
Managing  Chronic  I l lness  at Home: 
Three Lines  of  Work 

Jul iet  Corbin and Anse lm Strauss 
University of California, San Francisco 

ABSTRACT: Problems of managing chronic illness at home are addressed in terms 
of the concept of"work:" what types and subtypes of work, entail ing what tasks, who 
does them, how, where, the consequences, the problems involved. Three types of 
work and consequences of their interplay are discussed: illness work, everyday life 
work, and biographical work. Theoretical concerns of the sociology of work are 
addressed as well as the substantive issues of managing chronic illness. 

This paper addresses some of the problems of managing chronic 
illness at home. It does that  in terms of the concept of"work"  Exam- 
ination of work means a close inspection of its many facets: what 
tasks, who does them, how, where, the consequences, the problems 
involved. We shall focus on three types of work and on the con- 
sequences of their interplay. They are (1) illness work, (2) everyday 
life work, and (3) biographical work. These types of work were the 
salient ones in our data, as described below, while others that ap- 
peared are subsumable under one or another of them. We think of this 
paper as contributing both to the substantive area of the sociology of 
health/illness and as addressed to the theoretical concerns of the 
sociology of work. 

As is now generally recognized, the chronic illnesses have sup- 
planted infectious and parasitic diseases as the prevalent disorders 
in the more developed nations. At the same time, technological ad- 
vances in their diagnosis and treatment  have made the work of 
managing chronic conditions increasingly specialized and complex. 
So, when the ill are sent home from the hospital after acute phases, 
they are often accompanied by much technology--procedures,  drugs, 
machinery--and some direction in how to utilize this technology 
(Fischer, 1982). But management  of an illness in the home is not 
accomplished without difficulty and a great deal of effort, unless the 
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regimens are relatively simple and do not greatly interfere with the 
normal flow of life. 

Our paper begins with a look at what is involved in the work of 
managing illness and daily life, touching only secondarily on their 
relationships with biographical work. From there it will move into an 
examination of the structural  context within which management 
takes place. Then it will look at the phenomenon of relative equi- 
librium which the actors seek to maintain given the demands of the 
three lines of work. Next, it will explore why that intent is so difficult 
to carry out. Finally, it will explore strategies most likely to produce 
desired outcomes. 

The data for this paper come from a study of the work done by the 
chronically ill and their spouses in managing both the illnesses and 
their lives. Unless the ill live alone, it is the spouses who share the 
burden of the work of managing the illness. Our data consist of 
intensive two- or three-hour interviews with 60 couples, interviewed 
mostly at home but with some interviews done at a VA hospital in the 
San Francisco Bay area. The interviewees suffered from a wide range 
of illnesses, but principally from cardiac diseases, cancer, stroke, and 
illnesses attending paraplegic and quadraplegic injuries. The inter- 
viewees tended to be middle aged or older, except for the accident 
victims, and they came from lower-, middle-, and upper-middle in- 
come populations. Additional data came from a number of auto- 
biographies of people making comebacks from severe chronic illness 
or dying from it, and a relatively few biographies came from spouses 
written after ill mates had died. 

Trajectory and Everyday Life Management 

Rather than use the medical term of "illness," we shall use the 
sociological concept of"illness trajectory" (Glaser and Strauss, 1968; 
Strauss et al., 1985). This concept refers not merely to (1) the course of 
an illness, but (2) to all the related work, as well as (3) the impact on 
both the workers and their relationships that  (4) then further affect 
the management  of that  course of illness and the fate of the person 
who has it (Schneider and Conrad, 1983). The concept gets us focused 
analytically on the social context for work as well as on the social 
relationships affecting the work. 

Trajectory and everyday life management  in the home means that  
there are two basic lines of work to be performed daily, weekly, 
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monthly--illness~related work and everyday life work. Each line of 
work is made up of different types of work. For instance, illness- 
related work consists of regimen work, crisis prevention and man- 
agement, symptom management ,  and diagnostic-related work. Ev- 
eryday life work refers to the essentially daily round of tasks that  
keep the household going. It includes housekeeping and repairing, 
occupational work, mari tal  work, child rearing, sentimental  work 
(Strauss et al., 1985), and activities such as eating. Implicated in each 
of these two main types of work are interactions with spouse, chil- 
dren, friends, health professionals and others in the gathering and 
dispersing of information, expressions of concern, caring, and the 
division of tasks. Together these types of work make up the total 
range of work to be accomplished over any specific period of time. 

Of course, each type of work consists of clusters of tasks that  must 
be sequenced between and within the types. For example, regimen 
work for a respiratory condition may include taking medications four 
times a day and performing respiratory hygiene three times a day. If 
the purpose of a prescribed medication is to make secretions more 
liquid, then it must  be taken before the respiratory hygiene in order 
to increase its effectiveness. And the respiratory hygiene must be fit 
into the daily routine of going to work, running errands, cleaning 
house, and cooking meals. 

The work, whether  it be in the service of trajectory or everyday life 
management,  is performed under conditions that  can vary from 
routine to unusual. Treating insulin shock would be an example of a 
crisis task, whereas injecting the morning insulin is a routine task 
(Beneloil, 1975). Since trajectories and everyday lives can differ from 
day to day, the work to be performed each day can vary in amount, 
degree of difficulty, t ime it takes, and consistency with which it must 
be done. So overall there is a great deal of variation, not only in the 
total types of work to be done for each line of work but also in the 
properties of that  work. One usually goes to work each day, prepares 
perhaps two to three meals daily, yet vacuums only once a week. 
Medications may be t aken  three  t imes daily, whereas  physical 
therapy may be required only three t imes a week. Some tasks, such as 
doing a requisite exercise, may be flexible; others, such as taking 
one's hear t  medication, are not. And some tasks require a great deal 
attention to detail and busy work, whereas others can be done simply 
and by rote, requiring very little t ime and energy. 

Moreover, each time there is a change in the trajectory or everyday 
life, there may be a corresponding change in the type and nature of 
the work. For instance, after a comeback from a stroke, it may still be 
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necessary to take one's medications for hypertension, but one may no 
longer need frequent occupational, speech~ or physical therapy ses- 
sions. With the improvement and extra time, the person may now be 
able to take on more of the household chores or re turn  to a job. On the 
other hand, with ar thr i t is  a person may be required to spend t ime 
each morning just slowly and painfully moving the stiff joints to 
loosen them sufficiently in order to perform the most basic of life's 
daily activities, such as dressing and eating breakfast. ("I get my 
coffee sitting on the edge of the bed. Then I take my pills and begin to 
move all my muscles, while my husband listens to the groans:') Then, 
too, other tasks that  are part  of an occupation or household managing 
or both may now take longer, because of pain and stiffness and 
because they must now be done in perhaps more tolerable but less 
efficient ways (Wiener, 1975). 

