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Abstract

This ethnography of family caregiving explored why peristomal skin complications are both

common and undertreated among colorectal cancer (CRC) survivors with intestinal ostomies. We

sought to identify factors that hinder or facilitate prompt detection and treatment of ostomy and

skin problems. We collected data through in-depth interviews with 31 cancer survivors and their

family caregivers, fieldwork, structured assessments, and medical records review. We analyzed

data using qualitative theme and matrix analyses. We found that survivors who received help

changing the skin barrier around their stoma had fewer obstacles to detection and treatment of

peristomal skin complications. Half of the survivors received unpaid help with ostomy care. All

such help came from spouses. Married couples who collaborated in ostomy care reported that

having assistance in placing the ostomy appliance helped with preventing leaks, detecting skin

changes, and modifying ostomy care routines. Survivors who struggled to manage ostomy care

independently reported more obstacles to alleviating and seeking treatment for skin problems.

Nurses who encounter CRC survivors with ostomies can improve treatment of peristomal skin

problems by asking patients and caregivers about ostomy care and skin problems, examining the

peristomal area, and facilitating routine checkups with a wound, ostomy and continence nurse.
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Introduction

Although there are 11.4 million cancer survivors in the United States, health care providers

have limited evidence and guidelines on how to assess and care for survivors who are living

with long-term and late effects of cancer and its treatment (Bober et al., 2009; Maddams et

al., 2009; Forman et al., 2003). Cancer survivorship experiences in old age are particularly

important to document given that sixty percent of cancer survivors are over age 65, and 14%

have lived for more than 20 years since their initial diagnosis (Horner et al., 2009). In this

report, we focus on the specific challenges of colorectal cancer (CRC) survivors with

intestinal stomas (ostomies). The proportion of CRC survivors aged 65 and over who are

living with permanent ostomies is not well documented; however, patients with colon cancer

are much less likely to receive a permanent ostomy than patients with rectal cancer. During

the years 2002-2004, 52% of rectal cancer patients in the U.S. received permanent ostomies

as a result of their proctectomy surgery (Ricciardi et al., 2011).

People with intestinal ostomies have many ostomy equipment options. Equipment includes a

skin barrier, which adheres to the abdominal skin, and a collection pouch, which connects to

the skin barrier and contains the stool. Managing an intestinal ostomy requires pouch

emptying from one to many times a day. People who have colostomies need to empty the

pouch once or twice a day. People who have ileostomies need to empty their pouch more

frequently, from a few to many times a day. Less frequently, the skin barrier or entire

appliance needs to be removed from the skin and changed. Ostomy care requires time,

consistent routines, the ability to see the stoma (which may be obscured by a large abdomen

or a peristomal hernia), manual dexterity, and stamina. Contact with ostomy output can lead

to skin complications and can result from a retracted stoma, the location of the stoma on a

patient's abdomen, or a variety of problems relating to managing the ostomy equipment.

Good ostomy care can prevent leaks, rashes, skin breakdown, and the need for frequent skin

barrier changes, while poor ostomy care can result in more frequent skin barrier changes and

increasingly complex peristomal skin care.

Skin rashes and breakdown are a pervasive problem among individuals living with

colostomies and ileostomies (Hellman & Lago, 1990). The most common problem is irritant

dermatitis from contact with ostomy output, which creates a less resilient skin barrier and

can lead to more serious complications (Nybaek et al., 2010). A recent review estimated the

prevalence of peristomal skin problems at between 10.2% and 43% (Salvadalena, 2008).

The lifetime cumulative probability of skin problems among long-term colostomates and

ileostomates is estimated at 17.4% and 34%, respectively (Leong et al., 1994; Londono-

Schimmer et al., 1994). Although early treatment and education can mitigate complicated

wound care, peristomal skin problems are frequently unrecognized, underreported, and

untreated (Hellman & Lago, 1990; Richbourg et al., 2007), even in populations with ready

access to wound, ostomy, continence (WOC) nurses. (Herlufsen et al., 2006; Lyon et al.,
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2000) Approximately half of CRC survivors with ostomies may have a skin disorder, yet

many will not seek professional care when the skin irritation is at an early stage. In this

ethnographic study of family caregiving for CRC survivors with ostomies, we explored how

long-term CRC survivors manage their ostomy care. We sought to identify the factors that

hinder or facilitate prompt detection and treatment of ostomy and skin care problems, with

the goal of improving care and quality of life for this vulnerable group of cancer survivors.

