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During the last decade strong improvements have been made in the medical 
care of patients with a digestive tract stoma, particularly with regard to nursing 
skills and to the quality of collecting material for faecal products. Scientific 
investigation into the psychosocial adjustment of patients after stoma surgery 
has intensified as well, giving us indications for quality of life. These 
developments induced a review of the actual state of affairs in psychological 
issues. After evaluating the results of psychosocial stoma research, it can be 
concluded that the technical improvements in stoma care during the past 
decade did not result in a decline in psychosocial problems after stoma surgery. 
However, there are some serious problems when interpreting the results of 
studies in this field of investigation. Stoma surgery is not per se solely 
responsible for the reported psychosocial problems, first, because many 
conclusions are based on research studies with poor design and, second, 
because these studies lack a theoretical framework within which the process 
of psychosocial adjustment has been measured and explained. This review 
assesses the most current developments and controversies in this field. 
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INTRODUCTION 

Stoma stems from the Greek word "stoma," literally meaning "mouth." 
Medically, the word is used to indicate 'an artificial opening in the digestive 
tract, connected with the skin' (Eyskens et al., 1991, p. 245). Depending on 
the location of the stoma in the digestive tract, a differentiation can be made 
between a colostomy (a stoma on the large intestine) and an ileostomy (stoma 
on the small intestine). Often these stomata serve as an artificial anus in 
order to evacuate contents of the bowel. Apart from digestive tract stomas, 
also stomas with an urologic indication can be applied. In this paper only 
problems of digestive tract stomas will be discussed. The two most frequently 
mentioned indications for colostomy or ileostomy are colon cancer and 
chronic enteritis. In the case of an eradicate colon or colorectal cancer, a 
colostomy is constructed from the healthy part of the large intestine. In sur- 
gical treatment of inflammatory bowel diseases of the colon, i.e., Crohn's 
disease and chronic colitis (see Glossary), an ileostomy is constructed after 
complete resection of the diseased colon (see Glossary). The stoma itself 
can be temporary or permanent: this depends on both the location and the 
type of disease. The number of stoma patients in the United States has 
been estimated as 1.5 million by the American United Ostomy Association, 
with an incidence of about 100,000 patients per year (United Ostomy As- 
sociation, 1988). Since the midseventies, stoma care has improved with the 
development of better, innovative and alternative surgery techniques. The 
expansion of the group of skilled stoma nurses and the introduction of high- 
quality stoma appliances have also contributed a great deal to the quality 
of stoma care. During these developments the need for more insight into 
psychosocial problems of stoma patients and the need to offer more support 
became evident. Stoma surgery is a radical treatment with permanent physi- 
cal damage disfigurement, loss of an important bodily function, and a change 
in personal hygiene. These physical consequences have serious implications 
for emotional welfare, social relations, and activities. Scientific research may 
help to clarify the main problems of coping and adjustment. 

PSYCHOSOCIAL RESEARCH 

Review 

Although stoma surgery has been applied routinely for several decades 
and the deteriorating effects on quality of life were directly evident, re- 
search into the psychosocial consequences is relatively recent. Since the 
first systematic psychosocial study with stoma patients in 1947 (Dukes, 
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1947), the number of studies is steadily growing, with a substantial number 
of publications between 1980 and 1990. Figure 1 shows the number of pub- 
lished articles per decade 7 in the Index Medicus and in the CD-ROM files 
Medline and PsycLit, per decade. 

In 1984 Oades-Souther and Olbrisch published a review of 18 articles, 
concerned with the prevalence of psychological problems following stoma 
surgery. Their investigation confirmed the existence of a variety of psy- 
chosocial problems, especially in the emotional, sexual, and social area. 
Results of the studies should be interpreted with caution, due to the meth- 
odological limitations. These limitations resulted from the retrospective 
character of the investigations, biased respondent selection (mainly through 
patient organizations), and limited attention for the contribution of intra- 
and interpersonal factors in the adaptation process. Furthermore, it should 
be pointed out that most of the patients in the studies (Oades-Souther and 
Olbrisch, 1984) were treated before the major improvements in stoma care. 
In view of the improvements in stoma care, as well as the strong increase 
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7A complete list of publications is available. 
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in the number of studies in this field, it is relevant to provide an actual 
review of the current situation. 

Selection of Literature and Key Questions 

Since the review by Oades-Souther and Olbrisch (1984), 22 articles s 
have been published, concerning 17 studies into the psychosocial impact 
of stoma surgery. These studies (published between 1982 and 1991; Tables 
I-IV) can be divided into four categories based on research design: retro- 
spective studies with and without comparison groups of patients and 
prospective studies with and without comparison groups of patients. Evalu- 
ation of studies were guided by the following questions: 

1. What are the clear-cut psychosocial problems after stoma surgery? 
Are the psychosocial problems mentioned in earlier studies comparable to 
the problems mentioned in recent studies concerning type and seventy? The 
recent developments in stoma care may possibly have contributed to an 
improvement in the adaptation process of stoma patients after surgery. 