The Management Context 

Our discussion of the management  context will center around two 
main structural conditions impacting upon the management  proc- 
ess. Their meaning is captured by the terms: "structure in process" 
and "reciprocal impact." 

Structure in Process 

The structure under which management  takes place is a fluctuat- 
ing and changing one--hence  the phrase "structure in process:' (This 
concept was first put forward in Strauss, 1959 (republished, 1969; also 
Glaser and Strauss, 1968).) The consequences for work performance 
are manifold and call for scrutiny of the various dimensions underly- 
ing that structure. 

The home. Unlike hospitals designed for efficient care of the ill en 
masse, each home is individualized to meet needs and suit the tastes 
of those who live there. When someone acquires a chronic i l lness--  
with its accompanying physical, social, and emotional aspects--his 
or her  re lat ionship to the home se t t ing  will change, sometimes 
slightly but sometimes drastically, depending on the nature of the 
home and the type and phasing of the trajectory. For instance, if there 
are stairs to climb to the bedroom and bathroom areas and the 



228 QUALITATIVE SOCIOLOGY 

capacity to climb stairs is lost, as with severe Parkinson's disease, 
then a dining room may have to be changed into a bedroom and a 
closet turned into a bathroom. If quiet and rest are essential to 
recovery during or after acute episodes, the activities of children and 
others may be constrained or redirected. With every major change in 
t rajectory phasing, different  s t ruc tura l  aspects of the home are 
brought into play to meet the changing needs of trajectory manage- 
ment. For example, as a stroke victim recovers, he or she may be able 
to climb the stairs to the bedroom but may still require a space 
downstairs into which to retreat  when overcome with fatigue. Fur- 
thermore, the amount of daily work to be done in the management  of 
the home may increase, at t imes significantly, because of trajectory 
related work like preparing special meals and making frequent trips 
to health care facilities. Meanwhile the ability of the ill person to 
participate in the usual shared division of labor may decrease, shift- 
ing the responsibility for the work onto the other family members. 

Everyday life work. Another important feature of trajectory man- 
agement is that  it takes place within the context of everyday life 
work. The management  of everyday living, like the management  of a 
trajectory, requires that  certain tasks be carried out through a com- 
plex division of labor. While the everyday tasks of living can be held 
in abeyance while a person is hospitalized, these tasks can be held off 
or shunted onto others only for so long. Once the person returns 
home, temporary arrangements  must  give way to permanent  ones 
and new ways of performance must  be discovered and rediscovered 
with each major change of performance ability. 

Moreover, since everyday life itself is never at a standstill, the work 
involved in its management  is always moving, changing. Even the 
most routine and repetit ious of everyday tasks can vary in the man- 
ner in which, the time at which, and the person by whom they are 
performed, according to the tasks to be done and contingencies that  
ar ise--such as flu or a death in the family. 

Trajectory and its Work. In examining the structural  context of 
management in the home, we must  also consider the nature of trajec- 
tory and its associated work. The types and nature of this work vary 
with the severity of the illness, the type of trajectory, and its phasing 
within those types. With each phase, different tasks are required for 
trajectory management  and different resources are necessary to per- 
form those tasks. 
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A t ra jec tory  may  be rou t ine  or problematic ,  and thus,  too, its 
management .  A person may  have a single i l lness or mul t ip le  ones: 
while manag ing  one i l lness may  be complicated, the m a n a g e m e n t  of 
two or more can be much more so. This  is especial ly so since drugs 
tend to interact  and cause somet imes  qui te  severe and unant ic ipa ted  
complications, and physical  incapaci ty  from one illness may intern 
fere with the  m a n a g e m e n t  of another. It  is difficult  to give oneself  an 
insulin injection if  one's dominant  a rm is para lyzed from a stroke. 
Also some persons are prone to crises or complications,  mak ing  man- 
agement  tha t  much  more complex. And when  changes  upward or 
downward suddenly  occur in the  course of an illness, the  rout ines  of 
household manag ing  can also be th rown into disarray,  fu r ther  com- 
plicating the t ra jec tory  management .  

Even re la t ive ly  s table  i l lness s ta tes  can become unstabi l ized to 
some degree because cer ta in  changes  affect them. For instance,  a 
quadraplegic  wi th  a high level in jury  may  develop severe respi ra tory  
complications if  he or she catches a cold or the  flu, because of de- 
creased capacity to cough and expel mucus  from the lungs. Hot  
smoggy weather  may  increase b rea th ing  diff icult ies  in those with 
respira tory condit ions because of thei r  decreased lung capacity. And 
pregnancy can complicate the  m a n a g e m e n t  of d iabetes  by increasing 
the need for insulin,  which then  makes  the  woman more prone to 
episodes of hypoglycemia.  Each change in i l lness conditions not only 
brings about  changes in t ra jec tory  m a n a g e m e n t  but  also affects the 
managemen t  of everyday life. 

Implications. What  " s t ruc tu re  in process" adds up to is tha t  the 
conditions under  which t ra jec tory  m a n a g e m e n t  t akes  place are  to 
some degree always changing over t ime (Glaser and Strauss,  1968). 
Somet imes  the  change is radical ,  at other  t imes  it is very  subt le  and 
almost impercept ible ,  un less  viewed from a longer temporal  perspec- 
tive. Of  course the  home, the  illness, or everyday life are  not in a 
constant  s ta te  of flux, for often there  are  long periods of re la t ive 
stability. Yet even dur ing  the most  rou t ine  and s table  periods of an 
illness or everyday life, the re  are  var ia t ions  and f luc tua t ions  tha t  
bear  on the  m a n a g e m e n t  of either. 