Our ethnographic approach is informed by a social ecology theory, which encompasses the

physical, cognitive, and emotional work of caregiving in contrast to psychologically-

oriented studies that frame caregiving as a form of stress (Brown & Stetz, 1999; Thomas &

Morris, 2002). Social-ecological theorists argue that to understand the individual, one must

consider the larger social system in which one operates. Social ecology has informed classic

and recent qualitative and quantitative studies in gerontology and allows researchers to

conceptualize the relationship between the individual and his/her physical and social

environment (Lawton et al., 1978; Mendes de Leon et al., 2001; Strauss et al., 1984; Izal et

al., 2005; Brandt & Pope, 1997; Putnam, 2002; Kahana, 1982).

Methods

All research activities for this study were approved by the Institutional Review Boards

(IRBs) at Kaiser Permanente Northwest (KPNW) and Kaiser Permanente Northern

California (KPNC).

Recruitment

Participants were members of an integrated health care delivery system, Kaiser Permanente,

in its Northern California (KPNC) and Northwest (KPNW) regions. Participants were

identified by searching tumor registries and administrative databases. We identified all long-

term CRC survivors with ostomies (5+ years post-diagnosis) living within 100 miles of our

research offices in Portland, OR and Oakland, CA. These individuals (N=307) were first

invited to participate by mail, and then contacted by telephone for an eligibility screening

interview, which confirmed that 105 survivors had a permanent ostomy, were receiving at

least one hour of unpaid caregiving per week, and had no cognitive, speech, or hearing

impairments that would preclude their participation in an in-depth interview. After recruiting

survivors, we contacted and recruited their main informal caregivers. Of the 105 eligible

survivor/caregiver pairs, 31 (29.5%) were enrolled. The remaining 70% declined to

participate for a variety of reasons including caregivers’ schedule, failing health, or lack of

interest. Six families who enrolled in the initial phase of the study were subsequently invited

to participate in extended participant observation fieldwork, a naturalistic observation

method used by cultural anthropologists that allows for informal conversations, observation

of everyday activities, and increased rapport between researchers and study participants.

(Dewalt et al., 1998; Creswell, 2007).

Measures

All participants completed a baseline interview with open-ended and fixed-choice questions

on ostomy care, caregiving activities, and social and demographic characteristics. Medical
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records data were used to ascertain specific details of each survivor's cancer history and past

use of medical care.

Data Collection

Three experienced ethnographers with PhD-level training in medical anthropology (CM) or

sociology (AA, PL) collected the data. An additional ethnographer (CB) with a psychology

background and extensive interviewing experience was trained and supervised by the study

Principal Investigator (CM).

For baseline interviews, two-person teams interviewed cancer survivors and caregivers in

their homes (in all but one case). Interviews were audio recorded and lasted approximately

one hour. Interview questions explored caregiving activities, caregiving relationships,

ostomy care routines, and ostomy-related problems. For ethnographic observation, we

purposely selected six families to represent a range of health or caregiving situations. Each

family was followed by one researcher, who spent 2 to 4 hours at a time directly observing

ostomy care, daily routines, transportation out of the house, valued social activities, and

health care visits. Data were recorded as fieldnotes after the visit. Interactions and stories

from multiple family members and caregivers were documented in order to afford a more

nuanced understanding of caregiving as it relates to ostomy care. Repeated visits with

families also allowed ethnographers to follow up on questions from previous visits and

during informal interviews with participants. Families were followed for an average of five

months, with an average of 6.3 observation points per family.

