's Jim. Jim has it [ph?], and then Jerry has both. The other Jerry has both an 

ileostomy and a urostomy.  

PI:  The African one? 

P9:  No, the Jerry who used to be the secreta- or the treasurer, yeah, who wasn't there on Sunday. 

Yeah, and now we've got Bob. There was a lady that was coming, and she had a urostomy, so 

there seem to be a little bit more. I get the impression, and I might be all wrong, that the people 

with the ileostomies and colostomies have a lot more problems because they have to worry about 

their diet and blockages and this type of thing, where Jerry, it just comes out. He has to worry 

about occasionally a mucus plug coming out because the intestine still produces mucus, but that's 

nothing. The plug comes out, goes into the bag, and then it plugs up the bag.  

PI:  And the leak does not smell as-- because they worry about the smell.  

P9:  Yeah, yeah, and he felt at the beginning that he had an odor, and I said, "I don't smell an 

odor." And he goes "Well, I think I do," and I said, "I can't smell it, and I'm right next to you, 

right up to you, and I cannot smell it." I said, "It could be the smell of the plastic from the 

appliance or what, but," I said, "I do not smell urine at all."  

PI:  Part of the ostomy nurse teaching will be "If you can smell it it's time to change," because 

they will smell it first before everybody else, so maybe he's smelling something. I don't know. 

You talked about WOCN. Would that help? 

P9:  Yeah. I think for a new ostomate for them to have three or four sessions with WOCN I think 

are imperative, because they have the knowledge. The doctors don't have the knowledge. They do 

the surgery. That's it. They're finished with you. The nurses at the hospital do not have the 

knowledge. The WOCN has the knowledge, and they can help, and they can suggest-- if the 

appliance they're using is not working then they can say "Try this type of appliance," the convex 
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or concave or flat or whatever, so they can help. They have more knowledge. It's good that the 

people could contact the manufacturers and have them send different types of appliances, but the 

WOCN are familiar with the type of skin you have, the type of stoma you have or the size, the 

look of the stoma, and they can suggest something rather than you having to try four or five 

products before you find one that's going to work.  

PI:  Did you have everything you needed when he got home? 

P9:  No.  

PI:  Because nobody... 

P9:  Yeah. I mean, I think they sent him home with a couple of wafers and a couple of bags and a 

drainage bag and some wipes. I think he had some wipes. So it was like "Okay."  

PI:  How did you find out to order more? 

P9:  I don't remember. I really don't remember. Oh, I do remember that I went to the local 

medical supply company and got some product for him, and then I think he contacted the 

insurance company about sending him stuff.  

PI:  With the prescription of the doctor? 

P9:  Yeah, yeah, yeah, but I do remember that now, that I did go to the medical supply firm in 

Riverside and got him some supplies. 

PI:  There was no case manager in the hospital to arrange all this? 

P9:  No. No. They just "Bye. You're outta here."  

PI:  This is how many days after surgery? 

P9:  I want to say it was four or five days. He had a little bit of a problem because of diarrhea 

from taking the intestinal-- they took the intestine out, yeah, so... 

PI:  He had that too. 

P9:  Yeah, so he had that problem, and he had that problem for probably three, four months, 

yeah, till his body got healed and his system got back to normal. 

PI:  So you had to watch what he ate. 

P9:  Yeah, yeah, but now, I mean, that cleared itself up. Occasionally he'll have a problem, but 

that could be just plain old age. <laughs>  

PI:  <laughs> You're such a great support, I mean, the knowledge that you have. 

P9:  Yeah. And the person who has the ostomy, feel free to discuss that with your partner, and if 

your partner's unwilling to discuss it with you find out why, because, I mean, Jerry has a niece 

whose husband has a urostomy. He just got it two years ago I think, and he will not discuss 

anything with his wife. She knows nothing, nothing at all. I mean... 

PI:  And she didn't talk to him. 

P9:  No, and he won't let her go to the doctor’s appointments either. I mean, I went to doctor’s 

appointments with him, not every one, because I was working and what have you, but when I 

could I went to doctor’s appointments with him, and I asked questions also, and, like I said, if we 

didn't get the answer where do we go get the answer or we went on the Internet to find an answer. 

Sometimes the answers weren't good, so we went to more than one site, "This doesn't sound quite 

right, so let's go further," but let your partner be part of this. This is part of you, part of your life, 
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and it's a couple thing. It's not just your problem. It's not just his or her problem. It's your 

problem, both of yours problems, and together you make a team, together you can handle it.  

PI:  Very good. 

P9:  Yeah.  

PI:  I agree. Anything else? 

P9:  Not that I can think of.  

PI:  Otherwise we're done. 

P9:  Not that I can think of. I think I've talked-out myself. <laughs>  

PI:  You have a lot to share. Thank you for your time, so we'll end it.  

P9:  Okay.    

End of Ostomy Interview 

 

Transcribed Interview of P #10 

 
PI:  Thank you for allowing me to interview you as one of the participants in my study. The 

questions I'm going to ask are about your lived experience being the spouse of someone that had 

colorectal cancer, surgery and ostomy. They're about your perception of it, and I will ask you 

clarifying questions. It's going to be your story. Share your story from the diagnosis or when it 

started.  

P10:  Okay. So it started with getting a colonoscopy because of the ulcerative colitis symptoms, 

and there were two colonoscopies, one-- and it must've been some time in the fall of 2010 and 

then being referred to a GI doc who wanted to do his own, and he found a flat lesion that he said 

was trouble and that we needed to see a surgeon because it was precancerous, but it was enough 

of a concern that the surgeon-- and this was shocking to learn, that it wouldn't be just removal of 

that section, it would be the whole colon because of the risk with ulcerative colitis. It's just a 

matter of time before it recurs.  

PI:  How long did he have the ulcerative colitis? 

P10:  Not more than a year, but it must have been going on longer than that. He was symptomatic 

perhaps about a year, but it had been well-controlled mostly on the meds for that, and I forget 

what those were, but pretty powerful meds that controlled the symptoms. So this was something 

of a shock, particularly when we learned the extent of what the surgery was. The surgeon at Loma 

Linda who was trained at UCLA in colorectal surgery-- and the options were doing the J pouch or 

the ileostomy or-- I can't remember if there were any other options, but he was pretty direct that 

the only way to guarantee that you were going to live is to take it all out, because it's just a resting 

place.   So my husband also saw his primary doc, who I really trust, so almost as more of a friend 

connection. They have had-- not that they were friends before, but there was a depth of 

relationship, and he reviewed the colonoscopy and had a long discussion with the surgeon also 

and agreed that this was what needed to be done and said to my husband "I think you can handle 

the bag," and it was-- so later when we had the space to discuss this-- "So what did primary say 

that gave you"-- it wasn't what he said. It was who he was. There's a level of trust -  my husband 

had never had a major surgery, never been in the hospital, never been hospitalized for his asthma, 

which really started in earnest in his fifties...Which means he was healthy. So to have a major 

life-altering procedure at that point, it was pretty traumatic. He was a motorcycle rider, big BMW 

1,200 CC motorcycle, active in church and played bluegrass banjo, practiced with a group every 
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week, so a very full life, very active person, so this was a very stunning consideration for us.  

about the third or fourth day. I don't think he had bowel sounds.  and he developed an ileus, and 

from there he got very ill, and then on one of the days he developed shaking chills, but he didn't 

have a fever, and I said, "Something is very wrong." And his color was terrible. I said, 

"Something is very wrong here." And he still had the ileus, and so they did a couple of CT scans 

but didn't CT his pelvis, but he's looking worse and worse, and I said to the surgeon "He needs an 

antibiotic. Something is wrong here. I think he's getting septic."  "Oh, no, no, and we aren't giving 

antibiotics these days." Well, and I think by that time the rectal incision had broken open a little 

bit, and there was pus, so that's where the big pus pocket was. And "No, no, no. I don't think we 

need-- we're not doing antibiotics as much. We're trying to be"-- and I said, "If you don't start that 

right now-- his white count's not up, his temp isn't up as it is in older people." I'm telling the 

surgeon "Older people don't show these things. If you don't do this-- I've worked in ICU. This is 

going to be very bad." Well, he listened to me against his will, I think. I wouldn't let him go. I 

followed him out to where he was washing his hands. I said, "You must do this for this man." So 

I'm just so thankful, because if I wasn't there, and there was a short window of time, and I think 

he would've died. People don't do well in those older ages. So they started the antibiotics, and 

then after it was started then the huge spike in the white count. He never did develop a fever, but 

he had shaking chills and he was afraid, and my husband is a strong, hearty person. He was 

afraid.  I knew him. "Well, he's just a little cold." "No, no, no. This man is very sick." Well, they 

believed me later. So then after that there was another-- well, when he went home he was really 

sick, and I was tending him around the clock, and he just was not able to keep things down, and 

then the output stopped from the colostomy, and he was re-hospitalized, and he was very volume-

depleted and so... 

PI:  As the partner, what is your perception of the cancer, surgery, and ostomy placement? .  