2. Which demographic, medical, and psychological factors cause dif- 
ferences in psychosocial adaptation between patients? No systematic review 
of factors explaining these differences is available. 

3. Can the literature dealing with psychosocial consequences of stoma 
surgery give indications for a deliberate choice between stoma surgery and 
alternative surgery procedures? Various reports have compared the psy- 
chosocial consequences of stoma surgery with the psychosocial response to 
other, more recent, alternative surgery techniques, which avoid the neces- 
sary of a stoma. 

4. What are the methodological drawbacks of recent investigations? 
Oades-Souther and Olbrisch (1984) already pointed out important meth- 
odological shortcomings of some of the earlier studies. To what extent are 
the critics of Oades-Souther and Olbrisch still valid? 

Old vs Recent Psychosocial Problems 

To find an answer to the first question we will take a closer look at 
the type of psychosocial problems mentioned in studies published before 
1982 and the type of problems appearing in more recent studies. Further- 

8Much research has been done into the incidence offimctional sexual problems (impotence, 
painful intercourse). This article reviews mainly publications dealing with perceptional sexual 
problems (pleasure, interest, motivation). 
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more, we made a comparison of severity of old and recent psychosocial 
problems. 

There are obvious similarities in the types of psychosocial problems 
that are reported in studies prior to and after the improvements in the 
quality of care of stoma patients. Oades-Souther and Olbrisch (1984) clas- 
sified these problems into six global domains: (1) emotional problems, (2) 
problems related to social activities, (3) interpersonal relationships, (4) 
sexuality, (5) (paid) work, and (6) general physical health. This organization 
can also be applied to the 22 studies published since 1982. 

The studies reported important emotional problems as anxiety and 
depression (McLeod et aL, 1986; Williams and Johnston, 1983; Keltikan- 
gas-J~irvinen and J~irvinen, 1987; Thomas et al., 1984, 1987a; Wade, 1990), 
a diminished feeling of self-esteem, feelings of inferiority and shame (Mac- 
Donald and Anderson, 1984), serious physical impairment (Foulis and 
Mayberry, 1990; Williams and Johnston, 1983; MacDonald and Anderson, 
1984) decreased self-confidence (Gutman and Reiss, 1985; Foulis and May- 
berry, 1990), hopelessness (Keltikangas-J~irvinen and J~irvinen, 1987), and 
an increased anger and irritation (Follick et aL, 1984; Thomas et al., 1984). 
The stoma has been marked as a restrictional factor of the social life (Gut- 
man and Reiss, 1985; Foulis and Mayberry, 1990; van de Wiel et aL, 1991; 
Thomas et al., 1984, 1987a): Patients appeared to be socially less active 
and feel restrictions in sports, recreation, travelling, and leisure-time ac- 
tivities. Impaired partner relationship including nonacceptance by the 
partner (Follick et al., 1984; Macdonald and Anderson, 1984; La Monica 
et al., 1985) and sexualproblems are frequently mentioned. Sexual problems 
include functional problems, such as impotence, problems with ejaculation, 
and painful intercourse, as well as emotional problems, such as decrease 
in pleasure, interest, and motivation (Gutman and Reiss, 1985; van de Wiel, 
1991; MacDonald and Anderson, 1985; La Monica et aL, 1985). Stoma sur- 
gery after resection of the rectum gave rise to considerably more sexual 
problems than stoma surgery after (sub)total colectomy (see Glossary) due 
to ulcerative colitis or polyposis coli (see Glossary) (van de Wiel et al., 
1991; Hengeveld, 1987). Stoma surgery was also found to have a major 
impact on paid work and domestic activities, related to physical restrictions, 
returning to prior work, or getting a new job (Follick et al., 1985; Whates 
and Irving, 1984; Gutman and Reiss, 1985). Patients need a relatively long 
period of recovery, before they resume work. Thomas et al. (1987a) and 
Wijke (1988) found 13 and 35%, respectively, of patients did not return 
to their preoperative job within a year after stoma surgery. Most of them, 
however, return to work eventually: Only about 5% of these patients de- 
finitively stop working (Whates and Irving, 1984; Wyke et aL, 1988). The 
physical health is qualified in recent literature as satisfactory to good. 



6 B e k k e r s  e t  a l .  

s 
oo 

o 

E 

o 
�9 

o 

"5 

.4 

E 

r 

ol 

�9 

& 

g 

c~ 
cv 

~ ~ ~_ ~-''~I ~ ~ ;~ 0 

.o ~ . ~ . ~  ,.. "5 o . ~  o ~. 

, . - -  ~ r ~ ~ ~ ,=, ~ 0 "7' 

~ .= ~ ~ . ~  ~ .~ .= .~ , . o  

o ~ "" "~ a::: ~ ~ 

' - ~ . ~  ~ ~ ~a ~ 0 

~ H .o la..t o t -  u , " ~  

"S ~ ~ o ' ~  o.=_.~_ 

$.#_o 

~ ~'4 .~ ~ ~ 

-6 o := 3:: .F. 