Even sl ight  changes  in the  rou t ines  of everyday life can have 
impor tant  consequences  for t ra jec tory  management .  Changes  in the  
t iming  and content  of a meal  can be disas t rous  for a diabetic  who 
must  keep a balance be tween food in take  and insul in  injections. And 
dinner at a r e s t au ran t  or in the  home of a caring but  unknowing  
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friend can overextend the  sodium l imi t  of a person on a low sodium 
diet. An exci t ing  and s t imu la t i ng  discussion wi th  a colleague in the  
morning  can severely  l imi t  the  ene rgy  available to a cardiac for 
teaching a class in the  a f te rnoon.  Of course, the  ideal  context  for 
illness m a n a g e m e n t  would be a control led e n v i r o n m e n t  in which 
change and cont ingencies  could be minimized.  T h a t  is a diff icult  
ideal to realize.  

Reciprocal Impact  of Tra jec tory  and Biography  

Another  major  contextua l  fea ture  of t ra jec to ry  m a n a g e m e n t  is the  
tendency for a change  in the  s ta tus  of the  t ra jec tory  (or for work done 
for the purpose of manag ing  it), or the  ill person's b iography (or the 
biographical work necess i ta ted  by the  con t inua l  or occasional recon- 
s t ruc t ion  of his or he r  life) to have consequences  for each other. These  
consequences in t u r n  impinge upon and give d i rec t ion  to the  manage-  
ment  process. We refer  to th is  t endency  as "reciprocal  impact : '  

For example,  it  is not  unusua l  for a severe disabi l i ty  or i l lness to 
br ing about  all sorts  of consequences for the  ill person's biography, 
some small  and some large  (Fischer, 1982; Strauss  and Glaser, 1970; 
Riemann,  1983; Schneider  and Conrad,  1983; Schuetze,  1981; Zola, 
1982, 1982). For ins tance,  the  wr i t e r  Cornel ius  Ryan tel ls  us: 

There is a communications breakdown between my mind and my hand. 
Is it me or is it the book that's stalling out? I have to get some straight 
answers about my health .... I think if I could put cancer behind me I 
could come to grips with the book research .... The monotony of not 
being to write is terrible. But the constant fear of cancer which inhibits 
my ability to work is becoming unbearable .... It even invades my sleep. 
(1979:276) 

Conversely, it is not unusua l  for b iography and the associated 
biographical  work to have an impact  on steps t aken  to manage  the  
trajectory,  and so, u l t imate ly ,  on the  s ta tus  of the l a t t e r  (De Mille, 
1981; Madruga ,  1979). 

I have been praying lately, something I don't think I consciously did for 
years. I want time to finish this book. There is so little else I can do for 
Katie and the kids. It is so very hard to accept the fact that my sexual 
desires are now nonexistent and harder, still, to know that my manhood 
is eroding away each time I take a female hormone. If I didn't have the 
book and the family I don't think I would have taken the estrogen at all 
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after Willet told me the cancer had invaded the bones. If I'd been alone, 
with no commitments, I would have allowed the disease to take over. 
(Ryan~ 1979:292) 

Reciprocal impact of trajectory and biography is ongoing. It is not 
limited to an initial impact at t ime of onset; rather, it occurs through- 
out the course of the trajectory. So, any change in the status or 
phasing of either trajectory or biography can lead to drastic con- 
sequences, with implications for the management  of either. Thus, as 
one man in our study said, "The next attack was two years after the 
first. They let me know, after I had recovered sufficiently, that t 
would be put out to pas ture"  Now, this man not only must do the 
biographical work of coming to terms with the loss of his job but must 
also rearrange his finances and discover new ways of finding fulfill- 
ment and occupying his time. 

While changes of trajectory often have strong impacts on biogra- 
phy, biographical changes can also strongly affect the trajectory 
management and so an illness itsel£ For instance, pregnancy in a 
woman, diabetic since childhood, may provide jus t  the incentive to 
keep her blood sugar within acceptable limits, something she had 
found difficult to do while growing up because of her fierce competi- 
tive desires. How it is important to do so not only to safeguard the 
health of her fetus, but so that she might live long enough to see the 
child grow up. 

However, the relationship of trajectory and biography, although 
reciprocal, is not necessarily mutual.  The consequences of one for the 
other may not be felt at the same time and to the same degree. Rather, 
they may be felt immediately or they may be delayed. The impact may 
vary in intensity or permanency. The impact may be beneficial or 
de t r imenta l  to the course or managemen t  of the other~ Finally, 
though the trajectory consequences are felt primarily by the ill per- 
son, biographical  consequences may also be experienced by the 
spouse and other family members. 

In its extremes, as when the illness is out of control because of an 
acute or crisis situation, there is a tendency for biographical concerns 
to be disrupted (Bury, 1982; Dingwall, 1976). Control over these may 
also be lost unless considerable effort is exerted then to counteract 
the disruption. Conversely, when biography is out of control--as  in a 
crisis brought about by divorce, a spouse's death, sudden unemploy- 
m e n t - t h e n  considerable effort must be directed at trajectory man- 
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agement  to keep it also from going out of control. A not unusua l  
s i tuat ion is for symptoms  to increase,  complicat ions to develop, the  
progression of a downward t ra jec tory  to accelerate,  or for reversal  
in an o therwise  progressive comeback t ra jec tory  to occur as a resu l t  
of s t ress  associated wi th  b iographica l ly  re la ted  problems or crises 
(Isaac, 1974)~ 

Summary  

In summary;  wha t  m a k e s  the  s t ruc tu ra l  context  under  which t ra-  
jec tory  m a n a g e m e n t  t akes  place so impor tan t  is its implicat ions for 
the  work of managing.  "S t ruc tu re  in process" means  tha t  there  are  
changes and f luc tua t ions  in both the  t ra jec tory  and everyday life. In 
turn,  tha t  means  creat ion of new sets of m a n a g e m e n t  conditions. 
Reciprocal impact  indicates tha t  changes  in e i ther  the  t ra jec tory  or 
biography, or act ions t aken  to manage  e i ther  or both, can have an 
impact upon the other. These consequences also create a change in 
the m a n a g e m e n t  condit ions for one or the  other, and so also for 
everyday life. While  some change in condit ions can be ant ic ipa ted  
and planned for, others  are qui te  unexpected.  Expected or not, fluc- 
tua t ions  and a change in condit ions bear  upon the  number  and type  of 
tasks  to be performed,  who does them,  when,  the  kinds of negotia-  
t ions over this  division of labor, and the resources  needed for the i r  
performances  and the  potent ia l  success of m a n a g e m e n t  outcomes 
(Freidson, 1976; Strauss ,  1985). 