Data Analysis

Transcribed interviews, fieldnotes, and analysis documents were managed with QSR

International's NVIVO8 qualitative data analysis software. (Richards, 1999) Our

investigator team—consisting of ethnographers (CM, AA, PL), a cancer nursing researcher

(MG), a surgical oncologist (RK), and a health economist (MH)—discussed topics that arose

in the interviews (e.g., social, caregiving, health system, and clinical issues) on a weekly

basis. We used inductive theme analysis techniques (Strauss & Corbin, 1990; Luborsky,

1994) to develop codes focusing on themes relating to caregiving, and applied these to all

baseline data. We conducted additional analyses focused on peristomal skin irritation by

reviewing coded data and searching the entire dataset for sections containing the words skin,

rash, red, sore, and irritation (as well as variants of those words). Using matrix analysis to

understand patterns across families in our sample, (Knafl & Ayres, 1996) we identified

barriers to and facilitators of detecting and reporting peristomal skin problems in this

population. Given the small sample size in this study, we were only able to explore

dimensions of variability that were central to the study aims and design: the interactions

within caregiving relationships, caregiving activities, and ostomy-related health and well-

being. Further explorations of differences in outcomes by gender, educational level, or

ostomy type (colostomy or ileostomy) were beyond the scope of this study.
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Results

Sample Description

Before we report our results, we will briefly describe our sample. Our sample of survivors

and their caregivers represent diverse living situations and caregiving relationships, as

described in Tables 1 and 2. All survivors were receiving at least one hour per week of

unpaid assistance due to a health problem or functional impairment. Survivors were

receiving varied types of assistance, including personal care, help with household tasks, and

help with instrumental activities such as driving, managing finances, or health care (Table 1

describes survivors’ impairment levels). Of the 31 survivors, 15 received no help with

ostomy care, 11 received help with ostomy care and other activities, and 5 received only

ostomy care assistance, with no other form of informal or paid caregiving.

Factors that Hinder or Facilitate Detection and Treatment: Who Sees the Peristomal Skin?

Our ethnographic study among CRC survivors and their caregivers sought to identify factors

that hinder or facilitate the prompt detection and treatment of peristomal skin complications.

One facilitator of prompt detection and treatment is having a caregiver who regularly sees

the peristomal skin when the skin barrier is removed. Among the 15 survivors who received

no help with ostomy care, eight reported no difficulties with ostomy care while seven others

struggled and experienced problems such as leaks, poor placement of the skin barrier,

anxiety about ostomy care or fatigue from ostomy care tasks. Of the 16 survivors receiving

assistance with ostomy care, seven reported skin problems and all but one reported getting

help with skin barrier changes (see Figure 1).

Inability to see one's stoma or peristomal skin was the main reason for needing help with

ostomy care. Some patients had failing eyesight that made it difficult to see and evaluate

their skin, even if they could do their ostomy care by touch. Others had increased abdominal

girth or skin folds that made it difficult or impossible to see their stoma. Several patients had

hernias adjacent to the stoma that blocked their line-of-sight. Patients who cannot see their

stoma or peristomal skin likely have more difficulty applying the skin barrier and appliance

correctly, which in turn can cause leakage of ostomy output and subsequent skin problems.

Our analysis identified specific caregiving activities that facilitate the detection, reporting,

and treatment of peristomal skin problems as well as challenges that make independent

ostomy care difficult. They hinge on routine visual inspection of the stoma and peristomal

skin area. Elements of ostomy care, such as emptying the bag, can take place multiple times

a day. However, only removal of the skin barrier allows for inspection of the peristomal

area. This can happen every several days to once a week. Who actually sees a patient's

stoma and peristomal skin varies considerably. Informal caregivers who do not assist with

skin barrier and appliance changes do not see the stoma or the skin around it, and therefore

are unable to recognize when there is a problem. Even when caregivers observe intimate

activities such as bathing and dressing, they cannot see the peristomal area when it is

covered by the skin barrier and ostomy pouch.

When caregivers participated in changing the appliance and revealing the peristomal skin,

they gained an understanding of what normal or abnormal peristomal skin looks like. These
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caregivers helped by doing things that decreased skin irritation, such as thoroughly cleaning

peristomal skin, allowing the area to dry, and applying powder, paste or medication before

replacing the skin barrier and appliance. They also initiated health care intervention— such

as seeking assistance from the WOC nurse, primary care clinician, or dermatologist—to

evaluate peristomal skin and ostomy equipment problems. Figure 2 shows that among the 14

participants who reported peristomal skin problems, a higher proportion sought health care

for their problem when their informal caregiver assisted with skin barrier and equipment

changes. Examples are presented in Table 3.