P10:   as a partner as well, and of course I've been a critical care nurse, and so I know what sick 

looks like and I know what big surgeries look like, so thankfully I was faculty at that time, and 

the support from the dean on down for me just to be with him as much as I needed was there, 

which turned out to be very blessed, because he was in the hospital for I think two weeks,  

because it wasn't as simple as they thought it was going to be. He became very sick. They were at 

that point on one of these new routines of "As soon as you can breathe we'll put you on a regular 

diet”, so he can get discharged quickly, and so I had left for a brief time, and they brought him a 

full meal.  

PI:  After how many days? 

P10:  about the third or fourth day. I don't think he had bowel sounds.  and he developed an ileus, 

and from there he got very ill, and then on one of the days he developed shaking chills, but he 

didn't have a fever, and I said, "Something is very wrong." And his color was terrible. I said, 

"Something is very wrong here." And he still had the ileus, and so they did a couple of CT scans 

but didn't CT his pelvis, but he's looking worse and worse, and I said to the surgeon "He needs an 

antibiotic. Something is wrong here. I think he's getting septic."  "Oh, no, no, and we aren't giving 

antibiotics these days." Well, and I think by that time the rectal incision had broken open a little 

bit, and there was pus, so that's where the big pus pocket was. And "No, no, no. I don't think we 

need-- we're not doing antibiotics as much. We're trying to be"-- and I said, "If you don't start that 

right now-- his white count's not up, his temp isn't up as it is in older people." I'm telling the 

surgeon "Older people don't show these things. If you don't do this-- I've worked in ICU. This is 

going to be very bad." Well, he listened to me against his will, I think. I wouldn't let him go. I 

followed him out to where he was washing his hands. I said, "You must do this for this man." So 

I'm just so thankful, because if I wasn't there, and there was a short window of time, and I think 

he would've died. People don't do well in those older ages. So they started the antibiotics, and 

then after it was started then the huge spike in the white count. He never did develop a fever, but 
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he had shaking chills and he was afraid, and my husband is a strong, hearty person. He was 

afraid.  I knew him. "Well, he's just a little cold." "No, no, no. This man is very sick." Well, they 

believed me later. So then after that there was another-- well, when he went home he was really 

sick, and I was tending him around the clock, and he just was not able to keep things down, and 

then the output stopped from the colostomy, and he was re-hospitalized, and he was very volume-

depleted and so... 

PI:  So the ostomy? Who helped you with the ostomy care? 

  So the ostomy...had that taken care of. Yeah. Yeah, the ostomy was-- and he had a void problem 

because his prostate was a little more than normal-sized, and so he was never able to void on his 

own right then, so I was measuring the urine, but I wasn't measuring the insensible loss or the 

ostomy loss and his intake, so he was in the hospital a couple of days and came home, and then it 

was a gradual improvement.  Then he had a-- I don't remember if this was-- so this was February 

of 2011. I don't remember if it was October or if it was sooner that he had-- maybe it was six, 

seven months later. Maybe it was October. He had no output from the ostomy, and so he had a 

bowel obstruction. So we did all the things. I called the ostomy nurse. The student I had is an 

ostomy nurse, and she suggested a couple things, which we tried, and it didn't work, and it just 

didn't start. 

PI:  What did you do next?  

P10:  Put him in the hospital. It was on a Sunday afternoon. There was another surgeon covering. 

"He was here. Oh, he doesn't look that bad," and he called the main surgeon just for advice. The 

main surgeon said "Listen, you're going to open this guy up. I know him. He is not someone 

who's going to show the extent of what's going on." Well, he was getting necrotic bowel because 

he had an intussusception sort of into striction, a-- what's it called when you get a round of 

surgery, when you get…adhesions. It was into an adhesion circle and it went in, and it was close 

to the ostomy site, so he may have lost-- if we had not caught it right then he may have lost more 

bowel.  So they did surgery, and he had another terrible hospitalization because he had an ileus, 

and the on-call person would not-- it was on a weekend again-- would not put an NG tube down. I 

said "Listen, this guy has got to have an NG tube." "No, no, no. We need to give him a little 

medicine." He was so nauseated, abdomen distended. I said, "He's got to have one." Well, I could 

not-- and I should've called the on-call surgeon on my own, but you just have to be careful and 

not maybe making everyone disturbed.  So the head of surgery came in the next morning. It was a 

Monday, and I think it was a holiday. Anyway, he was covering, and he had everyone around the 

bed, and I was there, and he looked at them all, and he said, "You all should've listened to her," 

because he walked in, he saw what it was, and he grabbed the head nurse and said, "Put an NG 

tube in right now." So it just was those kinds of things, but since that time he's not had any 

problems, so a couple of things really deconditioned.  Had a wonderful physical therapist in 

Redlands in a small company she has. It was wonderful, because she was a cheerleader for him as 

well.  

PI:  Any more on your perception of the diagnosis, surgery, and living with ostomy? 

P10:  Well, of course I had-- so a couple of things. I was teaching advanced practice role.  One of 

my students had written this wonderful paper. This was advanced practice role for the nurse 

practitioners, and they have to then write a paper about someone who's remarkable in nursing or 

in advanced practice history, and she wrote about the woman who really made a difference for 

ostomy patients by inventing much of what's used now in terms of products because of her sister, 

and there was nothing but very primitive stuff up until that time. I think this was in the '50s or 

'60s. So I knew this was someone who understood ostomies because she wrote about what her 

role was, and so I got a lot of information from her. In regards to ostomy,  my husband met the 

ostomy nurse, who afterwards did some instruction, and the homecare did a little, but it was really 
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all I had to learn on my own of what really needed to be done, particularly from this ostomy 

specialist that I knew as a student. She was one of my students.  And one of the things that was so 

marvelous that no one else told us about was the stealth belt, which is a-- you know about it 

probably. Well, no one else talked about it (stealth belt), and that made all the difference in the 

world, because you don't have to look at it (stoma). It's just there. It's just there, and it's not 

evident, and it covers. It covers the bag, and it helps with clothing to not be...why not have 

something so that it's not in your line of sight all the time and that the bag isn't flopping about? 

And the man who invented it has one himself, and he's a surfer, and so he also has a waterproof 

one that he's invented, but one of the hardest things for my husband was to take a shower before 

we knew about this and to have the ostomy, to have this on your body. Well, of course I had-- so 

a couple of things. I was teaching advanced practice role.  One of my students had written this 

wonderful paper. This was advanced practice role for the nurse practitioners, and they have to 

then write a paper about someone who's remarkable in nursing or in advanced practice history, 

and she wrote about the woman who really made a difference for ostomy patients by inventing 

much of what's used now in terms of products because of her sister, and there was nothing but 

very primitive stuff up until that time. I think this was in the '50s or '60s. So I knew this was 

someone who understood ostomies because she wrote about what her role was, and so I got a lot 

of information from her. In regards to ostomy, my husband met the ostomy nurse, who afterwards 

did some instruction, and the homecare did a little, but it was really all I had to learn on my own 

of what really needed to be done, particularly from this ostomy specialist that I knew as a student. 

She was one of my students.  And one of the things that was so marvelous that no one else told us 

about was the stealth belt, which is a-- you know about it probably. Well, no one else talked about 

it (stealth belt), and that made all the difference in the world, because you don't have to look at it 

(stoma). It's just there. It's just there, and it's not evident, and it covers. It covers the bag, and it 

helps with clothing to not be...why not have something so that it's not in your line of sight all the 

time and that the bag isn't flopping about? And the man who invented it has one himself, and he's 

a surfer, and so he also has a waterproof one that he's invented, but one of the hardest things for 

my husband was to take a shower before we knew about this and to have the ostomy, to have this 

on your body. 

PI: What was your reaction living with the cancer diagnosis, surgery, and ostomy? 

 Well, I worked at being the nurse, but I was the spouse, and it was a great grief for both of us to 

be dealing with this, and it was 24-hour care after he came home. There was nothing else I would 

want to do,  but this was an intense time for both of us, and because I'd been sitting nonstop in the 

hospital-- I didn't leave for the whole time he was there other than that one time when he was 

given food that I had gone home to shower, and... Well, I had to learn that (ostomy care) and a lot 

on my own but primarily from this person-- I'm just watching for the next meeting-- primarily 

from this student of mine who is the ostomy specialist.  There was no support group. The work of 

the homecare nurses was less than optimal. They would do it, but it wasn't helping train you into-- 

and there was absolutely no other support group, no other-- so you're on the Internet, you're trying 

to figure this out. It's really unfortunate. There's just not a lot of-- so the hospital had nothing 

outpatient once you were done other than the homecare, which-- they took the blood pressure and 

brought supplies and things, but it was less than ideal.  

PI:  What would you recommend then? 

P10:  Well, I think you've got to have an outpatient visit with the ostomy specialist. No, no. 