Relative Equilibrium 

I have one schedule for during the week and another for weekends. My 
insulin dosage for weekends is different because of a difference in sched- 
ule. You just have to work it out according to what your life style is. If you 
work with it, it is easy enough, You just have to feel and adjust. You have 
to continue living. You can't make the world go around depending upon 
how much insulin you have taken. Life goes on. Like I wouldn't go out to 
a restaurant and gorge myself without taking an additional shot. 

As this  woman tells  us, even though  you have a chronic illness, life 
goes on. You can' t  stop living, though  some lives become great ly  
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constricted because of it. But how do persons continue to hold onto life 
despite illness and the demands of its management? A clue may be 
found in the above quotation: It takes a great deal of balancing of the 
trajectory management  demands against those of everyday life and 
biographical concerns, and then furthermore the development of an 
action plan that will satisfy all three sets of demands. 

Trying to satisfy them all is like walking on a tightrope (Charmaz, 
1983). Some sort of relative equilibrium must be maintained among 
them in terms of effort and other resources-- t ime,  energy, money--  
invested in the management  of each. Unless a relative balance is 
maintained, effort and resources may be usurped in the management  
of one, leaving little or none for the management  of the other. If all of 
one's effort, time, energy, and money are absorbed in the trajectory 
management,  what happens to the quality of one's life? 

However, any equilibrium achieved is relative. The ratio of effort 
and resources appropriated among the three lines of work can vary 
considerably in accordance with the various management  needs. For 
example, an illness may be completely out of control in the sense that  
treatment is no longer effective in containing its progress, meaning 
that death in the near  future is inevitable. Yet pain and energy 
depletion are sufficiently amenable to control, so that  in such a case 
the ill person is enabled to complete biographical closure and have 
meaning in his life in the remaining days. That is, there is a relative 
balance between effort and resources expended in the trajectory 
management (pain and energy control) and the completion of impor- 
tant  biographical work (closure), even though the ratio may be 
weighted to one side or the other, depending upon how difficult the 
pain is to control or on how great the need is to complete closure and 
with whom. 

This ratio may be subject to temporary or permanent  changes 
because of the progressive nature of chronic illness and biographical 
changes or the variability of everyday life. With a change in the 
phasing of trajectory or biography or if complications occur in every- 
day life, effort and resources may be shifted from one or the other, 
disrupting the balance between them. When control is regained, the 
balance may restabilize at a higher or lower level of the person's 
functioning than previously. 

Our interviews suggest that  even under the most routine condi- 
tions of illness and everyday life, but even more so during critical 
periods of the illness, there is a tug-of-war between the requisites of 
trajectory management  and those of everyday life and biography. A 
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person will follow a regimen, keep a doctor's appointment, undergo 
needed su rge ry - -bu t  also need to maintain at least a little bit of 
normalcy in life, like that  morning cup of coffee. Maintaining a state 
of relational equilibrium, regardless of the struggle put forth, is not 
easy. There is a tendency toward an instability of the balance. Below 
we will examine why. 

The Interact ion  o f  Structure  and Process  

From attempts to control the  illness and maintain some quality of 
life within the home context, there flows a set of consequences. These 
consequences may be thought of as outcomes arising out of the inter- 
action between structure (context) and process (management). Each 
consequence is capable of upset t ing the relative balance among tra- 
jectory,  b iography,  and eve ryday  life. U n f o r t u n a t e l y  the  con- 
sequences rarely occur alone; rather, the occurrence of one tends to 
lead to the occurrence of the other. So, often the combined impact of 
all working in unison create conditions tending more toward in- 
stability than relative equilibrium. 

Competition for Resources 

One consequence is the competition for resources among different 
lines of work. ("Competition" is ordinarily thought of as competition 
among persons or organizations, but  we have employed this useful 
term in the special sense just  noted.) These resources include man- 
power, equipment and other forms of technology, energy, money, and 
space; also spouses or children to provide physical and emotional 
sustenance to the ill and, in turn, someone to sustain the spouses so 
that they can continue to sustain the ill partners. 

The number and type of resources needed for each line of work 
varies with the type, degree of difficulty, amount, and consistency of 
the work to be done. Thus the more severe the illness and the greater 
the physical disability, the greater is the number of resources needed 
to keep the illness under control and to provide for the physical, 
social, and emotional needs (Schneider and Conrad, 1983). Or the 
more complicated the household--for  instance, one including young 
children and illness or infirmity in the spouse-- the  more resources 
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are needed to keep everyday life under  control. Natural ly,  dur ing  
acute phases or complications wi th  the trajectory, biography, or ev- 
eryday life, more resources are needed to bring about and keep 
control. 

Often the resources are inadequate .  This leads to a competi t ion 
among the lines of work, so tha t  priori t ies mus t  be established to 
determine how the l imited resources wilt be distr ibuted.  The ill 
person or couple mus t  decide where their  t ime,  energy, money, etc. 
will go. Sometimes the t ra jectory is given priority, sometimes dai ly 
life or biographical  concerns. Inevitably, one or another  is short- 
changed. Ult imately,  all are affected by that si tuat ion,  because one 
set of consequences un fo r tuna te ly  has a way of becoming a condition 
for still another  set. If  not in ter rupted ,  the chaining of consequences 
can continue unt i l  almost every aspect of life is affected. 

Competi t ion for resources is most l ikely to occur when the need for 
resources is high, as when an illness is severe but the proport ional  
availabil i ty of resources is low. For example, many  women in our 
study were the sole care takers  of the i r  husbands,  not th rough  choice 
but because they simply did not have money to hire outside help. They 
lacked the f inances for several reasons. Outside help is expensive. 
Many of the ill are re t i red  and l iving on a fixed income. Often, the 
husband, who was the sole or main  source of f inancia l  support, is no 
longer able to work or is working in a considerably lower level 
position than  before the illness or the well spouse has had to quit  her  
job in order to be able to care for her  sick husband.  Sometimes,  even 
when a t t endan t  aid is possible, the spouse will provide for the care- 
tak ing  needs of her  mate,  not only because she is consis tent ly avail- 
able but because the couple needs extra money to survive or resents  
the in t rus ion upon its privacy. 

