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A bstract

FIGHTING FOR THE BREATH OF LIFE: A 
SOCIOLOGICAL STUDY OF PATIENTS WITH 
CYSTIC FIBROSIS

by
Louis Narcez 

A dviser: Professor P a tr ic ia  Kendall

Th is d is s e rta tio n  examines the p lig h t  o f  the p a tie n t  
w ith  c y s tic  f ib r o s is .  I t  is  based on sh o rt in te rv iew s  
w ith  c y s tic  f ib ro s is  p a tie n ts  and h ea lth  care provid­
e rs , and on observations in  a hosp ita l s e tt in g . The 
d is s e rta tio n  draws upon the sociology o f m edicine, the  
socio logy o f death and dying, and on the sociology o f 
deviance.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



ACKNOWLEDGEMENTS

This d is s e rta tio n  would not have been p o ss ib le  i f  

i t  were not fo r  the undying d ed ica tio n  o f the members 

o f my Ph.D Committee: Dr. P a t r ic ia  Kendall {C h a ir } , Dr. 

Charles W inick, Dr. Michael E. Brown, and D r. Lindsey 

C hurchi11.

A ll o f the members o f my Ph.D Committee have known 

me fo r  a long period o f tim e . I  was a student in  th e ir  

undergraduate and/or graduate courses, conducted re ­

search under th e ir  aegis or I  was th e ir  research a s s is t­

ant. Thsy ars owsd a debt o f  g ra t itu d e  fo r  being gener­

ous and sharing w ith  me t h e ir  precious tim e and vast 

knowledge and e x p e rtis e .

Recognition is  a lso  due Dr. M elvin R e ic h le r , o f 

Queens C o llege , who introduced me to  the world o f 

computers, and who o ffe re d  many h e lp fu l suggestions  

p e rta in in g  to  the appearance o f th is  d is s e r ta t io n . His  

course in  S o c io lo g ica l A na lys is , taken over a decade 

ago, has in fluenced  my research a c t iv i t ie s  ever s in ce .

I  am g ra te fu l to  Dr. Renee C. Fox. Her seminar in  

the Sociology o f M edicine, taken w h ile  I  was a graduate  

student a t  the U n iv e rs ity  o f Pennsylvania, was th e  c a t­

a ly s t  th a t  ig n ite d  my in te r e s t  in  the socio logy o f med­

ic in e  and h e a lth  care .

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



vi

Special thanks are  due my younger s is te r ,  P h y llis  

Narcez, who o ffe re d  many c o n s tru c tiv e  and valuable  

suggestions on d r a f t  versions o f the  chapters.

I  a lso  wish to  acknowledge th e  la te  scholar and 

hum anitarian , Dr. Edward S agarin . H is seminar on Dev­

ia n t  Behavior thoroughly addressed many concepts and 

ideas which proved very usefu l in  connection with my 

research.

W ritin g  th is  d is s e r ta t io n  proved to  be a very pain­

fu l  e x p e r ie n c e  fa r  more p a in fu l than most people

could possib ly  imagine. In  th e  course o f th is  venture, 

fo u r persons who were e s s e n tia l to  i t s  success, passed 

away from c y s tic  f ib r o s is .  There were tim es when I  f e l t  

c e r ta in  I  was doing a d is s e r ta t io n  in  the  sociology o f 

death and dying, ra th e r than in  the  socio logy o f medic­

in e .

I  am g ra te fu l to  B i l l  { pseudonym } ,  the youth 

l i f e  s p e c ia l is t  on the  adolescent u n it ,  who f i r s t  sug­

gested th a t  I  might consider doing a d is s e r ta t io n  con­

cern ing c y s tic  f ib r o s is .  I t  was through him th a t  I  was 

introduced to  a number o f p a tie n ts  w ith  c y s tic  f ib ro s is .  

We spent many n igh ts  together in  the  h o sp ita l lounge, 

consuming Cam pbell’ s clam chowder, and discussing ideas 

re la te d  to  th is  d is s e r ta t io n .

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



v i i

Undoubtedly, my g re a te s t debt is  owed to  the CF 

p a tie n ts  who shared w ith  me th e ir  fe e lin g s , ideas, and 

p ersp ec tives . W ithout th e ir  ass is tan ce , th is  d is s e r ta t ­

ion would never have m a te r ia liz e d . I t  is  my s in ce re  

hope th a t  th is  d is s e r ta t io n  does a sense o f ju s t ic e  to  

them, and to  a l l  v ic tim s  o f the l i f e  th re a te n in g , 

v ic io u s  d isease, c y s tic  f ib r o s is .

Louis H. Narcez

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



v i i i

In  Memory and Honor o f my fa th e r  
Arnold Narcez { 1929 -1983 } 
who is  in  the Heavens

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



i x

TABLE OF CONTENTS

Chapter 1: Background to  the Problem   1

Chapter 2: Methodology   9

Chapter 3: I l ln e s s  as a Deviant S tatus ...............................  19

Chapter 4: Coping w ith  the  R e a lity  o f CF ...................................  44

Chapter 5: The H ospita l Scene   80

Chapter 6: Death in  C ys tic  F ib ro s is    113

Chapter 7: Summary and Observations   132

B ib liography   139

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Chapter 1 : BACKGROUND TO THE PROBLEM

I n t r o d u c t i o n :

C yst ic  F ib r o s is  [CF] i s  an in h e r i t e d  and le t h a l  

disease t h a t  a f f e c t s  one in  every one thousand l i v e  

b i r t h s  in the United  S ta te s .  The disease i s  a lso  com­

mon elsewhere in  th e  world in c lu d in g  England, Canada, 

A u s t r a l i a ,  New Zea land,  and in Europe. Most v ic t im s  

o f  the  disease a re  Caucasians. The disease a lso  

a f f e c t s  Blacks, but seldom O r i e n t a l s .

The disease is  c h a r a c te r i z e d  by the  i n a b i l i t y  o f  

the  exocrine glands [ glands t h a t  produce mucus, 

s a l i v a ,  and sweat ] to  fu n c t io n  p r o p e r ly .  Although  

the  cause o f  the  bas ic  d e fe c t  is  unknown a t  the  

p resent  t ime,  i t  i s  thought by some s c i e n t i s t s  t h a t  a 

" key enzyme " re s p o n s ib le  f o r  the proper t r a n s p o r t  of  

sodium and c h lo r id e  is  d e f e c t i v e  or  in o p e r a t i v e .

The disease a f f e c t s  the  r e s p i r a t o r y  and d ig e s t iv e  

systems of the body. Due to  the  absence o f  s i g n i f i c ­

an t  [ normal ] l e v e l s  o f  p a n c re a t ic  enzymes, the  pa t ­

i e n t  is  unable to  t h r i v e ,  ga in weight ,  o r  a c qu ire  an 

adequate leve l  o f  n u t r i t i o n  necessary f o r  s u r v i v a l .  

I t  i s ,  however, the  r e s p i r a t o r y  com plicat ions  which
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are  most o f ten  l i f e  t h r e a te n in g .  As t h e  disease  

progresses, pneumonia, a t e l a c t a s i s ,  b r o n c h e ic ta s is ,  

and pneumothoracies occur ,  and of ten re cu r .  Frequent­

ly ,  due to  the pulmonary com plicat ions,  h e a r t  damage 

t cor  pulmonale ] is  a ls o  present .  D ia b e te s ,  l i v e r ,  

kidney and other  types o f  damage f re q u e n t ly  develop in 

c y s t i c  f i b r o s i s  p a t i e n t s .  Death from c y s t i c  f i b r o s i s  

u s u a l ly  r e s u l ts  from th e  pulmonary damage and complic­

a t io n s  associated w i th  th e  disease.

Before the mid 1950 ’ s, few CF p a t ie n ts  l i v e d  past  

the e a r l y  years o f  l i f e .  Treatment f o r  t h e  disease  

was c l e a r l y  in the " dark  ages ". Many of  th e  t r e a t ­

ments in  use today such as a n t i b i o t i c  th e ra p y ,  pancre­

a t i c  enzyme replacement, v i tamin and n u t r i t i o n a l  

supplementation, and c hes t  physical thearpy  were not  

discovered a t  t h i s  p o in t  in  t im e .

In  1956, in te n s iv e  p r o p h y la c t ic  therapy was begun 

in C leve land ,  Ohio. The t rea tm ent  plan was geared 

towards prevent ing f u r t h e r  complicat ions a f f e c t i n g  the  

lungs as wel l  as the d i g e s t i v e  system. Th is  p reven t ­

ive  therapy consisted o f  the  fo l lo w in g  e lements:

{1} physical th e ra p y :  postura l  dra inage o f  the
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p a t i e n t s  lungs.

{2} i n h a l a t i o n  therapy: p a t i e n t s  were given med­
i c a t i o n s  to  loosen m u c o ly t ic  s e c re t io n s .

{3} a n t i b i o t i c  therapy : to  combat r e s p i ra to ry  
i n f e c t i o n s ,  p a t ie n ts  were given a n t i b i o t i c s  
o r a l l y ,  in t ravenous ly ,  o r  nebu l ized  in to  the  
p a t i e n t s  lungs.

{4} P a n c r e a t ic  e x t ra c t :  to  a id  in  the  d igest ion  
o f  fo o d ,  pancreat ic  enzymes were prescr ibed.

{5} d i e t :  p a t ie n ts  were put on d i e t s  which were
high in  f a t  soluble  v i ta m in s ,  high in c a lo r ic  
i n t a k e ,  and low in f a t .  [ Waddel l:  1985 ]

Since the  1950 ’ s, the l i f e  span o f  p a t ie n ts  with  

c y s t ic  f i b r o s i s  has increeased somewhat. The disease 

i s  s t i l l  the  leading cause o f  c ong en i ta l  death in

c h i ld r e n .  Although the l i f e  span o f  p a t ie n ts  w ith

c y s t ic  f i b r o s i s  is  about twenty ( 2 0 )  years o f  age 

[ National C y s t i c  F ib ros is  research  Foundation ] ,  

g rea ter  numbers o f  p a t ie n ts  are  s u r v iv in g  through 

the e a r l y  t e e n ,  young a d u l t ,  and a d u l t  years.  

Neverthe less ,  t rea tm ent  o f  the  d isease is  s t i l l  re ­

garded as p a l l i a t i v e  [ Schwachman: 1980 ] ,  and many

p a t ie n ts  w i th  c y s t i c  f i b r o s i s  d ie  dur ing  the e a r ly  

weeks or  months o f  l i f e .

P o p u la r i t y :

U n l ike  o t h e r  diseases, c y s t i c  f i b r o s i s  does not
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exper ience  the r e c o g n i t io n  o f  ca nc er ,  e p i le ps y ,  or  

d ia b e te s .  One reason i s  th a t  th e re  i s  a lack of a key 

f i g u r e  in the  general publ ics  view who is  associated  

w ith  CF. For example, Pres ident  Kennedy has a s i s t e r  

who is  m e n ta l ly  i l l ;  Harvey F i res tone  has a son who is  

m e n ta l ly  re ta rde d .  To d a te ,  no c e l e b r i t y  has a c h i l d  

who has c y s t ic  f i b r o s i s .  J e r r y  Lewis has a long 

standing t r a d i t i o n  of  r a is in g  funds f o r  muscular dys­

t rophy ,  and the genera l  pu b l ic  o f t e n  i d e n t i f i e s  

v ic t im s  o f  muscular dystrophy as " J e r r y ’ s Kids ".  

Although, in the past few years, Hugh Downs and Joan 

R ivers  have served as chairpersons f o r  the National  

C y s t ic  F ib r o s is  Research Foundation,  th e re  e f f o r t s  

were r e l a t i v e l y  short  l i v e d .

Another in d ic a t io n  o f  the p o p u l a r i t y  o f  a disease  

is  the e x te n t  to which i t  is  r e f l e c t e d  upon in w r i t t e n  

a r t i c l e s .  According t o  Index Medicus, the  number of  

a r t i c l e s  w r i t t e n  about c y s t ic  f i b r o s i s  in  medical  

jo u r n a ls  f o r  the past ten  years is  as fo l lo w s :  1988-

393; 1987 -  458; 1986 -  474; 1985 - 4 1 5 ;  1984 -  369;

1983 - 3 6 0 ;  1982 -329;  1981 -  298; 1980 -  322; 1979-

320; and, 1978 -2 6 5 .  I t  is  i n t e r e s t i n g  to  note t h a t  

s ince  1986, the numbers o f  a r t i c l e s  on CF appears to
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be d e c l i n in g .  In  a d d i t io n ,  the  v a s t  m a jo r i t y  o f  

a r t i c l e s  on c y s t i c  f i b r o s i s  deal w i th  biochemical and 

medical aspects  o f  the  disease r a th e r  than addressing  

psychologica l  or  behav io ra l  aspects o f  the  i l l n e s s .  

For example, In  1987, th e re  were 458 a r t i c l e s  but on ly  

4 concerned nonmedical aspects o f  the  disease .

In nonmedical p u b l ic a t io n s ,  c y s t i c  f i b r o s i s  is  

seldom given sweeping a t t e n t i o n .  According to  the  

Readers Guide to  P e r io d ic a l  L i t e r a t u r e ,  the number o f  

a r t i c l e s  appearing in  popular  magazines concerning CF 

is  as f o l lo w s :  1988 -  4; 1987 -  6; 1986 -  7; 1985-

3; 1984 -  3; 1983 -  3; 1982 -  1; 1981 -  3; 1980 - 4 ;  

1979 -  4; and 1978 -  4 .

Studying CF S o c io lo g ic a lly :

Medical s o c io l o g i s t s  hve a long s tanding i n t e r e s t  

in issues r e l a t e d  to  medicine and h e a l th  care such as:  

the q u a l i t y  and economics o f  h e a l th  ca re ,  the  s o c ia l  

dimension o f  i l l n e s s  in c lu d in g  the  e f f e c t s  o f  i l l n e s s  

on s o c ia l  and f a m i l i a l  r e l a t i o n s ,  new trends and adv­

ances in the t r e a tm e n t  and management o f  d isease;  and 

the  a l l o c a t i o n  and dispersement o f  medical resources  

and technology.  In  a d d i t io n ,  a growing number o f  med-
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i c a l  s o c io lo g is ts  have a strong i n t e r e s t  in  the areas  

o f  c a ta s t r o p h ic  i l l n e s s  and in the  "sociology o f  death  

and d y in g ."  As the  cost  o f  medical care  continues to  

r i s e  accompanied by r a d ic a l  and momentous advances in  

technology,  i t  appears i n e v i t a b l e  t h a t  these concerns  

and issues w i l l  cont inue to  dominant as key concerns  

o f  medical personnel and medical s o c io l o g i s t s .

C y s t ic  f i b r o s i s  i s  the  most f re q u e n t  severe  

g e n e t ic  d isease o f  childhood in the United S ta te s ,  f o r  

which th e re  is  no successful t rea tm e n t  1 Although,  

th e re  is  no cure f o r  c y s t i c  f i b r o s i s ,  th e re  is  a 

regimen o f  p a l l i a t i v e  care which most p a t ie n t s  fo l lo w  

in an a t tem pt  to  improve t h e i r  l i f e  span.

When c y s t i c  f i b r o s i s  was f i r s t  described and 

discovered by Dr. Dorothy Anderson, th e re  was 

v i r t u a l l y  l i t t l e  understanding o f  the  disease and 

th e re  was a b s o lu te ly  nothing t h a t  remotely resembled

1 Z i g l e r , E .  and Stevenson, M, CHILDREN: Development 
and Soc ia l  Is s u e s . Boston, Mass.,  H ea l th  P u b l ic ­
a t io n s ,  1987, p. 211
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" trea tm ent"  or  management ” o f  the  d isease .  2 

G r a d u a l ly ,  as the  knowledge o f  medicine and science  

has expanded, so has our understanding o f  c y s t i c  

f i b r o s i s .  With the  development o f  new a n t i b i o t i c s  and 

m ic ro b ia l  agents ,  new b ro n c h o d i la to rs ,  and new tech­

niques in  chest  phys io therapy,  the  prescibed medical 

protocol  f o r  c y s t i c  f i b r o s i s  has g r e a t ly  improved.  

This  expansion in the  medical management o f  c y s t i c  

f i b r o s i s  has r e s u l te d  in sharp increases in th e  cost  

o f  p ro v id in g  care  to  c y s t i c  f i b r o s i s  p a t ie n t s .

Although th e re  is  no cure f o r  the d isease ,  

changes in the  c h a r a c te r  of  t rea tm e n t  have y ie ld e d  an 

increase in the  lo n g e v i ty  o f  some CF p a t ie n t s .  As is  

the  case w i th  o th e r  c a ta s t r o p h ic  i l l n e s s e s ,  th e  med­

ic a l  costs invo lved  are o f te n  e x o r b i t a n t  and adverse ly  

a f f e c t  the  f i n a n c i a l  s ta tu s  o f  the p a t i e n t .

C y s t ic  f i b r o s i s  p a t ie n t s  are  a lso  o f  i n t e r e s t  to  

s o c io l o g i s ts  because they provide pr imary d a ta  f o r  

studying  the  s o c ia l  c h a r a c te r  o f  i l l n e s s ,  and the  

impact t h a t  l i f e  th r e a te n in g  i l l n e s s  has on one’ s

2 I  am indebted to  a ph ys ic ian  { p e d i a t r i c s }  
who provided me w i th  t h i s  in fo rm a t io n .
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p o s i t io n  in  s o c ie t y .  S o c io lo g is ts  and s o c ia l  psy­

c h o lo g is ts  such as Goffman, Parsons, Fre idson ,and  

Lemert,  have discussed in  d e t a i l  the " s t ig m a t i z ­

a t io n  processes " and react ion  which i l l n e s s  s o l i c i t s  

from o th e r  members o f  s o c ie ty .  P a t ie n ts  being t r e a t e d  

f o r  c a ta s t r o p h ic  i l l n e s s e s ,  such as c y s t i c  f i b r o s i s ,  

can be analyzed and stud ied  as " in v o lu n ta ry  d e v ia n ts "  

in  a s o c ie ty  where conformity  and a lack o f  to le r a n c e  

towards dev ian ts  { be they vo luntary  or  in v o lu n t a r y  } 

are  the  norms.

This  d i s s e r t a t i o n  w i l l  focus on the  p l i g h t  o f  the  

c y s t i c  f i b r o s i s  p a t i e n t  with emphasis on the s o c ia l  

and psychologica l  ch a rac te r  of  the d isease ,  the e v e r y ­

day r e a l i t i e s  o f  l i v i n g  with a l i f e  th r e a te n in g  d i s ­

ease, and how c y s t i c  f i b r o s i s  p a t ie n ts  s t r i v e  to  

m a in ta in  a sense o f  "normality"  in s p i t e  o f  the  f a c t  

t h a t  from a s o c io lo g ic a l  perspect ive  they a re  con-  

si dered "dev i a n t s ."
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cha p te r  2: METHODOLOGY

The data in t h i s  d i s s e r t a t i o n  was ga thered  by 

means o f  employing a v a r i e t y  of  research  methods 

in c lu d in g  p a r t i c i p a n t  o b s e rv a t io n ,  the  " snowball  

method " o f  s o c ia l  rese a rch ,  and in te r v ie w s  w i th  CF 

p a t ie n t s  and h e a l th  care  p r o v id e rs .

The P a t i e n t s :

In te rv ie w s  were conducted w i th  50 c y s t i c  f i b r o s i s  

p a t ie n t s  and members o f  t h e i r  f a m i l i e s  { pa re n ts ,  

g i r l -  f r i e n d s ,  s i b l i n g s ,  e t c .  } .  The p a t i e n t  sample 

cons is ted  of approx im ate ly  70*  males { N=35} and 30*

females { N = 15 } .  The v a s t  m a jo r i ty  o f  p a t ie n ts

in te rv ie w e d  were over 21 years o f  age. My d e c is io n  to  

r e l y  more h e a v i ly  upon persons over age 21 was based 

on the fo l lo w in g  c o n s id e ra t io n s :  {1} I  f e l t  th e r e  was

a g r e a t e r  l i k e l ih o o d  t h a t  o ld e r  p a t ie n ts  would prove  

more c r e d ib le  s u b je c ts .  I t  was my impression t h a t  

young adu l ts  were l i k e l y  to  r e f l e c t  upon t h e i r  

s i t u a t i o n  with less e x ag g e ra t io n  than younger persons.  

{2}  A person is  o f  le g a l  age when they reach 21 years  

o l d .  There fore ,  t h e r e  i s  no need to  secure the  

consent and permission to  quote anyth ing  t h a t  the
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subject  might  o f f e r .  On the  o ther  hand, i f  I  had 

opted to  i n t e r v ie w  minors, whether " informed con­

sent " should be ob ta ined  would be an e t h ic a l  issue  

warrant ing deep c o n s id e ra t io n .  Moreover, I  would most 

l i k e l y  f e e l  very  uncomfortable  asking a parent  f o r  " 

informed consent " to  in t e r v ie w  t h e i r  son or  daughter.  

There is  always the danger t h a t  quest ions I  might ask 

might prove u p s e t t in g  or  beyond the c h i l d ’ s grasp and 

understandi  n g .