They're not specialists in this. They don't know this. They can't be held to-- and it's not just 

having them go and do the change. It's helping people adjust to this whole pace of life.  So of 

course while he was bedbound and so sick for at least a couple of weeks I did it entirely, all of the 

care, both from my reading and from what Anne Marie [ph?]  (ostomy nurse) told me. I put this 
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together, and the physician's office, they're looking at you to see if you're recovering from the 

surgery. No one is addressing "Let's help you get through this." 

 …They sent us with ostomy supplies, so that was there, but that's almost way down on the list.  

How do you do this? How do you incorporate this into your life? The other thing that was hard is 

that what they gave us is what you could eat, and what he could tolerate initially was applesauce 

and custard and yogurt, and the list of what you can't possibly-- never a bite of lettuce, 

never...corn, but anything with high fiber in it-- so Anne Marie-- I would go over that with her 

when we had an appointment with her. Anne Marie (ostomy nurse) really is-- and when we could 

get out to Pasadena we had an appointment with her, and that was wonderful. That's what we 

should've had here. Loma Linda have inpatient, but that's-- it's fine, and that's good, but just 

giving you "Here's"-- they don't have a lot of time either, and it's when you get home and need to 

incorporate all this that you need this support and this education, so she was so helpful,  and she 

said "You know, you can eat some of these other things. Just take a little bit of it, drink lots of 

fluid with it, see how it goes." And so other than not eating celery and heavy fiber things or eating 

large amounts of things my husband eats most everything, and the diet is far more liberal than we 

were led to believe initially, which was very helpful.  So then as he was able to begin to do the 

changing on his own I developed a whole checklist of how it went, "Here's all the steps of what 

you do," put it in a plastic sleeve and still would be there...that would be helpful.  ...as he was 

starting it or doing part of it (ostomy care), and now it's just part of his life, and he doesn't 

complain... 

PI:  Any other problems? 

P10: And once he's had problems with a leak.  He's never had any skin irritation, slight in the 

beginning just because we didn't know some things, but having the ring and he cuts it, as Anne 

Marie taught him-- cuts it, cuts a little window out of it so that it fits exactly around it, and he 

keeps that one as a template to cut them. Well, yeah, she mentioned new moldable ring. But I 

think that he's just gotten used to this, and it works, but that's good to know. 

PI: What was your biggest challenge? 

 So here is someone who is really a positive person and a can-do person, and so he has just taken 

ownership, but that took a while to get to. So I think for me one of the biggest challenges is 

moving between being a nurse and being a spouse…It's a role change.  And here's one of the 

main things I learned. The whole notion in nursing of the diagnosis of altered self-image is not 

adequate. It's not adequate to cover this,   because that is a cognitive construct. Purely cognitive. 

What is far closer is Benner's notion of embodiment, so you are your body. You live through your 

body, and illness impacts your whole experience of embodiment. Now, that is much closer. So if 

you call it just "Well, I need to change my mind about this. I need to think and accept"-- but that 

doesn't even begin to touch what the reality of the whole life experience is.  and as a partner, I 

feel that too, like the altered ...closeness. You cannot help. It alters everything about the dance 

between us ---  and last summer-- well, this summer it'll be 51 years that we've been married, so 

this is not a new relationship, and it's one that's weathered a lot, and so that I think is helpful, but 

it doesn't make everything okay. It's just your adjustment...One of the very powerful things my 

husband said is "You know you're the same person, but sometimes you wonder." It's such a 

fundamental alteration of who you are. Yeah. Last year, when he said, "It's time for me to go to 

something lighter," so he sold it (motorcycle), but he was within a year back to riding his 

motorcycle. His bluegrass group-- the harmonica and guitar player came to the hospital more than 

once and played a harmonica worship song for him, and that was huge. Yeah, huge. I think that 

it's a mistake to say that "I'll just believe, I'll be victorious, I'll just see this, I'll see God in 

everything" if there's no way that you can apply your belief onto life situations, so negotiating 

and surviving through the tumult and up and down of such a major life transition takes a lot of 
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time,  and the people who prayed for us, who cared about us were huge. Huge. Our children, 

grandchildren in Portland-- we have this wonderful picture of my older son's family, and their 

children were like three and-- or two and three through six or seven. Anyway, they all stood and 

had a timed picture on a tripod taken of all of them standing together saying "We love you and 

we're praying for you" and had it blown up to this size and sent it for us to paste on the wall. Yes. 

Those are the things that would make me weep, you know, remembering the preciousness of that 

and how many people in our church family - - and when Herman was strong enough then his 

group would come over, and instead of their practicing for two hours standing up as they would 

normally do they said "Whatever you can do. We're here." So it was 15 minutes that he's sitting 

with his banjo, could be part of it, and they would go. Even though one of them lived in 

Victorville they would come for that once a week… And so there was that kind of support, and 

there was a friend of mine who when he was so sick was aware that I just couldn't leave the 

house. This was 24/7 nursing care, and at certain times she would bring groceries, like maybe 

"What do you need?" and would bring groceries because I couldn't leave. I have another friend, 

and this is kind of funny. When I was in the hospital and it was two weeks, and I don't think I left 

more than that one time, she said "Bonnie, what do you need?" I said "I need underwear. I need 

clean underwear." She brought me underwear. We still laugh about that.   

PI:  Anything else would you like to say? 

P10: Yeah. Having people around that care about you and to tell them what you need, and let me 

put this way, you can't suddenly be in crisis and have friends that meet you there in crisis. 

Relationships that are there are so important. Makes me think of this couple that is probably our 

closest friends, and one morning at seven in this time when I thought he was becoming septic and 

it still was rocky there for a couple of days, but the especially serious time I called them up and I 

said "You guys, I need you to come and pray. I don't think Herm's going to live. This is really"-- 

and they were there in a half an hour. And before she went to work-- he may have been retired by 

then, but they're just there, so people who are there for you.   It also isn't something that one can 

enter into spiritually-- what I've come to say is you can't cram for your midterms. This was a 

midterm. You can't cram for it, midterm on life, yeah. Midterm meaning a severe crisis in which 

you need to have some history with the person. And falling down for God. You can't cram for 

your midterm spiritually. Can't cram.  

 And I wrote a letter to the surgeon afterwards for him to share to the hospital, because he said, 

"You need to write this," so I wrote a letter that said "Listen. I'm a critical care nurse. I'm a nurse 

for 40-some years. I was in great need of support, and this is what I needed. I needed this, this and 

this, not just in the hospital. I needed the outpatient-- the ability of someone who could counsel 

about our situation." And I don't know if ever anything's been done with that, but you need to 

have knowledgeable outpatient support.  And I think that the stealth belt is absolutely vital for 

someone who-- what putting it on does isn't you forget about it, but you're able-- what can you do 

that helps you incorporate it into your life in a way that you can again experience that 

embodiment,  

 that "Now my body is this, and this is the new normal"? But to get there-- and also I think we as 

healthcare providers and also as society and maybe as believers expect that we'll do this sort of 

instant adjustment based on either knowledge or faith or something. It's not like that. It is a long 

process, and so you need support through the process 

PI:  Any other things to share?  

P10:  It has certainly deepened our relationship, and we prize each other and every day I think in 

new ways with this, which is huge. Yeah, I think we're getting past the midterm for it. 
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 But I'm so thankful for the support I had from my work. I didn't have to think about it. I kept up 

with emails and things sitting in the room.  Oh, I know for one of those surgery-- it must've been 

the first one. Because I was sitting all of the time and not getting regular showers and probably no 

shower, just a little out of the sink... I developed a boil on my sitting-down place on my butt and 

went to my primary, and she said "I need to drain this. It's an abscess" and opened the thing up 

and said, "I need to pack it." I said "Listen, I can't come in here every day." She said "Well, you 

are going to come in every day. The last time I let a nurse take care of her own she developed a 

fistula into her rectum, so you're not going to do that." Oh, and after he got home I was packing 

his fistula for like two or three weeks. He had a fistula too. Yeah, that was what this was. That's 

what the infection and sepsis was all about. So in his rectal wound. So I'm going in to have mine 

packed and I'm packing his like three times a day, changing this thing.  No home health nurse to 

help three times a day.  It had to be done two or three times a day, so when they came I think they 

would take a look at it and check on the process, but it's also a mistake for healthcare providers to 

think that homecare is like the answer. There are some things that are very helpful to just check 

on, but they're not the be-all, end-all that are going to-- this is 24/7, and a homecare nurse twice a 

week is not enough-- and care coordination and that is not going to be there, so I think healthcare 

providers need to give time as well in understanding that this is a process and that "Let's see 

where you are," but their thought is "Let's see where you are in handling this in a year." 

 And the other thing is-- and I understand from a physician's perspective "We have cured you. 

Hello? We've cured you. All gone. And we've cured you from this cancer. We've cured you, so 

you should be happy. You should not have any adjustment. You should just be happy." They 

don't see the impact.  Yeah, that's what nursing has to see, is the enormous life impact in all 

aspects of life. 

 ...thank you very much. If you need anything further-- sometimes after you read the transcript 

then you might think "I wish I would've asked more about"-- I'd be happy to talk to you again if 

you need more.  

PI:  Thank you for the time and allowing me to interview you.  