0 ~ ,, ~ ~ ~- 

E 

O.J' "~ 0 ~ e~ ' 
"'- 0~o 0.~ ~ 0 ~ 

"5 ~ " . ~ a =  " o " 
~ 0 ~ ~a ~ 1 5 " ~  " ~ _ . ~  

r- "~ 

~ ~ ' -  ~ ~" "-' = ~ ~ - -  0 ,.,_, = " " > ~ S..~ 

~ ,  = ~ . E E  ~ 
" ~ ' ~ . .  s 8 ~  ~ . .  

0 ~ e~l) ~ 0,~,--.~ ,--. ~ ~ 

,-, c.J 0 ,'-' ~ ."~- ~ ~ 
o " 7 - ~ ' - .  ~ r = ~, 0~ 

. .  r "  - -  ~; Ci  ,.-. ,_. 

~':~ ~ ~ = '= ~ z  

-6  
n .  

~ E  o 

~ . , - =  
0 

.-8~, 

0 
= 

E E  ~ 
. '=-8~ 

u ~  
< 

o 

"~.= 

0 
[ - - . 0  

0 

'>-, " - :  0 

m~j ~ 

E 



Psychosocial Adaptation to Stoma Surgery 7 

~ 0a I~ ~ = o ~a ~ m  E E ~ 0a 

~ ,. . ~ o ~  = ~ ~ . ~  o ~ ~ ~ a ~  o ~ u o o ' ~ , "  
~ . ~ l ~  03 l." 

" ~  ~ ~ o V ~ ~ ~ . ~  ~ ,, _ ~ 0 ~ ~ ' . . ~  r 0a o ~ 
o o  ~ . ~ o  - ' ,L '  ~ o ~ ,  - .~ . - - ~ ,  

;_~, ~ ~ ~ r ~ ~ ~ ~ ~ 0 ~ ~ ~ 0 t -  .~ 
~ .= o _ ~ _ o ~ ~ o ~ ~ -~ u ~ o . ~  ~ ~ = ~ o 

o "~ ~ " ~,  ~ ~ = " = - ~  o o ~  ~ ~ - , .  ~ ' : " ' ~  ~ ._ ~, ~ -  ~ . ~  ~ ~ 

= 

. s  

, ~~  u 

o ~ ~ ,~ 

> , o ~  

d 
o 

"5 ~ E  
~.  ~ o  

i i , 

s 

. ~ o ~  ~ ~ - - ~ ' = ~ > ~  "~ P ~ ' = - ~  ~ ~ '~ = o 
' -  = ~ E ~ O a =  ~ ,  

i ~  o ~ ~- .~--~ = ~ ~ '~  = ~  .~-~ 
.o  E 

~.>~ ~ , - ~ o ~  

o 

i~, ' ~  ~ . "~ 

" =  ~ ~ ' ~  "-- U ~ x t  '~ ~ " ~  
"-- E ~  ~ . - 0  ~ 

�9 . y ' -  ~ ~" ~ ~ .. ;~',. ~ ~, 

~ a ~  o"~ ~ . ~  ~ o ~ - . , :  

. ( .J  = ' ~  
0 0 

~ 6  ~= ,q  ~ ~; ~ ' E  ~ .- 

g 



8 B e k k e r s  et  al. 

0 

~ ~ , a ~ " C l  ~ .,-, ~ ~ ~ ml 0 ",~ "I~ 

~ ~ .~ o -  , -  o ~ ~, o ~  0 ~ ' ~ . ~ . _ . 9 . . =  " 

~ - :  - ,.. ,-,.~'-~,~- ~ .= . :  ~,~ ~ ~,-.~ 

~ _~:6 , :~  
o I= u . ' - '  ;.4 e', ~ "-'d ,'-' ~a 

"~ " L"  o . =  ',,=, 

,-....~ o ~ 
o .~ ~ 

�9 , - ~  ~ ~ ,  

~ , . - ~  ~ o ~  

. _  ~.o 

-.u_ - 7 "  o 

= ~, 
II '~ ~ ~ =o 

P 

: _~ox  

L~ 

~a6 
, ~  ~ .  ., ~ - -  

~ ' ~  ~ 

o ' , "  ~a E "~ ..o ..o , -  

,~ 0 ,'-' 0 o ~ 0~"G o 

oo 

~ ;< ~ i " - - - i i  0 

~ ~ o ~  ~a ~ ~ 0 

o u.., 

0 ~ 1  ~ 

~ ~ . ~ , ,  ~ ; ~  o 
, . ~  ke~ in I r'. 