The total f inancia l  and emotional  costs of illness are often difficult  
for the un in i t i a t ed  to imagine (Charmaz,  1982; Suczek, 1975). Illness 
can rapidly drain  away money tha t  a couple had kept in reserve to live 
on in the i r  f inal  years.  More t h a n  one spouse expressed considerable 
concern about what  would happen to them after  all their  savings had 
been used up in car ing for the sick partner.  Illness can also dra in  
energy. The care tak ing  spouse, for instance,  does not have a diet 
ki tchen to prepare the requisi te  special diets, a housekeeping depart-  
ment  to wash her  husband's  d i r ty  bed linen, or t ime off for holidays 
and vacations. The responsibi l i ty  is the well mate's, 24 hours a day, 
seven days a week. 
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Unbalanced Workloads 

Another  potent ia l  consequence of illness m a n a g e m e n t  is an unbal-  
anced workload or what  some persons refer to as a lack of equi ty  in the 
dis t r ibut ion of tasks.  Whether  the i r  division of labor is based on 
t rad i t iona l  or more modern forms of task allocation, when the ill 
mate can no longer perform his or her  share  of the division of labor 
then  somebody has to take  up the  slack. Tha t  somebody is usua l ly  the  
spouse, unless  unable  or unwi l l ing  to do that .  

This means  tha t  a husband  in addi t ion to his regular  outside job 
may now have to take  over the grocery shopping, cooking, and other 
household chores. But  the taking-on of tasks extends sometimes 
beyond normal  household tasks.  Often a spouse is called upon to 
perform for the ill pa r tne r  the  most personal and basic of self-care 
tasks. For example, a husband  mus t  get  out of bed in the middle of the  
n ight  to put  his a r th r i t i c  wife on the  bedpan because she is unable  to 
walk to the bathroom on her  own. However, while some tasks are 
simply unpleasant ,  others make the well pa r tne r  feel inadequate.  For 
instance, the wife of a quadraplegic said, "I was almost paranoid 
about ge t t ing  up on the roof when he wanted me to do something with 
his an tenna .  I was scared ha l f  to death. I was f rus t ra ted  with mysel f  
because I wasn' t  a m a n "  On the  other hand  it is jus t  as f rus t r a t ing  
and difficult  for the  ill to re l inquish  to another  the i r  self-care or the  
tasks once considered par t  of the i r  domain.  

Much of the t ime,  couples are able to work out a new division of 
labor between them to keep workloads more evenly balanced. Often 
ill mates take  on a l te rna t ive  tasks to l ighten the spouses workload, 
like dust ing,  peeling vegetables or dr iving children to appointments .  
Although these are small  tasks,  when thei r  number  is totaled tha t  
they do help becomes apparent .  Other  s t rategies  include f lexibil i ty in 
the t iming  of tasks,  the  d i f ferent ia t ion  of needs from what  is merely  
wanted, and provision for occasional rel ief  from the work so t ha t  
couples can socialize together  or have t ime away to renew them- 
selves. Without  such strategies,  spouse fatigue, f rus t ra t ion,  resent- 
ment,  and even illness begin to build up. In t ime,  even the most 
commit ted of spouses discover they can no longer carry  the loads. 

We used to talk that some day I might have to put him in a nursing home. 
Then last October after 24 years, I realized that I just couldn't handle it 
anymore. I had had it. Making the decision was the hard part. I went 
through a lot of grieving with that. It would have been much easier just 
to lose him completely. 
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Somet imes  keeping the work load wi th in  the  spouses '  l imits  of 
tolerance is a ma t t e r  of se t t ing  pr ior i t ies  among the total  range of 
tasks  to be per formed and of e l imina t ing  those tha t  are not essent ia l  
or can be deferred or done by others.  Occasionally, ill mates  will push 
the boundar ies  of the i r  l imi ta t ions  and discover abi l i t ies  to per form 
certain tasks,  thus  l ightening par tners '  workloads.  

Workloads tend to peak  dur ing episodes of acute il lness or when 
complications develop e i ther  in the  il lness or dai ly life, while the 
performance abi l i ty  of the  ill person s tays the  same or decreases.  It is 
not unusua l  for a spouse to feel overloaded under  these  conditions. 
Often, however, overload is the  resul t  of the  cu lminat ion  of an unbal-  
anced workload that  has cont inued year  af ter  year. Unders tandably ,  
the point at which overload occurs will vary depending on level of 
tolerance and oppor tuni t ies  for re l ief  from the work. 

Distribution of Workflow 

While here the  work of m a n a g e m e n t  is rout in izable  in vary ing  
degrees, the rout ines  are  often in t ruded  on by cont ingencies  flowing 
from the na tu re  of illness, biographies ,  and daily life that  d is rupt  the  
normal  flow of work.  Such a d is rupt ion  may  be minor  or extensive,  
t e m p o r a r y  or p e r m a n e n t ,  and occur  i n f r e q u e n t l y  or f requent ly .  
Minor, temporary,  and in f requen t  d is rupt ions  can usua l ly  be accom~ 
modated wi thout  undue  difficulty, and rou t ines  rees tab l i shed  as soon 
as the under ly ing  cause is resolved. But  even t empora ry  d isrupt ions  
can cause m a n a g e m e n t  to become problematic.  For instance,  one can 
readily conceive of how diff icult  it is for a diabet ic  to adhere  to a 
specified caloric in take  dur ing  the  holiday season or adhere  to meal  
schedules while t ravel ing or for a wife to awaken every two hours  
during the night  to tu rn  her  quadraplegic  husband  while she herse l f  
is ill with the  flu. 

Genuine  crises can also in ter fere  wi th  work flow because then the 
work will cease being rout ine.  However, unless  the  crisis is prolonged 
or allowed to progress  into a downward cycle, it too passes and rou- 
t ines can be rees tabl ished.  When  the d is rupt ion  is pe rmanen t  or 
extensive, then  new work  pa t t e rns  must  be establ ished.  That  means  
repeat ing  the cycle of work rout in iza t ion  by de te rmin ing  what  tasks  
are to be done, how, and by whom. Also, the couple mus t  reacquire  
task competency; and rediscovering the problems,  they mus t  work 
out thei r  solut ions all over again.  When  p e r m a n e n t  and extensive 
disrupt ion t akes  on the added dimension of frequency, one can read- 
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ily see why frustration, stress, strain, fatigue, and gaps in the total 
range of work occur. Since there is no routine, there is a constant 
expenditure of t ime,  energy, and perhaps money and manpower. 
Sooner or later a family's resources may be used up. 