In  c y s t i c  f i b r o s i s ,  the  standard by which the  

s e v e r i t y  o f  th e  disease i s  measured is  the Schwachman 

-  Kulczycki S c a le .  The s c a le  takes i n t o  account the  

fo l lo w in g :  {1}  pulmonary s ta tu s  o f  the  p a t ie n t  { i e ,

whether the  lung f i e l d s  a re  c le a r  or whether r a le s  

and/or rhonci are  p resen t ;  the degree to  which hypoxia  

and dyspnea a re  present;  the  degree o f  permanent lung 

damage t h a t  i s  present  { i n t e r s t i t i a l  f i b r o s i s ,  o ther  

lung changes found t h a t  a re  associa ted  w i th  emphysema, 

etc .  } ,  and s c a r r in g  caused by pulmonary in f e c t io n s  

and pnemothoracies ; {2} the  g a s t r o i n t e s t i n a l  in v o lv e ­

ment { i e ,  th e  d e f ic ie n c y  o f  p a n c re a t ic  enzymes, and 

other GI symptomology, }  and {3} o th e r  f a c to r s  in c lu d ­

ing the p a t i e n t ’ s a b i l i t y  to  cope and t h r i v e ,  and the
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e x te n t  o f  h i s / h e r  l i m i t a t i o n s  { e a t in g ,  w a lk ing ,  GI 

pa in ,  e t c . } .  The p a t ie n t s  whom I  in te rv ie w e d  v a r ie d  

g r e a t ly  in terms o f  the  progression and s e v e r i t y  o f  

t h e i r  d isease .  Some p a t ie n t s  in the sample re presen t ­

ed mild cases o f  CF in  terms of  the  Schwachman-

Kulczycki S c a le .  Other p a t ie n t s  were more advanced

cases o f  c y s t i c  f i b r o s i s ,  and a few p a t i e n t s  were 

a t  the f i n a l  s tage s h o r t l y  approaching death .  A l l  

o f  the p a t i e n t s  I  in te rv ie w e d  were " r e g u la rs  " to  

the  h o s p i ta l  scene. They were f a m i l i a r  to  the  members 

o f  the nurs ing s t a f f  a t  the  h o s p i ta l .  { This  is  d i s ­

cussed in d e t a i l  in Chapter 5 }.

Since 1978, I  have served on an i n t e r m i t t e n t  

basis  as a h o s p i ta l  v o lu n te e r .  This a llowed me an 

op p o r tu n i ty  to  come in contact  w i th  a number o f  CF 

p a t ie n t s .  As t ime progressed, my t i e s  and f a m i l a r i t y  

w ith  v a r ious  p a t i e n t s  became s t ro n g e r .  Since CF 

p a t ie n ts  are  u s u a l ly  h o s p i t a l i z e d  on a re g u la r  basis ,  

I  came in f re q u e n t  c o n ta c t  w ith  many o f  the  p a t ie n t s .  

In  terms o f  my research f o r  t h i s  d i s s e r t a t i o n ,  t h i s  

proved b e n e f i c i a l .  Since the p a t ie n t s  as w e l l  as 

myself  knew each o the r  f o r  a long p e r io d  o f  t ime,  

n e i th e r  p a r ty  f e l t  uncomfortable in t h e i r  in t e r a c t io n s

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



12

with  the o t h e r .

In 1983, the  ho sp i ta l  h i re d  a young man o f  t h i r t y  

years of  age to  serve as a youth -  l i f e  s p e c i a l i s t  . 

This person, B i l l  {pseudonym} was responsib le  f o r  

engaging h o s p i t a l i z e d  p a t ie n t s  in to  r e c r e a t io n a l  a c t ­

i v i t i e s .  I  e s tab l is h e d  a very f r i e n d l y  and profes ­

sional  r e l a t i o n s h i p  with  t h i s  person. B i l l  introduced  

me to  a few CF p a t ie n ts .

Medical. P e r s o n n e l :

I  a ls o  engaged in r e l a t i v e l y  s h o r t  discussions  

and in te r v ie w s  w i th  medical care  p rov id ers  who render­

ed care to  CF p a t ie n t s .  Inc luded in my pool o f  medic­

al personnel were nurses, in te r n s  and re s id e n ts ,  th ree  

physical t h e r a p i s t s ,  and a pharmacist.

Regis tered Nurses:

Most o f  the h e a l th  care p ro v id ers  I  i n t e r ­

viewed were re g is te re d  nurses. G e n e r a l ly ,  I  found 

th a t  nurses were l i k e l y  to  t a l k  openly  about t h e i r  

ro le  in c a r in g  f o r  CF p a t ie n t s  and about t h e i r  per­

sonal f e e l i n g s .  The nurses t h a t  seemed more t a l k ­

a t i v e  and approachable tended to  be people who knew
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me f o r  some length  o f  t im e ,  o r  younger nurses who 

re c e n t ly  graduated from nurs ing  school .

I  found t h a t  the best  t ime to  ga ther  da ta  from 

nurses was during the fo l lo w in g :  {1} l a t e  evening

when v i s i t i n g  hours were over  and when p a t ie n t s  needs 

f o r  care  were a t  t h e i r  l u l l  p o in t ;  {2} on weekends, 

e s p e c i a l l y  e a r l y  mornings such as Saturday or  Sunday 

around 10 AM -  11 AM. The f l o o r  tended to  be q u ie t  or  

deserted a t  t h i s  t im e .  For example, the  in te r n s  and 

r e s id e n ts  made " quick rounds " on Saturday mornings,  

and on Sunday mornings th e  house s t a f f  d id  not conduct  

formal rounds. Most p r i v a t e  phys ic ians  seldom v i s i t e d  

t h e i r  p a t i e n t s  on Saturday ,  and v i r t u a l l y  none ever  

showed on Sunday mornings. { The on ly  except ions  

appeared to  be the  CF team and the  p e d i a t r i c  oncolog­

is t s  c a r in g  f o r  cancer p a t i e n t s .  The doctors  of  the  

CF team always made rounds on both Saturday and Sunday 

mornings } .  When fewer  persons were around nurses

seemed t o  t a l k  r e l a t i v e l y  f r e e l y .  {3}  While I  was 

v i s i t i n g  CF p a t ie n t s  and nurses were in  the  p a t ie n ts  

room. An idea l  s i t u a t i o n  f o r  g a th e r in g  da ta  was when 

nurses were performing p o s tu ra l  dra inage on the p a t ­

i e n t .  S ince the dra inage session u s u a l ly  la s te d  a few
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minutes, nurses f r e q u e n t ly  spoke dur ing  the  procedure.

Physical T h e ra p is ts :

I  found t h a t  physica l  t h e r a p i s t s  o f ten  ta lk e d  

about the  na ture  o f  t h e i r  work. In  f a c t ,  two physica l  

t h e r a p is t s  t h a t  I  spoke w i th  not on ly  ta lk e d  about  

postura l  dra inage but they a lso  t a lk e d  about o th e r  

to p ic s  as w e l l .  One physical t h e r a p i s t  f r e q u e n t ly  

engaged in conversat ions  as to  why she should be 

allowed to  t r e a t  p a t i e n t s  w i thout  a d o c t o r ’ s r e f e r r a l . 

The o ther  phys ica l  t h e r a p i s t  o f te n  spoke of  the com­

p e t i t i o n  and ongoing debate between t h e i r  p ro fess ion  

and r e s p i r a t o r y  t h e r a p is t s  as to  which group o f  pro­

fe s s io n a ls  could best provide postura l  dra inage t o  CF 

p a t ie n t s .  In  her v iew, r e s p i r a t o r y  t h e r a p is t s  should  

continue to  a d m in is te r  oxygen and aerosol medicat ions  

to  CF p a t ie n t s  w h i le  le a v in g  the " heavy work " { pos­

t u r a l  dra inage } to  phys ica l  t h e r a p i s t s .  According to  

her ,  phys ica l  t h e r a p is t s  have a g r e a te r  understanding  

of  physica l  anatomy and they have g r e a te r  experience  

with  p a t i e n t  c on tac t  than r e s p i r a t o r y  t h e r a p is t s .

A t h i r d  physical  t h e r a p i s t  I  spoke w i th  t a lk e d  

e x te n s iv e ly  about c y s t i c  f i b r o s i s  p a t ie n t s  as w e l l  as
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the  v i t a l  need f o r  CF p a t ie n t s  to  " r e l i g i o u s l y  " per ­

form dra inage  a t  l e a s t  tw ic e  d a i l y .  She remarked t h a t  

some younger CF p a t ie n t s  perform postural dra inage  

when they are  not f e e l i n g  wel l  but ,  once they s t a r t  

f e e l i n g  b e t t e r  they tend to  n e g le c t  t h i s  f a c e t  o f  

t re a tm e n t .  Her f e e l in g s  on t h i s  s u b je c t  were echoed 

by two or  th r e e  nurses I  in te rv ie w e d .

Techniques:

In  o rg a n iz in g  the  m a te r ia l  to  be addressed in 

t h i s  d i s s e r t a t i o n ,  I  decided t o  draw h e a v i ly  upon the  

method t h a t  Goffman used in  h is  work S t iam a. I  i d e n t ­

i f i e d  a s e r i e s  o f  areas { which represent  each o f  the  

chapters in  t h i s  d i s s e r t a t i o n  } which I  s y s te m ic a l ly  

t r i e d  to  address w ith  resp ec t  to  the p a t ie n ts .  For 

example, I  chose to  e x p lo re  concepts and ideas in 

socio logy  such as Parson’ s " s ic k  ro le "  model, s t a f f -  

p a t i e n t  r e l a t i o n s ,  the  everyday r e a l i t i e s  of  l i f e  w i th  

c y s t i c  f i b r o s i s ,  e tc .  I  memorized s e r ie s  o f  quest ions  

r e la te d  to  each of these areas and I  r o u t in e ly  asked 

p a t ie n t s  to  o f f e r  th e re  in p u t  on such m atte rs .

The f i r s t  few s u b je c ts  whom I  in terv iewed agreed  

to  be tape  recorded. A f t e r  on ly  two in te r v ie w s ,  I
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chose f o r  a v a r i e t y  o f  reasons to  abandon t h i s  p rac ­

t i c e .  While the m a jo r i ty  o f  p a t ie n ts  in d ic a te d  a 

w i l l in g n e s s  to  be taped, a number o f  nurses and o th e r  

medical p ro v id ers  did not seem happy about the id e a .  I  

came to  the  conclusion t h a t  t h e r e  were many draw­

backs to  t h i s  approach. For one t h in g ,  in the  back o f  

my mind was the f e e l i n g  t h a t  s u b je c ts  may be h e s i t a n t  

to  say th in g s  f r e e l y  i f  they know t h a t  they are  being  

taped.  I  a ls o  f e l t  t h a t  some subjec ts  might say 

th ings  t h a t  they may l a t e r  decide seemed in a p p r o p r ia te  

or p r e f e r  not to  have s ta te d .  { I  did not want to  

place people in a p o s i t io n  o f  worrying about anyth ing  

they may have sa id  } .  Most o f  the  p a t ie n ts  I  en­

countered did  not seem to  mind t h a t  I  would w r i t e  

th ings  down { I  took notes during my i n t e r a c t io n s  in a 

small 5 X 8  s t i f f  back memo pad } in t h e i r  presence.  

In  f a c t ,  one p a t i e n t  remarked something to  the  e f f e c t  

t h a t  he was glad t h a t  I  was ta k in g  notes so t h a t  I  

could a c c u ra te ly  record what he was saying. In  l i g h t  

o f  these c o n s id e ra t io n s ,  use o f  a tape recorder  was 

not f e a s i b l e .

Role Models:

In  the  course of  my f i e ld w o r k ,  I  d iscovered t h a t
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th e re  were two CF p a t i e n t s  who were g r e a t l y  admired by 

other  CF p a t i e n t s .  Both o f  the in d i v i d u a l s  were view­

ed as " r o l e  models " because they were in  t h e i r  e a r l y  

t h i r t i e s ,  h ig h ly  educated, and, in s p i t e  o f  t h e i r  i l l ­

ness, they held p r e s t ig io u s  jobs. { One person was a 

business e x e c u t iv e ,  and th e  other  was a s e n io r  physic­

i s t .  }

H o s p i ta l i z e d  CF p a t i e n t s  o f ten  congregated around 

Jack and Lloyd { pseudonyms } .  I  o f t e n  engaged in 

conversat ion  w ith  them. I  found t h a t  my r e l a t i o n s h i p  

with  both persons, was o f  enormous b e n e f i t  in  terms o f  

my being a b le  to r e l a t e  to  other p a t i e n t s .  A number 

o f  p a t ie n ts  viewed me as a f r ie n d  o f  t h e i r s  and con­

sequently  they spoke f r e e l y  and c a n d id ly  in my pres­

ence .

Importance o f  People :

When conducting research with human s u b je c ts ,  i t  

is  e s s e n t ia l  to  concede the  b e n e f i t  t h a t  the  p a r t i c ­

ipants  p ro v id e .  Bearing t h i s  in  mind, I  was e x t r a ­

o r d i n a r i l y  c a re fu l  to  make my research sub jec ts  f e e l  

important  as persons as w e l l  as s u b je c ts  in my study.

I  t r i e d  to  i n s t i l l  in  my subjects  the f e e l i n g  t h a t  I
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was j u s t  a f e l l o w  human be ing,  and in  no way s t r i k i n g ­

ly  d i f f e r e n t  from them. I  was very c a r e f u l  not to  be 

judgmental o r  to  fo rm u la te  opin ions concerning remarks 

t h a t  were s t a t e d .

At the  end o f  each in t e r v ie w ,  I  asked every person 

i f  he/she would l i k e  me to  emphasize anyth ing  in p ar ­

t i c u l a r  when I  w r i t e  my t h e s i s .  Few people o f fe r e d  

any pressing suggest ions.  However, se ve ra l  h o s p i t a l -  

pized p a t i e n t s  asked me to  p ra is e  the  d i e t i t i a n ,  Tenaj 

{ pseudonym } ,  f o r  her extreme d e d ic a t io n  and c a r in g .  

{ This is  discussed in Chapter  5 under the  s u b t i t l e ,

" B e a u t i fu l  People " } .
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Chapter 3: ILLNESS AS A DEVIANT STATUS 

Parsons’ s "Sick Role"

T a l c o t t  Parsons [1951] has suggested t h a t  s ic k ­

ness in and o f  i t s e l f  and under a l l  c o n d i t io n s  is  a 

d e v ia n t  s t a t u s .  1 Parsons’ p o s i t io n  is  based on the  

assumption t h a t  th e re  is  a d e b i l i t a t i n g  component of  

i l l n e s s  which i n t e r f e r e s  w i th  normal everyday f u n c t ­

ion in g .  Some scholars  have ser ious  quest ions about  

t h i s  assumption. The l i m i t a t i o n s  experienced by an 

in d iv id u a l  because o f  h i s / h e r  i l l n e s s  is  h ig h ly  v a r ­

i a b l e .  C e r t a in  i l l n e s s e s  o r  d i s a b i l i t i e s  undoubtedly  

are  more d e b i l i t a t i n g  than o th e r s .  For example, as 

Parsons notes ,  " The d i a b e t i c  takes h is  i n s u l i n  or  

o the r  m edicat ion and pays some a t t e n t i o n  to  d i e t ,  but  

is  in every  sense s o c i a l l y  competent ."  2 Moreover,  

the i n d i v i d u a l ’ s own personal adjustment to  h is  med­

ic a l  c o n d i t io n  v a r ie s  g r e a t l y  among in d i v i d u a l s .  

Factors such as p a t i e n t  compliance, read iness  to  

assume r e s p o n s i b i l i t y  f o r  one’ s w e l l  be ing, and 

f a m i l i a l  support  a re  some v a r i a b l e s  of  re levance  in

1 Parsons, T a l c o t t ,  The Soc ia l  System. ( Glencoe 
I I ,  The Free Press, 1951 p. 294 f f . j

2 I b i d . p. 295
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t h i s  regard .  Hence, i t  is  not s u r p r is in g  t h a t  some 

persons s t r i c k e n  w i th  l i f e  t h r e a te n in g  i l l n e s s e s  are  

b e t t e r  ab le  to  a d ju s t  to  t h e i r  s ta tu s  than others  

s u f f e r i n g  from less  ser ious  a i lm e n ts .

V ic t im s  o f  c y s t i c  f i b r o s i s  a re  engaged in  a con­

s t a n t  f i g h t  to s u s ta in  t h e i r  l i v e s .  Th is  does in f a c t  

re q u i r e  s t r i c t  adherence to  ted io us  medical p ro toc o ls .  

N ever the less ,  I  encountered some c y s t i c  f i b r o s i s  per­

sons who, in s p i t e  o f  t h e i r  i l l n e s s ,  were ab le  to  hold  

down jobs  and s a t i s f a c t o r i l y  fu n c t io n  l i k e  most o ther  

members o f  s o c ie t y .  Among the CF people I  in te r a c te d  

w ith  were in d iv id u a ls  who worked in jobs re q u i r in g  

higher  educat ion ,  t a l e n t s  and/or  s k i l l s .  A number oc­

cupied business p o s i t io n s ;  some served in less s t r e n ­

uous occupations which la r g e ly  e n t a i l e d  work o f  a 

sedentary nature ( bus d is p a tc h e r ,  business e x e c u t iv e ,  

te lephone c l e r k ,  s e c r e ta ry ,  bookkeeper, accountant in  

a la rge  f i r m ,  computer a n a ly s t ,  e t c . )  One CF p a t ie n t  

held a l u c r a t i v e  p o s i t io n  as a h ig h ly  paid c onsu l tan t  

f o r  a government agency. A number of  the  o ld e r  p a t ­

ie n ts  held  superv isory  or  managerial p o s i t io n s .  One 

male s u b je c t  served as a u n i t  s upe rv is or  f o r  a fe d e ra l  

government agency. One p a r t i c u l a r l y  i n t e l l i g e n t  per­

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



21

son ( r e c e n t ly  deceased ) was a s e n io r  research s c i ­

e n t i s t  f o r  a p r i v a t e  f i r m  on Long Is la n d .  This  in d iv ­

idual ( a p h y s i c i s t  ) was h ig h ly  regarded by h is  c o l ­

leagues. He had publ ished numerous a r t i c l e s  in pre­

s t ig i o u s  s c i e n t i f i c  j o u r n a l s .  He was so ta le n te d  and 

ingenious t h a t  he was a b le  to  b u i ld  h is  own computer,  

before  computers were w id e ly  used. In  c o l l e g e ,  he 

q u ic k ly  " rose to  the top ” and was e le c te d  to  the  

s c i e n t i f i c  honorary s o c ie ty  a t  Queens C o l leg e  3 This  

person does not  represent  an is o la te d  case. In the  

course o f  conducting research f o r  t h i s  d i s s e r t a t i o n ,

I  was f r e q u e n t ly  in troduced to  CF p a t ie n t s  who t r i ­

umphed a c ad em ica l ly ,  o r  who accomplished admirable  

f e a t s ,  in s p i t e  o f  t h e i r  phys ica l  l i m i t a t i o n s .

At a re ce n t  meeting o u t l i n i n g  major advances in 

research on c y s t i c  f i b r o s i s ,  the  key speaker ,  an exec­

u t i v e  d i r e c t o r  o f  medical a f f a i r s  f o r  the  Nat iona l  

C yst ic  F ib r o s is  Research Foundation,  noted in  passing,  

t h a t  some o f  the  lead ing  s c i e n t i s t s  in  CF research  

inc lude a b io p h y s ic i s t  in  North C a r o l in a  who has 

c y s t i c  f i b r o s i s ,  and a biomedical researcher  in C a l i f -

3 O b i tu a ry  in  NEWSDAY: The Long Is la n d  Newspaper 
28 November 1986, p . 38
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o r n i a  who a lso  has c y s t i c  f i b r o s i s .  I n t e r e s t i n g l y ,  

when the speaker made t h i s  remark, a few c y s t i c  

f i b r o s i s  p a t ie n ts  s a id ,  " I t  would probably  take  a 

f e l l o w  CF p a t ie n t  to  f i n d  a cure

One o f  the e x p e c ta t io n s  associa ted  w i th  Parson’ s 

s ic k  r o le  model is  t h a t  " the in d iv id u a l  is  excused 

from s o c ia l  r e s p o n s i b i l i t y . "  4 W hi le  I  would p r e f e r  

t o  r e f r a i n  from making c a te g o r ic a l  g e n e r a l i z a t io n s  

about any group o f  research s u b je c ts ,  i t  was my 

impression t h a t  most o f  the  CF p a t ie n t s  I  met seem­

ed to  be s e l f  conscious, accomplishment o r ie n t e d ,  and 

v i r t u a l l y  a l l  o f  the  o ld e r  persons seemed to  have a 

sense o f  purpose or  d i r e c t i o n .  For example, one male 

p a t i e n t  spoke of  h is  d e s i re  to  become a c o l le g e  

p r o fe s s o r ,  w h i le  a female  p a t ie n t  t a lk e d  exye ns ive ly  

o f  her d e s i r e  to  excel  in  the f i e l d  o f  fash ion  design.  

There are  a lready  c y s t i c  f i b r o s i s  p a t i e n t s  who have 

become physic ians in New York, C a l i f o r n i a ,  P h i l a ­

d e lp h ia ,  and Texas. The CF p a t i e n t s  I  encountered  

d id  not seem to  look f o r  an excuse to  avoid s o c ia l  

r e s p o n s i b i l i t i e s  as f a r  as working or  o th e r  a c t i v i t i e s

4 Parsons, T a l c o t t ,  op c i t . . p. 294 f f .
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were concerned.

The f a c t  t h a t  a number o f  CF p a t i e n t s  can a t te n d  

to  t h e i r  medical needs ( a vigorous t re a tm e n t  plan in  

v i r t u a l l y  a l l  cases ) and s im ultaneous ly  carry  ou t  

meaningful  work and /or  product ive  a c t i v i t i e s ,  stands  

as a testament by i t s e l f .  Schwachman’ s study [ 1974 ] 

of  70 CF p a t ie n t s  over 25 years o f  age found t h a t  28 

were m arr ied ,  40 held b a che lo r ’ s degrees, 13 held  

m a ste r ’ s degrees, one was a medical doctor ,  two were  

lawyers, th ree  were nurses, one was a physica l  th e r ­

a p i s t ,  and one was an engineer.  5 I t  would appear  

t h a t  Parsons’ component o f  the " s ic k  ro le "  concerning  

r e l i e f  from so c ia l  r e s p o n s i b i l i t i e s  i s  more a p p l ic a b le  

e a r l i e r  in  the case o f  acute i l l n e s s e s ,  as opposed to  

the s i t u a t i o n  o f  chron ic  i l l n e s s  o f  a l l  CF p a t ie n t s .

N ever the less ,  th e re  are a few cases in which 

Parsons’ in s ig h t  bears re levance to  c y s t i c  f i b r o s i s .  