"" ~ >-' ~ d " ~ ' - -  

o "6 . = ~  

Q ,-n 

,... ~ "  

.9,o 
8 

d 
.m 

"B 

d 

6 

e-, 

K 



Psychosocial Adaptation to Stoma Surgery 9 

The next step was to make a comparison between the severity of old 
and that of recent problems. Therefore, we gathered prevalent data con- 
cerning each type of psychosocial problem in studies published before and 
after 1982 (Table V). Per study, the number of patients experiencing se- 
rious problems in a domain of psychosocial adaptation was determined. 
Per problem area, the total number of nonadjusted patients was divided 
by the total number of patients studied. In this way we calculated a 
weighted percentage for each of the five kinds of psychosocial problems 
mentioned. 

Table V shows that prevalence figures concerning depression, dimin- 
ished social contacts, difficulties with work and resumption, and impaired 
partner relationship hardly changed with time. In contrast, a shift in sexual 
problems can be noticed: nowadays, stoma patients report more frequently 
a loss of sexual interest. The fact that, during the last decades, the taboo 
has substantially been lifted from discussing sexuality and sexual problems 
is probably of major importance. Sexual problems mentioned in earlier 
studies could be more severe than reported. A remark from the report by 
Sutherland et al. (1952, p. 863) illustrates this possible explanation: 
"Women were resistant to any discussion of sexual matters: therefore, in- 
formation in this area is incomplete." 

Conclusion. Neither the type nor the proportion of the psychosocial 
problems of stoma surgery patients seems to have changed considerably 
between earlier studies and recent studies. Thus, recent improvements in 
the care for stoma surgery patients did not lead to a reduction in adapta- 
tional problems, as been hypothesized earlier. This conclusion should be 
interpreted with caution: Studies differ in the way in which the concept of 
psychosocial adaptation is defined and evaluated. We will return to this 
point in the methodological section of this article. 

Factors Contributing to Adaptation 

The variables which account for differences in adaptation between 
stoma patients can be considered to be social-demographic, stoma-related, 
illness-related, or personality-related factors (Table I). 

Sociodemographic Characteristics 

Only a few investigations report a link between isolated social-demo- 
graphic markers and psychosocial adaptation after stoma surgery. Age and 
socioeconomic status do not seem to play an important role (Foulis and 
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Mayberry, 1990; MacDonald and Anderson, 1984; Thomas et aL, 1988; 
Wade, 1990). 

Prior psychiatric hospitalization, marital status, and sex (Foulis and 
Mayberry, 1990; MacDonald and Anderson, 1984; Thomas et aL, 1984, 
1987a, b; Wade, 1990) seems to be associated with adjustment. Thomas et 
al. (1984, 1987a) demonstrate that patients with postoperative emotional 
problems are found to have as many as three times more emotional prob- 
lems preoperatively  compared to patients with fewer postoperative problems 
and men have sexual problems significantly more often than women (20 
versus 13%), despite their diagnosis, van der Wiel et al. (1991) also found 
male colostomy patients to have more sexual problems than female pa- 
tients, especially in relation to arousability, orgasmic capacity, and 
capability for having coitus. Ileostomy had far less drastic effects. 

Wade (1990) found some evidence that single men with a stoma have 
a better emotional status than married male stoma patients, probably due 
to a loss of libido reported by many men, having a stronger negative effect 
on patients with a partner. These differences in emotional status usually 
disappear after a year. 

S toma-Re la t ed  Markers  

Several studies (Follick et al., 1984; Gutman and Reiss, 1985; McLeod 
et al., 1986; Thomas, 1987a) show that stoma-related factors have an evi- 
dent predictive value regarding the process of psychosocial adaptation. 
These factors include a technically insufficient stoma (e.g., highly placed 
on body), a sensitive skin around the stoma, and insufficient skills in stoma 
care; the latter mark is often found in recently operated patients. In the 
first phase after the operation, leakage as well as skin problems is difficult 
to avoid, leading to all kinds of unpleasant consequences. For example, 
McLeod and colleagues (1986) demonstrated,  in 273 conventional 
ileostomy patients, the quality of the stoma to be the only factor related 
to emotional and physical well being. Another study (Follick et al., 1984) 
among ileo-, colo-, and urostoma patients showed that decreased emotional 
(r = -.35, p < .001) and social (Pearson r = -.36, p < .001) adaptation was 
related to the degree of leakage and skin problems. In the study by Thomas 
et al. (1987b), skin problems and leakage were found to be associated with 
less positive recovery. Finally, Gutman and Reiss (1985) indicated among 
a sample of Israeli colostomy patients, that patients who were instructed 
in flushing evacuation techniques, adjusted socially and in the working situ- 
ation more easily than nonflushing stoma patients. 
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Illness-Related Markers 