Conditional Motivation 

Money, prestige and satisfaction are among the usual conditions 
motivating work. However, trajectory management  is not your usual 
kind of work, nor are money and prestige the usual motivations for it. 
Rather, motivation rests on another set of conditions: namely, having 
trajectory and biographical schemes, hope, and commitment, with 
all of these conditions usually working together to motivate the 
couple. 

To do trajectory work persistently one must have a projection of 
what lies ahead and some idea of how to get there (the latter we term 
a "trajectory scheme") (Strauss et al., 1985). Visualizing the illness 
course and some of its a t tendant  medical work is usually the physi- 
cian's task. But the patient  and spouse will have to discover all that 
is really entailed in carrying it out. Jus t  as important is a bio- 
graphical scheme, for one must  wish to live, even if just  long enough 
to put closure on life. That means carrying out those part icular  
trajectory related tasks that  will enable staying alive long enough to 
achieve closure, like saying goodbye and making a will. Also, having 
a biographical scheme means that  to some extent individuals must 
have come to terms with their illness, their limitations, and the 
potential outcomes of their illnesses. 

Hope is another condition for work performance. Trajectory and 
biographical schemes are useless unless one feels that  with the per- 
formance of certain necessary tasks, those schemes are attainable. 
Thus, wi thout  the hope tha t  chemotherapy will cure or at least  
provide relief from pain or other symptoms, there is no reason to 
undergo this potentially debili tating therapy. 

Commitment (Becker, 1960; Charmaz, 1982) is still another im- 
portant condition: that  is, commitment to carry out trajectory and 
biographical  schemes, and for spouses'  to do so for each other. 
Interestingly, it is not always love in the traditional sense that 
sustains the spouses' commitments to carrying out the tasks neces- 
sary to fulfill their trajectory and biographical schemes. Many times, 
a spouse's love, at least in the romantic sense, has been lost over the 
course of time and it is a strong sense of duty or obligation that 
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underl ies  the  work  performance.  One woman  in our s tudy  even took 
back her sick husband  af ter  be ing  separa ted  from him for ten years  
and cared for him unt i l  his death.  

Nevertheless ,  it is diff icult  to keep motivat ion high unless  there  is 
some payoff. For example,  some i l lnesses br ing about  drast ic  person- 
ali ty changes,  and then  the  well pa r tne r  f inds tha t  ca re tak ing  ac- 
t ivi t ies  requi re  cont inuous  ou tpu t  and tha t  the  other  can give very  
li t t le or nothing in re turn.  The love be tween  them dissipates th rough  
lack of reciprocity and commi tment  tu rns  to duty. Finally, the  well 
mate becomes so overwhelmed by the  work demands  that  the  sense of 
duty  or obligat ion b reaks  down. In the  end, he or she may  seek 
custodial  care for the  spouse bu t  wi th  feelings of guil t  and a sense of 
having abandoned the  other. 

If there  is a great  deal of unce r t a in ty  about  conditions, then  the 
main tenance  of biographical  projections and up-dated schemes is 
problematic.  How can you plan  when you have only vague defini t ions 
of what  the  fu ture  will bring. Will I (he) come back? How far will I (he) 
come? How much longer do I (does he) have to live? How disabled will 
I (he) become? Will there  be a f lare  up of the  disease, complications? If 
so, when? What  will br ing it on? Why  cont inue with the  work when 
there seems to be no gain? 

The Domino Effect 

As one can see, the  many  consequences  flowing from the inter- 
act ion of s t r u c t u r e  and process  in i l lness  m a n a g e m e n t  are  l ike 
dominoes leaning uns tab ly  aga ins t  one another. If  a downward spiral  
of consequence is not i n t e r rup ted  it can lead to a loss of control over 
m a n a g e m e n t  ou tcomes .  C o m p e t i t i o n  for resources ,  u n b a l a n c e d  
workloads,  d is rupt ion  of work  flows, and decreased motivat ions lead 
to fatigue, overwork,  overload, episodes of acute illness, resentment ,  
anger, and a widening of the  mar i ta l  gap. These consequences may 
eventual ly  lead to a loss of the  re la t ive and delicate equi l ibr ium 
among biography, t rajectory,  and everyday life. In turn ,  its toss may  
lead to work defici ts  or gaps in e i ther  or all l ines of work,  and so to a 
loss of control  over them. 

The key e lement  in this  downward spiral  is tha t  the consequences 
keep r icochet ing off one another, bouncing back and forth unt i l  the  
relat ive balance is so upse t  tha t  it leads to major gaps in the work and 
to i rreversible  loss of control over one or another  line of work. The 
only means  of prevent ing  the i r revers ibi l i ty  of a downward spiral  is to 
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check it in its ear ly  stages. The longer it continues,  the more difficut 
is reversal  of the  consequences.  

How then  can one keep the  consequences  in check and ma in ta in  a 
s tate (and a sense) of re la t ive equi l ib r ium under  condit ions tending 
to produce ins tabi l i ty?  Tha t  is not an easy ma t t e r  at  best ,  bu t  the  
more severe, complicated or changing is the  i l lness or daily life, the  
more difficult  it is to keep those  fateful  consequences under  control. 

Management in Process 

Mainta in ing  relat ive equi l ib r ium calls for a type  of m a n a g e m e n t  
tha t  we shall t e rm " m a n a g e m e n t  in process: '  This involves s t ra tegies  
and techniques  for control which are adjus table  and changeable ,  in 
response to various cont ingencies  tha t  arise. Like any other  type  of 
management ,  it requi res  an unders t and ing  of the  work required,  a 
planning and coordination of tasks,  an ant ic ipat ion of problems, a 
resource pool to draw from, and a mot ivated workforce. It differs from 
other m a n a g e m e n t  processes in how its basic s t ra tegies  are carr ied 
out: that  is, always wi th  an emphasis  on adapta t ion  to change. The 
basic s t ra tegies  include: 1) calcula t ing resources,  2) main ta in ing  
fluid boundar ies  in the  division of labor, 3) ma in ta in  ar t icu la t ion  
work, and 4) m u t u a l  susta ining.  