Who Receives Assistance with Ostomy Care?

Spouses were the only caregivers in our study who actively provided unpaid help with

ostomy care, although several daughters had provided sporadic help to parents in the past or

expressed willingness to do so in the future. Some participants viewed receiving or giving

help with ostomy care as disgusting, embarrassing, or as a reflection of the survivor's

incompetence for self-care. As one survivor stated, “I just dread the day that anybody would

have to take care of me [in that way].” Several non-spousal caregivers described cooperating

in ostomy care as a reversal of the child-parent role, creating strain for both care recipients

and caregivers.

For some participants, their physical environment, housing, or finances hindered receiving

assistance with ostomy care. A small or inconvenient bathroom arrangement made it hard

for some to receive help. More significantly, survivors whose informal caregiver did not live

with them faced multiple barriers to receiving assistance with ostomy care. The frequency of

ostomy care tasks would require informal caregivers to change their employment or living

arrangements in order to be available to help their loved ones. Alternatively, paid caregiving

was unaffordable or unacceptable for some families. Finally, survivors living alone were

reluctant to move to a relative's house or to an assisted living setting in order to receive help

with ostomy care.

A small number of participants without spouses had significant functional impairments,

ostomy care difficulties, and serious peristomal skin problems. They sought no help with

ostomy care because they perceived no acceptable option for obtaining such help. (Table 4

provides descriptions of two such cases.)

Sixteen of the 21 spouse pairs collaborated in ostomy care. Couples who collaborated in

ostomy care tended to frame this work as part of caring for each other and an aspect of their

marriage commitment. These couples had established intimate, caring routines for

cooperating in ostomy care. One wife who diligently cared for her husband's ostomy-related

needs described caregiving as the final act in a wonderful marriage to her terminally ill

spouse. One husband created protective “gaskets” out of t-shirt material in order to prevent

skin irritation around his wife's ostomy. A wife talked about helping her husband change his

skin barrier, saying, “It feels comfortable.”

The five spouse pairs who did not collaborate in ostomy care did not feel comfortable about

doing ostomy care together. One couple's relationship deteriorated after the husband's cancer

surgery. The wife was disgusted by her husband's wounds and his ostomy care and became
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panic-stricken when she accidentally poked his stoma and made it bleed. Despite her

husband's obvious struggles to manage ostomy care independently, she subsequently refused

to help him. In another family, a husband caregiver, whose wife had very limited physical

functioning, reported being depressed by the demands of caregiving. Outbursts of anger and

frustration characterized his caregiving activities. Sometimes when a paid caregiver was

unavailable to change his wife's appliance, he took off her equipment and used an adult

diaper instead of going through the work to replace the skin barrier and pouch. The wife was

stuck in a cycle of applying a cream to the peristomal area to treat irritation, having

problems keeping her skin barrier on because of the cream, and then wearing diapers which

only increased the contact between her skin and ostomy output.

These examples show how relationship history and the meaning attributed to ostomy care

influence assistance with this task. Disgust, aversion, and anxiety are powerful barriers to

providing assistance with ostomy care in family settings, yet some couples who cooperate in

ostomy care do frame their actions in the context of an ongoing, positive relationship.

In summary, we have identified specific caregiving activities—skin barrier and appliance

changes—that facilitate detection and treatment of peristomal skin problems. We

additionally have illustrated psychosocial factors that can hinder or facilitate these activities.

Table 5 summarizes our findings in terms of the factors that hinder or facilitate detection and

reporting of peristomal skin problems among long-term CRC survivors in community

settings.

Discussion

Half of the cancer survivors in our sample received some form of unpaid help with ostomy

care and all of that help came from spouses. Spouses most frequently helped with changing

the skin barrier or appliance. They assured correct placement and a good seal around the

stoma to provide skin protection and they watched for skin changes. Survivors who receive

help changing the skin barrier and appliance have fewer obstacles to prompt detection and

treatment of peristomal skin problems. Survivors who were not managing ostomy care

competently on their own and who did not have a caregiver who was willing to help with

these intimate tasks seemed at highest risk for developing untreated skin problems.