Differences in psychosocial adaptation of stoma patients could be 
caused by the medical diagnosis. The differentiation between benign (e.g., 
Crohn's disease, ulcerative colitis) and malignant disease would seem to be 
of particular importance. The life-threatening character of cancer could 
cause an extra psychological burden. Contrary to expectation, little differ- 
ence is noticed in problems experienced by patients when both types of dis- 
eases are compared (Keltikangas-J~irvinen et al., 1984; Follick et al., 1984; 
Thomas et al., 1984, 1987a). Only with regard to psychosexual problems did 
stoma patients treated for cancer consistently report more problems than 
stoma patients treated for benign diseases (Keltikangas-J~irvinen et al., 1984; 
van der Wiel et al., 1991). The difference could be explained by the surgical 
procedure. If a carcinoma is found close to the anus, the rectum stomp will 
be removed and a colostomy will be applied. This procedure increases the 
risk of injury to the autonomous nerve tracks or blood vessel in the pelvis. 
Such injuries may lead more often to malfunctioning of the genital organs 
and, consequently, to problems in (psycho)sexual adaptation. 

Only the Keltikangas-J~irvinen study (1989) showed less distress in 
cancer patients compared with noncancer patients in other areas of psy- 
chosocial adaptation. The adjustment seemed to be caused by differences 
in personality (see next section) and the course of the initial disease: Stoma 
patients with ulcerative colitis had better physical health than patients with 
colorectal carcinoma. 

Personality-Related Factors 

In general, a distinction can be made between intrapersonal (e.g., 
traits, attitudes) and interpersonal (e.g., social support) factors. 

Little investigation has been made into the relationship between in- 
trapersonal factors and the process of psychosocial adjustment after stoma 
surgery. An obsessive-compulsive personality trait (being rigid and perfec- 
tionistic), dependence (being dependent and submissive), and a poor sense 
of internal control (the perception of one's own influence on the course 
of the disease and the treatment) are investigated in a number of studies. 

Thomas and colleagues (1987b) found an obsessive-compulsive person- 
ality trait to be associated with an increased risk for psychiatric morbidity 
shortly after surgery. In contrast, Keltikangas-Jarvinen et al. (1984) suggested 
an obsessive-compulsive trait facilitates psychosocial adaptation. The stoma 
patients treated for cancer in the study by Keltikangas-J/:irvinen et al. (1984) 
had a score on dependence that was relatively high. Dependence was asso- 
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ciated with relatively unfavorable adaptation. Thomas et al. (1987b), however, 
did not find evidence for a detrimental effect of dependence on adjustment 
after stoma surgery. An obsessive-compulsive personality trait cannot sup- 
posed to be a causal factor in psychosocial dysfunctioning. Some charac- 
teristics can also be interpreted as reactions to the disease (Keltikangas- 
J~irvinen, 1989). In this study, patients went through a personality investiga- 
tion before they were informed about their diagnosis. Two groups were dis- 
tinguished: patients mainly with ulcerative colitis and unexplained abdominal 
complaints and a control group consisting of patients with, for example, gall- 
stones. The latter group has been added to control for psychological effects 
due to illness and medical treatment. Eighteen months after the first assess- 
ment, the psychological states were assessed again. It was found that scores 
on dependence and on obsessive-compulsive characteristics increased signifi- 
cantly as a consequence of the reaction to the diagnosis. The investigators 
concluded that "independent of the diagnosis, a disease increases depend- 
ence, egocentricity and suggestibility" and, consequently, that a "permanent 
tendency to obsessive-compulsivity has not been found" (p. 329). 

There is some evidence that the expectations of stoma patients regard- 
ing the possibility to control their illness and stoma (internal control) may 
play a role in the adaptational process. Based on the results of a longitu- 
dinal prospective investigation (Thomas et al., 1988) among a group of colo- 
and ileostomy patients, a feeling of being personally in control over daily 
functioning with a stoma, was associated with a more favourable course of 
the psychological adjustment. 

To conclude, no systematic research has been done into interpersonal 
factors associated with psychosocial adjustment. 

Conclusion. Stoma complications and rectum amputation as a conse- 
quence of colorectal carcinoma may be regarded as "stable" factors 
contributing to a less favourable course of psychosocial adaptation. The 
results concerning the relation between compulsive and dependent behav- 
iour and psychosocial adaptation are rather scanty and inconsistent. Less 
commonly recognized is the association between (combinations of) sociode- 
mographical factors and the nature of the medical diagnosis. 

Stoma vs Innovative Techniques 

Instead of stoma surgery, new surgery techniques have become available 
in the past few years, which can avoid the introduction of a regular stoma. 
One of these innovative techniques, is the so-called ileonal anastomosis with 
pouch construction (IAA) (see Glossary). In some cases, it is also possible 
to make a continent stoma (ileal pouch according to Kock) (see Glossary) 
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instead of the regular stoma. A colostomy can be avoided more often by 
the so-called "low-anterior resection" (see Glossary) for a rectum carcinoma. 