Resource Calcula t ing  

Unde r  cond i t ions  tha t  t end  toward  compe t i t i on  for r e sources  
among the different  l ines of work,  the  main tenance  of a re la t ive  
balance in the i r  d i s t r ibu t ion  and ut i l iza t ion involves an ongoing 
process of resource calculat ion (Gerson, 1976). This can be broken 
down into four steps. The f i rs t  involves calcula t ing the degree of need 
within  each line bf Work. This  means  legi t imizing or au then t i ca t ing  
the claim by  demons t ra t ing  the  type  and degree of need. It  also means  
giving pr ior i t ies  to the  most  immedia te  and impor tan t  needs. From 
this one can es t imate  wha t  resources  are needed, for wha t  uses, 
when, for how long, and so forth. 

The second step involves calcula t ing the degree of avai labi l i ty  of 
resources that  can be appor t ioned among the lines of work. In cal- 
culat ing that ,  considerat ion mus t  be made of at t r i t ion,  exhaust ion,  
conservation, and how resources  can be combined or recombined or 
simplified. One mus t  consider how ut i l iz ing a given type  of resource 
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allows amplification of others, for example, how a medication or a 
technological resource can raise energy levels or improve upon abil- 
ity to perform, thereby increasing the self as a resource, decreasing 
the need for others as resources, and increasing others' t ime and 
energy for the accomplishment of other tasks. Calculating the avail- 
ability of resources, however, may also involve a search for resources 
not otherwise immediately available, although more people turn  out 
to be ext remely  "resourceful"  at discovering resources that  pre- 
viously they would not have dreamed existed unless forced by their  
worsened circumstances to find them among friends, kin, public, or 
private services. 

Matching need with availability is the third step. When demand 
meets availability, a match may be said to exist. In such a match, the 
problem becomes one of building, maintaining,  and renewing the 
resource pool. The relevant issues then become the degree of resource 
deficit and whether  needed resources can somehow be acquired, 
recruited, or trained to fill in the gaps. That means looking at op- 
tions, establishing priorities, juggling resources, calling upon back- 
stopping agents, and negotiating various agreements. Considera- 
tions in making decisions about resource utilization when resources 
are scarce or lacking include: e th ics - - tha t  is, the quality of life and 
the right to live or die; legislation which supports programs for the 
disabled; availability of social security and other third-party pay- 
ment systems; community programs; the structural make-up of the 
home environment; and the state of technology. 

A fourth step is the actual allocation of resources among the major 
lines of work in a ratio determined by need. Resources are moved into 
and out of the work arena in accordance with the demands. Moving 
resources flexibly increases maximum efficiency and prevents deple- 
tion of the resource pool. 

Maintaining Fluid Boundaries in the Division of 
Labor 

There are many different means by which tasks are usually di- 
vided in the home, according to tradition, efficiency, ability, desire, 
safety, availability, and so forth. There are daily variations in those 
divisions, depending upon conditions such as boredom, fatigue, acute 
illness, vacations, and biographical phasing. When trajectory work is 
added, it not only creates new work demands but brings about a 
situation calling for more variation and fluidity in how tasks are 
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divided. As needs at tending the illness change, or performance abil- 
ity increases or decreases, major shifts will be required in who does 
what tasks, and when and how. 

"Management in process" means that the following conditions 
exist in the division of labor. First, there is a clear understanding and 
acceptance about how tasks are divided, even when conditions per- 
sistently vary. Second, there is a perceived mutual i ty  between the 
partners: the perception that  each is doing a fair share, or at least all 
that each is capable of doing under the given conditions. Hence 
workloads are as balanced as possible. In extreme cases of disability, 
perceived mutual i ty  may be difficult to maintain; however, some 
active involvement of the ill and some degree of reciprocity, even if it 
is a only a "thank you," helps to maintain the perception of mutu- 
ality. 

A third condition is following through with task performance. 
Here we get into the issues of responsibility and the taking-on and 
letting-go of tasks, as well as the power to determine who does what 
tasks and whether  and how well these are accomplished. A fourth 
condition is flexibility in who does what tasks and when. Being 
flexible means shifting with daily cycles of fatigue, acute illness, and 
fluctuations in symptoms. But being flexible also means being alert 
for and making reallocations of tasks at t imes of overwork, having 
reached limits of tolerance and overload. Of central importance is 
how the allocation is established and the work performed, how shift- 
ing is brought about, how disagreements arise and are settled, how 
power struggles and the issue of responsibility are handled (Strauss, 
1985). 

Ongoing Articulation Work 

Any endeavor requires planning and coordination if the work is to 
proceed smoothly and to completion. That work we shall refer to as 
"articulation work" (Strauss, et al., 1985), to denote the planning and 
coordination necessary to operationalize a n y  associated set of tasks. 
Articulation of trajectory and everyday work takes place at three 
levels. The first is the task. Each type of work is made up of bundles of 
tasks that occur sequentially or simultaneously. For example, insulin 
must be drawn out of the vial and into the syringe before it can be 
administered. Then, too, before the administration of insulin, the 
urine or blood is usually checked for glucose level. The second level of 
articulation is between lines of work. Both must  be planned for and 
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coordinated around each other, if gaps or omissions are to be avoided 
in either or both. Early morning urine testing and insulin admin- 
istration must be worked into the daily routines of gett ing up and 
dressed for work. Sometimes priorities have to be established about 
what task or type of work is given preference. For instance, the urine 
should be checked before the insulin is injected, and the insulin 
should be injected before breakfast is eaten. 

The third level of art iculation is that  of resources. They must all be 
planned for and coordinated among tasks and lines of work. If regi- 
men work calls for two people working together, as in percussion to 
induce coughing, but no one is available to do the percussing because 
the spouse is working at his or her place of employment, then, al- 
though in this case coughing might  occur anyhow, it may be less 
effective a means of gett ing up the phlegm than if preceeded by 
percussion, which would require the help of another person. 

Since the working conditions may not always be routine ones, 
keeping lines of work going calls for constantly assessing the status 
of one or another. For their  effective management,  this assessment 
must be followed by a reart iculat ion of the plan as based on identified 
need. For example, during a crisis it becomes important to assess the 
intensity, the amount, and the complexity of work; also the amount 
and types of resource necessary to manage the situation; also how 
other types of work will be affected by this shift to crisis action. After 
this assessment, tasks are prioritized, resources rechanneled, and 
other aspects of life temporarily frozen until  the crisis is resolved. 