However, t h i s  u s u a l ly  concerned CF p a t i e n t s  who were 

q u i t e  i l l ,  a t  the l a t e r  stages o f  th e  d isease ,  or  i n -

5 Schwachman, H . ,  Kowalski,  and K.T . Khaw, " 70 
P a t ie n ts  w i th  C y s t ic  F ib r o s is  over 25 years o f  
age— a new O u t look ."  C ys t ic  F ib r o s is  Club Ab­
s t r a c t ,  1974, 13:3
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c a p a c i ta te d  by c y s t ic  f i b r o s i s  in a d d i t io n  t o  s im u l t ­

aneously s u f f e r i n g  from o th e r  diseases. A young woman 

( now deceased ) provided the  fo l lo w in g  in s ig h ts :

" Poor hea l th  has deprived me o f  both the  
big and l i t t l e  p leasures  t h a t  most people  take  
f o r  granted.  Such r o u t in e  tasks as shopping 
and g e t t in g  dressed a re  in c r e d ib ly  d i f f i c u l t  or  
impossible .  I  walk s low ly  and can ’ t  stand f o r  
long per iods of  t im e .  Even hugging someone is  
now p a in fu l  to me 6

This  young a d u l t  experienced grave hardship and incap-  

i c i  t i e s  because o f  advanced lung disease from c y s t ic  

f i b r o s i s ,  coupled w i th  c r i p p l i n g  rheumatoid a r t h r i t i s .

Parsons’ fo rm u la t io n  o f  the  " s ick  r o le  " a lso  

includes th re e  o ther  e x p e c ta t io n s .  These are :  (1 )

the  in d iv id u a l  is  seen as not a t  f a u l t  f o r  h i s / h e r  

i l l n e s s .  (2 )  The c o n d i t io n  is  def ined as u n d e s i r ­

a b le ,  and, (3 )  The in d iv id u a l  has an o b l i g a t i o n  to  

seek t e c h n i c a l l y  competent medical help .  7 These 

e x p e cta t io n s  associated w i th  the Parsonian model are  

a p p l ic a b le  to  c y s t ic  f i b r o s i s .  Since th e r e  is  nothing  

t h a t  an in d iv id u a l  can do t o  br ing about t h i s  i l l n e s s ,

6 Donovan, E l i z a b e th ,  " Viewpoint " in  Glamour
Magazine, Ju ly  1984, p. 30.

7 Parsons, ib id
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the  person w i th  c y s t i c  f i b r o s i s  is  not a t  f a u l t  f o r  

having the d isease .  C y s t ic  f i b r o s i s  is  viewed as an 

undesirab le  c o n d i t io n  e s p e c i a l l y  in view o f  th e  f a c t  

t h a t  CF is  a s e r io u s  l i f e  th re a te n in g  d isease  which 

has few, i f  any, " secondary gains. " 8 I n d i v i d u a l s

w i th  CF, although u s u a l l y  responsib le  f o r  t a k in g  care  

o f  t h e i r  everyday medical needs, requ ire  th e  a s s i s t ­

ance and serv ices  o f  ph ys ic ian s  and a n c i l l a r y  medical  

p e rs onne l .

Szasz-Ho l lender  M ode l:

Szasz and Hoi lender  [ 1 9 5 6 ] ,  both o f  whom are  

physic ians,  examined the  r e la t io n s h ip  between be­

h a v io r a l  im p l ic a t io n s  and i l l n e s s .  They i d e n t i f y  

th r e e  models o f  the  doctor  -  p a t i e n t  r e l a t i o n s h i p .

8 One o f  the  few "secondary gains" might  be the  
absence from school when extremely  inc lement  
weather occurs .  For a d u l ts  there  a re  few sec­
ondary g a in s .  In  s p i t e  o f  the ser iousness  o f  
the i l l n e s s ,  CF people do not b e n e f i t  from 
compensation f o r  t h e i r  i l l n e s s .  The govern­
ments a t t i t u d e  towards CF p a t ie n ts  i s  one of  
i n d i f f e r e n c e .  Due to  DRG c l a s s i f i c a t i o n ,  CF 
is regarded as a gland c o n d i t io n ,  and not as 
a pulmonary d isease  o f  l i f e  th r e a te n in g  c la s s ­
i f i c a t i o n .  Th is  saves the government a g re a t  
deal o f  money a t  the expense of  CF p a t i e n t s .
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These in c lu d e :  (1 )  a c t i v i t y  -  p a s s i v i t y ,  ( 2 )  guid­

ance- c o o p e ra t io n ,  and, ( 3 )  mutual p a r t i c i p a t i o n .  9 

In the  " a c t i v i t y  -  p a s s iv i ty "  model,  the  physic ian  

is  p r i m a r i l y  respons ib le  f o r  car ing  f o r  the  p a t ie n t .  

The p a t i e n t ’ s r o le  is  l i m i t e d  to  being the r e c ip ie n t  

of a p r a c t i t i o n e r ’ s c a re .  The second model which 

Szasz and Hoi lender  i d e n t i f y  i s  the  " guidance-  

cooperat ion model. In  th is  model,  the  physic ian

in s t r u c ts  the  p a t i e n t  as to  what needs to  be 

accomplished.  T h ere fo re ,  the p h y s ic ia n  in s t r u c ts  the  

p a t ie n t  as to  what he/she must do, and the p a t ie n t  is  

resp ons ib le  f o r  c a r r y in g  out the  phys ic ians  orders .  

This model is  a p p l ic a b le  to s i t u a t i o n s  in which a 

person might be i l l  w i th  an i n f e c t i o n  and the doctor  

pre s cr ib e s  bedrest  and medicat ion;  the p a t ie n t  is  

expected to  comply. The t h i r d  model which Szasz and 

Hoi lender p resent  is  the  ” m u tu a l -  p a r t i c ip a t i o n "  

model. In  t h i s  model, the  role  o f  th e  physic ian is  to  

help the  p a t i e n t  to  help  h i m / h e r s e l f .  In  t h is  model 

there  e x i s t s  a p a r tn e r s h ip  between th e  physic ian and

Szasz, Thomas & Hoi lender, Marc, " A C ontr ib ­
u t i o n  to  the  philosophy o f  medic ine:  the  
b a s ic  models o f  the  d o c t o r - p a t i e n t  r e l a t i o n ­
s h ip ,  " A.M.A. Archives o f  I n t e r n a l  Medic ine. 
{May 1956}, vo1 97: 585-592.
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h i s / h e r  p a t i e n t .  The " mutual p a r t i c i p a t i o n ” model

is  most a p p ro p r ia te  to  c l i n i c a l  s i t u a t i o n s  involv ing

chronic  i l l n e s s  such as c y s t i c  f i b r o s i s .

In  the  course o f  conducting in te r v ie w s  with CF

p a t i e n t s ,  v i r t u a l l y  a l l  in d ic a te d  t h a t  they maintained  

very c lose  contac t  w ith  t h e i r  p h y s ic ia n s .  For exam­

p le ,  one o f  the  phys ic ians  in  the  CF C en ter ,  in s is ted  

t h a t  a l l  o f  h is  p a t i e n t s  m a in ta in  d a i l y  phone contact

f o r  a t  l e a s t  a week, f o l lo w in g  discharge  from the

h o s p i t a l .  P a t ie n ts  were expected to  c a l l  t h i s  doctor  

every morning before  8 :3 0  A.M. a t  h is  p r i v a t e  o f f i c e .  

10

One in d ic a t io n  o f  th e  " p a r tn e r s h ip  " t h a t  ex is ts  

between CF p a t ie n t s  and t h e i r  phys ic ians  is  the  com­

municat ion t h a t  e x i s t s  between the p a t ie n t s  and the 

h e a l th  care  p ro v id ers .  P a t ie n t s  are  in s t r u c te d  as to  

s i t u a t i o n s  t h a t  might conceivab ly  a r i s e ,  and how to  

deal w i th  them. P a t ie n ts  are  informed t h a t  c e r ta in  

s i t u a t i o n s  are o f  major importance. For example, i f  a

10 The only  day they were not expected to  c a l l  
was on Sunday. Some p a t ie n t s  s ta te d  t h a t  
t h i s  doctor  would c a l l  them before  they had a 
chance to  reach him.
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p a t i e n t  has hemoptysis ( coughing up blood, or  blood 

in sputum), he/she is  advised to  c a l l  the  doctor  and 

to  plan on being seen in  the emergency room. P a t ie n ts  

are  t o l d  th a t  when they  are  b r in g in g  up blood, they  

should note the amount ( teaspoon, tablespoon, e t c ) ,  

and the  character  o f  the  blood ( i e ,  is  i t  dark red or  

b r ig h t  red, is  i t  blood alone t h a t  they are  coughing 

up, or  is  the blood in  s t re a k s  ) .  In fo rm a t io n  o f  t h i s  

nature  is very im po rtan t  s inc e  i t  provides the  

physic ian  with in fo rm a t io n  as t o  the source o f  the  

blood, and i t s  p o s s ib le  cause. S i m i l a r l y ,  p a t ie n t s  

are informed t h a t  sudden chest pa in ,  a f e e l i n g  of  

pressure or of  a le a n in g  in  the  chest ,  or  excessive  

coughing and/or dyspnea ( d i f f i c u l t y  b re a th in g  or  

shortness of b rea th )  , or  a f re s h  i n f e c t i o n  accomp­

anied by fe v e r ,  loss o f  w e ight ,  are a lso  s i t u a t i o n s  

which warrant immediate medical a t t e n t i o n .

Another i n d i c a t i o n  o f  the mutual cooperat ion  t h a t  

e x i s t s  between the d o c to r  and the  p a t i e n t  concerns the  

c r e d i b i l i t y  phys ic ians  a t tached to  the p a t ie n t s  own 

accounts of t h e i r  s t a t u s .  Physic ians  would r o u t i n e ly  

asks p a t ie n ts  whether they  f e l t  b e t t e r  w i th  some med­

ic a t io n s  as opposed t o  o th e rs .  Questions such as " Do
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you f e e l  b e t t e r  r e c e iv in g  K e f le x  and T e t r a c y c l in e  

o r a l l y  o r  Augmentin and T e t r a c y c l i n e  ? " or  How 

does D i c l o x a c i 11 in get  along w i th  you—  does i t  cause 

you to  have loose s to o ls  ?", were r o u t i n e l y  asked 

of p a t i e n t s .  In  the h o s p i ta l  s e t t i n g ,  phys ic ians  

would sometimes ask a p a t i e n t  " How are  you t o l e r ­

a t in g  th e  Promaxim ? I s  i t  g iv in g  you nausea ? Can 

you handle  i t  ?" I f  p a t i e n t s  in d ic a te d  t h a t  they f e l t  

very uncomfortable  w h i le  mainta ined on one m edicat ion ,  

or i f  they  noted t h a t  they f e l t  b e t t e r  w i th  one com­

b in a t io n  o f  a n t i b i o t i c s  as opposed to  another ,  the  CF 

phys ic ians  would g e n e r a l ly  g ive  t h i s  some weight  in 

cons id er ing  whether to  change the p a t i e n t s ’ dosage 

and/or  m ed ica t ions .  Based upon a l l  o f  these f a c t o r s ,  

i t  would seem t h a t  Szasz and Hoi l e n d e r ’ s model of  

mutual p a r t i c i p a t i o n  " a p p l ie s  to  c y s t i c  f i b r o s i s  p a t ­

ie n ts .

F re id s o n ’ s Typology:

E l i o t  Freidson [ 1970 ] discusses the s o c ie t a l

r e a c t io n  to  var ious  types of  deviance,  inc lud ing  i l l ­

ness. Freidson m a in ta ins  t h a t  s o c ie t a l  re a c t io n s  

depend on whether the  person is  held  respons ib le  f o r
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the  c o n d i t io n  and i t s  seriousness. 11 Freidson views  

i l l n e s s  in  terms o f  whether i t  re p re s e n ts  a " minor 

d e v ia t io n  " o r  a " s e r ious  d e v ia t io n  ."  Friedson o f ­

f e r s  the  f o l lo w in g  typology:

Table  2 -1 :  Types o f  Deviance, by Q u a l i t y  and Q u an t i ty  
o f  the  S o c ie ta l  Reaction

Judgment
of

seriousness

Judgment o f  R e s p o n s ib i l i t y

Ind held  Resp. In d .  not held Resp

Mi nor 
d e v ia t io n

Serious  
devi a t i  on

s i i g h t  a d d i t io n  to  
o b l ig a t i o n s ;  minor 
or no suspension of  
a few p r i v i l e g e s  or  
a f i n e  { f o r  example 
a park ing v i o l a t i o n }

Replacement o f  ord­
in a ry  o b l ig a t io n s ,  
by new ones: loss 
o f  p r i v i l e g e s  { fo r  
example, murder}

P a r t i a l  suspension  
of  a few o rd in a ry  
o b l i g a t i o n s ;  s l i g h t  
enhancement o f  p r i v ­
i l e g e s ;  o b l ig a t i o n  
to  ge t  w e l l  { f o r  
example, a cold}

Release from most 
o r d i n a r y  o b l i g a t ­
ions;  a d d i t io n  to  
p r i v i l e g e s ;  o b l i g ­
a t i o n  to  seek help  
and cooperate w i th  
t r e a tm e n t  { f o r  ex­
ample, a h e a r t  a t ­
t a c k }

Based upon F r e id s o n ’ s typology,  c y s t i c  f i b r o s i s  
p a t ie n t s  would most l i k e  f a l l  in to  th e  category  rep­
re s e n t in g  in d iv id u a ls  w i th  a ser ious d e v ia t io n ,  in  
which the  in d iv id u a l  is  not held re s p o n s ib le  f o r  h is  
or her c o n d i t io n .

11 Fre idson,  E . , Profession o f  M e d ic in e . { New 
York: Harper & Row Pub., 1970, p p .230 f f .  }
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S t igm at i  z a t i o n :

In  his c la s s ic  work, Stigma , Goffman addresses  

the s oc ia l  s i t u a t i o n  o f  s t ig m a t iz e d  in d iv id u a ls .  S t i g ­

matized in d iv id u a ls  a re  unable to  conform to  the  

standards t h a t  s o c ie t y  considers  normal, persons who 

are d i s q u a l i f i e d  from f u l l  s o c ia l  acceptance, o r  per ­

sons who must s t r i v e  to  a d ju s t  t h e i r  precar ious  soc ia l  

i d e n t i t i e s .  Inc luded in Goffman’ s framework o f  the  

st igm at ized  " in d iv id u a l  are  some p h y s i c a l l y  i l l  

people . Some o f  the  concepts which Goffman i d e n t i f ­

ies are  re le va n t  to  th e  everyday l i v e s  of some CF 

p a t i e n t s .

A person who appears i l l  i s  more l i k e l y  t o  be 

st ig m a t ize d  than a p h y s i c a l l y  i l l  person who shows no 

outward signs o f  h i s / h e r  i l l n e s s .  As Goffman notes:

“ When an i n d i v i d u a l ’ s st igma is very v i s i b l e ,  
his merely c o n ta c t in g  o thers  w i l l  cause h is  
stigma to  be known about. 12 For example,  
a p a r t i c i p a n t  w i th  a speech im p e d im e n t , . . .  
can hard ly  open h is  mouth w ithout d e s t ro y in g  
any unconcern t h a t  may have ar isen concerning  
his f a i l i n g ,  and he w i l l  continue to  in t ro d u c e  
uneasiness each t ime t h e r e a f t e r  a f t e r  he speaks

12 Goffman, E rv in g ,  Stigma: Notes on the  Manage­
ment o f  S p o i le d  I d e n t i t y . { Englewood C l i f f s ,  
N .J . :  P r e n t ic e  H a l l ,  1963, pp. 48 f f . }
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.13 S i m i l a r l y ,  a b l in d  person w i th  a wh ite  
cane gives q u i t e  v i s i b l e  evidence t h a t  he is  
b l in d ,  but t h i s  s t igm a symbol ( th e  c a n e ) ,  once 
noted, can sometimes be d isat tended,  a long w i th  
what i t  s i g n i f i e s .  But, the b l in d  p e rs o n ’ s 
f a i l u r e  to  d i r e c t  h is  face to  the  eyes o f  h is  
c o - p a r t ic ip a n t s  i s  an event t h a t  re p e a te d ly  
v i o l a te s  communication e t iq u e t t e  and re p e a te d ly  
dis ru p ts  the fee d -ba c k  mechanics o f  spoken 
i n t e r a c t io n .  14

C y s t ic  f i b r o s i s  i s  an in t e r e s t in g  d isease  in t h a t  

some p a t ie n t s  present v i s i b l e  signs o f  th e  d isease ,  

w h i le  o thers  do not.  Among outward signs and symptoms 

of  the  disease are:  ( 1 )  c lubbing of the  f i n g e r s ,  (2 )

f i n g e r n a i l s  tha t  are  w h i te  or appear c y an o t ic  ( l a t t e r  

stages—  t h i s  s i g n i f i e s  a d e f ic ie n c y  o f  oxygen , (3 )  

a " pot b e l l y  " ( o f te n  present  in young c h i l d r e n  and 

p a t ie n t s  w i th  s u b s ta n t ia l  or  marked g a s t r o i n t e s t i n a l  

involvement ) ,  (4 )  a " b a r r e l  chest " ( a r e s u l t  of  

pulmonary in f e c t io n s /  r e s p i r a t o r y  processes ) ,  (5 )  

excessive  sweat loss ( a r e s u l t  of  abnormal t r a n s p o r t  

of  sodium c h lo r id e  in i n t r a c e l l u l a r  a c t i v i t y  ) ,  (6 )  

excessive  coughing which may or  may not be p rod uc t iv e  

in terms o f  mucolytic  s e c r e t io n  product ion, and (7 )  

shortness o f  breath.

13 I b i d . p . 48

14 I b i d . p . 49
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Depending on the s e v e r i t y  o f  th e  d isease ,  and 

the  degree o f  v i s i b i l i t y  o f  the  symptoms, a c y s t ic  

f i b r o s i s  p a t i e n t  may or  may not be a b le  t o  cover or  

conceal h i s / h e r  i l l n e s s  from o ther  peop le .  The ex tent  

to  which the disease is  v i s i b l e  is  o f  key importance  

f o r  a v a r ie ty  o f  reasons. Many CF people  are  acute ly  

aware o f  the d is e a s e ’ s s igns,  and many p a t ie n t s  are  

s e l f  conscious and g r e a t ly  concerned w i th  t h e i r  s e l f -  

image. The fo l lo w in g  sentiments and remarks expressed 

by some CF p a t ie n t s  i l l u s t r a t e  t h i s :

" I  a lso  have to  contend w i th  look ing  i l l .  
Sometimes I  hard ly  recognize m yse lf  in  
the m ir ro r  and I  want to  weep w i th  the  
longing f o r  the way I  once w a s ." 15

These sentiments expressed by a young woman represent  

her own acknowledgment o f  how CF has n e g a t iv e ly  and 

a p p a l l in g ly  changed her personal appearance. Behind 

t h i s  woman’ s percept ion  o f  her s e l f  is  an intense  

f e e l i n g  of  sorrow when she r e f l e c t s  back in t ime to  

when her physica l  appearance was untouched by the  

rav ish ing  signs o f  her i l l n e s s .

Another p a t i e n t  says:

15 Donovan o p  c i t  p . 30
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" My f i n g e r s  are  badly  clubbed. I  am very  care­
f u l  t o  hide my f i n g e r s  from the  immediate v is ­
ual f i e l d  of  my f r i e n d s ,  coworkers, o r  people I  
come in  contac t  w i t h . "

 young a d u l t  male

This s ta tem ent  reve a ls  an awareness on the p a r t  o f  the 

in d iv id u a l  t h a t  h is  f i n g e r s  are d i f f e r e n t  from others .  

To avoid a ne ga t iv e  r e a c t io n  or  po ss ib le  s t i g m a t i z ­

a t io n ,  he consciously  avoids d is p la y in g  a v i s i b l e  sign 

of  h is  i l l  n ess .

S t i l l  another  p a t i e n t  po in ts  to  a d i f f e r e n t  man­

i f e s t a t i o n  o f  CF, and discusses h is  growing awareness 

o f  i t :

" Ever s ince  I  was a c h i l d ,  I  had a pot b e l l y .  
When I  was young, I  d id  not seem to  care  about 
i t .  Perhaps, i t  was because o the r  k ids  I  knew 
a ls o  had pot b e l l i e s .  Now t h a t  I  am grown, and 
only  I  have a pot  b e l l y ,  i t  has made me very  
s e l f  c o n s c io u s ."

...................... a d u l t  male

In  h is  comment, the man in d ic a te s  t h a t  he has always 

been aware t h a t  he has a p o t - b e l l y .  When he was a 

c h i l d ,  he wasn’ t  bothered by t h i s  f a c t ,  because he 

did not f e e l  d i f f e r e n t  from o ther  c h i ld r e n  who also  

had pot b e l l i e s .  However, as he became o ld e r  and 

aware o f  th e  f a c t  t h a t  now, on!v he has t h i s  v i s -
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i b l e  sign o f  CF, he f e e l s  d i f f e r e n t l y  about the  mat­

t e r .

An a d u l t  man suggests t h a t  he is  always aware of  

th e  outward s igns o f  h is  d isease:

" With a d isease  l i k e  c y s t i c  f i b r o s i s ,  i t  is  
d i f f i c u l t  t o  hide your i l l n e s s  from o th e r  
people. I  am always coughing and the s l i g h t ­
es t  a c t i v i t y  causes me to  be out o f  b re a th ,  
and in t u r n ,  to  cough even more. My chest  is  
long and t h i n ,  not very muscular , because o f  
the pneumonias and pneumothorax t h a t  I  re c e n t ly  
had."