There are a few studies which compare adjustment after stoma surgery 
with these recent techniques, demonstrating that every type of bowel surgery 
induces a certain degree of postoperative psychosocial disability to the pa- 
tient. New techniques seem to have a relatively favourable effect. Investiga- 
tion (K6hler et al., 1991) among patients with ulcerative colitis and polyposis 
coli shows that the IAA-patients and the patients with a continent stoma less 
often desire a change in their present physical situation than ileostomy pa- 
tients: 4, 14, and 39%, respectively. Another study (Keltikangas-Jfirvinen and 
J~rvinen, 1987) shows that patients with a continent stoma were more satis- 
fied than the conventional ileostomy patients (20 vs 6%; p < .01). McLeod 
et al. (t991) found no difference in the quality of life between ulcerative colitis 
patients with a conventional stoma, an ileoanal anastomosis or a continent 
stoma. A relatively high quality of life was reported by all patients. 

According to Williams and Johnston (1983), Is the quality of life of 
cancer patients who underwent a "low anterior resection" superior to that 
of colostomy patients? Stoma patients scored higher scores on depression 
(32 vs 10%; p < .05), more often reported a change in their body image 
(66 vs 5%; p < .01), and returned to their job after surgery less frequently 
(40 vs 83%; p < .05). The conclusions of MacDonald and Anderson (1984, 
1985) are consistent with these findings. These authors estimated the psy- 
chological, social, and physical "costs" of patients treated for colorectal 
carcinoma. Stoma patients showed substantially more complaints of depres- 
sion and experienced more physical and sexual impairments than nonstoma 
bowel-resected patients. Twice as many colostomy patients (26%) as resec- 
tion patients (13%) felt stigmatized to a serious extent. 

Conclus ion .  Patients who are treated with new surgery techniques, such 
as IAA and continent stoma, seem to report fewer psychosocial problems. 
The number of investigations, however, is still small and retrospective. This 
does not warrant a correct estimation of the level of psychosocial problems, 
because no correction for biasing influences is made, such as response shift 
(see also Design, under Methodological Evaluation). Only longitudinal in- 
vestigations can give a complete and undistorted picture of the course of 
psychosocial suffering. 

Methodological  Evaluation 

We analyzed the methodological characteristics of the studies on stoma 
patients published in the last decade by taking a closer look at the corn- 
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position of the patient groups, the research designs, and the selection of 
instruments. 

Patient Groups 

To draw valid conclusions about the well-being of stoma patients, stud- 
ies must be based on representative samples from the whole population of 
stoma patients. In general, the samples in the reviewed studies stem from 
two different populations: from the medical records of a hospital (often 
academic) or from organizations of stoma or cancer patients. In both cases, 
the actual population can be biased in one or more ways. 

Response rate of the patients which were potentially considered for par- 
ticipation in the project varied from 33% (Follick et al., 1984) to more than 
90% (Foulis and Mayberry, 1990). In the retrospective studies (three of four) 
some other factors, apart from refusal, played a role that accounted for the 
dropout of some specific groups of patients. First, dropout may be based on 
death between surgery and selection (e.g., as a result of a relapse of intestinal 
cancer) before a retrospective study has started up. Dropout of this type can 
be extensive, as is shown in some longitudinal, prospective studies: Percent- 
ages may vary from 16% (Wade, 1990) to 28% (Thomas, 1987a) within a 
year after surgery. Interesting, in this respect, were the results of a study by 
Wade (1990) on the immediate postoperative adaptation to stoma surgery. 
She found dropout based on death to be associated with depression: Con- 
siderably more depressive than nondepressive patients dropped out of the 
study (25 vs 13%). Finally, dropout may occur because patients chose one 
of the newly available innovative surgery techniques and had their stoma re- 
moved. No exact data on this subject could be found in the literature. 

All the factors mentioned have a positive biasing effect on the outcome 
of the investigations: Some of the "less strong" dropped out before the 
actual investigation took place. The results of retrospective studies are 
therefore only moderately representative of the stoma population. 

Design 

Two studies are based on a fully prospective, longitudinal research de- 
sign (Wade, 1990; Oberst and Scott, 1988), two other studies combined a 
prospective longitudinal research design with a retrospective one (Thomas 
et aL, 1984, 1987a, b, 1988), and all the other studies had a retrospective 
design. Some important difficulties are inherent to both the prospective as 
well as the retrospective studies. 
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The first drawback concerns the lack of a control group of patients in 
over half of the investigations. Every type of surgery causes a certain extent 
of psychological distress. There is no relationship between the level of psy- 
chological distress in the first 3 months after surgery and the type of surgery 
(O'Hara et al., 1989). Patients undergoing cardiovascular surgery, intestinal 
surgery, cholecystectomy, or hysterectomy, all had a comparable scoring 
pattern on the Brief Symptom Inventory. In each group, about 14% showed 
a large degree of psychological distress. No difference could be noticed 
between patients who had disfiguring surgery as a consequence of carci- 
noma (for instance mastectomy) and patients who were treated for 
nonmalignant disorders without disfiguring effects. 