If one asks couples how they manage to keep some balance between 
the illness and their  daily lives, and at the same time keep both the 
illness and their lives under control, usually they cannot answer 
precisely. But our interviews with them suggest that their  manage- 
ment of an illness trajectory is very similar to operationalizing a line 
of work in a factory. It too involves a set of organizational and 
coordinating tactics aimed at keeping the workflow smooth and elim- 
inating gaps in the total range of work. These tactics include: 

1. Making arrangements,  as with a laboratory, to have blood 
drawn for test ing twice a week or month. 

2. Secur ing,  a l locat ing,  and m a i n t a i n i n g  resources ,  l ike 
money for an at tendant  or respite care. 

3. Managing time, including its planning, scheduling, pacing, 
fi t t ing together; and the juggling of tasks, like t iming one's 
vacation and chemotherapy t reatment  so that the peak ben- 
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efits of the chemotherapy are reached, while major side 
effects will have passed by the t ime of the  vacation. 

4. Establ ishing rout ines  by schedul ing tasks, equipment ,  and 
people, by becoming familiar  with  the  work, and by stream- 
l ining the  work to el iminate busy work. 

5. Doing informat ion work including networking,  scouting 
out, coaching and t ra ining,  providing and clarifying in- 
s t r u c t i o n s ,  d i s t i n g u i s h i n g  be tween  needs  and  wants ,  
searching for people, places, and necessary things. For in- 
stance, calling a res tauran t  ahead of t ime to de termine  if 
salt-free food is available or if there  are accommodations for 
a person in a wheelchair. 

6. Tending to details, such as fill ing out forms for Social Se- 
curity or insurance payment .  

7. Making choices among options: "Do I want  to undergo this 
form of t rea tment?"  

8. Priori t izing and repr ior i t ing tasks: 3ometimes the trajec- 
tory work is given priority and sometimes daily life. 

9. Devising: coming up with new or modified ways of perform- 
ing the work or devices to assist with work performance,  
like the  placement  of rail ings in the hallway to assist with 
walking after a stroke. 

10. Troubleshooting: being on the lookout for potential  prob- 
lems and complications such as overload, recognizing one's 
own and others' l imitat ions,  prevent ing or handl ing situa- 
t ions of conflict. 

11. Dis t r ibut ing tasks, responsibility, and rewards among the 
workforce, and equipment  and other resources between the  
two lines of work. 

12. Monitoring work performance and work flow: Are regimens 
being followed? Is there  t ime for recreat ion and other forms 
of renewal work? If not, why? 

Mutual  Susta in ing 

As we have noted, in order for persons to continue pu t t ing  forth 
effort to manage trajectory, biography, and daily life there must  be 
some perceived payoff for manag ing  them. But sometimes the payoff 
is not apparent,  as in a progressively downhill trajectory. No mat ter  
how assiduously one works at controll ing it, the trajectory continues 
downward. The salient feature of mutua l  sus ta ining is that  couples 
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keep each other going despite conditions such as overwork, decreased 
confidence, increased dependency, and lost dreams. 

What is it that they sustain in each other? They sustain a common 
definition of the situation: that is, mutual  trajectory and biographi- 
cal projections and schemes, as well as shared understandings about 
their everyday work. They sustain hope and commitments to each 
other and to their  joint work. Finally, they help each other to sustain 
cherished identities. 

Arriving at and maintaining mutual  projections, schemes and 
understandings requires that  couples share approximately the same 
levels and types of knowledge and information--not  only about the 
illness but also about their  respective needs, wants, and expecta- 
tions. This calls for open communication. If one partner  holds back 
relevant information, it is nearly impossible to work out mutual  
visions held about the illness or life, and to make and carry out the 
plans for achieving those visions. 

Talk, talking about, and talking through are all required to keep 
the lines of information flowing, in order to set and clarify goals, to 
negotiate divisions of labor, and to resolve conflict. Also required are 
a mutual setting of priorities and the spouses' willingness to revise 
and update their  vision of the future and their  plans, whenever a 
major change in either the illness or their  lives occurs. Sustaining 
hope means that  they help each other to realize their  shared visions 
and to believe that  their  goals are attainable. Sustaining commit- 
ment to the shared work is knowing when to take on or relinquish 
tasks, and when the boundaries of tolerance have been reached. 
Sustaining mutual  commitment also means keeping the marital  
relationship going. This includes finding ways to enjoy intimacy and 
feeling for each other with or without sexual relations. And sustain- 
ing cherished identities is a form of"sent imental  work" (Strauss, et 
al., 1983, 1985), accomplished by making the other feel important 
through sent imental  acts like encouraging participation in family 
decision-making and child disciplining and also by lett ing the other 
know that  he or she is needed and loved despite the illness and its 
imposed restrictions, that  even limited contributions to the major 
lines of work are important. 

A Final  Note  

In analyzing our data, we have found the perspective elaborated ill 
this paper to be useful for interpret ing the words and actions of the 
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chronically ill and their  spouses. It  analyt ical ly i l luminates  those 
who speak in our interviews and those who speak through their  
published autobiographies,  as well as those who appear in biogra- 
phies after they have died. It  is impor tan t  that  the  problems which 
are entai led in carrying out their  lives in the face of illness be 
understood in analyt ic  terms.  This is especially so since heal th  care 
systems in the  United States and probably everywhere around the  
world, dominated as they are by medical perspectives and ideologies, 
do not offer much by way of assistance for the chronically ill aside 
from hospital, clinic and physicians'  offices, and ra ther  inadequate  
support services given by associated agencies (in the  United States, 
the Visit ing Nurses '  association, meals on wheels, public heal th  
agencies, etc.). This is why the  ill are thrown back on whatever 
resources they can generate  and mainta in .  1 

Reference  Note 

1. Beyond the substantive import of this paper, we have continuing theoretical 
concerns. These also have been addressed here through substantive materials to 
further develop a part icular  perspective for dealing with work. This perspective 
has been developed earl ier  in a monograph tit led The Social Organization of 
Medical Work (Strauss, et al., 1985; also Strauss, 1985) as well as in closely related 
research using the same perspective with the work of scientists (Gerson, 1983; 
Gerson, 1984; Star, 1983; Star, 1985). The effort has been to look closely at work 
itself, and at its associated work processes, rather than, as is usually in the 
sociology of work and occupations, to focus almost exclusively on substantive 
work or (as is especially frequent in studies done in "the Chicago Tradition") 
focus mainly on the occupations themselves along with the work done by mem- 
bers of various occupations. 
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