........................  a d u l t  male

To hide v i s i b l e  signs o f  t h e i r  i l l n e s s ,  some CF 

p a t ie n t s  have developed e f f e c t i v e  s t r a t e g i e s .  For 

example, one young woman says:

" Whenever my f i n g e r n a i l s  tu r n  b lu ish  I  immed­
i a t e l y  pu t  on dark n a i l  p o l is h .  Since the  
n a i ls  o f t e n  become q u i te  d is c o lo re d ,  I  f i n d  
t h a t  I  cannot po l ish  the  n a i l s  p ink ,  or  l i g h t  
red, w h i te ,  or  some l i g h t  c o lo r .  I  am forced  
to p o l is h  the  n a i l s  brown, green, dark b lue ,  
or some o th e r  less p le a s in g  c o lo r .  S t i l l ,  i t  
is b e t t e r  t o  have f i n g e r n a i l s  t h a t  a re  not  
p a r t i c u l a r l y  a t t r a c t i v e  ( because of  the  co lor  
of the p o l is h  ) ,  than to  have f i n g e r n a i l s  th a t  
are c yan ot i  c ."

................an 18 year o ld  female

Another r e g u la t e s  h is  s o c ia l  a c t i v i t y  according  

t o  h is  a b i l i t y  to  a c t  " normally

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



36

" I  never go out s o c i a l l y  when I  f e e l  low winded 
or ou t  o f  b rea th .  Th is  has re s u l te d  in  my 
c u r t a i l i n g  my s o c ia l  a c t i v i t i e s . . . . .B u t ,  given  
the choice o f  going somewhere, e n jo y in g  the day 
out and being out o f  brea th  and f e e l i n g  i l l ,  or  
s ta y in g  home watching th e  f o o t b a l l  game on TV, 
I ’ d r a th e r  s tay  home".

..........................  a CF teenager

The remarks o f  t h i s  teenager  suggest t h a t  he l im­

i t s  h is  s o c ia l  a c t i v i t i e s  so as not to revea l  symptoms 

of  h is  u n de r ly ing  disease.

Another p a t i e n t  w i th  c y s t i c  f i b r o s i s  echoed sim­

i l a r  sent iments:

" When I  was in c o l l e g e ,  I  f r e q u e n t ly  had to  miss 
c lasses .  There were many times when I  was r e a l ­
ly  out o f  breath and f e l t  very f a t ig u e d .  I  
almost always a r r i v e d  l a t e  to  c la s s .  I  f re q u e n t ­
ly  stopped a t  the water fo u n ta in s  along the way. 
There were a couple o f  days when I  was very
t i g h t .  The profs  [ s i c ]  in the ________  [ name of
department]  j u s t  t o l e r a t e d  me." 16

This  person a lso acknowledges the l i m i t a t i o n s  im­

posed by being s hor t  o f  b rea th .  In  the previous com­

ment the teenager  s ta te d  t h a t  h is  so c ia l  l i f e  was a f ­

f e c te d  by d i f f i c u l t i e s  b re a th in g .  However, in the  

l a t t e r  remark, a c o l le g e  graduate notes how pulmonary

16 The remarks in t h i s  s tatement are  paraphrased.  
These sentiments were t o l d  to  me a s h o r t  t ime 
ago. The person who made these remarks has 
s in c e  d ied .
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com plica t ions  o f  c y s t i c  f i b r o s i s  caused him t o  be la te  

to  h is  c o l le g e  c lasses ,  and thereby th re a te n ed  his  

academic performance.

The awareness o f  s t ig m a t i z a t io n  a r i s in g  out  of  

coughing in p u b l ic  was a theme t h a t  f r e q u e n t ly  emerged 

in conversat ions  w i th  some p a t i e n t s  who had c y s t i c  

f i b r o s i s .  An a d u l t  CF p a t i e n t  s ta te d :

Every person with  lung disease must le a rn  to  
suppress t h e i r  cough i f  they intend to  keep 
t h e i r  jo b ,  and hide t h e i r  i l l n e s s . "

Another s ta te d :

" To prevent  a t tac k s  o f  coughing and shortness
o f  breath you must do th r e e  th ings:  1) master
the techniques o f  suppressing your cough, 2) 
c a r r y  around your P r o v e n t i l  in h a le r  ( a bron-  
c h o d i l a t o r ) ,  and 3) d r in k  p len ty  o f  c o f f e e . . .  
the c a f f e i n e  in c o f fe e  opens up the l u n g s . . . .  
i t  acts  l i k e  t h e o p h y l l in e  ( a b r o n c h o d i la to r ) .

  an a d u l t  CF p a t i e n t
g iv in g  advice to  f e l ­
low CF p a t ie n t s  a t  an 
informal meet

S t ig m a t i z a t io n  in the  H o s p i t a l :

C y s t ic  f i b r o s i s  p a t ie n t s  a re  not only v ic t im s  of  

s t i g m a t i z a t i o n  occurr ing  in " the  rea l  world" but,  

they a ls o  experience s t ig m a t i z a t io n  w i th in  th e  con­

f in e s  o f  the  h o s p i ta l  s e t t i n g .  Th is  f r e q u e n t ly  re ­
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s u i t s  because o f  n o t ic e a b le  t r a i t s  o r  c h a r a c t e r i s t i c s  

assoc ia ted  w i th  t h e i r  i l l n e s s .  P a t ie n ts  who are  

roommates o f  CF p a t ie n t s  sometimes complain t h a t  they  

cannot ge t  any s leep  a t  n ig h t  because the p a t i e n t  in  

the  o th e r  bed was coughing the whole n ig h t  and i t  kept  

them awake. Many CF p a t ie n ts  seem to  p r e f e r  a room 

which is  s l i g h t l y  c h i l l y  or  co ld .  Some CF p a t ie n t s  

cla imed t h a t  i t  made them breathe more com for tab ly .  

Th is ,  too ,  can c r e a t e  problems in terms of  r e l a t i o n s  

w ith  o th e r  p a t i e n t s  who are h o s p i t a l i z e d  and shar ing  

the  same room. During my tenure  as a v o lu n te e r ,  I  

remember one p a t i e n t  who kept th e  room f r e e z i n g l y  

c o ld .  Although the  p a t i e n t  was in  a p r iv a t e  [ s i n g l e ]  

room, what might be termed " mild inconveniences"  

ensued. Nurses f r e q u e n t ly  commented t h a t  they f e l t  a 

c h i l l  in  the  room, and they t r i e d  t o  persuade the  p a t ­

i e n t  t o  lower the  a i r  c o n d i t io n in g .  One nurse who 

worked l a t e  evenings wore th re e  h o s p i ta l  gowns over  

her dress when she had to  e n te r  th e  room. The room 

was located  next  to  the  p a t ie n ts  lounge, and p a t i e n t s  

who passed by on t h e i r  way to  the  lounge would 

f r e q u e n t l y  make a remark such as " T h e r e ’ s a d r a f t  

over h e r e . "
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Treatment o f  the d isease  i t s e l f  o f te n  made CF 

p a t ie n ts  become subjec t  t o  s t ig m a t i z a t io n  and un­

welcome a t t e n t i o n .  For example, some p a t ie n t s  re q u ire  

oxygen in order  to  brea the  e a s i l y .  When oxygen was

being used a h ig h ly  v i s i b l e  s ign was placed on the  

door o f  the  room. The s ign  read in c a p i t a l  l e t t e r s

NO SMOKING -----  OXYGEN IN USE. The sign a ls o  had a

caut ion  symbol and i t s  presence was unm istakeab le . 

Sometimes v i s i t o r s  in the  h a l l s  could be hear remark­

ing t h a t  " the  p a t ie n t  in  t h a t  room must need t h a t  

( oxygen) to  b rea the ."  Sometimes nurses would leave  

the door to  p a t ie n t s  room open w h i le  the p a t i e n t  was 

r e c e iv in g  postura l  dra inage or  re c e iv in g  oxygen v i a  a 

nasal cannula or  venting mask. Some Cf p a t i e n t s  re ­

ported to  me t h a t  they found t h i s  d is tu rb in g  or  em- 

barass ing.  Other p a t ie n ts  who walked through the  

hallways w h i le  rece iv ing  oxygen v i a  an " E tank"  

a lso  mentioned t h a t  they f e l t  awkward, embarrassed,  

or s t ig m a t iz e d  because o f  t h e i r  predicament. 17

17 One physic ian t o l d  me t h a t  CF p a t i e n t s ,  as
w e l l  as anyone w i t h  a pulmonary d isease ,  
needs to  e x e rc is e  to  m ainta in  c a rd ia c  func­
t i o n .  I t  was f o r  t h i s  reason t h a t  even pa t ­
ie n ts  who were hypoxic were to ld  to  walk the
ha l lw ays ,  whi le  r e c e iv in g  oxygen.
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A major com pl icat ion  associated w i th  pulmonary 

diseases such as c y s t ic  f i b r o s i s  is  the development  

of  a pneumothorax. The e x is te n c e  of  a pneumothorax 

requ ires  immediate medical care and t h i s  can prove 

to  be a l i f e  th re a te n in g  s i t u a t i o n .  P a t i e n t s  re por t  

( and doctors  I  spoke w i th  confirmed ) t h a t  a pneumo­

thorax is  o f t e n  ex trem ely  p a in fu l  as is  the  t reatm ent  

which is  cus tom ar i ly  c a r r i e d  ou t .  The t r e a tm e n t  of  a 

pneumothorax requ ires  much s k i l l .  U su a l ly  a chest  

tube is  in s e r te d  to he lp  the  trapped a i r  in  the lung 

escape. P a t ie n ts  are o n ly  given a lo c a l  anesthe­

s ia .  S tronger  p a i n k i l l e r s  such as morphine are  con­

t r a i n d i c a t e d  s ince n a r c o t ic s  depress b re a th in g  re ­

f le x e s  and would adverse ly  a f f e c t  the pulmonary s ta tus  

o f  the p a t i e n t .  A f t e r  th e  chest tube i s  in s e r te d ,  the  

p a t ie n t  u s u a l ly  rece ives  much needed r e s t .  The tube 

which is  in s e r te d  in to  th e  p a t i e n t ’ s ches t  is  attached  

to  a piece o f  equipment c a l l e d  a P leuravac .  This is  

u s u a l ly  placed on the s id e  or  the f r o n t  o f  the  pa t ­

ie n ts  bed. V i r t u a l l y  a l l  p a t ie n ts  w i th  a pneumothorax 

must remain in bed. In  some cases, u s u a l l y  on ly  a f t e r  

a few days, a re  they p e r m i t te d  to get  o u t  o f  bed to  

use the bathroom. As th e  p a t ie n ts  c o n d i t io n  improves,
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he/she may be allowed to  ta k e  a short  s t r o l l  in  the  

c o r r id o r s ,  o r  more l i k e l y ,  to  be s i t u a t e d  in  the  

p a t i e n t s ’ lounge. However, the  p a t i e n t  s t i l l  has a 

chest tube in  p lace which i s  attached to  a rubber hose 

and the P leuravac .  The Pleuravac i t s e l f  is  very  

n o t ic ea b le  and i t  makes noise caused by r e s p i r a t i o n  

and a i r  in th e  lungs. The Pleuravac reminds some 

people of a bubble up f i l t e r  you might f i n d  a t tached  

to  an aquarium. Since the  Pleuravac and the  rubber  

tubing a t tached to  the p a t i e n t  is  so v i s i b l e ,  i t  is  

o f te n  the s u b je c t  of  a t t e n t i o n .  One p a t i e n t  to l d  me 

t h a t  whi le  she was s i t t i n g  in  the p a t i e n t  lounge f o r  

h a l f  an hour, a t  l e a s t  f i f t e e n  people in the lounge 

asked her “ What is  t h a t  ?. She t o l d  me " I  am t i r e d

of  people asking me what i t  i s ----------- I  can ’ t  w a i t

u n t i l  t h i s  t h i n g  is  removed ! . ”

Summary:

In  t h i s  chapter  we have examined the re levance o f  

Parsons’ s ic k  r o le  model, the  Szasz-  Hoi lender  model, 

F re idson ’ s typo logy ,  and drawing la r g e ly  upon Goffman 

s t i g m a t i z a t i o n ,  to  the s i t u a t i o n  o f  p a t ie n t s  w ith  

c y s t i c  f i b r o s i s .

Although Parsons’ model o f  the s ick  r o le  does not
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complete ly  apply to  the p l i g h t  o f  CF p a t i e n t s ,  never­

th e le s s  i t  does bear some re levan ce .  In  Parson’ s model 

model, as is  the  case w i th  regard to  F r e id s o n ’ s t y p o l ­

ogy ( in  the  category  o f  ser ious  d e v ia t io n  in which 

the  in d iv id u a l  i s  not held  respons ib le  f o r  h i s / h e r  

s i t u a t i o n  ) ,  the  person who is  i l l  i s  expected to  

secure help  and cooperate in  t h e i r  t r e a tm e n t .

Szasz and H o l lender  draw a t t e n t i o n  to  v a r i a t i o n s  

in the doctor  -  p a t i e n t  r e l a t i o n s h i p .  Based upon the  

typology they  presen t ,  i t  would seem t h a t  p a t ie n ts  

w ith  c y s t i c  f i b r o s i s  best  exem pl i fy  the  " mutual-  

p a r t i c i p a t i o n "  model. Th is  is  based l a r g e l y  on the  

f a c t  t h a t  CF p a t ie n t s  appear to  have major  responsib­

i l i t y  in terms o f  p rov id ing  care  f o r  themselves. This  

r e s p o n s i b i l i t y  i s  strengthened by what appears to  be 

r e l a t i v e l y  c lose  a s s o c ia t io n  w ith  t h e i r  h e a l th  care  

p ro v id ers .

Goffman’ s in s ig h ts  and c o n t r ib u t io n  to  our under­

standing o f  the  s o c ie ta l  r e a c t io n  to  v a r io u s  forms o f  

deviance in c lu d in g  i l l n e s s ,  provide the  basis  f o r  

f u r t h e r i n g  our understanding of  s t i g m a t i z a t i o n  which 

i l l  persons in  our s o c ie ty  f r e q u e n t ly  encounter .

This cha p te r  a lso  draws c o n s id erab le  a t t e n t i o n  to
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c y s t i c  f i b r o s i s  p a t i e n t s ’ own re c o g n i t io n  and s t r a t e g ­

ie s  f o r  coping w i th  t h e i r  i l l n e s s .  Some o f  the people  

adopted i n t e r e s t i n g  and ingenious s t r a t e g i e s  in an a t ­

tempt to  h ide the  v i s i b l e  symptoms associa ted w ith  

t h e i r  i l l n e s s .
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Chapter 4: COPING WITH THE REALITY OF CF

V ic t im s  o f  c y s t i c  f i b r o s i s  must lea rn  to  success­

f u l l y  c a r r y  on w i th  t h e i r  l i v e s  in  s p i t e  o f  t h e i r  d is ­

ease. They o f te n  employ v a r io u s  s t r a t e g i e s  or  tech­

niques which serve to  d im in ish  t h e i r  everyday s e l f -  

awareness and consciousness o f  the  disease.

C y s t ic  f i b r o s i s  p a t ie n t s  as wel l  as s o c ia l  s c i ­

e n t i s t s  who have s tud ied  them {Waddell} have i d e n t i ­

f i e d  d i f f e r e n t  mechanisms which they b e l ie v e  he lp  CF 

CF p a t ie n t s  cope w i th  t h e i r  i l l n e s s .  Waddell (1985)  

suggests t h a t  Goffman’ s concept o f  n e u t r a l i z a t i o n  is 

of  key importance in understanding how CF p a t ie n t s  deal 

with t h e i r  d isease .  According to  Waddel l ,  in  c y s t ic  

f i b r o s i s  th e  n e u t r a l i z a t i o n  process operates  in  

con junct ion  w i th  " f a i t h "  and "hope". Waddell s ta te s :

" N e u t r a l i z a t i o n  is  the  process whereby c o n f ro n t ­
a t i o n  w i th  the  e p id em io lo g ic a l  quest ion o f  an 
i l l n e s s  is  d e f le c te d ;  the  u n c e r t a in t i e s  th a t  
serve  to check or  i n h i b i t  f a i t h  and hope are  
rendered in o p e r a t iv e  and the people w i t h i n  the  
t h e r a p e u t ic  network o f  r e la t io n s h ip s  a re  f r e e  to  
engage in t h e i r  exchange w i thout  ser ious  t h r e a t  
to  c urren cy .  N e u t r a l i z a t i o n  a l lows p a t ie n t s  to  
remove from t h e i r  own consciousness and s e l f -  
awareness, the f a c t  t h a t  they are  combating a
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l i f e  th re a te n in g  i l l n e s s . "  1

According to  Waddel l ,  w i th  c y s t i c  f i b r o s i s  there  

are  f i v e  s i g n i f i c a n t  u n c e r t a in t i e s  which undermine f a i t h  

and hope. These a re:

1. e t io lo g y  -  the  cause o f  c y s t i c  f i b r o s i s  is
unknown

2. genet ics  -  c y s t i c  f i b r o s i s  cannot be diagnosed
e a r l y  in pregnancy nor can the  
c a r r i e r  s t a te  be detected

3. t rea tm ent  -  many fa c t o r s  in  the  t re a tm e n t  o f  CF
are c o n t r o v e r s ia l

4. s o c ie ta l  r e a c t io n  -  the  d isease  is  o f te n  d i f ­
f i c u l t  to  conceal and f r e q u e n t ly  
s t ig m a t iz e s  the  in d iv id u a l  and h is  
fam i1y

5. l i f e  expectancy-  the l i f e  expectancy o f  a
person w i th  c y s t ic  f i b r o s i s  is  
shortened but is  in d e te rm in a te ,  
ranging from a few days to  t h i r t y -  
plus years 2.

According to  Waddell ,  through n e u t r a l i z i n g  these  

f i v e  u n c e r t a i n t i e s ,  f a i t h  and hope are  r e a f f i r m e d .  

These provide the  b u i ld in g  blocks which enable  CF 

p a t ie n t s  to  deal a f f i r m a t i v e l y  w i th  t h e i r  s i t u a t i o n .

1. Waddell ,  C har les ,  FAITH. HOPE, and LUCK. 
{ Washington, D .C .:  U n iv e r s i t y  Press o f  
America, 1983, pp. 28 f f . }

2. I b i d . pages 28 -30 .
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The n e u t r a l i z a t i o n  process serves as a c a t a l y s t  f o r

i n i t i a t i n g  and i n s t i l l i n g  f a i t h  and hope in the  CF

p a t i e n t s  by removing from t h e i r  leve l  o f  consciousness  

an awareness o f  the u n c e r t a i n t i e s  surrounding CF and i t s  

t re a tm e n t .

Some researchers  and medical s o c io l o g i s ts  have 

i l l u m in a t e d  d i f f e r e n t  paradigms which they  b e l ie v e  

serve the  fu n c t io n  o f  m a in ta in in g  p a t i e n t s ’ a b i l i t y  

to  cope. Fox {1959} undertook a two year  study o f

p a t ie n t s  whose common denominator was i l l n e s s ,  human 

e x p e r im e n ta t io n ,  u n c e r t a in t y ,  s u f f e r i n g ,  and death.  

Although the  p a t ie n ts  Fox encountered were not  CF 

p a t i e n t s ,  CF p a t ie n ts  exper ience  many o f  the  same 

in f lu e n c e s  as those in Fox’ s sample.

The Problem o f  " Not G e t t in g  B e t te r

In  her work, Fox discusses what she terms the  

problem o f  "meaning" and the  problem of  "not ge t ­

t in g  b e t t e r . "  The problem o f  "not g e t t in g  b e t t e r "  is

one t h a t  f r e q u e n t ly  s u r fa ce s  in the minds of persons  

w ith  c hron ic  a i lm e n ts ,  de g e n e ra t iv e  d iseases ,  o r  l i f e  

th r e a te n in g  i l l n e s s e s .  Fox provides the  f o l lo w in g  

examples to  i l l u s t r a t e  the  concept o f  " no t  ge t ­
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t i n g  b e t t e r

P a t i e n t :  Many of  us have diseases you c a n ’ t  f i g h t  
a g a in s t ,  or  he lp  w i th ,  o r  cure .  We’ re up 
a g a in s t  a stone w a l l  "3

Dr. E: I  t a lk e d  to  Mr. Kaye f o r  almost an hour
l a s t  n ig h t  but  I  don’ t  th in k  i t  d id  very  
much good. He j u s t  doesn’ t  seem to  r e a l ­
iz e  th e re "s  a lmost nothing we can do f o r  
him. The problem is  to  make him under­
stand t h a t  t h e r e  i s n ’ t  one medic ine,  or  
any medicine, t h a t  w i l l  cure h im  4

As Fox w r i t e s ,  when a p a t i e n t  acknowledges the  

problem o f  "not g e t t in g  b e t t e r , "  he/she i s  l i k e l y  to  

exper ience  f r u s t r a t i o n ,  d isappo in tm ent ,  and d is c o u r ­

agement .

The c y s t i c  f i b r o s i s  p a t i e n t s  I  spoke w i th  in d ic a te d  

s i m i l a r  sent iments:

"Bob was in here { h o s p i t a l }  l a s t  June f o r  I . V .  
[ in t r a v e n o u s ]  a n t i b i o t i c  th e ra p y .  He was 
h o s p i t a l i z e d  f o r  14 days. Then, suddenly on a 
F r id a y  n i g h t ,  he complained o f  sharp chest  pa in ,  
he had a hard time b r e a th in g ,  and he had a f e v e r  
o f  102 degrees. We went to  the ER (emergency 
room) and he was back in  the  h o sp i ta l  f o r  another  
two weeks o f  IV th e ra p y .  Since then he hasn’ t  
been f e e l i n g  w e l l .  He has been " in  and o u t ” o f  
the  h o s p i t a l .  He’ s lo s in g  weight  and coughing 
more. I t  j u s t  doesn’ t  seem l i k e  he ’ s g e t t in g

3. Fox, Renee, o p  c i t . . p . 130

4 .  I b i d . page 131.
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b e t t e r .  5

The comments o f  Bob’ s w i fe  were s im i l a r  t o  sentim­

ents expressed by o th e r  CF p a t i e n t s  and members o f  t h e i r  

f a m i ly .  Many people spoke o f  repeated courses o f  i n t r a ­

venous a n t i b i o t i c s  in a r e l a t i v e l y  short p e r io d  o f  t ime.