End of ostomy interview.  

 

 

Transcribed Interview of P #11 

 
PM11: How about “No, no, yes, and no”? 

PI: I know you don’t talk much, but anyway thank you for giving me this time today. 

PM11: You’re very welcome. 

PI: My first question is basically about your experiences when she had that colostomy and was 

also diagnosed with cancer. My thing is with-- first of all, what’s your perception of it, when you 

found out that she had colon cancer and she’s going to have surgery and ostomy? 

PM11: Well, “perception of” I guess I don’t understand that question, but the procedure-- 

PI: What did you think she had coming [ph?]? What would that all [ph?] be? 

PM11: Well, with that-- that was like-- it was terrible. You know, 

PI: Yeah.  

PM11: Yeah, I mean, because think about losing my wife, you know, because I mean anybody 

gets cancer. You know, I’ve known other people since then, but it was our first real experience 
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with dealing with it in our family, you know, with someone having cancer. First, I was real 

surprised and kind of shocked. But then it was scary-- you know, what happens? What do you 

do? I felt real good about her healthcare, you know, her oncologist, that they’d be-- you know, 

after talking with her [ph?] I felt a lot better, you know, because her oncologist did say, “We will 

cure you.” And that was very uplifting. You know, but just thinking about it now, it’s tough. 

PI: Do you want to stop or take a break? 

PM11: No, it’s fine. 

PI: Well, you love her very much. You’re very close. [ph?]  

PM11: Yeah, so, I mean, it was just scary and it was-- yeah, we kind of went through it. You 

know, I took her to her-- the first thing she had to go through was the radiation, you know, and 

that was okay. You know, and she was actually menstruating at the time. The doctor told her, you 

know, said, “Well, enjoy it because this is your last one.” <laughs> And we’re like, “What?!” So, 

she went, I guess, straight into menopause after that. You know, but I mean, I went to the facility 

getting her treatments. We did that every day, like, I guess four o’clock, four-thirty, something 

like that every day.  

PI: The radiation first? 

PM11: Yeah, yeah, she went through six, I think, of radiation. Five or six weeks of radiation, but 

it was, like, every day except for the weekend. Monday through Friday.  

PI: How was that? 

PM11: You know, I mean, I went and sat in the waiting room. <laughs> But, you know, they 

tattooed her, you know, they were going to pinpoint the radiation. You know, it wasn’t too bad 

for her I don’t think, you know, she got some burns. Just like a little bit of burns I guess you’d 

say. We passed this Mexican restaurant every day on the way home and on our last day of 

radiation we went and had dinner. <laughs> So, it was nice. So, that was fine. You know, I mean, 

go through that. And she did most of it. You know, she takes-- took care of herself a lot. Did a 

whole lot better than I could do. You know, except for, you know, provide the emotional support. 

You know, I mean, I could drive. Nothing I could do with the radiation and stuff. Just drive her. 

So, we got through that. And then I guess the next thing they did is her surgery. That was her next 

step, surgery. And she got the ostomy, which I didn’t know how that was going to work out.  

PI: Did they explain it to you? 

PM11: Well, they explained it to her. And she explained it to me. You know, I kind of knew 

what it was. I’d heard of it, but it was always a colostomy bag, not a-- I guess I didn’t know what 

the difference was. So, you know, basically, to me, it’s a crap bag. <laughs> You know. 

PI: Yeah, yeah. Another way I guess you could say that, yeah. 

PM11: So, but that’s okay. But it is what it is. And she had a couple of times where she was kind 

of feeling sorry for herself. You know, who wants to walk around with a bag? You know, it’s 

like-- you know, you can live with it, but your quality of life-- it’s kind of deteriorated because of 

that. She was feeling sorry for herself. 

PI: So, you helped her in what way> 

PM11: Basically, I told her to stop-- to shut up, she’s not dead. 

PI: Hm. 

PM11:  I said, “That’s the alternative.” I said, “You can go through this crap, you know, and it’s 

not fun. But the alternative is you’re no longer here on Earth. You’re dead.” So. 
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PI: So, you put it that way. 

PM11: Yeah, that’s kind of the way I am. So, you know, she’s still here, so-- you know. Suck it 

up and let’s get through this. So, anyway. And then it was like, “All right, fine.” <laughs>  

<overlapping conversation>  

PM11: So, yeah, but then she got her-- they put the bag on. The personal stuff that she was still 

quite happy with that. I’m trying to think if she did the chemo-- I don’t know if she did the chemo 

while she had the bag or not. I think she did. I don’t quite remember, but that was-- I think that 

was her-- that was for her the worst experience, I think, for going through the treatment just 

because the chemo-- you can be fine that day, but then the next day or two, for a couple days after 

that, you just feel like crap. So, I did what I could to make her comfortable, but then again, she 

pretty much took care of that herself. You know, I’d take her to the hospital, you know, walk with 

her up to the room, you know. Then she’s got to sit there for, like, three hours. So. 

PI: Hm. 

PM11: So.Yeah. So, okay, so, “Call me when you’re ready.” So. <laughs> 

PI: You’d stay there? 

PM11: No. No, because I mean, they set them up. They have their own little-- 

PI: Cubicle. 

PM11: It’s like a room. You know, they have other patients and she’s got a room, chair, and she 

sits there, you know. They talk to other patients, because they all kind of commiserate in their 

misery together. So, she took care of-- so she took a lot of her-- I guess, a lot of it she took care of 

herself. You know, with those aspects of it where she could. She’s like, “Uh.. go away. I’m fine.” 

I don’t want to sit here anyway. You know. So. 

PI: So, how did you react with the colostomy? 

PM11: Well-- 

PI: Did you look at it? 

PM11: Oh, yeah. You know. 

PI: Did you help her at all? 

PM11: Not much I could do. You know, there really isn’t. You know, she knew how to change 

her bag. You know, she was familiar with it. But we’re husband-wife, you know, same shower, 

stuff like that you know. Same toilet. You know, so. I saw the bag. You know, every now and 

then, I guess it would leak. 

PI: Yeah. 

PM11: And I’m kind of like-- 

PI: How did you deal with that? 

PM11: Well, I guess, you just have kind of-- you know, yeah, clean it up. You know, and if we 

were out some place or something like that or, you know-- and I was always saying, “If you gotta 

go, just let me know and we go.” And it didn’t matter where we are, what we’re doing, because-- 

if you need anything, call me,” you know, “ together, but if you are--” in addition I said, how 

best-- taking care of that was not much; making sure she could be as comfortable as possible and 

not-- I would not put any stigma [ph?] on anybody who’s got a crap bag, you know, blah, blah, 

blah, blah, blah. So.  
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PI: How did you deal with a leak? 

PM11: That’s a-- I’d say, “Hey, you blew the crap, dear. Let’s go!” <laughs> 

PI: So, it was just a matter of fact-- 

PM11: Yeah, it was like, you know-- I understood it was a-- I guess I would say medical issues 

are kind of-- I’m not a stranger to them. You know, my mom was a nurse. You know, I worked at 

a hospital.  

PI: Oh. 

PM11: You know, when I got out of the Army, for my first job I went to the hospital for five 

years. 

PI: What did you do? 

PM11: I worked in the supply room. You know, I went down-- you know, I would place to, you 

know-- that was a great job, you know? You know, of course, you’ve got a board [ph?].  So, I 

mean, I found most people who work in a hospital have rather a little bit darker sense of humor 

than people who don’t. <laughs> 

PI: Nowadays they don’t use dark humor, right? 

PM11: Well, they may not say it, but they all have at least got it!  

PI: Yeah. 

PM11: Just because we are dealing with life and death situations and you can’t-- just can’t worry 

about everything and everybody, because crap is just going to happen. 

PI: Yeah. 

PM11: So, anyway, so, for me it wasn’t an issue, you know, dealing with it. It was just something 

we had to get through. 

PI: Yeah.  

PM11: So, that was kind of my-- the way I dealt with it. So. 

PI: What was the biggest challenge, or did it affect any anything <inaudible 00:10:40>? 

PM11: For me the biggest challenge was keeping her spirits up and her-- you know, keeping her 

attitude positive as much as possible. You know, and you know, too. So, it wasn’t as difficult as it 

may have been for some other people.  

PI: Her [ph?] being a nurse helped her. 

PM11: Yeah, being a nurse helped her and she’s just got a very positive personality to begin 

with. You know, now if I’d have been like a real jerk about it maybe or something, you know, 

that would have been maybe harder. But I looked at it as I don’t have this! You know, so it’s as 

easy on her as it can be. So.  

PI: Any support? Did you go to any support groups? 

PM11: No. 

PI: No? 

PM11: No, I wouldn’t be much of a-- that wouldn’t be something I would really care to do 

anyway. 

PI: Oh. 
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PM11: You know, I really don’t want to hear about other people’s problems! <laughs> So, sorry, 

but I really don’t. <laughs> 

PI: Okay. 

PM11: So, you know, we’ll all go through this stuff.  

PI: So, you didn’t need it. 