Our findings suggest underlying causes for the pervasive untreated peristomal skin problems

which have been assessed quantitatively in previous studies. (Hellman & Lago, 1990; Knafl

& Ayres, 1996; Salvadalena, 2008; Leong et al., 1994; Londono-Schimmer et al., 1994;

Pittman et al., 2008; Richbourg et al., 2007; Lyon et al., 2000; Herlufsen et al., 2006). As

social-ecological theory would predict, we found that ostomy problems can manifest when a

survivor's capacity for independent ostomy care does not fit the resources of family and

household environments—a concept known as “person-environment fit” (Izal et al., 2005;

Lawton et al., 1991; Kahana, 1982). We also identified barriers and facilitators to closing

gaps in this person-environment fit. Weaknesses of this study include a relatively small

sample size, few ileostomy patients (making comparison by type of ostomy difficult), lack

of direct examination of patients’ peristomal skin or ostomy, and no formal assessment of

competence at ostomy care. There was also little representation of ethnic and racial
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diversity. Additionally, we only interviewed individuals who were receiving informal

caregiving at home. Other populations of CRC survivors with ostomies (such as those who

have no caregiving needs, those who have no available caregivers, or those who live in

nursing homes or other care facilities) may face different barriers and facilitators to

detecting, reporting and seeking care for peristomal skin complications. Future research that

focuses on these populations would add to our understanding of why peristomal skin

problems go unreported. Strengths of this study relate to the depth of information gathered

through interviewing and fieldwork, attention to informal caregiver perspectives, and a

sample of families with a wide range of care needs.

Given how few people with peristomal skin complications seek medical care, we suggest

several simple steps that any health care provider can take to improve patient care. First,

directly ask patients about their ostomy care routines. Four simple questions are highlighted

in Table 6. Second, involve caregivers in appointments when appropriate and ask caregivers

for their input about ostomy care and skin problems. Third, refer any patients with ostomy

care or skin problems to a nurse trained in ostomy care. Keep a list of such nurses and

resources in your area, and consult the Wound Ostomy and Continence Nurses’ Society for

more information (www.wocn.org). Fourth, organize your practice to enable direct

examination of the patient's peristomal skin. Ask patients to bring a change of equipment or

have some supplies available. Patients will need extra time in the exam room or in a

bathroom to re-apply their equipment. Finally, given the prevalence of peristomal skin and

ostomy management problems, annual check-ups with a WOC nurse may be warranted.
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Figure 1. Ostomy care and detected peristomal skin problems (N=31)

McMullen et al. Page 11

Clin J Oncol Nurs. Author manuscript; available in PMC 2014 August 06.

N
IH

-P
A

 A
uthor M

anuscript
N

IH
-P

A
 A

uthor M
anuscript

N
IH

-P
A

 A
uthor M

anuscript



Figure 2. Health care seeking for reported peristomal skin problems (N=14)
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Table 1
Sample description

Variable Frequency (percent)

Patient N=31 Caregiver N=31

Age

45-70 10 (32.3) 16 (51.6)

71-84 15 (46.9) 10 (32.3)

85 + 6 (19.4) 2 (6.5)

Female 17 (55%) 22 (71%)

Household Income NA

Up to $30K 6(19.4)

$30,001 to $50K 7 (22.6)

$50,001 to $75K 7 (22.6)

Over $75 K 5 (16.1)

Missing 6 (19.4)

Education

HS/GED, vocational 13(41.9) 5 (16.1)

school, or less 11 (35.5) 17 (54.8)

Some college 6 (19.4) 5 (16.1)

Some graduate school 1 (3.2) 4 (12.9)

Missing

White or Caucasian 27 (87.1) 26 (83.8)

Impairment Level N/A

Needs ADL help1 18 (58.1)

Needs IADL and/or ostomy care help 13 (41.9)

Type of ostomy N/A

Colostomy 27 (87.1)

Ileostomy 4 (12.9)