" I  t h i n k  t h a t  t h i s  has been a lousy summer f o r  a l l  
o f  the  p a t ie n t s  w i th  c y s t i c  f i b r o s i s ,  I t  seems 
l i k e  a l l  o f  the  " regu lars"  have been back and 
f o r t h  ( i n  the  h o s p i t a l )  t h i s  summer. The nurses 
t e l l  me t h a t  Dr.  J has had more CF p a t i e n t s  on 
t h i s  u n i t  in the  past th r e e  weeks than th e  usual .  
My son has been h o s p i t a l i z e d  three t imes s ince  
May and i t  is  only  Ju ly .  H e ’ s had a t e r r i b l e  t ime 
t r y i n g  to  catch his b r e a th .  They have him on 
oxygen. We were going to  t r a v e l  to  D isneyland on 
v a c a t io n  in two weeks bu t ,  t h a t  is out o f  the  
qu es t io n  u n t i l  he is  doing b e t te r  than t h i s  !" 6

"Dr. G has me maintained on three a n t i b i o t i c s  
i n t r a v e n o u s ly ,  q6h {every s i x  hours}. . .  .The usual 
combinat ion:  T i c a r ,  Tobra and Naf ic i  11 i n . . .Boy, 
t h a t  N a f i c i 11 in burns l i k e  h e l l !  I ’ m g e t t i n g  
d ra in a g e  fo u r  t imes d a i l y  and the usual o th e r  med­
i c a t i o n s .  Not u n t i l  they f i n d  a cure, o r  a t  le a s t  
more e f f e c t i v e  drugs . do I  expect to  do b e t t e r
 But then ,  t h i s  is  CF, and I  don’ t  e xpect
m i r a c le s .  I ’ ve seen many CF p a t ie n ts  whom I  knew 
w e l l  pass on ............. I ’ m l i v i n g  on borrowed t im e .  "7

5. Wife  o f  a c y s t i c  f i b r o s i s  p a t ie n t

6. Mother o f  a c y s t ic  f i b r o s i s  p a t i e n t .

7. A t w e n ty -e ig h t  year o ld  male c y s t ic  f i b r o s i s  p a t ie n t .
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The comments made by t h i s  young man draw a t t e n t i o n

to  the grim and ever  r e c u r r in g  events t h a t  many c y s t ic

f i b r o s i s  p a t ie n ts  have soon r e a l i z e d .  While a n t i b i o t i c

therapy may provide some b e n e f i t  to  some p a t i e n t s ,  i t  is  

not a cure nor does i t  prov ide  long l a s t in g  t re a tm e n t .

In  the eyes of  t h i s  young person, u n t i l  the re  i s  a cure  

f o r  c y s t i c  f i b r o s i s ,  the  t rea tm e n t  is  e s s e n t i a l l y  p a l ­

l i a t i v e  c a re ,  and in  h is  own words, "he is  l i v i n g  on 

borrowed t im e ."

The problem o f  " not g e t t in g  b e t t e r  " not  only  

concerns the p a t i e n t ’ s own c o n d i t io n ,  but t h a t  o f  the  

o th e r  people t h a t  he/she comes in contac t  w i th .  C yst ic  

f i b r o s i s  p a t ie n ts  tend t o  be aware o f  the  progress t h a t  

oth e r  CF p a t ie n ts  were making as w e l l .  When f e l l o w  CF 

p a t ie n t s  were not doing w e l l ,  t h i s  o f te n  had a nega t ive  

e f f e c t  on the person’ s own s p i r i t s  and emotions. As one 

p a t i e n t  s ta te d ,  "Maybe, i t  is  because we r e a l i z e ,  we 

could be in  t h e i r  shoes, e xper ienc ing  the f a t e  t h a t  they  

a re .  "

The problem o f  " not g e t t in g  b e t t e r  " a ls o  has an

e f f e c t  on fa m i ly  members. I t  is  they who must endure 

the  s t re s s  and trauma t h a t  f r e q u e n t ly  accompany a
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downhi ll  course in a p a t i e n t ’ s h e a l th .  One woman to ld  

me t h a t ,  once her son s t a r t s  coughing " more than usual" 

a t  n ig h t  and h is  c lo th e s  s t a r t  looking big on him be­

cause o f  a loss o f  w e ig h t ,  she " r i g h t  away" knows th a t  

th in g s  w i l l  be going downhi l l  f o r  a w h i le .

To a lesser  e x t e n t ,  nurses and o th e r  h e a l th  care 

prov id ers  are  adverse ly  a f f e c t e d  by a d e c l in e  in a CF 

p a t i e n t ’ s s ta tu s .  Th is  is  e s p e c i a l l y  t r u e  when the 

p a t i e n t  was well -known to  the  s t a f f  over a lengthy 

per iod  o f  t im e.  (T h is  is  discussed in g r e a t e r  d e t a i l  

i n Chapter 5 . )

Communication as a Coping S t r a t e g y :

One method t h a t  some p a t i e n t s  employed to  help them 

cope was i n t e r a c t i o n  and conversat ion  w i th  o the r  CF 

p a t i e n t s .  Through such networks, they came to  r e a l i z e  

t h a t  many of  the  exper iences and events  they encountered 

a ls o  s t ru c k  o ther  people .  Many CF p a t i e n t s  have s u f f e r ­

ed the  agony o f  being ou t  o f  brea th  ( hypoxia, dyspnea), 

the phys ica l  i n a b i l i t y  to  engage in  c e r t a i n  a c t i v i t i e s  

( dancing,  running,  even walk ing ) and not  f e e l i n g  up to 

spending a l e i s u r e l y  day or  evening ou t  w i th  f r ie n d s .  

As one CF p a t ie n t  s t a te d ,  " I t  f e l t  reassur ing  to  know
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t h a t  I  am not a lo n e .  There are  o th e r  people who have 

experienced many o f  the  same problems." Sometimes they  

o f f e r e d  s o lu t io n s  f o r  d e a l in g  w i th  such d i f f i c u l t i e s .

I t  would appear t h a t  in formal channels o f  communication  

between p a t ie n t s  may have a p o s i t i v e  e f f e c t  on the  

morale and psycholog ica l  we l l  -  being o f  some CF 

p a t i e n t s .

I  observed some adolescent  CF p a t ie n ts  c o n fe r  w i th  

o th e r  CF p a t ie n t s  regard ing  what a p a r t i c u l a r  medical  

t e s t  { such as an echocardiogram or  pulmonary fu n c t io n  

t e s t }  is  l i k e  —  does i t  hurt?  This  was done in  conjun­

c t io n  w i th  in fo rm a t io n  given to  the  p a t ie n t  by members 

of  the  nurs ing s t a f f  and /o r  ph ys ic ian s .  Perhaps the  

p a t ie n t s  p lace more c r e d i b i l i t y  on what they hear from 

oth e r  p a t ie n t s  than on the  word o f  medical personnel .  

This  is  understandable  in  l i g h t  o f  the f a c t  t h a t  few 

doctors  have ever  had an a r t e r i a l  blood gas drawn { a 

p a in fu l  p ro c e d u r e } ; ye t  many c y s t i c  f i b r o s i s  p a t ie n t s  

have had blood gas t e s ts  done p e r i o d i c a l l y .

L a r t e r  {1981} suggests t h a t  adolescent  c y s t ic  

f i b r o s i s  p a t i e n t s  should be encouraged to  t a l k  about  

t h e i r  f e e l i n g s .  L a r t e r  notes t h a t  t h i s  can have a
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p o s i t i v e  e f f e c t  on body image and s e l f  -  esteem by 

a l low ing  th e  p a t ie n t s  the o p p o r tu n i ty  to  v e r b a l i z e  

t h e i r  f e e l i n g s  and f r u s t r a t i o n .  L a r te r  s t a t e s  ,

" Ear ly  r e c o g n i t io n  o f  s t resses  can be instrum enta l  

in  s o lv in g  problems before  they become in c re a s in g ly  

complex.” 8 An open channel o f  communication could

conceivably  p rov ide  an e a r l y  in d ic a t io n  o f  impending 

s t re s s .

Other S t r a t e g i e s :

Some CF p a t i e n t s  have t r i e d  to  d e f l e c t  s e l f  aware­

ness about t h e i r  h e a l th  and the  l i m i t a t i o n s  i t  imposes 

by keeping themselves a c t i v e l y  involved w i th  t h e i r  work 

or personal i n t e r e s t s .  The b ro th e r  o f  a r e c e n t ly  de­

ceased CF p a t i e n t  i l l u s t r a t e  t h i s  po in t :

"She knew she wasn’ t  going to  l a s t  long, so she kept
as busy as poss ib le"  9

P in ker ton  e t  a l  {1985} suggest t h a t  CF people who 

were ab le  to  work f u l l  t ime tended to  cope b e t t e r  than

8. L a r t e r , N ,  "Cyst ic  F i b r o s is " ,  American Journal
o f  Nursing.  March 1981, vol 8 1 :3 ,  pp. 527-532

9. From the  o b i tu a r y  o f  a 23 year o ld  female CF
p a t i e n t .  NEWSDAY, 1 0 -2 8 -8 5 ,  p . 15
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o th e r  p a t i e n t s .  Many c y s t i c  f i b r o s i s  p a t ie n t s  are a c t i v e  

members o f  the  labor fo r c e .  The p a t ie n t s  I  encountered  

were mainmly in white c o l l a r  jobs or in the profess ions  

{ law, nmedicine, sc ience} .  Many of these persons held  

advanced degrees and were a c t i v e  w r i t e r s  w ith  published  

works { books, a r t i c l e s } .

The Problem o f  " Meaning":

Fox (1959)  notes t h a t  the  sub jec ts  in her study  

attempted to  a s c e r ta in ,  or  a t  l e a s t  quest ion why they  

p e rs o n a l ly  were v ic t ims o f  i l l n e s s .  Fox terms t h i s  the  

problem o f  "meaning." The p a t ie n ts  I  saw were not  

r e a l l y  v i s i b l y  concerned w i th  t h i s  issue .  P a t ie n ts  who 

I  spoke w i th  r a r e ly  devoted much thought to  the quest ion  

o f  " Why me?— Why do I  have c y s t i c  f i b r o s i s ? .  " A few 

s ub jec ts  did  po in t  out t h a t  CF is  g e n e t i c a l l y  in h e r i t e d  

but,  in almost every case they  noted t h a t  none of  t h e i r  

r e l a t i v e s ,  nor t h e i r  c h i l d r e n  were s t r i c k e n  w i th  the  

disease .  However, two o f  the  p a t ie n ts  had s ib l in g s  who 

a ls o  s u f fe r e d  from the d ise a s e .

A number of years ago I  served as a h o s p i ta l  

v o lu n t e e r .  During th a t  t im e ,  I  encountered a woman who 

was ta k in g  care of her c r i t i c a l l y  i l l  c h i l d .  The woman
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expressed her r e l i g i o u s  b e l i e f  t h a t  the Lord gives a 

s ic k  c h i ld  to  p a re n ts  whom he b e l i e v e s  can p r o p e r ly  love 

and care fo r  the  c h i l d .  Another woman, h e r s e l f  a pat ­

i e n t ,  said she f e l t  t h a t ,  a lthough she wasn’ t  born well  

in  t h i s  l i f e ,  her  "reward" f o r  w i ths tan d in g  and coping 

w ith  the pain and agony of  CF would be a p leasant  

ex is ten c e  in the n e x t  world.

We must always bear in mind t h a t  persons w i th  CF 

make use of coping mechanisms on a d a i l y  bas is ,  and not 

te m p ora r i ly  or i n t e r m i t t e n t l y .  As is  o f te n  th e  case 

w ith  other c a t a s t r o p h ic  i l l n e s s e s ,  th e re  a re  d a i ly  

ro u t in e s  which must be fo l low ed .

D a i ly  Routines:

I . Evervdav R i t u a l s :

For p a t ie n t s  w i th  c y s t i c  f i b r o s i s  a t y p i c a l  day 

begins with the immediate need t o  a t ten d  to  t h e i r  i l l ­

ness. Many p a t i e n t s  w i th  pulmonary disease r e p o r t  th a t ,  

e a r l y  morning and l a t e  n igh t  are  the  worst p a r ts  of  the 

day in terms o f  breath ing  d i f f i c u l t i e s .  A number of  

p a t ie n t s  to ld  me t h a t ,  when they f i r s t  a r i s e ,  they

normally  cough a g r e a t  dea l .  P h y s io lo g i c a l l y ,  t h i s  is

l a r g e ly  due to  th e  f a c t  th a t  m uco ly t ic  s e c re t io n s  are
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s ta t io n a r y  and " plugged " since the  in d i v i d u a l  is im­

mobile during s le e p .  10 Therefore ,  upon a r is in g  in the  

morning most p a t i e n t s  re c e iv e  t h e i r  " in h a la t io n s  " and 

engage in  a form o f  phys ica l  therapy known as " postural  

drainage" or  " P . D . " ,  f o r  sh o r t .  I n h a l a t i o n s  r e fe r s  to  

the in h a l in g  o f  m edicat ions such as bron ch od i la to rs  [ 

I s u p r e l , B ro n k o s o l , A lupent ,  P r o v e n t i 1 ] ,  mucolyt ic

agents [ Mucomyst ] ,  and /or  a n t i b i o t i c s  [ Polymixin B, 

Colymycin, Kanamycin, Tobramycin, Gentamic in ,  e tc  ] .  

In h a la t io n  o f  m edica t ion  takes a v a r i e t y  o f  forms.

The v a s t  m a j o r i t y  o f  c y s t i c  f i b r o s i s  p a t ie n ts  rece ive  

in h a la t io n  m edica t ions  through a compressor n e b u l ize r  or  

by an u l t r a s o n i c  n e b u l i z e r .  Most p a t i e n t s  receive a 

bron ch od i la to r  d i l u t e d  w i th  s a l i n e  fo l lowed by 

in h a la t io n  o f  an a n t i b i o t i c .  However, t h e r e  is  consid­

erab le  v a r i a t i o n  among p a t ie n ts .  Some p a t ie n ts  rece ive  

Mucomyst fo l lo w e d  by an a n t i b i o t i c ;  o th e r s  are m aint -  

a in ta in e d  on Mucomyst and Bronkosol mixed together ,  

fo l lowed by th e  in h a l a t i o n  o f  an a n t i b i o t i c .  Other

10 Many CF p a t i e n t s  re p o r t  n ig h t t im e  as being the  
most troublesome in  terms o f  d i f f i c u l t y  with  
b r e a t h in g .  P h y s io lo g ic a l ly ,  t h i s  is  due to the  
f a c t  t h a t  P02 l e v e l s  decrease g r a d u a l l y  during 
the  course o f  the  day.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



56

p a t ie n t s  do not inha le  Mucomyst but rece ive  P r o v e n t i l  

I n h a l a t i o n  s o lu t io n  mixed w i th  I n t a l .

I t  u s u a l l y  takes 20-25 minutes to  prepare and c a r r y  

out out  th e  morning i n h a l a t i o n  r i t u a l .  Most o f  the  

i n h a l a t i o n  medications are  manufactured as " a l r e a d y  

mixed" products .  T h e r e fo r e ,  the  p a t ie n t  need only  

measure h i s  dose, add 2 cc s a l i n e  and pour the  s o l u t i o n  

in to  the  n e b u l i z e r  medicat ion cup, turn on the  switch  

and in h a le .  U n fo r tu n a te ly ,  most of  the  a n t i b i o t i c s

inha led by p a t ie n ts  w i th  c y s t i c  f i b r o s i s ,  are  manufact­

ured f o r  IM ,  or IV use. As a r e s u l t ,  these products  are  

not premixed and often are  fo rm ula ted  in  powder form 

which must be r e c o n s t i tu te d .  P a t ie n ts  must t h e r e f o r e ,

i n j e c t  2 -3  cc o f  .9% s t e r i l e  sodium c h lo r id e  [ s a l i n e ]

in to  the  v i a l ,  and r e f r i g e r a t e  the  v ia l  p r i o r  to  use. [ 

This  can sometimes be time consuming. In  a d d i t i o n ,  

depending on the m ed ica t ion ,  some a n t i b i o t i c s  must be 

used w i t h i n  a few days a f t e r  being mixed or  they s p o i l .  

This  p reven ts  p a t ie n ts  from m ix ing  many v i a l s  a t  once

and s t o r i n g  them in the  r e f r i g e r a t o r . ] Once the  

m edicat ion is  placed in t h e  n e b u l ize r  cup and the  

n e b u l i z e r  machine is o p e r a t in g ,  the  p a t ie n t  need only  

s i t  back and r e la x .  Most p a t i e n t s  receive the medic-
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a t io n  v i a  an ora l  mouthpiece. In  the case of  young 

c h i l d r e n ,  sometimes the  medicat ion is  d e l iv e r e d  v ia  a 

f a c i a l  v e n t ing  mask, w h i le  they s i t  on t h e i r  mother’ s 

lap and she reads to  them. During in h a la t io n s ,  many

o ld e r  p a t i e n t s  s i t  back and r e la x  by reading or  watching 

t e l e v i s i o n .

Postura l  dra inage fo l lo w s  in h a la t io n  therapy .  Pos­

t u r a l  dra inage  is  a form of  physica l  therapy in which 

the  p a t i e n t  is  placed in a v a r i e t y  o f  po s i t io n s  aga ins t  

g r a v i t y  [ us ua l ly  on a s lan tbo ard  or  t a b le  ] and v ib ­

r a t i o n ,  percussion and v igorous clubbing is  a p p l ie d  to  

v a r ious  segments o f  th e  p a t ie n t s  chest and lungs. The 

primary o b je c t iv e  o f  postura l  drainage is  to  enable  the 

p a t i e n t  to  secre te  and expel sputum and mucus from t h e i r  

lungs. These s e c re t io n s  i f  a l lowed to  accumulate become 

prob lem at ic  in  th a t  they breed r e s p i r a to r y  in f e c t i o n ,  

pnuemonia, and can over t ime y i e l d  o the r  ser ious  lung 

c om plica t ions  such as pneumothorax. In  c y s t ic  f i b r o s ­

is  severe and permanent lung damage cu lm inat ing  in e a r ly  

death can r e s u l t  i f  mucus is  allowed to  accumulate un­

hampered .

Postura l  dra inage i t s e l f  is  not d i f f i c u l t  to  under­

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



take.  I t  is  however t ime consuming and the amount o f  

t ime needed to  p ro p e r ly  perform dra inage  v a r ie s  from one 

in d iv id u a l  to  the  next .  This is  l a r g e ly  due to  fa c to r s  

such as 1) p a t i e n t  t o l e r a t i o n  [ f o r  example, p a t ie n ts  

are u s u a l l y  placed in a p o s i t io n  known as Trendelenburg.  

In t h i s  p o s i t io n  the s la n t  t a b l e  or bed is  lowered s t r ­

a ig h t  down and the p a t i e n t ’ s chest  is  v ib r a t e d .  Due to  

the e x te n t  o f  pulmonary involvement, many p a t ie n t s  can­

not brea the  com fortab ly  w h i le  in Trendelenburg. As a 

r e s u l t ,  some p a t ie n t s  rece iv e  oxygen during t h i s  pos­

i t i o n ;  in some cases the p o s i t io n  is  skipped a l t o g e t h e r ]  

2) p a t i e n t  d iscom fort  [ some p a t ie n t s  p r e f e r  a " v ig ­

orous " d ra inage ,  t h a t  is ,  they p r e f e r  when the clubbing  

is  " hard" r a th e r  than " s o f te r "  ; o thers  p r e f e r  i t  v ic e  

versa,  and 3) p r o d u c t iv i t y  o f  sputum- some p a t ie n ts  a re  

more p ro d u c t iv e  than o thers ,  t h a t  i s ,  they are able  to  

bring up more sputum. Some p a t ie n t s  do not br ing up 

sputum during the procedure, but w i l l  sometimes expect­

o ra te  s h o r t l y  a f t e r  dra inage is  complete. I f  a p a t i e n t  

is  coughing and br ings up s e c re t io n s  during the p . d . ,  i t  

w i l l ,  o f  course, take  longer to  complete the  procedure.  

Most o ld e r  p a t ie n t s  w i th  c y s t i c  f i b r o s i s  perform p o stu r ­

al dra inage  on themselves. However, some p a t ie n ts  have
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fa m i ly  members a s s i s t  them in  the  procedure. A number 

o f  p a t i e n t s  do dra inage themselves th re e  t imes d a i l y ,  

and have a phys ica l  t h e r a p i s t  p r o f e s s io n a l ly  perform  

the  procedure two or  t h r e e  t imes weekly.  11 Younger 

c h i ld r e n  u s u a l ly  re c e iv e  postura l  d ra inage  from t h e i r  

paren ts .  Parents r e p o r t  t h a t  they f r e q u e n t ly  p lay  

music, s ing songs, or  watch t e l e v i s i o n  dur ing  the  

procedure. They c la im  t h a t  t h i s  increases  the chi Ids 

coopera t ion  and compliance w i th  the  procedure.

The degree o f  d iscom for t  f e l t  by the  p a t ie n t  

v a r i e s .  This is  in f lu e n c e d  by var ious  f a c t o r s  inc lud ing  

the f o r c e  o f  the c lapp ing  by the person performing the  

dra in a g e ,  the  p a t ie n t s  w e ig h t ,  muscle and f a t  d i s t r i b ­

u t io n ,  e t c .  There are  a lso  machines which can be

purchased t h a t  perform p o stu ra l  dra inage.  Machines th a t  

are  c u r r e n t l y  on the market inc lude  the Strom Percussor,  

and the  P u r i ta n -B e n n e t t  V ib r a t o r /P e r c u s s o r . Some p a t ­

ie n ts  t o l d  me t h a t  they p r e f e r  the Strom percussor to

human hands. Other p a t ie n t s  in d ic a te d  the  opposite

p re fe re n c e .  Postura l  dra inage is  viewed by many phy-

11 Most phys ica l  t h e r a p i s t s  charge a f e e  o f  $ 60-75  
f o r  postura l  d ra in a g e .  Usual ly  tne session la s ts  
45-60 min.
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s ic ia n s  as an a b s o lu te ly  e s s e n t ia l  pro toco l  f o r  the  

t rea tm e n t  o f  c y s t i c  f i b r o s i s .