PM11: I didn’t need it. No meeting. 

PI: What helped you guys through the challenges though? You especially being the partner? 

PM11: You know, I don’t-- for me, it’s like-- the only real challenge was just accepting that my 

wife has got this horrendous disease, you know, and she could die. You know, and getting 

through that and there was probably, you know, when she was first diagnosed and then me 

coming to, I guess, you know, coming close to that realization wasn’t easy [ph?], but once I did it 

was like, all right! You know, what do we do? Where do we go? So. 

PI: Were you retired? 

PM11: No. 

PI: You were still working at that time? 

PM11: Yes. Yeah, I retired probably a couple years after that. Actually-- yeah, so, I worked 

while she was there, and my work was very supportive. You know, they said, “You need time 

off? You need to-- take care of it.” Yeah, so, that was helpful [ph?]. You know, but as the spouse 

of a cancer patient I had it pretty easy. <laughs> 

PI: Right.  

<overlapping conversation>  

PM11: I realize that. You know, so. 

PI: Any future fear that you-- 

PM11: Yeah, just to me, well, it occurred [ph?] to me once you have that, cancer-- this is just my 

belief-- it doesn’t go away. It’s in your body. You know, it can come back. You know, because 

after that she had-- got diagnosed with a thyroid growth or cancer. So, they took out her thyroid. 

You know. And but I try to make light of it, told her if she kept losing parts I was going to try to 

keep her together before she fell apart. <laughs> I said, “So, don’t lose any more parts!” You 

know.  

PI: She’s a _fighter [ph?].  

PM11: Yeah, yeah. So, she’s-- you know, and with that watching her go up and down until they 

got her thyroid fixed-- stabilized, you know? For one thing, I said, back and forth, I said, “Holy 

crap.” You know, I said, “Are you back into menopause?” So.  

PI: Did it affect your marriage? Something like that? 

PM11: No. 

PI: No. 

PM11: Well, I mean, we’ve always had a very loving, strong relationship. So, <laughs> if 

anything, it made it-- it can only make it stronger. So.  

PI: That’s good. 
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PM11: Yeah. So. I know somebody else, it was a lady that we know, she got sick. She had 

cancer, too. I’m not sure. You know, but she said-- you know, her personal thing was that she 

said something to the effect was “Well, she’s lucky you didn’t leave her.” And I was like, “Who- 

who would do that?!” <laughs>  

PI: There are-- [ph?]? 

PM11: Yeah, but we’ve been married thirty years, you know? And all of a sudden, “Oh, you’re 

sick. I’m outta here.” I was like, “No.” So. 

PI: That’s good. 

PM11: Yeah, so, you know, our relationship is still really very strong. So, you can’t change death 

[ph?]. You know, a little bit of like-- you know, we try to have savings accounts, you know, save 

money, and stuff like that. But it’s like not-- we’re not-- we 

we’re no longer, say, trying to-- I’m not sure of the words [ph?], but we’re not trying to save an 

estate to pass on to our children. They’ll get crap anyway. I mean, you know, there’s assets that 

they can do whatever they want to, but we’re not trying to save to give to them. You know, 

they’re on their own. You know. 

PI: Just enjoy life. 

PM11: Yeah, as much as we can. You know, there’s-- 

PI: Did that change? 

PM11: Well, I don’t know if it changed or if it made it more of a conscious decision. 

PI: After the fact? 

PM11: After the fact. Yeah. So, I think before we probably always thought, okay, you know, 

“We’re going to save money here, we’re going to save money there, and then when we die the 

children will have an estate.” And it got to be like, well, there will be an estate anyway. You 

know, but if we need to do something-- you know, we want to do something, go ahead and do it. 

You know, we’re going to go on vacation, we’re going to fly someplace, well, let’s fly first class 

instead of coach.  

PI: There you go. 

PM11: <laughs> 

PI: I agree. 

PM11: Yeah, you know, I’ve got this money sitting there. You know, and that’s one reason why 

we now have a house in Big Bear.  

PI: And the boat. 

PM11: And the boat, too. Yeah. 

<laughter> 

PM11: But-- 

PI: My brother and-- I know this is off, but they’re-- my sister and my brother, they think that I 

will spend as much as I can with my cash [ph?]. If there’s any left, kids can have it and whatever 

is-- they can liquidate, they can have it. 

PM11: Yeah. 

PI: It’s just very true. I mean. 
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PM11: Yeah, because I had a saving-- I was a retired federal employee, so I have a pension. I 

have a pension, but I also had a savings account, you know, that I put money into for, like, twenty 

years. And when she decided she wanted a house up in the mountains, I let it go. A house up in 

the mountains to me is like.. ehhh. I don’t really care. You know, I don’t like the cold. <laughs> 

You know, so, having a house up in the mountains is, like, “Well, this is nice, but it’s not really 

what I want.” But-- and I said, “Well, you know, if that’s what you want--” I [sic] said, “I don’t 

know.” I said, “I’ve got this money.” I said-- and I never even thought about it, looked at it. I just 

let it sit there, grow a little interest every year. Yeah, well, you know, and I said-- so, I said, “Tell 

you what? I’ll liquidate that, we’ll go buy your lot.” 

PI: Ah. 

PM11: So, that’s what we did. And, so. 

PI: So, basically, that cancer experience changed your-- hey, you know, spend while you’re alive. 

PM11: Yeah, that’s about the only-- it made it a conscious decision, I guess, now to go ahead and 

let that stuff go. You know, don’t pull a cash box behind the hearse. 

PI: That’s good. 

PM11: Yeah. So, yeah. 

PI: Well, if you don’t have anything-- maybe-- do you have any, like, tips for others that might 

go through this? What helped you the most? Or what-- 

PM11: Well, I think a lot of it depends on the care that the patient gets and where they get it 

from. You know, well, I mean, I think, like, Julie [ph?]-- I’ve seen other-- I don’t know if it 

would be a tip or not, but for us we had Kaiser. Okay. 

PI: Yeah. 

PM11: This is just my opinion, but Kaiser has one-stop shopping. They have all of the different 

doctors, all the different facilities, everything you need under one roof.  

PI: Yeah. 

PM11: Well, I think that’s a huge advantage for the patient.  

PI: Mm. 

PM11: I’ve seen other people-- we have a good friend of ours who was diagnosed the same as 

Julie. He’s younger than Julie. You know, his cancer’s I think is a little bit more advanced, but 

the doctor-- they couldn’t save [ph?] her, but he went to one doctor and then they would send him 

off to somebody else and then somebody else would say, “Why are you doing this? Let’s do 

that,” blah, blah, blah, blah. You know, there wasn’t a set protocol for the healthcare providers to 

follow. It was everybody had their own different protocol. And I think having one, I guess, 

corporate-approved [ph?] protocol and everybody being on the same page, I think that was a huge 

benefit for Julie. I really do. So, I watched Julie’s mom-- she didn’t have cancer. She had other 

issues, but she had a tumor and stuff. She ended up having complications I think from one of the 

drugs-- Advantan? I don’t know. But she ended up hospitalized and her doctor couldn’t go see 

her, because she didn’t have privileges at the hospital and the doctor’s office was right next door! 

I’m like-- you know, so, she got-- while she was hospitalized she was seen by some internist who 

really had no idea of her needs, history, or anything else. And I was like how the-- I was 

flabbergasted. I was like, “How does that work? How can her doctor not see her?” You know, 

anyway. So, the only real advice I can give you for somebody in my situation is get-- you know, 

provide the support you can and be number two. Don’t be number one.  

PI: Mm. 
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PM11: You know? So. 

PI: Number two meaning--? 

PM11: You know, you’re not-- you’re no longer-- not that you’re not important, but you’ve got 

somebody who’s dealing with a life and death situation for them personally, you know. Make 

them number one.  

PI: Yeah. 

PM11: So. 

PI: Anything else? No? 

PM11: No, not really. It’s like-- 

PI: Are you enjoying life more now after that experience? 

PM11: I’m enjoying life now because I’m retired.  

<laughter> 

<overlapping conversation>  

PM11: Yeah. 

PI: Yeah. 

PM11: Yeah, I mean, Julie seems to be-- she seems to be enjoying life. And that may be because 

she’s-- well, they told her she was cured. She had her-- maybe like last year, year before, 

something like that, they said, “It’s been five years--” 

PI: Remission. 

PM11: Yeah. “You’re done. You’re cured.” You know, that was a big boost for her.  

PI: That’s good.  

PM11: So. 

PI: All right. Well, nothing more. Thank you for sharing. 

PM11: Well, I hope it helps. 

PI: It will. Thank you.  