These results are also relevant for research among stoma patients. 
Without a control group, it is impossible to separate the general reactions 
of distress to the disease and the treatment from the specific consequences 
of stoma surgery. Especially in a longitudinal design, it is necessary to make 
a comparison with other patients who have recently been operated, because 
it is in this phase that patients suffer most of the psychological distress. 
Two of the four longitudinal studies (Thomas, 1984; Wade, 1990) lacked 
such a control group. One of the two other longitudinal studies (Oberst 
and Scott, 1988) included a control group in the design, but this group had 
a modest number of subjects (N = 20) and consisted of patients with vary- 
ing types of cancer. In the McLeod et al. study (1991), only 5 stoma patients 
participated, while the control group consisted of 15 respondents. 

The second drawback concerns inappropriate design to meet the pur- 
pose of investigation. Half of the retrospective studies were totally or 
partially set up to describe the process of psychosocial adjustment after 
stoma surgery. A retrospective design, however, is only partly suitable to 
describe that process. In the first place, this related to the selective memory 
of people. There was an average time of 5.8 years (Williams and Johnston, 
1983) to 15 years (Foulis and Mayberry, 1990) between stoma surgery and 
the retrospective investigations, with a range from several months to often 
more than 20 years. The patient is often not able to reproduce the type 
or extent of the psychosocial problems after such a long period. Secondly, 
the occurrence of response shift influences reporting: people tend to judge 
their feelings and experiences of past and present according to currently 
prevailing standards (Sprangers, 1988). In the case of stoma surgery, the 
patient will tend to describe the postoperative recovery period more fa- 
vourable retrospectively than in fact was the case, in order to justify stoma 
surgery. Before the operation, being socially and economically active is 
most important; after the operation, being grateful for living is the pre- 
dominant feeling. 
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In summary, retrospective stoma investigation offers an incomplete 
and distorted picture of reality and does not describe the process of psy- 
chosocial adaptation adequately. It can give only a random indication of 
the adjustment to the stoma in the long-term. 

Measuring Instruments 

In almost every study a different meaning is given to "psychosocial 
adaptation" or "quality of life." This makes an objective comparison of the 
results somewhat difficult. Most of the studies used self-reporting question- 
naires as a primary method for collecting data. These questionnaires have 
not been standardized, with the exception of the personality questionnaires 
in the Keltikangas-J/irvinen studies (1984, 1987). Furthermore, no psy- 
chometric qualities concerning validity or reliability of the used scales were 
provided in any study. 

Conclusion. Some methodological improvements can be seen since the 
conclusions of Oades-Souther and Olbrisch (1984). Longitudinal research 
has been conducted, and in general, the character of the disease under 
study is taken into consideration. However, due to the lack of control 
groups, it remains unclear to what extent stoma surgery, or other factors, 
accounts for the observed problems. In addition, most studies fail to give 
a psychometric description of the measuring instrument. 

DISCUSSION 

After stoma surgery, patients report considerable psychosocial prob- 
lems, as evidenced by this review. A comparison of the most recent and 
earlier literature with respect to psychosocial problems seems to indicate 
that the types and the extent of problems did not change. This conclusion 
is confirmed by the results from the Pemberton investigation (1989) among 
patients with an ileostomy. They found that the clinical and the functional 
results of these patients were not substantially different from those of pa- 
tients with an ileostomy treated 20 years before. It was, furthermore, 
indicated that the incidences of postoperative complications did not change. 
In general, recent improvements in stoma care seems not to have led to a 
decline in the psychosocial problems. Objective research can make a major 
contribution to the improvement of psychosocial care of stoma patients. 
Apparently, investigation offers still insufficient leads for specific psycho- 
logical interventions aimed at an improvement in the well-being of stoma 
patients. 
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Conclusions of the research thus far should be interpreted with cau- 
tion. Despite the methodological improvements (a rising number of 
longitudinal studies, the character of the disease is taken into account) in 
many studies during the last few years, some important drawbacks (lack of 
control groups, no psychometric data) can be noticed. The extended range 
in incidence of psychosocial problems occurring in areas of adaptation 
which are conceptually closely related is probably due mainly to defective 
measuring instruments and operationalizations. Further development of in- 
struments and a more unequivocal definition of psychosocial adaptation 
may improve the comparability between results of various investigations. 

There is a need for more longitudinal research with adequate control 
groups. Control groups should consist of surgical patients without a stoma 
(high or low anterior resection, small intestinal resection for inflammatory 
diseases, IAA). More attention should be paid to the specific character 
(cancer vs noncancer) of the disease in order to find out the influence of 
the type of disease on the process of adaptation after stoma surgery. Only 
then will more insight be obtained into the course of the adaptational proc- 
ess and what time stoma patients need to adapt to their new situation. 
Only then can the relative role of the stoma be determined, and it will be 
possible to sort out the causes of specific adaptational problems. 

Special attention should be paid to the role of sociodemographic char- 
acteristics and medical and psychological factors which could offer an 
explanation for differences in adaptation between patients. In this way, pa- 
tient groups at risk to develop problems in the adaptational process at an 
early stage can be tracked, thus enabling guided extra attention to these 
patients. 