2. Other  Common Procedures:

In  a d d i t io n  to  in h a la t io n  therapy and postura l  

dra inage ,  p a t i e n t s  w i th  c y s t i c  f i b r o s i s  must comply 

w ith  a d d i t io n a l  regimens. The use o f  medicat ions such 

as a n t i b i o t i c s ,  v i tam in  and n u t r i t i o n a l  supplements,  

p a n c re a t ic  enzymes, and o the r  medicat ions is  widespread.  

Many of the  p a t ie n t s  I  encountered noted t h a t  they were 

re c e iv in g  a number o f  m edicat ions.  Due to  p a n c re a t ic  

i n s u f f i c i e n c y  and poor m etab o l ic  a b s o rp t io n ,  the vast  

m a jo r i t y  o f  CF p a t ie n ts  r e q u i r e  pa n c re a t ic  supplement­

a t io n .  Pancrease and Cotazym are the  most w ide ly  used 

pa n c re a t ic  enzymes by CF p a t i e n t s .  The number o f  

capsules o f  Pancrease or Cotazym t h a t  a p a t i e n t  consumed 

va r ie d  from p a t i e n t  to  p a t i e n t .  Most p a t i e n t s  took 2-3  

capsules w i th  meals and one capsule w i th  snacks. In  

a d d i t io n  to  re c e iv in g  p a n c r e a t ic  enzymes, many p a t ie n ts  

use Polycose, Sustacal HC, or  M e r i te ne .  These products  

are n u t r i t i o n a l  supplements. Some CF p a t i e n t s  have more 

d i g e s t iv e  damage then pulmonary involvement;  in o ther  

p a t ie n t s  the opposite  is  t r u e .  In  p a t i e n t s  w ith  more
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d i g e s t i v e  involvement i t  is  n o t  unusual f o r  the  p a t i e n t  

to  be r e c e iv in g  5 capsules o f  Pancrease w i th  each meal,  

2 capsules w i th  snacks, co lace  or  bacid , and possib ly  

a n u t r i t i o n a l  supplement. Due t o  the p a n c re a t ic  dam­

age, CF p a t ie n t s  require  g r e a t e r  than normal doses 

o f  v i ta m in s .  S p e c i f i c a l l y ,  in d iv id u a ls  with  c y s t ic  

f i b r o s i s  need megadoses o f  the  f a t  s o lu b le  v i tam ins ,  

v itam ins  A, D, E. Vitamin K i s  a ls o  f r e q u e n t ly  pre­

scr ibed  e s p e c i a l l y  when p a t i e n t s  a re  r e c e iv in g  two or  

more a n t i b i o t i c s  s im ultaneous ly ,  when hemoptysis is  

present .

The Concept o f  "Suddenness":

U n p r e d i c t a b i l i t y  is a s s o c ia te d  with  many i l ln e s s e s .  

C ys t ic  f i b r o s i s ,  is  one o f  these  ser ious  c o n d i t io n s  t h a t  

a r is e  w i th o u t  any warning or  t e l l t a l e  s ign s .  I  s h a l l  

r e f e r  to  such s i tu a t io n s  as in v o lv in g  " suddenness." 

Such " suddenness " presen ts  i t s e l f  in  a v a r i e t y  of

ways: I t  can r e f e r  to [1 ]  th e  i n i t i a l  phase in which a

p a t i e n t  o r  members of h i s / h e r  f a m i ly  le a r n  t h a t  someone 

has been diagnosed as having the  d isease;  [2] i t  can 

r e f e r  to  the  impact and ad justm ent  process in the case 

o f  the p a t i e n t  has j u s t  lea rned  he/she has c y s t ic
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f i b r o s i s ,  or [3 ]  i t  can a lso  r e f e r  to  medical emergen­

c ie s  and com plicat ions  associated w i th  th e  d isease t h a t  

a r is e s  spontaneously and may take the p a t i e n t  " t o t a l l y  

by surpr ise  I  s h a l l  discuss each o f  these  kinds of  

suddenness".

Suddenness in the  D iagnosis  of  CF:

As discussed in Chapter 1, c y s t i c  f i b r o s i s  is  a 

disease  which is  p re s en t  a t  b i r t h .  Today, many hos­

p i t a l s  r o u t in e ly  t e s t  newborns f o r  c y s t i c  f i b r o s i s  by 

means of  the sweat t e s t  which is  performed a few days

a f t e r  b i r t h .  This  p r a c t i c e  has emerged on ly  w i t h in  the

past  ten to  f i f t e e n  years in  most h o s p i t a ls  in  the  

United States .  S ince  t h i s  p r a c t ic e  was not  in e f f e c t  

e a r l i e r ,  many persons who have c y s t i c  f i b r o s i s  were not 

diagnosed during the  f i r s t  few days o f  l i f e ,  but some­

t ime t h e r e a f t e r .  Conversations w i th  some CF p a t i e n t s ,

seemed to suggest t h a t  there  is  much v a r ia n c e  in terms 

o f  when p a t ie n ts  were f i r s t  diagnosed as having the  

disease .  While many p a t ie n ts  noted t h a t  the i n i t i a l  

diagnosis  of c y s t i c  f i b r o s i s  was concluded during e a r l y  

chi ldhood,  the re  were o th e r  p a t ie n ts  who were not d ia g ­

nosed as having CF u n t i l  they were o l d e r .  I  met th re e
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Ipeople  who f i r s t  learned t h a t  they had the  d isease  when 

they were young a d u l ts .  When p a t ie n ts  were diagnosed as 

having the d isease  in the  l a t e r  years, u s u a l l y  i t  was 

the g a s t r o i n t e s t i n a l  problems t h a t  seemed more t r o u b l e ­

some a t  the  t im e  of  the d ia g n o s is .  These p a t i e n t s  a lso  

reported having fewer pulmonary com plicat ions  or res ­

p i r a t o r y  i n f e c t i o n s  than p a t ie n ts  who were diagnosed 

e a r l i e r  in t h e i r  l i f e .  A l l  th r e e  of these people  s ta te d  

t h a t  the d iag n o s is  came as a surp ise .  One person de­

scribed i t  as " a shock ". She s ta te d ,  " In  f a c t  we had 

never heard o f  c y s t ic  f i b r o s i s . . .  We d i d n ’ t  know what i t  

was Thus, f o r  some, the  i n i t i a l  d iag nos is  o f  c y s t i c

f i b r o s i s  in v o lv e s  what I  r e f e r  to  as "suddenness."

In the course of doing f ie ld w o r k ,  I  g e n e r a l l y  found 

t h a t  most people  were f a i r l y  " open" and w i l l i n g  to  

discuss t h e i r  l i v e s  and experiences in l i g h t  o f  t h e i r  

i l l n e s s .  However, I  n o t ic e d  th a t  many p a t i e n t s  f e l t  

uncomfortable about d iscuss ing  the events  and 

circumstances which r e s u l te d  in t h e i r  being diagnosed as 

having the d is e a s e .  Remarks such as, " That  was back

then,  I  h a rd ly  remember" or  " Things are d i f f e r e n t  now 

re in fo rced  t h i s  f e e l i n g .  In  undertaking t h i s  endeavor,  

one of the th in g s  I  wanted to  prevent as much as pos­
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s i b l e  was making people f e e l  uncomfortable or  e x p l o i t i n g  

people whom I  encountered. To t h i s  end, I  f e l t  i t  would 

be in a p p r o p r ia te  to  query people as to  the  o r ig in s  o f  

t h e i r  d iag nos is ,  s ince t h i s  seemed to  be an unwelcome 

area to  probe.

Although I  chose to  address t h i s  aspect o f  c y s t i c  

f i b r o s i s  s u p e r f i c i a l l y ,  th e r e  was one person, an a d o l ­

escent female,  who did not seem to  mind t e l l i n g  me how, 

a t  the age o f  17, she learned t h a t  she had c y s t i c  

f i b r o s i s .  The events lead ing  to  the d iscovery  t h a t  she 

has CF are most i n t e r e s t i n g :  She had been brought to

the ho sp i ta l  a f t e r  complaining of  pain in  her abdomen. 

She was diagnosed as having a p p e n d ic i t is  and was

operated on to  remove her appendix. A f t e r  the surgery  

she was f e e l i n g  much b e t t e r .  During the course o f  

conducting r o u t in e  rounds, a r e s id e n t  in p e d i a t r i c s  

noted t h a t  she was coughing and had a dry hacking cough.  

When the ph ys ic ian  asked her  about the cough, she t o l d  

him t h a t  she o f te n  coughed and a t t r i b u t e d  i t  to  a 

poss ib le  a l l e r g y .  A pparen t ly ,  the doctor  chose to

in v e s t ig a t e  f u r t h e r .  He discussed the  m atter  w i th  her  

p r iv a t e  p h y s ic ia n .  A few days l a t e r ,  she went f o r  a 

sweat t e s t , x - r a y s ,  and a pulmonary fu n c t io n  t e s t .  She
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was then diagnosed as having c y s t i c  f i b r o s i s .  I t  i s  

i n t e r e s t i n g  to  note t h a t  i t  was the i n t e r e s t  o f  a young, 

r e l a t i v e l y  inexper ienced ,  p e d i a t r i c i a n  in the nature  o f  

a p a t ie n t s  cough t h a t  led to  the  d iagnosis  o f  c y s t i c  

f i b r o s i s .  This  s i t u a t i o n  i l l u s t r a t e s  the  concept o f  " 

suddenness " in  t h a t  a person presumed to  be h ea l thy  

undergoes an appendectomy { which i s  a f a i r l y  common 

procedure } and is  suddenly and unexpectedly  found to

s u f f e r  from a p o t e n t i a l l y  l i f e  th r e a te n in g  i l l n e s s .  In  

the words o f  t h i s  p a t i e n t ,  " I  expected to  have my

appendix removed and to  go home. I  never dreamed t h a t

they {doctors}  would f i n d  anything wrong w i th  me ."

2. Suddenness Fo l low ing  a Diagnosis o f  CF:

The concept o f  "suddenness" a ls o  a p p l ie s  to  the  

s ta tu s  of  the newly diagnosed p a t i e n t  who soon learns  

the " ins and outs " o f  medical t rea tm ent  f o r  the  

d isease .  Almost immediately f o l lo w in g  d iagnos is ,

p a t ie n t s  are provided with  in fo rm a t io n  about c y s t i c  

f i b r o s i s ,  and th e  medical protocol t h a t  they p e rs o n a l ly  

w i l l  have to  f o l l o w .

I t  is  reasonable  to  expect t h a t  a p a t i e n t  who has 

been diagnosed a t  b i r t h  as having the  disease , is  not
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as l i k e l y  to exper ience  as much g r i e f  and shock as a 

person who learns l a t e r  in l i f e  t h a t  he/she is  i l l .  The

person who is  diagnosed as having CF a t  b i r t h ,  has prob­

ab ly  ad justed  and accepted h i s / h e r  s i t u a t i o n  in a s h o r t

per iod  of  t im e;  one would not  expect  t h a t  the  d a i l y

r o u t in e s  and the  fundamentals o f  ca re  f o r  CF come as a 

s u r p r is e  to a person who has been t re a te d  f o r  the  

disease f o r  a long per iod  of  t im e .  For example, the  

p a t i e n t  who has undergone t rea tm e nt  s ince childhood  

knows t h a t  he/she re q u ire s  p a n c r e a t ic  enzymes wi th  each 

meal and poss ib ly  w i th  snacks. He/she is  not l i k e l y  

to  f o r g e t  to take  t h e i r  enzymes w i th  t h e i r  meals, o r  to  

n e g le c t  other  aspects o f  t h e i r  medical care .  On th e  

o th e r  hand, the  s i t u a t i o n  o f  the newly diagnosed p a t i e n t  

[ e s p e c i a l l y  i f  the  p a t i e n t  is  diagnosed as having CF 

l a t e r  in l i f e  ] is  very  d i f f e r e n t .  The p a t ie n t  who is  

assumed to  be h e a l th y  and who c a r r i e s  out a " normal 

l i f e s t y l e  " is  l i k e l y  to  experience g r i e f ,  u n c e r ta in ty ,  

a nd a sense o f  " suddenness." For example, i f  we r e f e r  

back to  the s i t u a t i o n  in vo lv in g  the 17 year old g i r l  who 

had an appendectomy and suddenly learned t h a t  she has 

c y s t i c  f i b r o s i s ,  the  d iagnosis  is  l i k e l y  to  be met w i th  

d e n i a l ,  re s is ta n c e ,  and shock. The adjustment process
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f o r  such an in d iv id u a l  is  profound. Th is  in d iv id a l  w i l l  

probably have to  change c e r t a i n  aspects o f  her l i f e s t y l e  

to  accommodate the  accepted " r i t u a l s "  [ such as t a k in g  

Pancrease or Viokase ] w i th  each meal,  and doing pos­

t u r a l  dra inage th re e  times d a i l y .  In  essence the

adjustment  process f o r  t h i s  young woman represents  a

kind o f  " r i t e  o f  passage." Th is  i n d i v i d u a l ’ s s t a tu s  

changes from t h a t  o f  a " h e a l th y  young woman “ to  t h a t  

o f  a " person  who is  i l l  and r e q u i r e s  medical c a r e  and 

a t t e n t i o n ."

3. Suddenness and Emergency S i t u a t i o n s :

A medical emergency can b e f a l l  any human be ing ,  

whether they are  h e a l th y  or  under medical t rea tm ent  f o r  

an i l l n e s s .  In  c y s t i c  f i b r o s i s ,  changes in a p a t ie n t s  

c o n d i t io n  are o f te n  marked by sudden and unforeseen  

c o m p l ic a t io n s  t h a t  a r i s e .  Emergency s i t u a t i o n s  t h a t  a re  

common f o r  some p a t ie n t s  w i th  c y s t i c  f i b r o s i s  in c lude  

increased cough accompanied by shortness o f  breath {dys­

pnea ] ,  coughing up blood or  the  s t re a k in g  of blood in  

sputum [ hemoptysis ] ,  sharp or  in ten se  chest pa in  , 

f e v e r  accompanied by a f e e l i n g  o f  m a la is e .  A l l  o f  these  

symptoms may be i n d i c a t i v e  of  s e r io u s  i l ln e s s e s  such as 

pneumonia, b ro n c h ie c ta s is ,  a t e l a c t a s i s ,  a haemophalus or
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pseudomonas in f e c t io n  in  the  chest ,  or  perhaps, most 

s e r io u s  o f  a l l  o f  these c o n d i t io n s ,  a pneumothorax.

Based upon discussions I  had w i th  some of  the  p a t ­

i e n t s  i t  was i n t e r e s t i n g  to  d iscover  t h a t  most emergency 

s i t u a t i o n s  they encountered tended to  occur d u r in g  the  

l a t e  evening [ between 9 PM -  m idn ight  ] or on weekends. 

F r id ay  n ig h ts  seemed to  be popular  in terms o f  the  

number o f  p a t i e n t s  who suddenly took i l l  and who were 

a dm it ted  to  the h o s p i ta l  { a f t e r  being evaluated in  

the emergency room } f o r  t r e a tm e n t .  The CF c e n te r  a t  

the  h o s p i ta l  was undoubtedly aware o f  t h i s  t re n d ,  s inc e  

i t  was t h e i r  p r a c t ic e  to  have a t  l e a s t  one p e d i a t r i c  

pulmonary f e l lo w  and an a t te n d in g  physic ian  " on c a l l  " 

f o r  emergencies a t  a l l  t im es.  Two re s id e n t  p h ys ic ian s  I  

spoke w i th  suggested t h a t  the  pulmonary fe l lo w s  and a t ­

tend ing  phys ic ians  " on c a l l  " f o r  CF, a n t i c i p a t e  t h a t  

in  a l l  p r o b a b i l i t y  they w i l l  be summoned back t o  the  

h o s p i ta l  to  see a t  l e a s t  one p a t i e n t  in the ER per n ig h t  

One o f  the  doctors t o l d  me t h a t  on one ho l iday  weekend, 

fo u r  CF p a t ie n t s  took i l l  and had to  be evaluated in  the  

ER. A l l  fo u r  requ ired  h o s p i t a l i z a t i o n  and he remarked 

Although i t  was the d o c t o r ’ s wedding ann iversary  she 

re tu rn ed  to  the h o s p i ta l  and spent almost s ix  hours
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examining the p a t i e n t s ,  w a i t in g  and t r a c k in g  down lab  

r e s u l t s ,  and then w r i t i n g  up admissions orders  . . . . .  By 

the  t ime she a r r i v e d  home, i t  was probably  time f o r  her  

to  re tu rn  f o r  morning rounds ."

Apparent ly , th e  inopportune t im in g  o f  medical  

emergencies was not l i m i t e d  s o le ly  t o  ph ys ic ian s .  One 

p a t i e n t  to ld  of  an " unexpected" s i t u a t i o n  t h a t  she 

experienced:

" I  was busy baking a cake when I f e l t  a p u l l i n g  
sensat ion in  my upper arm and a sharp pa in  in 
my chest .  Then I  s ta r te d  s p i t t i n g  up blood.
I  was in  such pa in ,  t h a t  I  could h a rd ly  move. 
My parents  c a l l e d  911 and they  took me to  the  
emergency room. Sure, e n o u g h . . . I  had another  
pneumothorax . I  was p lanning  to  go to  a 
party  t h a t  n ig h t .

This p a t i e n t ’ s assessment of  a recent  episode draws 

a t t e n t i o n  to the " suddenness" associa ted  w i th  the  onset  

o f  i l l n e s s .

In t e r e s t i n g l y ,  the  " suddenness" and " u n a n t ic ip ­

a t io n  " of a medical emergency, are not  confined t o  the  

o u ts id e  world, as th e  fo l lo w in g  example i l l u s t r a t e s :

" A f te r  being in the  hosp ita l  f o r  two weeks 
on I . V. th e r a p y ,  I  was r e a l l y  looking f o r ­
ward to  going home. I  was watching Concen­
t r a t i o n  on TV, when I  f e l t  a s t i c k i n g  pain
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in my chest .  The pain seemed to  be g e t t in g  
worse, so I  t o l d  my nurse. E r ik  ( th e  do cto r )  
came in and he took a l i s t e n  to  my chest .
He said  i t  d i d n ’ t  sound too bad, but he wanted 
to  get another  X - ra y .  A f t e r  they took the  X -  
ray,  I  was in  the lounge p lay ing  Foosbal1. I  
was f e e l in g  a l i t t l e  b e t t e r .  A shor t  t im e  
l a t e r ,  Gail  [nurse]  came in ,  and sa id " I ’ ve 
got bad n e w s . . .  guess what kid? You’ ve got a 
pneumo.

This  p a t ie n t  wanted very much to  leave the  hosp­

i t a l  and re tu rn  home. Perhaps, the  f u r t h e r e s t  th in g  on 

her mind was th a t  a f t e r  two weeks o f  h o s p i t a l i z a t i o n ,  

she would s u f f e r  from a pneumothorax. This s i t u a t i o n  is  

unusual in t h a t  most CF p a t ie n ts  who have undergone I . V .  

a n t i b i o t i c  therapy f o r  two weeks, would not o r d i n a r i l y  

expect  a pneumothorax to  f o l l o w .  This s i t u a t i o n  is  

important  because i t  draws a t t e n t i o n  to  the " sudden­

ness" and u n p r e d i c t a b i l i t y  which accompany s e r ious  and 

l i f e  th re a te n in g  i l l n e s s e s  such as c y s t i c  f i b r o s i s .

F u r th e r  Risks and Dangers:

In  a d d i t io n  to  dea l ing  w i th  the  problems o f  sud­

denness and medical emrgencies, i t  i s  recognized by the  

p a t ie n t s  themselves t h a t  there  a re  major r is k s  as­

soc ia te d  w ith  t h e i r  t rea tm e nt .  A source o f  danger, and 

perhaps the most im portant  one, is  the  medications used
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to  combat th e  d isease .  As discussed p re v io u s ly  in  t h i s  

chapter ,  p a t i e n t s  w i th  c y s t i c  f i b r o s i s  consume a wide 

v a r i e t y  o f  m edicat ions in c lu d in g  p a n c re a t ic  enzymes, 

n u t r i t i o n a l  supplements, b r o n c h o d i la to r s ,  oxygen, 

m ucolyt ic  agents ,  and a n t i b i o t i c s  { in t ra v e n o u s ly  as 

well  as o r a l l y  } .  In  a d d i t io n ,  s inc e  many p a t i e n t s  have 

other  d iseases  secondary to  c y s t i c  f i b r o s i s ,  they may be 

re c e iv in g  a d d i t io n a l  drugs such as s t e r o id s ,  blood 

pressure or  d iab ete s  medic ines.

Although medicat ions can be u s e fu l ,  and perhaps 

l i f e  saving to o ls  in f i g h t i n g  disease and pro longing  

l i f e ,  they n e v e r th e le ss  c a rry  along w i th  t h e i r  use cer ­

t a i n  r i s k s .  Some medicat ions have a g r e a te r  margin o f  

s a fe ty  than o th e rs .  For example, i t  is  be l ie v e d  t h a t  

the  use o f  p a n c re a t ic  enzymes such as Pancrease and 

Cotazym in c y s t i c  f i b r o s i s  is  no t  only  e s s e n t ia l  but 

a lso  posses l i t t l e  r i s k  o f  s ide  e f f e c t s  to  the p a t i e n t .  