 End of Ostomy Interview 
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Psychological Perceptions Sorted Alphabetically by Participant 

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Accepting care     1                 1 

Accepting (and working with) age-related changes in sex      1         1       2 

Accepting and preparing for accidents   1 1 1               3 

Accepting cancer, surgery, and chemo) as the new normal 1             2 2     5 

Accepting CRC diagnosis as part of life       1       1 1     3 

Accepting death as part of life  1                     1 

Accepting diagnosis/treatment       1 2         1   4 

             

Accepting every complication her partner suffered        1               1 

Accepting spouse’s diagnosis difficulties.    1                   1 

Accepting that accidents happen    1 1               1 3 

Accepting that living with an ostomy diminishes one’s quality of 
life                      1 1 

Accepting a new normal           1       1   2 

Accepting the ostomy    1   1 1 2 1 1 1     8 

Accepting the possibility of partner’s death 1                   1 2 

Accepting the reality of living with ostomy 1                 1   2 

Acknowledging partner’s anxieties/fears      1       1         2 

Adapting to ostomy       1     1         2 

Adjusting to CRC treatment        1           1   2 

3
4
2

 



 

 

Psychological Perceptions Sorted Alphabetically by Participant 

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  
             

Adjusting to changes of partner               1       1 

Adjusting to new body                   1   1 

Adjusting to ostomy             1   1 1   3 

Adjusting travel plans       1 1       2 1     5 

Adjustment to the new normal is a long process                   1   1 

Advocacy for partner     1   5 2 1   2 4   15 

Altered closeness with partner                   1   1 

Anxiety regarding post-op care               1       1 

Anxiety regarding leaks               2       2 

Anger           2   1       3 

Appreciation of partner’s lack of modesty and potential for 
humiliation         1             1 

Appreciation of partner’s self-care independence.                      1 1 

Being organized             1         1 

Blessing partner is alive             1         1 

Caregiver burden due to own health issues           1 3         4 

Caregiver burden           1 2         3 

Challenge of transition to home               1       1 

Challenge of partner's lack of acceptance           1           1 

3
4
3
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1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Comfort with hospitals and medical issues                      1 1 

Commitment to strong marital relationship           1         1 2 

Communicating support of partner – acknowledging challenges     1                 1 

Coping by “getting through “and limiting worry.                      2 2 

Coping with fear of cancer recurrence (Regular MD check-ups)       1               1 

Coping with partner’s mood swings                      1 1 

Difficulty accepting partner’s cancer diagnosis and possible death                     1 1 

Disengaging with ostomy care - not interested to see the stoma 1                     1 

Dissatisfaction with new insurance – running out of supplies.  1                     1 

Embarrassment regarding ostomy odor        1               1 

Emotional adjustment to ostomy as hardest   1 1                 2 

Enhanced marital relationship.          1             1 

Facing death changes one’s perspective about the future                      1 1 

Faith           3 1 1   2   7 

Fear of cancer recurrence       1       1     1 3 

Fear of skin injury during ostomy care       1               1 

Fear of treatment           1     2     3 

Fear of decision-making           1           1 

Fear regarding partner's decline             1         1 

3
4
4
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1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Fear regarding partner’s reaction to the ostomy           1           1 

Fear regarding CRC diagnosis                1     1 2 

Feeling blessed abut need for fewer surgeries than others   1                   1 

Feeling fortunate regarding minimal, required changes (diet)   1                   1 

Feeling helpless due to own health issues         1             1 

Feeling trapped (caregiver burden)           1           1 

Feeling isolated               1       1 

Feeling thankful partner is alive             1         1 

Feeling overwhelmed           1 1 1       3 

Feeling relieved regarding CRC treatment     1                 1 

Feeling supported (Attending ostomy conference)       1               1 

Feeling supported (employers)                    2 1 3 

Feeling supported (family and friends)     1         1   1   3 

Feeling supported (family)    1 2   3 1 1         8 

Feeling supported (friend)     2         2   3   7 

Feeling supported (HC provider)       1     1     3   5 

Feeling supported (Home health/WOCN)   1           3       4 

Feeling supported (nurse for first time ostomy care)     1 1               2 

Feeling supported (ostomy nurse/urostomy nurse)         1   2     3   6 

3
4
5
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1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Feeling supported (Peers - reaching out to others with an ostomy)       1       1       2 

Feeling supported (support group/ostomy groups)   1 1 2   1 4 4       13 

Feeling supported (WOCN)    2                   2 

Feeling supported by church group             2     1   3 

Feeling supported (by chaplain)           1           1 

Feeling supported (by respite care)           2           2 

Feeling supported (outside food resource)             1         1 

Feeling supported (by National Association of Ostomy)           1           1 

Feeling supported in advocacy role (family)         1             1 

Gratitude for co-payment free insurance         1             1 

Helplessness due to own physical health issue             1         1 

Hope -regarding CRC treatment          1             1 

Hope (for extended, pain free life)         1             1 

Hope (for treatment success)           1           1 

Hope for a good day           2           2 

Hope for the future         1             1 

Importance of  ostomy nurse or home health group 
representatives         1             1 

Importance of advocacy to partner   1       1         1 3 

Importance of care coordination                1     1 2 

3
4
6
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1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Importance of confidence in health care team                      1 1 

Importance of confident healthcare providers.                     1 1 

Importance of control               1       1 

Importance of prayer           1   1       2 

Importance of knowledge about resources       2   1           3 

Importance of knowledge about ostomy care/supplies         1     1       2 

Importance of ostomy nurses in the local area                    1   1 

Importance of strong marital relationship 2 1 1 1 1         2   8 

Importance of partner’s ostomy self-care independence.           1 1 1       3 

Importance of partner's vulnerability           1           1 

Importance of helping partner maintain positive attitude           2           2 

Importance of positive attitude                   1   1 

Importance of providing feedback                   1   1 

Importance of history with the partner           1           1 

Importance of self-care (independence)         1 1 1         3 

Importance of support - finding help for ostomy issues         1             1 

Importance of support group - receiving extra ostomy supplies         1             1 

Knowledge as power and coping mechanism.                    1   1 

Knowledge of care   1 1 1   1           4 

3
4
7
 



 

 

Psychological Perceptions Sorted Alphabetically by Participant 

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Listening as caring  1                     1 

Need for care coordination/convenient care coordination       1 1     2 2   1 7 

Need for care coordination (ostomy nurse)       1               1 

Need for care coordination between her husband’s doctor and 
insurance.             1         1 

Need for care coordination between the health insurance and 
hospital           1             1 

Need for care/supply coordination between the hospital and 
rehab facility     1                 1 

Need for care healthcare providers to understand adjustment 
process in all aspects of life                   1   1 

Need for clear and direct communication and follow up         1             1 

Need for consistent care protocols                     1 1 

Need for compassion           1           1 

Need for emotional support of self           5   1   1   7 

Need for knowledge/support     1   1     3 2 3   10 

Need for HCP to assess adjustment process regularly                   1   1 

Need for nurses to be knowledgeable in ostomy care/appliances          1   1 1       3 

Need for ostomy supplies.          1   1         2 

Need for ostomy supplies and resources             1         1 

Need for partner to verbalize appreciation of partner            1           1 

3
4
8
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1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Need for more visits from ostomy nurse in the hospital               1       1 

Need support - friends               1       1 

Need for more visits from the ostomy nurse once home             1 1   2   4 

Need for self-care                   1   1 

Need for sense of control         1 1           2 

Need support for the new ostomy/ostomy care   1           1   1   3 

Need to be heard           1           1 

Need to be appreciated by husband             1         1 

Need to advocate for partner         1     1       2 

Partner's acceptance of diagnosis and ostomy           1           1 

Paying it back - desire to start hospital visitation support group         1             1 

Paying it back - Partner providing support to others with CRC and 
ostomy   1                   1 

Poor nursing care – need to advocate for partner         1     1       2 

Potential loss of partner                      1 1 

Powerlessness regarding support of partner with radiation and 
chemotherapy.                     1 1 

Presence of closeness and intimacy with partner despite aging 
related changes in closeness and intimacy with partner   1                   1 

Previous experience of cancer (with son)               1       1 

3
4
9
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1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Previous caregiver experience               1   1   2 

Previous caregiver experience (caring for own dying mother)   1                   1 

Problem solving support to partner     4   4             8 

Providing empathy, care, and concern to the partner.   1                   1 

Providing ostomy care to partner        1           1   2 

Providing support to their partner    1                   1 

Resentment towards partner           1           1 

Role adjustment                   1   1 

Shock             1 1       2 

Shock re: Bladder/CRC diagnosis           1     1     2 

Shock regarding CRC diagnosis/treatment         1       1 2   4 

Spousal support - caring enough to say no to partner          1             1 

Spousal support - willingness to hire an ostomy nurse         1             1 

Support of partner  regarding ostomy care)            1 2       1 4 

Support of partner - being number two           1         1 2 

Support of partner - providing care                   2   2 

Support of partner – symptom monitoring      1   2         1   4 

Support of partner – truth-telling           1           1 

Support of partner - self-care     1       2       1 4 

3
5
0
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1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Support of partner –presence               1 1 1 2 5 

Support of partner emotionally through recognition and provision 
of perspective     1           2     3 

Support of partner regarding changed sexuality     1                 1 

Support of partner regarding fear of leak incidents during sex.    1 2                 3 