A subgroup of patients with intestinal disease are, in certain circum- 
stances, eligible for an alternative surgical procedure which avoids the 
application of a stoma, such as IAA, in the case of ulcerative colitis or 
polyposis coli, or low anterior resection, in the case of colorectal cancer. 
At the moment, we are at the start of the discussion about the desirability 
of these procedures compared to conventional stoma surgery. 

Psychosocial investigation can offer an important contribution to this 
discussion by clarifying the psychological consequences of these different 
surgical techniques for the patients. The first results indicate a favourable 
trend toward IAA and low anterior resection. However, due to lack of in- 
vestigations with sophisticated designs, it is difficult to assess the advantages 
of the new techniques in psychological terms. Longitudinal investigations 
provide more objective results. As we have pointed out, patients tend to 
justify the choices they made in the past which, in turn, may lead to an 
underestimation of the psychosocial consequences in retrospective studies. 
This effect may be reinforced by the process of selectivity: often it concerns 
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patients who choose alternative surgery because they were not satisfied with 
the conventional stoma. Furthermore, serious postoperative complications 
may occur, such as an internal leak or pouchitis; the patient may suffer a 
very high frequency of bowel movement (e.g., Slors et  al., 1990; Skarsgard 
et al., 1989). After the construction of a continent stoma necrosis or dys- 
functioning of the valve mechanism, fistula formation and intestinal 
obstruction are reported as frequent complications (K6hler et al., 1991; 
Sj6dahl et  al., 1990). Further development of surgical alternatives for a 
stoma seems imperative since there seems to be no reduction in the psy- 
chological and functional problems after conventional stoma surgery thus 
far. It is obvious that medical and psychological evaluation should run par- 
allel with these developments. 

To conclude, studies should be carried out in explicit theoretical 
framework. Such a framework could offer more specific clues into the psy- 
chosocial adaptat ion after stoma surgery, which includes a better  
understanding of the course of the adaptational process. 

GLOSSARY 

Colon. The large intestine. 
Crohn's disease (M. Crohn). Chronic inflammatory bowel disease, es- 

pecially localized in the terminal ileum (last part of the small intestine), 
the large intestine, or both. The disease affects the whole thickness of the 
bowel wall and extends often diffusely through the length of the colon 
and/or terminal ileum; in other cases a more segmental pattern is seen. 
There are frequently ulcers in the intestinal mucosa and fistulas between 
the bowel and, for example, the urinary or genital tract, the skin, or the 
area beside the anus. In the course of the disease in most cases several 
operations are needed. 

Ulcerative colitis (or idiopathic proctocolitis). Chronic inflammatory 
bowel disease, affecting the mucosal layer only. The disease can, mostly 
from the anus upward, reach any part of the large intestine, up to the whole 
of the colon. There are several degrees of seriousness; exacerbations are 
common. 

Polyposis coll. A hereditary disease with many (>100 or many hun- 
dreds of) polyps in the large intestine. These are so-called adenomatous 
polyps, benign neoplasms, but with a great tendency towards malignancy. 
Because of the very great number of polyps, cancer will invariably develop. 
Therefore the colon must be removed prior to this malignant change. 

Colectomy. Surgical removal of the large intestine. Total proctocolec- 
tomy: The whole of the colon is removed, including the rectum, and a 
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permanent  ileostoma is made. If the anus can be saved, in some cases, an 
ileoanal anastomosis can be constructed. Subtotal colectomy: Rectum and 
anus remain in situ. In some cases an ileorectal anastomosis can be made. 
In other cases, a permanent  or temporary ileostoma is needed, depending 
on the nature of the disease. 

Ileoanal ("pouch") anastomosis.  After removal of the whole of the 
large intestine (in one or two operations), a pouch is constructed out of 
the last part of the small intestine and is connected to the anus. 

Continent Stoma. In a somewhat different way from the one men- 
tioned above, a pouch is constructed out of the last part  of the small 
intestine with a kind of valve mechanism. The end of the valve is stitched 
into the skin, at the same place where the ileostoma would otherwise have 
been placed. In contrast to the conventional stoma a continent stoma is 
not or hardly visible from the outside, and an appliance is not necessary. 
The patient has to empty the pouch, with a tube, several times a day. 

Resection. The removal of a diseased part of the bowel. An anasto- 
mosis can be made with the two ends. 

Low anter ior  resection. In cases of cancer of the rectum the surgeon 
can, in contrast to earlier days, construct a very low anastomosis, up to 
only a few centimeters above the anus. In this way a colostomy can be 
prevented. 

Enema. Rinse of the bowel through the stoma opening. A number  of 
patients with a colostomy give themselves a daily enema with a specially 
made system. In this way the feces is removed once a day, and only a small 
appliance is necessary or, in some cases, no appliance at all. 
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