1
ADL = Activity of daily living (i.e. bathing or dressing); IADL = Instrumental activity of daily living (i.e. driving or preparing meals).
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Table 2
Household and caregiving situation of study participants

Variable Frequency (percent) N=31

Household Status

 Lives with spouse 21 (67.7)

 Lives alone 5 (12.9)

 Lives with non-spouse caregiver 5 (16.1)

Caregiver's Relation to Patient

 Spouse 21 (67.7)

 Child 2 (6.5)

 Other Relative 6 (19.4)

 Not related 2 (6.5)
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Table 3
Collaboration in skin barrier/appliance changes facilitates detection of peristomal skin
problems: examples

• A survivor with poor vision whose husband always changes her skin barrier: “It's very important that [peristomal skin] is always
clean. And if you can't see it, if somebody is helping you, they're the ones that should see it and clean it off.”

• A wife caregiver who always changes her husband's skin barrier: “The last time I changed it, I noticed that it's all… red around the
outside of it.., when I put the new bag on. But I know this is because the poop has hit the skin there and irritated it. So I told him the
other day, the last time I changed it, I said, ‘We’re going to have to change this every other day, about, until I get this cleared up,
this redness cleared up.’ And I may have to go to the paste to make a sealing edge instead of just using the powder.”

• A man whose wife helps change his appliance because of his large abdomen: “It's pretty difficult for me to see down there across
the roll on my belly…, and sometimes [feces] gets in that crease…. And so, I also leave that up to my wife, and she says, ‘Oh my
god!,’ she says, ‘This is the worst it's ever been!’”
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Table 4
Barriers to receiving assistance with ostomy care from non-spouse caregivers: examples

• “I’m just the guy who takes care of myself,” stated a male participant in his 80s with heart disease, diabetes and urinary
dysfunction. Although he was found on several occasions naked, covered in feces, having collapsed trying to manage ostomy care
on his own, he denied needing help with ostomy care. His caregiver was a non-child relative who provided extensive assistance
with shopping, medications and finances, but who did not see her role as a personal care provider. The caregiver never entered his
bathroom and hired a personal care attendant for bathing assistance, but the attendant proved unreliable and did not alert the
caregiver to any problems. The survivor did not report his peristomal skin problems, and these problems remained undetected for
over a year until his placement in an adult care foster home.

• “How many people would you ask to clean up your mess?” asked a woman in her 80s who was living with her son and daughter-in-
law. She could not see her ostomy due to a large hernia, struggled to secure the skin barrier to her skin properly and had to change
the skin barrier frequently because it leaked or fell off completely. The caregiving daughter-in-law was frustrated by the frequent
accidents, bad smells, and laundry that resulted from her mother-in-law's inability to secure her skin barrier. Neither woman
suggested collaborating in ostomy care. Eventually, a paid caregiver was hired to help with daily tasks, including ostomy care. The
first time the new caregiver helped her patient take a shower and then change the skin barrier the patient began crying, and said
‘Thank the Lord. You have been brought to help me.’ The paid caregiver said this was when she realized the extent to which the
patient had felt unable to ask for help with her ostomy.
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Table 5
Detecting and reporting peristomal skin problems: Barriers and Facilitators

Barriers Facilitators

• Inability to see stoma and peristomal area

• Living alone or without a spouse

• Negative feelings about assistance with ostomy care

• Functional impairments (of survivor or informal caregiver)
that make ostomy care and skin barrier changes difficult

• Survivor or caregiver routinely see the stoma and
peristomal area

• Spouse is primary informal caregiver

• Positive feelings about assistance with ostomy care

• Good independent or collaborative ostomy care
routines
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Table 6
Medical history questions about peristomal skin and ostomy care routines

• “Are you having skin problems around your ostomy?”

• “Are you having leaks?”

• “How often are you changing your appliance? Are you getting any help with that?” (The average is about every four days.
Remember that some patients who use a “two piece system” can change their pouch without changing the skin barrier. Others have
a one-piece appliance. The key is to find out how often they change the part of their equipment that adheres to the skin.)

• “Can you see your stoma and surrounding skin when you change your skin barrier and pouch?”
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