Support of partner regarding ostomy care            1         2 3 

Support of partner with transportation and appointments           1     1   1 3 

Support requires reciprocity               1       1 

Support of partner's chemotherapy (making her comfortable)                     1 1 

Support partner by talking about needs, alternatives, and own 
desire to be supportive.      1                 1 

Uncertainty about CRC treatment   3           1       4 

Uncertainty about diagnosis     1     1     1 1   4 

Uncertainty about decision-making        1   1           2 

Uncertainty regarding ability to provide ostomy care       1               1 

Uncertainty regarding post-hernia repair care         1             1 

Uncertainty regarding potential complications             1         1 

Understanding partner is unable to provide ostomy self-care 1         1           2 

Use of sarcasm /humor           1         5 6 

  10 25 33 27 46 59 42 55 21 53 36 407 

3
5
1
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1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

  GV DJ SG JE RC JI ML CR MH BH RP 407 

 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Advocacy for partner     1   5 2 1   2 4   15 

Feeling supported (support group/ostomy 
groups)   1 1 2   1 4 4       13 

Need for knowledge/support     1   1     3 2 3   10 

Accepting the ostomy    1   1 1 2 1 1 1     8 

Feeling supported (family)    1 2   3 1 1         8 

Importance of strong marital relationship 2 1 1 1 1         2   8 

Problem solving support to partner     4   4             8 

Faith           3 1 1   2   7 

3
5
2
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Feeling supported (friend)     2         2   3   7 

Need for care coordination/convenient care 
coordination       1 1     2 2   1 7 

Need for emotional support of self           5   1   1   7 

Feeling supported (ostomy nurse/urostomy 
nurse)         1   2     3   6 

Use of sarcasm /humor           1         5 6 

Accepting cancer, surgery, and chemo) as the 
new normal 1             2 2     5 

Adjusting travel plans       1 1       2 1     5 

Feeling supported (HC provider)       1     1     3   5 

Support of partner –presence               1 1 1 2 5 

Accepting diagnosis/treatment       1 2         1   4 

Caregiver burden due to own health issues           1 3         4 

Feeling supported (Home health/WOCN)   1           3       4 

Knowledge of care   1 1 1   1           4 

3
5
3
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Need for more visits from the ostomy nurse 
once home             1 1   2   4 

Shock regarding CRC diagnosis/treatment         1       1 2   4 

Support of partner  regarding ostomy care)            1 2       1 4 

Support of partner – symptom monitoring      1   2         1   4 

Support of partner - self-care     1       2       1 4 

Uncertainty about CRC treatment   3           1       4 

Uncertainty about diagnosis     1     1     1 1   4 

Accepting and preparing for accidents   1 1 1               3 

Accepting CRC diagnosis as part of life       1       1 1     3 

Accepting that accidents happen    1 1               1 3 

Adjusting to ostomy             1   1 1   3 

Anger           2   1       3 

Caregiver burden           1 2         3 

Fear of cancer recurrence       1       1     1 3 

Fear of treatment           1     2     3 

3
5
4
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Feeling overwhelmed           1 1 1       3 

Feeling supported (employers)                    2 1 3 

Feeling supported (family and friends)     1         1   1   3 

Feeling supported by church group             2     1   3 

Importance of advocacy to partner   1       1         1 3 

Importance of knowledge about resources       2   1           3 

Importance of partner’s ostomy self-care 
independence.           1 1 1       3 

Importance of self-care (independence)         1 1 1         3 

Need for nurses to be knowledgeable in 
ostomy care/appliances          1   1 1       3 

Need support for the new ostomy/ostomy care   1           1   1   3 

Support of partner emotionally through 
recognition and provision of perspective     1           2     3 

Support of partner regarding fear of leak 
incidents during sex.    1 2                 3 

Support of partner regarding ostomy care            1         2 3 

3
5
5
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Support of partner with transportation and 
appointments           1     1   1 3 

Accepting (and working with) age-related 
changes in sex      1         1       2 

Accepting a new normal           1       1   2 

Accepting the possibility of partner’s death 1                   1 2 

Accepting the reality of living with ostomy 1                 1   2 

Acknowledging partner’s anxieties/fears      1       1         2 

Adapting to ostomy       1     1         2 

Adjusting to CRC treatment        1           1   2 

Adjusting to lifestyle changes               2       2 

Anxiety regarding leaks               2       2 

Commitment to strong marital relationship           1         1 2 

Coping by “getting through “and limiting worry.                      2 2 

Emotional adjustment to ostomy as hardest   1 1                 2 

Fear regarding CRC diagnosis                1     1 2 

3
5
6
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Feeling supported (nurse for first time ostomy 
care)     1 1               2 

Feeling supported (Peers - reaching out to 
others with an ostomy)       1       1       2 

Feeling supported (WOCN)    2                   2 

Feeling supported (by respite care)           2           2 

Hope for a good day           2           2 

Importance of care coordination                1     1 2 

Importance of prayer           1   1       2 

Importance of knowledge about ostomy 
care/supplies         1     1       2 

Importance of helping partner maintain 
positive attitude           2           2 

Need for ostomy supplies.          1   1         2 

Need for sense of control         1 1           2 

Need to advocate for partner         1     1       2 

Poor nursing care – need to advocate for 
partner 

        1     1       2 

3
5
7
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Previous caregiver experience               1   1   2 

Providing ostomy care to partner        1           1   2 

Shock             1 1       2 

Shock re: Bladder/CRC diagnosis           1     1     2 

Support of partner - being number two           1         1 2 

Support of partner - providing care                   2   2 

Uncertainty about decision-making        1   1           2 

Understanding partner is unable to provide 
ostomy self-care 1         1           2 

Accepting care     1                 1 

Accepting death as part of life  1                     1 

Accepting every complication her partner 
suffered        1               1 

Accepting spouse’s diagnosis difficulties.    1                   1 

Accepting that living with an ostomy diminishes 
one’s quality of life                      1 1 

Adjusting to changes of partner               1       1 

3
5
8
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Adjusting to new body                   1   1 

Adjustment to the new normal is a long process                   1   1 

Altered closeness with partner                   1   1 

Anxiety regarding post-op care               1       1 

Appreciation of partner’s lack of modesty and 
potential for humiliation         1             1 

Appreciation of partner’s self-care 
independence.                      1 1 

Being organized             1         1 

Blessing partner is alive             1         1 

Challenge of transition to home               1       1 

Challenge of partner's lack of acceptance           1           1 

Comfort with hospitals and medical issues                      1 1 

Communicating support of partner – 
acknowledging challenges     1                 1 

Coping with fear of cancer recurrence (Regular 
MD check-ups)       1               1 

3
5
9

 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Coping with partner’s mood swings                      1 1 

Difficulty accepting partner’s cancer diagnosis 
and possible death                     1 1 

Disengaging with ostomy care - not interested 
to see the stoma 1                     1 

Dissatisfaction with new insurance – running 
out of supplies.  1                     1 

Embarrassment regarding ostomy odor        1               1 

Enhanced marital relationship.          1             1 

Facing death changes one’s perspective about 
the future                      1 1 

Fear of skin injury during ostomy care       1               1 

Fear of decision-making           1           1 

Fear regarding partner's decline             1         1 

Fear regarding partner’s reaction to the ostomy           1           1 

Feeling blessed abut need for fewer surgeries 
than others   1                   1 

3
6
0
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Feeling fortunate regarding minimal, required 
changes (diet)   1                   1 

Feeling helpless due to own health issues         1             1 

Feeling trapped (caregiver burden)           1           1 

Feeling isolated               1       1 

Feeling thankful partner is alive             1         1 

Feeling relieved regarding CRC treatment     1                 1 

Feeling supported (Attending ostomy 
conference)       1               1 

Feeling supported (by chaplain)           1           1 

Feeling supported (outside food resource)             1         1 

Feeling supported (by National Association of 
Ostomy)           1           1 

Feeling supported in advocacy role (family)         1             1 

Gratitude for co-payment free insurance         1             1 

Helplessness due to own physical health issue             1         1 

Hope -regarding CRC treatment          1             1 

3
6
1
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Hope (for extended, pain free life)         1             1 

Hope (for treatment success)           1           1 

Hope for the future         1             1 

Importance of  ostomy nurse or home health 
group representatives         1             1 

Importance of confidence in health care team                      1 1 

Importance of confident healthcare providers.                     1 1 

Importance of control               1       1 

Importance of ostomy nurses in the local area                    1   1 

Importance of partner's vulnerability           1           1 

Importance of positive attitude                   1   1 

Importance of providing feedback                   1   1 

Importance of history with the partner           1           1 

Importance of support - finding help for 
ostomy issues         1             1 

Importance of support group - receiving extra 
ostomy supplies         1             1 

3
6
2
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Knowledge as power and coping mechanism.                    1   1 

Listening as caring  1                     1 

Need for care coordination (ostomy nurse)       1               1 

Need for care coordination between her 
husband’s doctor and insurance.             1         1 

Need for care coordination between the health 
insurance and hospital           1             1 

Need for care/supply coordination between 
the hospital and rehab facility     1                 1 