The only known c o n t r a in d ic a t io n s  to  pa n c re a t ic  enzymes 

{ such as Pancrease, Cotazym, or  Viokase } is  in 

p a t ie n ts  a l l e r g i c  to  pork or  r a r e l y ,  a p a t i e n t  who is  

r e c e iv in g  ex trem ely  high doses o f  these enzymes may 

have high l e v e l s  o f  the by products  o f  the enzymes 

s p i l l  over " in to  h i s / h e r  u r in e .
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U n f o r t u n a t e ] y , many o f  the  o th e r  m edicat ions r o u t ­

in e l y  used in the  management o f  c y s t i c  f i b r o s i s  are  

known to  demonstrate s id e  e f f e c t s  and dangers associated  

w ith  t h e i r  use. A case in  p o in t  concerns the a n t i b i o t ­

i c ,  Chloromycet in  { Chloramphenicol } .  Chloromycetin is  

o f te n  used in c y s t i c  f i b r o s i s ,  e s p e c i a l l y  when a p a t ie n t  

possesses organisms s u s c e p t ib le  t o  the  drug, and the  

p a t i e n t  is  not responding to  less  harmful a n t i b i o t i c  

a g e n t s . 12, 13 The P h y s ic ia n s ’ Desk Reference { PDR } ,  

recognized by phys ic ians  as the " a u t h o r i t a t i v e  source " 

on pharmaceutical  agents, has a WARNING box which con­

t a i n s  the f o l lo w in g  in fo rm a t io n  about Chloromycetin:

" Ser ious and f a t a l  blood dyscras ias  ( a p l a s t i c  
anemia, h y p o p la s t ic  anemia, thrombocytopenia ,  
and granu locy topen ia  ) are  known to  occur a f t e r  
the a d m in is t r a t io n  o f  ch loram phenicol .  In  add­
i t i o n ,  th e re  have been re p o r ts  o f  a p l a s t i c  anemia 
a t t r i b u t e d  to  chloramphenicol  which l a t e r  te rm in -

12 The choice o f  which a n t i b i o t i c ( s )  are prescr ibed  
is  based on the r e s u l t s  o f  sputum c u l t u r e s .  From 
sputum, organisms are  grown in the  lab and then  
te s te d  f o r  s e n s i t i v i t y  to  v a r io u s  a n t i b i o t i c s .

13 In  CF, the  f o l lo w in g  organisms are f r e q u e n t ly  
i s o l a t e d  from sputum: Pseudomonas auerginosa,
Staph, aureus, E . c o l i ,  K l e b s i e l l a ,  and H. I n ­
f lu e n z a .  This  in fo rm a t io n  was der ived  from a
conversa t ion  w i th  a p h y s ic ia n .
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ated in leukemia.  Blood dyscrasias have occurred  
a f t e r  both short  term and prolonged therapy w i th  
t h i s  drug. Chloramphenicol must not be used when 
less  p o t e n t i a l l y  dangerous agents w i l l  be e f f e c t ­
i v e  i t  must not  be used in  the t re a tm e n t  o f
t r i v i a l  in f e c t io n s  or  where i t  is  not in d ic a t e d ,  
as in  co ld s ,  in f lu e n z a ,  in fe c t io n s  o f  the  t h r o a t ,  
or as a p r o p h y la c t ic  agent to  prevent b a c t e r i a l  
i n f e c t i o n s .

P recaut ions:  I t  is  e s s e n t ia l  t h a t  adequate blood 
s tu d ie s  be made dur ing  t rea tm e n t  with the drug.  
While  blood s tu d ie s  may d e te c t  e a r ly  p e r ip h e r a l  
blood changes, such as leukopenia , r e t i c u l o c y t o -  
pen ia ,  or  g ranu locy to pen ia ,  before they become 
i r r e v e r s i b l e ,  such s tu d ies  cannot be r e l i e d  on 
to  d e te c t  bone marrow depression p r io r  to  d e v e l ­
opment o f  a p l a s t i c  anemia. To f a c i l i t a t e  approp­
r i a t e  s tu d ies  and observat ions  during th e ra p y ,  i t  
i s  d e s i r e a b le  t h a t  p a t i e n t s  be h o s p i ta l i z e d .  14,15

In  the c l i n i c a l  s e t t i n g ,  physic ians openly  

and r e a d i l y  acknowledge the  po ss ib le  r isks asso c ia ted  

w ith  the use o f  Chloromycet in ,  and the im perat ive  need 

to  c lo s e ly  monitor  and f o l lo w  p a t ie n t s  rece iv ing  th e  

drug. Some c y s t i c  f i b r o s i s  p a t ie n t s  are perm it ted  t o  

re c e iv e  the  a n t i b i o t i c  on an o u t p a t i e n t  basis , but  

they are requ ired  to  r e p o r t  back to  the hosp ita l  every  

2 -3  days f o r  blood work { a CBC, with r e t i e s ,  and 

p l a t e l e t s ,  } .  At a meeting o f  CF p a t ie n ts ,  one phys-

14 P h y s ic ia n s ’ Desk R efe re n c e . 42nd e d i t i o n ,  under 
Chloromycet in-  Parke Davis .

15 I t  should be noted t h a t  the  PDR l i s t s  under the  
I n d ic a t io n s :  c y s t i c  f i b r o s i s  regimens.
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i c ia n  o f  the  CF team t o l d  the  ga ther ing :

" Chloro is  a good drug but you’ ve got to  watch i t  
l i k e  a hawk. Not on ly  do I  have to  have blood 
work done every few days, but o th e r  studies a re  
needed as w e l l .  I  t r y  to  keep p a t ie n ts  on i t  a 
f o r  as shor t  a t ime as is  p o s s ib le ,  p re fe ra b ly  
f o r  10 days to  two weeks a t  a t im e .  But, i t  can 
be used in CF f o r  longer per iods o f  t ime, i f  th e  
blood work is  f i n e —  th e re  is  no evidence o f  t h e  
Chloro e f f e c t .  I n c i d e n t a l l y ,  a f t e r  a week on 
ch lo ro  p e r io d ic  eye exams are needed to make sure  
th e re  are  no eye com plicat ions { you can get  an 
o p t i c  n e u r i t i s  from i t  } and you need to be seen 
weekly to  make sure you don’ t  show signs o f  a 
p e r ip h e ra l  n e u r i t i s ,  t h a t  is  pa in in the f e e t " .  16

The dangers and r is k s  associated w i th  medications  

employed in the management o f  c y s t ic  f i b r o s i s  is  no t  

l i m i t e d  to  the  use o f  Chloromycetin . Other  in travenous  

a n t i b i o t i c s  sometimes used in  CF inc lude  N a f i c i l l i n ,  

Vancomycin, and, Amikin. P a t ie n ts  rece iv ing  these  

medicat ions must be c lo s e ly  monitored and observed s in c e  

ser ious  s ide  e f f e c t s  are  known to  occur w i th  t h e i r  use.  

Side e f f e c t s  experienced by some p a t ie n ts  include marked 

nausea, d ia r r h e a ,  in tense  pain and ph lebetes a t  the  IV  

s i t e ,  as wel l  as endocrine and gynecological  problems.

P a t ie n t s  I  have spoken w i th  t o l d  o f  s i tu a t io n s  in

16 These remarks were made a t  a meeting which was 
attended by p a t i e n t s  and physic ians  a l i k e .
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which they  had to  sign" In formed Consent " and o th e r  

h o s p i ta l  forms because th e y  were not adequate ly  

responding to  therapy,  and i t  was s t rong ly  adv ised by 

the CF phys ic ians  th a t  they undergo a t r i a l  run on 

exper im en ta l  drugs “ { i e ,  a n t i b i o t i c s  t h a t  were about  

to  be re leased  pending FDA approval  } .  C ys t ic  f i b r o s i s  

p a t i e n t s  are u s u a l ly  given access to  a n t i b i o t i c  agents  { 

e s p e c i a l l y  a n t i  Pseudomonal agents } p r i o r  t o  FDA 

approval and re le as e  fo r  d i s t r i b u t i o n  to the  genera l  

p u b l i c .  An example, is the r e c e n t l y  released a n t i b i o t i c  

Cipro  { c i p r o f l o x a c i n  }.  One p a t i e n t  who agreed to  t r y  

the drug when i t  was under exper im enta l  study had t o  be 

taken o f f  o f  i t  because he was developing s ide  e f f e c t s .  

P a t ie n t s  who agree to  take exper im enta l  drugs are  t a k in g  

r is k s  in  t h a t  the  medicines may prove to be b e n e f i c i a l  

but, th e r e  is  the ever  present  p o s s i b i l i t y  t h a t  s e r io u s  

and perhaps, even f a t a l  s id e  e f f e c t s  can ensue. The 

w i l l i n g n e s s  o f  some c y s t ic  f i b r o s i s  to  t r y  exper im enta l  

drugs stands as a testament to  th e  degree of  ser iousness  

and urgency associa ted w ith  t h e i r  disease.

Summary:

T h is  chapter  has examined coping mechanisms and the  

everyday r e a l i t i e s  of  l i v i n g  w i t h  c y s t i c  f i b r o s i s .
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Coping w i th  c y s t i c  f i b r o s i s  invo lves  two important  

f a c e t s :  {1} the in d iv id u a l  must le a rn  to  accept h is  or  

her i l l n e s s ,  and {2} the in d iv id u a l  must learn th e  

ro u t in e s  and d a i l y  r i t u a l s  f o r  t r e a t i n g  t h e i r  i l l n e s s .

Acceptance t h a t  a person has c y s t i c  f i b r o s i s  can be 

accomplished in a v a r i e t y  o f  ways. Waddell suggests  

t h a t  c y s t i c  f i b r o s i s  p a t ie n t s  on one le v e l  acknowledge 

the p a r t i c u l a r s  o f  t h e i r  s i t u a t i o n ,  but they a ls o  

" n e u t r a l i z e "  t h a t  awareness by p la c in g  i t  below t h e i r  

immediate consciousness in the course o f  t h e i r  everyday  

l i v e s .  L a r t e r  suggests t h a t  communication among c y s t i c  

f i b r o s i s  is  most b e n e f i c i a l  as a coping mechanism, s in c e  

i t  a l low s  them to  v e r b a l i z e  and share t h e i r  exper iences  

w ith  o thers  who have the same p l i g h t .  My research re ­

v e a ls  t h a t  some p a t ie n t s  do in f a c t ,  as Waddell suggests  

, appear to  " n e u t r a l i z e "  var ious  aspects of  t h e i r  

disease .  However, I  a lso  found t h a t  t h i s  was not always 

the case. The anectdotes and remarks made by some of  

the p a t ie n t s  suggest q u i t e  the o p p o s i t e . . .  namely, t h a t  

some are aware o f  the  grim r e a l i t i e s  surrounding c y s t i c  

f i b r o s i s ,  and they cannot simply p lac e  them below t h e i r  

le v e l  o f  consciousness. The f a c t  t h a t  there  were strong  

networks o f  communication and long s tanding f r ie n d s h ip s
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among various  c y s t i c  f i b r o s i s  p a t ie n t s  [ e s p e c i a l l y  

adolescent females  ] suggest t h a t  L a r t e r ’ s observat ion  

t h a t  communication is  an in t e g r a l  coping mechanism is  

most accurate .

In a d d i t io n  to  recogniz ing  ones s ta tu s ,  success­

f u l l y  dea l ing  w i t h  an i l l n e s s  mandates t h a t  a person 

proper ly  care  f o r  h i s / h e r  own medical needs. As d is ­

cussed in t h i s  c h a p te r ,  c y s t i c  f i b r o s i s  p a t ie n t s  must 

lea rn  to  perform many time consuming, and perhaps un­

pleasant  procedures such as postura l  d ra inage ,  in h a l ­

a t io n  therapy ,  adherence to  d i e t a r y  r e s t r i c t i o n s ,  and 

consumption o f  massive medicat ions { o r a l l y ,  in ha le d ,  

and in je c te d  } on a d a i l y  basis  in o rder  to  s u r v iv e .

This  regimen goes on even w h i le  the p a t ie n t s  are  being 

fo l lowed c lo s e ly  by ph ys ic ian s .  Regular v i s i t s  

augmented by th e  r e p e t i t i o n  o f  d ia g n o s t ic  and e v a lu a t iv e  

t e s ts  { s p i r o m e t r ic a l  s tu d ie s ,  lab and blood work, per­

io d ic  X-ray s t u d i e s ,  and p a in fu l  a r t e r i a l  blood gases } 

are  a l l  common a t t r i b u t e s  o f  medical t rea tm e n t  o f  c y s t ic  

f i b r o s i s .  The p a t i e n t  who wants a chance to  su rv iv e  

must d i l i g e n t l y  ab ide  by the prescr ibed  t r e a t ­

ment plan f o r  h i s / h e r  predicament.
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The l a t t e r  p a r t  o f  t h i s  chapter  examines the  impact  

o f  medical s i t u a t i o n s  t h a t  a r i s e  suddenly and w i thout  

warning. In  c y s t i c  f i b r o s i s ,  i t  is  i n t e r e s t i n g  to  note  

t h a t  the i n i t i a l  d iagnosis  o f  the  disease is  o f te n  made 

spontaneously and sometimes, under p ecu la r  c ircumstan­

ces { such as the  g i r l  who a f t e r  undergoing an append­

ectomy learned t h a t  she had c y s t i c  f i b r o s i s  because a 

doctor  found her cough to  be pecu la r  } .  The concept of  

"suddenness" a ls o  a p p l ie s  to  the  newly diagnosed p a t i e n t  

who is  suddenly th r u s ts  in to  a s i t u a t i o n  where he/she  

must t ran s fo rm  a l i f e s t y l e  from t h a t  o f  a "heal thy  

person" who has no medical r e s t r i c t i o n s  placed upon 

them, to  t h a t  o f  a " i l l  person" who must take  spec ia l  

steps and precaut ions  to  safeguard t h e i r  h e a l th .  In  

a d d i t io n  to  both o f  these s i t u a t i o n s ,  we f i n d  t h a t  

"suddenness" occurs in connection w i th  the  onset of  

medical emergencies t h a t  v i c t i m i z e  some p a t ie n t s  w i th  

c y s t i c  f i b r o s i s .  Conversations w i th  p a t ie n t s  d isc losed  

t h a t  many medical com pl icat ions  and emergencies occurred  

a t  the  most inopportune t im es,  were t o t a l l y  unforeseen,  

and beyond the i n d i v i d u a l ’ s own c o n t r o l .  P a t ie n t s  in  

my sample seemed t o  in d ic a t e  t h a t  medical emergencies  

are  most l i k e l y  to  occur from 9 PM u n t i l  12 m idn ight .
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Furthermore, th e  mystique t h a t  accompanies the onset o f  

i l l n e s s  is  not  so ley  l im i te d  to  t im e ,  but also to  p la c e .  

G e ne ra l ly ,  p h ys ic ian s  would not expect  a CF p a t i e n t  who 

has made s a t i s f a c t o r y  progress and who has j u s t  re ce iv e d  

megadoses of  I . v .  a n t i b i o t i c s  t o  succomb to a pneumo­

thorax.

This c h a p te r  a lso  draws a t t e n t i o n  to  the dangers  

th a t  are f o r e v e r  present  concerning the  use o f  medic ines  

which are commonly prescribed in  t r e a t i n g  c y s t ic  f i b r o ­

s is .  P a t ie n t s  must not only contend with  the p o s s i b i l ­

i t y  of s ide  e f f e c t s  emanating from drugs t h a t  are w id e ly  

used by the genera l  pu b l ic ,  but th e y  may also e x p er ience  

serious s ide  e f f e c t s  from exper im enta l  drugs { drugs 

th a t  f o r  the  most p a r t  th a t  have undergone l i m i t e d  human 

and c l i n i c a l  t r i a l s  } .
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Chapter 5: THE HOSPITAL SCENE 

Background:

In  h is  monumental work, The Care  o f  S t ra n g e rs .

Rosenberg presents  the  h i s t o r i c a l  development o f  the  

h o s p i ta l  in American s o c ie ty .  The r o l e  o f  h o s p i ta ls  

and the  fu n c t io n s  they serve has changed d r a m a t ic a l ly  

over t im e .  In  1800, h o s p i ta ls  were an i n s i g n i f i c a n t  

aspect  o f  medical c a re ,  and no gentleman of p roper ty  

or s tanding  would have found h im s e l f  in a hosp ita l  

unless s t r i c k e n  w i th  in sa n i ty  or  b e f e l l e d  by epidemic  

or a c c id e n t  in  a s trange c i t y .  1 S l i g h t l y  over  a 

hundred years l a t e r ,  in 1909, a census of American 

h o s p i ta ls  located  4 ,3 5 9  with 4 2 1 ,0 65  beds { a t o t a l  

t h a t  d id  not in c lude  mental or c h ro n ic  disease hos­

p i t a l s  such as tu b e rc u lo s is  s a n i ta r iu m s  } .  2 Not on ly  

had h o s p i ta ls  increased sharply in  number, but i n d i v ­

id u a ls  o f  a l l  s o c ia l  c lass s tand ings  began to  a v a i l  

themselves o f  t h e i r  se rv ic e s .  3

1 Rosenberg, Char les ,  The Care  o f  Strangers:  The 
Rise o f  America ’ s Hospita l  System. { New York:
Basic Books, 1987, p . 4 }

2 E .H .L .  Corwin, The American H o s p i t a l . The 
Commonwealth Fund, New York ,  1946, p . 8

3 I b i d
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Although the  p o p u la r i ty  o f  h o s p i t a ls  grew drama­

t i c a l l y  s ince  the  1800’ s, many o f  the  s e rv ic e s  and 

kinds of  care  associated w i th  h o s p i ta ls  today were 

p r e v io u s ly  met by an i n d i v i d u a l ’ s own f a m i l y .  For 

example, a t  the  tu rn  of the c e n tu ry ,  women u s u a l ly  gave 

b i r t h  a t  home. They were tended to  by fa m i ly  members, 

neighbors, or  perhaps, in some cases, midwives. In

c o n t r a s t ,  today most American women g ive  b i r t h  in

h o s p i ta ls  and are  tended to  by p h y s ic ia n s ,  o b s t e t r i c ­

ians or  o th e r  medical personne l .  S i m i l a r l y ,  in

previous t im es,  c h r o n ic a l ly  i l l  persons were o f ten  

tended to  by the members o f  t h e i r  immediate f a m i ly .

As Rosenberg notes,  " to  most observers  the  tw e n t ie th  

century  h o s p i ta l  seems an i n e v i t a b l e ,  i f  perhaps im­

p e r f e c t ,  i n s t i t u t i o n ,  one t h a t  grew unavoidably  out of  

the i n t e r a c t i o n  between so c ia l  n e c e s s i ty  and an emerg­

ing te c h n ic a l  c a p a c i ty .  4

H o s p i t a l i z a t i o n  in Cvstic F i b r o s i s :

There are  l i m i t s  to medical c a re  being provided on 

the homefront. While " everyday r i t u a l s  " such as

postura l  d ra inage ,  in h a la t io n  th e ra p y ,  and the  tak ing

4 Rosenberg, o p  c i t . . p. 10
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of  o ra l  medicat ions are e a s i l y  c a r r ie d  out  a t  home, 

from t ime to  time more aggressive  t rea tm e n t  needs to  be 

implemented. For example, i f  a p a t i e n t  is  losing

ground in  terms of  h i s / h e r  pulmonary s t a t u s ,  h o s p i t ­

a l i z a t i o n  f o r  in travenous a n t i b i o t i c  therapy w i th  

m u l t i p le  a n t i b i o t i c s  is  a d i s t i n c t  p o s s i b i l i t y .  While  

in travenuous a n t i b i o t i c  therapy can be accomplished a t  

home f o r  p a t ie n ts  using one intravenuous a n t i b i o t i c  , 

when p a t ie n t s  r e q u i r e  two or  th re e  a n t i b i o t i c s  s im ul­

taneous ly ,  h o s p i t a l i z a t i o n  is  considered the  un iversa l  

norm among ph ys ic ian s .  Another s i t u a t i o n  which c a l l s  

f o r  h o s p i t a l i z a t i o n  is  Tota l  Paren tera l  A d m in is t ra t io n  

, or  TPN f o r  s h o r t .  TPN is  adm inis tered to  p a t ie n ts  

who are  e i t h e r  unable to  e a t ,  or who f a i l  to  consume 

enough c a l o r i c  in ta k e  necessary to  s u r v iv e .  In  TPN, 

p a t ie n t s  are fed huge amounts of  carbohydrates and 

e s s e n t ia l  m inera ls  and supplements d i r e c t l y  in to  t h e i r  

bloodstream. P a t ie n ts  who are r e c e iv in g  TPN must be 

c lo s e ly  monitored. During ser ious  i l l n e s s  or  f o l lo w ­

ing major s u rg ic a l  procedures, c y s t ic  f i b r o s i s  p a t ­

ie n ts  are  sometimes placed on TPN.

TPN represents  one c o n d i t io n  which would r e q u i r e  a 

p a t i e n t  w i th  c y s t ic  f i b r o s i s  to  be h o s p i t a l i z e d .  There
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are o th e r  c ircumstances which a lso  r e s u l t  in  p a t ie n ts  

r e q u i r in g  h o s p i ta l  c a re .  As noted in Chapter  1, the CF 

p a t ie n t s  I  s tu d ie d ,  were t r e a t e d  a t  a CF Center  located  

w i t h in  a C h i l d r e n ’ s H o s p i t a l .  The CF Center  fo l lows  

p a t ie n t s  o f  a l l  age groups, from the f i r s t  few days o f  

l i f e  in to  adulthood. Although the emphasis is on 

p ro v id in g  p a t i e n t  care  on an o u t p a t i e n t  b as is ,  c y s t ic  

f i b r o s i s  p a t ie n t s  l i k e  o ther  s e r io u s ly  i l l  persons 

r e q u i r e  h o s p i t a l i z a t i o n  on an ongoing b a s is .  At any 

given t ime about 1 -3 *  o f  the  p a t ie n ts  e n r o l l e d  in the  

CF Center  are  h o s p i t a l i z e d .  5 This f i g u r e  suggests 

t h a t  o f  the  approx im ate ly  200 p a t ie n ts  in  t h i s  center ,  

a t  any given moment 2 t o  6 p a t ie n ts  are " inhouse."