Need for care healthcare providers to 
understand adjustment process in all aspects of 
life                   1   1 

Need for clear and direct communication and 
follow up         1             1 

Need for consistent care protocols                     1 1 

Need for compassion           1           1 

Need for HCP to assess adjustment process 
regularly                   1   1 

3
6
3
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Need for ostomy supplies and resources             1         1 

Need for partner to verbalize appreciation of 
partner            1           1 

Need for more visits from ostomy nurse in the 
hospital               1       1 

Need support - friends               1       1 

Need for self-care                   1   1 

Need to be heard           1           1 

Need to be appreciated by husband             1         1 

Partner's acceptance of diagnosis and ostomy           1           1 

Paying it back - desire to start hospital 
visitation support group         1             1 

Paying it back - Partner providing support to 
others with CRC and ostomy   1                   1 

Potential loss of partner                      1 1 

Powerlessness regarding support of partner 
with radiation and chemotherapy.                     1 1 

3
6
4
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Presence of closeness and intimacy with 
partner despite aging related changes in 
closeness and intimacy with partner   1                   1 

Previous experience of cancer (with son)               1       1 

Previous caregiver experience (caring for own 
dying mother)   1                   1 

Providing empathy, care, and concern to the 
partner.   1                   1 

Providing support to their partner    1                   1 

Resentment towards partner           1           1 

Role adjustment                   1   1 

Spousal support - caring enough to say no to 
partner          1             1 

Spousal support - willingness to hire an ostomy 
nurse         1             1 

Support of partner – truth-telling           1           1 

Support of partner regarding changed sexuality     1                 1 

Support requires reciprocity               1       1 

3
6
5
 



 

 

 Psychological Perceptions Sorted by 
Frequency by Participant 

  

1 

GV 

2 

DJ 

3 

SG 

4 

JE 

5 

RC 

6 

JI 

7 

ML 

8 

CR 

9 

MH 

10 

BH 

11 

RP 

TOTAL 

  

Support of partner's chemotherapy (making 
her comfortable)                     1 1 

Support partner by talking about needs, 
alternatives, and own desire to be supportive.      1                 1 

Uncertainty regarding ability to provide ostomy 
care       1               1 

Uncertainty regarding post-hernia repair care         1             1 

Uncertainty regarding potential complications             1         1 

  GV DJ SG JE RC JI ML CR MH BH RP   
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Collapsed Psychological Perceptions Sorted By Frequency Across All Participants TOTAL 

Tangible support of partner - symptom monitoring, problem solving, providing ostomy and other care, transportation and 
appointments, making partner comfortable after chemotherapy 

29 

Need for ostomy supplies and knowledge/support including with ostomy care including more visits from ostomy nurse in the 
hospital and once home 

22 

Accepting and adjusting to diagnosis/treatment (ostomy) 20 

Feeling supported (family and friends) and in advocacy role (family) 19 

Feeling supported (HC provider/home health/nurse for first ostomy care/WOCN 19 

Support of partner emotionally through presence and communication: listening as caring, support regarding changed sexuality and 
fear of leak incidents during sex, recognition and provision of perspective, providing feedback, needs, alternatives, empathy, care, 
and concern to the partner, and own desire to be supportive 

18 

Advocacy for and to partner 16 

Feeling supported (support group/ostomy groups/attending ostomy conference) 15 

Need for and importance of care coordination -  between doctors and insurance, health insurance and hospital, hospital and rehab 
facility, and ostomy nurse or home health group representatives 

14 

Need for emotional support of self and self-care, compassion, and sense of control 13 

Uncertainty about CRC diagnosis, treatment, or potential complications 11 

Importance of strong marital relationship or history with partner 9 

Importance of support for and knowledge about ostomy care, supplies, and resources including ostomy nurses in the local area  8 

Need for nurses to be knowledgeable in ostomy care/appliances  8 

Shock re: bladder/CRC diagnosis 8 

Accepting cancer, surgery, and chemo as the new normal 7 

Faith 7 

3
6
7
 



 

 

Collapsed Psychological Perceptions Sorted By Frequency Across All Participants TOTAL 

Feeling supported by church group, chaplain, respite care and outside food source 7 

Adjusting to lifestyle changes, travel plans   7 

Accepting and preparing for accidents 6 

Fear of treatment and cancer recurrence 6 

Helplessness and caregiver burden due to own health issues 6 

Hope regarding CRC treatment and treatment success, for a good day, the future, and an extended, pain free life 6 

Importance of partner’s ostomy self-care independence 6 

Use of sarcasm /humor 6 

Adjusting to changes of partner, new body, ostomy 5 

Adjusting travel plans   5 

Feeling trapped (caregiver burden), isolated, overwhelmed 5 

Anger and resentment towards partner 4 

Poor care – need to advocate for partner 4 

Previous caregiver  and cancer (son) experience 4 

Support of partner - providing own self-care 4 

Accepting death as part of life and possibility of partner’s death  3 

Anxiety regarding post-op care and leaks 3 

Caregiver burden 3 

Feeling blessed abut need for fewer surgeries than others, fortunate regarding minimal, required changes (diet), and thankful 
partner is alive 

3 

Feeling supported (employers)  3 

3
6
8
 



 

 

Collapsed Psychological Perceptions Sorted By Frequency Across All Participants TOTAL 

Importance of advocacy to partner 3 

Importance of own positive attitude and helping partner maintain positive attitude 3 

Accepting (and working with) age-related changes in sex  2 

Accepting the reality of living with ostomy 2 

Acknowledging partner’s anxieties/fears  2 

Commitment to strong marital relationship 2 

Coping by “getting through “and limiting worry.  2 

Difficulty accepting cancer diagnosis, ostomy care, and possible death 2 

Emotional adjustment to ostomy as hardest 2 

Fear regarding CRC diagnosis  2 

Fear regarding partner's decline and potential loss of partner 2 

Feeling supported (Peers - reaching out to others with an ostomy) 2 

Importance of confidence in HC team and confident HC team 2 

Importance of prayer 2 

Need for (verbal) appreciation from partner 2 

Need for consistent care protocols, clear and direct communication and follow up 2 

Need for HCP to  understand adjustment process in all aspects of life and assess adjustment process regularly 2 

Paying it back - desire to start hospital visitation support group and partner providing support to others with CRC and ostomy 2 

Uncertainty about decision-making  2 

Understanding partner is unable to provide ostomy self-care 2 

3
6
9
 



 

 

Collapsed Psychological Perceptions Sorted By Frequency Across All Participants TOTAL 

Accepting care 1 

Accepting every complication her partner suffered  1 

Accepting that living with an ostomy diminishes one’s quality of life  1 

Adjustment to the new normal is a long process 1 

Altered closeness with partner 1 

Appreciation of partner’s lack of modesty and potential for humiliation 1 

Appreciation of partner’s self-care independence.  1 

Being organized 1 

Blessing partner is alive 1 

Challenge of partner's lack of acceptance 1 

Challenge of transition to home 1 

Comfort with hospitals and medical issues  1 

Communicating support of partner – acknowledging challenges 1 

Coping with fear of cancer recurrence (Regular MD check-ups) 1 

Coping with partner’s mood swings  1 

Embarrassment regarding ostomy odor  1 

Enhanced marital relationship. 1 

Facing death changes one’s perspective about the future  1 

Fear of decision-making 1 

Fear of skin injury during ostomy care 1 

3
7
0
 



 

 

Collapsed Psychological Perceptions Sorted By Frequency Across All Participants TOTAL 

Fear regarding partner’s reaction to the ostomy 1 

Feeling relieved regarding CRC treatment 1 

Gratitude for co-payment free insurance 1 

Importance of partner's vulnerability 1 

Need to be heard 1 

Partner's acceptance of diagnosis and ostomy 1 

Powerlessness regarding support of partner with radiation and chemotherapy. 1 

Presence of closeness and intimacy with partner despite aging related changes in closeness and intimacy with partner 1 

Role adjustment 1 

Support of partner – truth-telling 1 

Support requires reciprocity 1 

 

3
7
1
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Five Final Themes Frequency 

Feeling supported (n = 53) 53 

Expressed needs (n = 49) 49 

Support of partner tangibly and emotionally (n = 47) 47 

Accepting and adjusting to diagnosis/treatment/ostomy (n = 20) 20 

Advocacy for and to partner (n=16) 16 

 

Top Ten Emerging Themes Frequency 

Tangible support of partner (n = 29) 29 

Need for ostomy supplies and knowledge/support (n = 22) 22 

Accepting and adjusting to diagnosis/treatment (ostomy) (n = 20) 20 

Feeling supported and in advocacy role (n = 19) 19 

Feeling supported (HC providers) (n = 19) 19 

Support of partner emotionally through presence and communication (n = 18) 18 

Advocacy for and to partner (n = 16) 16 

Feeling supported (support group/ostomy conference) (n = 15) 15 

Need for and importance of care coordination (n = 14) 14 

Need for emotional support of self, self-care, compassion, and sense of control 
(n = 13) 

13 