Conversat ions w i th  CF p a t ie n ts  suggest t h a t  there  

is  much v a r i a t i o n  among p a t ie n t s  in terms o f  how o ften  

they a re  h o s p i t a l i z e d ,  and how long t h e i r  " usual 

length o f  s tay  l a s t s .  [ For example, I  encountered one 

p a t i e n t  who re q u ire s  h o s p i t a l i z a t i o n  an average of once 

a year and he u s u a l ly  remains in the  hosp ita l  f o r  

s l i g h t l y  over a week. This  appears to  be considerably

5 This  f i g u r e  was provided by ph ys ic ian s  a t  the  
CF C enter ,  where the p a t ie n ts  I  encountered 
were re c e iv in g  c a re .  I t  should be viewed as 
a general " b a l lp a r k "  f i g u r e
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less  than the  norm in comparison to  o th e r  p a t ie n t s  o f  

the same a g e . ]  6 Based on conversat ions  w i th  a d u l ts  

w ith  c y s t i c  f i b r o s i s ,  i t  seems as though most p a t ie n t s  

re q u i r e  h o s p i t a l i z a t i o n  about two or  th re e  t imes per  

year .  T h e i r  usual v a r i e s  runs from f i v e  to  fo u r te e n  

days per h o s p i t a l i z a t i o n .  Many o f  the p a t ie n t s  t o l d  me 

t h a t  t h e i r  h o s p i t a l i z a t i o n s  do not c r e a te  problems w i th  

t h e i r  fa m i ly  l i f e  or in terms o f  t h e i r  employment. One 

s t ra te g y  used by some o f  the  p a t ie n t s  was to  t r y  to  

schedule h o s p i t a l i z a t i o n s  when they were on v a c a t io n s ,  

or during the  l u l l  or  slow per iods  a t  work. S i m i l a r l y ,  

c o l le g e  students  or those who were on an academic 

schedule t r i e d  to  come in t o  the h o s p i ta l  during ho l id ay  

recesses { s p r in g ,  w i n t e r ,  f a l l ,  summer, e t c . }

P a t ie n ts  who spent f i v e  days in the h o s p i ta l  

u s u a l ly  represented one o f  the  fo l lo w in g  s i t u a t i o n s :  

{1} they were going to  re c e iv e  I . V .  a n t i b i o t i c  therapy  

a t  home a f t e r  t h e i r  d ischarge .  Such p a t ie n t s  are  

h o s p i t a l i z e d  to  begin t h e i r  I . V .  the ra py ,  and to  

e s t a b l i s h  the  proper dose and " s a fe  le v e ls  " o f  the

6 Although t h i s  p a t i e n t  does not re present  the  
' 'moder' or ’’a v era g e ” p a t i e n t ,  he i l l u s t r a t e s  

the d i v e r s i t y  t h a t  occurs regard ing  the len ­
gth o f  h o s p i t a l i z a t i o n  re qu ired  by CF p a t i e n t s .
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a n t i b i o t i c .  7 {2 }  the p a t i e n t  was h o s p i ta l iz e d  f o l ­

lowing a b r i e f  i l l n e s s  such as a v i r a l  i n f e c t ­

ion or f l u ,  {3}  o th e r  i l l n e s s e s  unre lated to  c y s t i c  

f i b r o s i s .  For example, one p a t i e n t  underwent a minor  

surgica l  procedure { a to n s i l le c to m y  } .  Her surgeon  

chose to  keep her  in the  h o s p i ta l  a day longer than  

usual,  because she has CF. I t  is  important to  r e a l i z e  

t h a t  each p a t i e n t ’ s c o n d i t io n  is  unique.

Some p a t i e n t s  respond more r e a d i ly  to  a n t i b i o t i c  

therapy than o th e r s .  Some p a t ie n t s  show cons iderab le  

c l i n i c a l  improvement w i t h in  24-48 hours a f t e r  r e c e iv in g  

t h e i r  f i r s t  dose o f  a n t i b i o t i c s ,  whi le  fo r  o the r  p a t ­

ien ts  r e c u p e ra t io n  and improvement are slow. U n fo r ­

tu n a te ly ,  th e re  are p a t i e n t s  who show minimal improve­

ment, or who r e q u i r e  " t r i a l  runs " with d i f f e r e n t  

a n t i b i o t i c s  and m edicat ions,  before  a combination is  

discovered which provides measurable b e n e f i t  t o  the  

p a t ie n t .  There are a lso  s i t u a t io n s  in which the  

p a t ie n t  is  responding to  the  a n t i b i o t i c s  but,  due to

7 Th is  is  e s p e c i a l l y  the case w ith  respect to  the  
aminoglycoside a n t i b i o t i c s  such as Tobramycin,  
Kanamycin, and Gentamic in . These agents are  
known t o  cause n e p h r o t o x ic i t y ,  and o t o t o x i c i t y .
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com pl ica t ions ,  the dosages o f  the  a n t i b i o t i c s  had to  be 

lowered or d iscont inued .  Th is  o f ten  happened when the 

p a t i e n t  was s u f f e r i n g  from d iab e te s  m e l l i t u s ,  kidney or 

h epat ic  impairment secondary to  c y s t ic  f i b r o s i s .  A l l  

o f  these s i t u a t i o n s  and f a c t o r s  can and o f t e n  do p lay  a 

major r o le  in the de te rm ina t ion  o f  how long a c y s t ic  

f i b r o s i s  p a t i e n t  needs h o s p i t a l i z a t i o n .

Since the CF Center fu n c t io n s  under the  auspices 

of the C h i l d r e n ’ s H o s p i ta l ,  i t  is  s tandard hosp ita l  

p o l ic y  t h a t  a l l  CF p a t ie n ts  { regardless o f  age } be 

t r e a t e d  by the  P e d ia t r i c  Pulmonary -  C r i t i c a l  Care 

team. H o s p i ta l i z e d  CF p a t ie n t s  are found throughout the  

e n t i r e  h o s p i t a l .  P a t ie n ts  who were 12 years  old and 

above { in c lu d in g  a du l ts  } were o r d i n a r i l y  assigned to  

the  adolescent  u n i t .  8 A d u l t  p a t ie n ts  who requ ire  

i n te n s iv e  care are placed in P e d ia t r i c  In t e n s i v e  Care.

A few a d u l t  p a t ie n t s  to ld  me th a t  they d i d n ’ t  mind 

being t r e a t e d  in  P e d ia t r i c  In te n s iv e  Care when they

8 Although some of  the o ld e r  p a t ie n ts  were not 
p a r t i c u l a r l y  pleased w i th  t h i s  arrangement,  
they had to  learn  to  endure i t .  Physic ians  
t r i e d  to  i n s t i l l  in  p a t i e n t s  the idea  t h a t  
the nurses on the adolescent  u n i t  were more 
atuned to  the needs o f  CF care ,  than nurses 
on the a d u l t  f lo o r s  —  where they seldom d e a l t  
with  c y s t i c  f i b r o s i s  p a t ie n t s .
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were s e r io u s ly  i l l  because they found the s t a f f  to  be 

w ell  informed about t h e i r  d isease .  P a t ie n ts  seemed to  

r e f l e c t  more p o s i t i v e l y  on the q u a l i t y  o f  the care  

provided in P e d i a t r i c  In te n s iv e  Care, than on the  

adolescent u n i t .

Since a l l  o f  the CF p a t ie n t s  I  was in troduced to  

were " regu la rs"  on the adolescent  u n i t ,  in  o rder  to  

understand what h o s p i t a l i z a t i o n  e n t a i l s  f o r  CF pa t ­

ie n t s ,  i t  is  necessary to  o u t l i n e  some d e t a i l s  about 

the adolescent  u n i t .

P a t ie n ts *  Rooms:

The ado lescent  u n i t  con s is ts  o f  fo u r te e n  p a t ie n t  

rooms, most o f  which accommodate two p a t i e n t s .  Each 

room has a p r i v a t e  bathroom w i th  a shower s t a l l ,  a 

la rg e  s ink w i th  a paper towel d ispenser ,  two small 

lockers  designed to  hold a p a t ie n t s  s u i tc a s e ,  a small 

c lo s e t  { some rooms } ,  two or  th re e  r o l l a b l e  metal 

c a r t s  { each c onta in ing  a bedpan, s te e l  bath basin,  

u r i n a l s ,  sputum c o l l e c t i o n  cups, u r i n a l y s i s  cups, 

alcohol swabs, s u rg ic a l  tapes,  and a box o f  ho sp i ta l  

t is s u e s  } .  Hanging from the ce n te r  o f  each room are two
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co lo r  t e l e v i s i o n  sets  w i th  remote c o n tro l  t u n e r s .9 

Hanging from the c e i l i n g  are moveable IV  h o ld e rs .  Each 

room is  equipped w i th  beds capable  o f  being t r a n s ­

ported.  The beds are  not l i k e  those most people are  

accustomed to  observing in a h o s p i ta l  s e t t i n g .  On the  

c o n t r a r y ,  the  beds in t h i s  u n i t  represent  the  l a t e s t  in

modern e l e c t r o n i c  technology. Each bed can be p o s i t ­

ioned to  the  p a t i e n t ’ s own personal s a t i s f a c t i o n .  At 

the mere touch of  a button,  a p a t i e n t  can lower or  

r a is e  the  he ig h t  o f  the  bed, the  p o s i t io n  o f  the bed, 

as wel l  as the angle o f  the bed near the  p a t i e n t ’ s

f e e t .  The beds are the most com fortab le  one can 

imagine. For the  few p a t ie n t s  who are bedridden,  

anx ie ty  i s  g r e a t l y  minimized because o f  the  fe a tu re s  of  

the beds. Above every bed t h e r e  is  a two -  way

intercom system, as wel l  as a pushbutton device which 

permits  p a t i e n t s  to summon the nurse when necessary.  

One of  the  unique fe a tu re s  o f  the  intercom system was 

the a b i l i t y  o f  the  u n i t  r e c e p t i o n i s t  to  simply press 

one button  on her u n i t ,  and to  announce her message 

throughout a l l  of  the rooms. Th is  is  q u i te  useful  in

9 T e le v is io n  se ts  are f o r  re n t  a t  $4 per day 
Two c o lo r  t e le v i s i o n s  are  a lso  in the  p a t ­
i e n t  lounge f o r  a l l  persons to  use.
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s i t u a t i o n s  such as t r y i n g  to  loca te  a nurse who might  

be a t te n d in g  to  a p a t i e n t .  A l l  the  r e c e p t io n is t  need 

do is  push the button and s t a t e ,  " C a r o l ,  check the  IV

in room ___  , and regard less  o f  where Carol was she

could re c e iv e  the  message and respond a c c o rd in g ly .  

Each room a lso  had i t s  own heat and a i r  cond it ion ing  

u n i t ,  which was under the  p a t i e n t ’ s own c o n t ro l .  Next  

to  each o f  the beds was a f lowmeter ,  and separate w a l l  

o u t l e t s  ready to  d isperse  e i t h e r  a i r  o r  oxygen.

P a t i e n t  Lounge:

In  the middle o f  the ha l lway  on the ado lescen t  

u n i t  is  the  P a t ie n t  Lounge. The room is  also r e f e r r e d  

to  as the  " rec room" by younger  p a t ie n ts .  On th e  

w a l ls  p lea s a n t  posters  f e a tu r i n g  vacat ion spots o r  

cartoon c h a ra c te rs  such as Mickey Mouse and Snoopy a r e  

d is p la y e d .  A t t r a c t i v e  f u r n i t u r e  h i g h l ig h t s  the room. 

There are  two c o lo r  t e l e v i s i o n s ,  a s tereo,  and a 

computer v ideo arcade f o r  p a t i e n t  use. There is  a ls o  a 

bumper pool t a b l e ,  and f o o s b a l l .  10

K i tc h e n :

10 This  is  not a m is s p e l l in g  f o r  f o o t b a l l .
Foosball  is  a game s i m i l a r  t o  t a b le  top 
hockey or  nok hockey.
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The adolescent  u n i t  has i t s  own k i tchen f o r  p a t ­

i e n t  use. P a t ie n ts  may s t o r e  in  the  r e f r i g e r a t o r  any 

p e r is h a b le  items they have. The r e f r i g e r a t o r  is  f u l l  

s iz e  { 21 cubic f e e t  } and is  w e l l  stocked w i th  j e l l o ,  

custards ,  j u i c e s ,  m i lk ,  and o th e r  foods. There are  

foods f o r  persons on “ r e g u la r  d i e t s  ” as wel l  as 

those on s pec ia l  d i e t s .  The k i tc h e n  a lso  has a c o f fe e  

pot { f o r  $1 .0 0  a week p a t i e n t s  can p a r t i c i p a t e  in the  

c o f fe e  pool which a l low s  them u n l im i te d  c o f fe e  } .  

There is  a ls o  a f u l l  s iz e  stove a v a i l a b l e  f o r  p a t i e n t  

use. Sometimes p a t ie n ts  w i l l  save a p o r t io n  o f  t h e i r  

meals, or  wish to  heat up t h e i r  snacks a t  a l a t e r  t ime.  

The stove is  idea l  fo r  such occasions.

The Snack C a r t :

Everyday a snack c a r t  makes i t s  way around the  

h a l l s  o f  th e  adolescent u n i t ,  maneuvered by a hos­

p i t a l  v o lu n t e e r .  The c a r t  u s u a l ly  a r r i v e s  on the u n i t  

around 2 -3  P.M. The c a r t  i s  u s u a l ly  wel l  stocked w i th  

j u i c e s ,  m i lk  shakes, f ro ze n  f r u i t  bars, Bungalow Bar 

sundaes { s traw berry  and choco la te  } , i c e  m i lk ,  j e l l o  

{ r e g u la r  and d i e t  } ,  smal l packets o f  cookies ,  and 

bags o f  p r e t z e l s .  P a t ie n t s  whose medical s ta tu s  

perm its ,  a re  allowed access to  the snack c a r t .
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D a i ly  Walks:

R e a l i z in g  t h a t  h o s p i ta l  i n p a t ie n t s  sometimes 

exper ience  the " h o s p i ta l  blues " a t  l e a s t  once a day 

p a t ie n t s  are allowed t o  leave the f l o o r  escorted  by a 

nurse or  a nurses a id e ,  to  v i s i t  the  g i f t  shop, or  to  

s i t  on the ou ts ide  grounds o f  the  h o s p i t a l .  D a i ly  walks  

were intended to  a l l e v i a t e  the  d re a r in e s s  o f  being a 

h o s p i t a l i z e d  p a t ie n t .  Th is  a c t i v i t y  was in a d d i t io n  to  

occupat ional  or  physica l  therapy  which some p a t ie n ts  

were r e c e iv in g .

Specia l  Events :

A few p a t ie n t s  remarked to  me t h a t  the  best t ime  

to  be h o s p i t a l i z e d  i s  around the h o l id a y s .  During 

major h o l id a y s ,  there  i s  a lmost always a s p e c ia l  event  

or p a r ty  in the works. For example, during Christmas,  

Santa Claus makes his annual v i s i t ,  Ronald MacDonald 

pays a s u r p r is e  v i s i t  , and sometimes, va r ious  food 

concerns donate food a n d /o r  candy f o r  h o s p i t a l i z e d  

p a t ie n t s  and s t a f f .

C lo th in g  and A t t i r e :

In  many h o s p i t a ls ,  th e re  is  a formal dress code 

f o r  s t a f f  as wel l  as f o r  p a t ie n t s .  Th is  is  not the
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case on the  adolescent  u n i t .  Nurses as wel l  as doctors  

seldom wore white  uniforms or  o th e r  a t t i r e  assoc ia ted  

with  the  medical p ro fe s s io n .  Most nurses wore c o l o r f u l  

p a n ts u i ts  or  blouses. Doctors tended to  wear s t r e e t

c lo t h in g .

The p o l ic y  of  the  h o s p i ta l  is  to  a l lo w  p a t ie n t s  

wishing to  wear t h e i r  own c lo t h in g  to  do so as long as 

i t  was not  in ju r io u s  to  t h e i r  h e a l t h . 11 I  observed no 

r e l a t i o n s h i p  between the  na ture  o f  a p a t ie n ts  i l l n e s s ,  

the s e v e r i t y  o f  a p a t i e n t s  c o n d i t io n ,  and the  l i k e ­

l ihood t h a t  he/she would wear e i t h e r  pajamas or  re g u la r  

c lo t h in g .  A number o f  p a t i e n t s  s ta te d  t h a t  they  f e l t  

more a r  ease wearing s t r e e t  c lo th e s  as opposed to  

thpajamas when they are h o s p i t a l i z e d .

A H os p i ta l  None the Less:

Although the ado lescent  u n i t  possesses many th ings  

not t y p i c a l l y  associa ted  w i th  h o s p i t a l i z a t i o n  { the  

d a i l y  walks ,  the snack c a r t ,  the  ho l iday  p a r t i e s ,  

p a t i e n t  access to  a k i tc h e n  } ,  one should not  g e t  the

11 Most p a t ie n ts  were ab le  to  wear s t r e e t  
c lo t h in g .  Even p a t i e n t s  who were r e c e iv ­
ing I . V . meds a re  ab le  to  wear a s h i r t  
or  blouse. Th is  is  p o s s ib le  as a r e s u l t  
o f  the use o f  hepar in  locks.
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impression t h a t  " l i f e  on the  u n i t  " is  a l l  fun and 

games. As Slaby and Glicksman [1 9 85 ] ,  two phys ic ians ,  

emphasize " h o s p i t a l i z a t i o n  causes stresses  in  a d d i t io n  

t o  those o f  l i f e  t h r e a te n in g  i l ln e s s e s  . . .  locus of  

t r e a tm e n t  determines, to  some degree, how a p a t ie n t  

copes w i th  t r e a tm e n t ."  12 Behind t h i s  fa c ad e ,  there  is  

im p o r ta n t  and perhaps l i f e  prolonging medical care t h a t  

i s  being provided to  p a t i e n t s  w i th  a l i f e  th re a te n in g

d is e a s e .  Perhaps a l l  o f  these elements a re  necessary

to  min imize  and a l l e v i a t e  p a t i e n t  s t ress  and the " hos­

p i t a l  blues " during h o s p i t a l i z a t i o n .

Goffman [1961] in h is  work, Asylums, discusses the  

concept o f  " t o t a l  i n s t i t u t i o n s  ". To ta l  i n s t i t u t i o n s

r e f e r  to  i n s t i t u t i o n s  in  which the in d iv id u a l  is  under

the  c o n t ro l  o f  o ther  people  who are in a p o s i t io n  of  

power and a u t h o r i t y .  Goffman’ s concept o f  t o t a l  

i n s t i t u t i o n s  a p p l ie s  to  such places as p r is o n s ,  sch­

o o ls ,  mental asylums, and h o s p i t a ls .  Although there  

e x i s t s  some degree o f  choice  and p a t ie n t  autonomy on 

the  adolescent  u n i t ,  one should not lose s i g h t  o f  the

12 Slaby, Andrew E, M .D . ,  and Glicksman, A rv in ,  
M.D. ,  Adapting t o  L i f e  -  Threaten ing  I l l n e s s . 
{ New York: Praeger Pub, 1985, p. 220 }
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f a c t  t h a t  the  u n i t  is  p a r t  o f  a ho sp i ta l  which is  a 

b u re a u c ra t ic  s t r u c t u r e ,  founded upon r u le s  and reg­

u l a t i o n s .  Since p a t ie n t s  are  not p e rm it te d  complete  

freedom to  do as they p le a s e ,  and the re  a re  r e g u la r ly  

scheduled a c t i v i t i e s  { d a i l y  walks, p a t i e n t  a c t i v i t i e s ,  

e t c .  } the ado lescent  u n i t  can be seen as possessing  

some c h a r a c t e r i s t i c s  in common with  o ther  t o t a l  i n s t i t ­

u t ions  .

Depersonal i  z a t i  on :

One of  the  consequences o f  h o s p i t a l i z a t i o n  is  the  

d e p e r s o n a l i z a t io n  t h a t  f o l lo w s .  H o s p i t a l i z e d  p a t ie n ts  

give  up p r iv a c y  and aspects o f  t h e i r  own i d e n t i t y .  For 

example, most rooms on the  adolescent u n i t  are semi­

p r i v a t e  rooms intended f o r  two p a t ie n ts .  Hence, p a t ­

ie n ts  f o r f e i t  some of  t h e i r  p r ivacy  by having to  

share q u a r te rs  w i th  another  in d iv id u a l  . . . . .  one w i th  

whom they are  u n f a m i l i a r .

Rosenberg e la b o ra te s  upon t h i s  d e p e r s o n a l i z a t io n  

in connection w i th  the h o s p i ta l  admissions procedure a t  

the  tu rn  o f  the  century .  Rosenberg s ta te s :

" By the end of  the c e n tu ry ,  admission had become 
a r o u t i n i z e d ,  p h y s ic a l l y  segregated procedure.
A standard physica l  examination,  preceded ad-
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mission to  a bed, as d id  a compulsory bath and, 
in many i n s t i t u t i o n s ,  de lous ing .  The p a t i e n t ’ s 
s t r e e t  c lo th e s  were removed, locked away, and
replaced w i th  a h o s p i ta l  gown............................  The
admissions process might be thought of  as a 
r i t u a l  s e p a ra t in g  the p a t i e n t  from h is  or  her
previous i d e n t i t y  -----  and e s p e c i a l ly  those
c lass  s p e c i f i c  a t t i t u d e s ,  behaviors and pos­
sessions a d m in is t r a to r s  sought to  exclude from 
the wards. 13

" Regulars

Since CF p a t ie n t s  from age 12 u n t i l  adulthood are  

h o s p i t a l i z e d  in  the  adolescent  u n i t ,  most o f  the  pa t ­

ie n ts  soon become " regu la rs  I  s h a l l  use the  term 

" reg u la rs  " to  r e f e r  to  those p a t ie n ts  who are  r e a d i ly  

recognized by the  nurses and f e l lo w  p a t ie n t s  on the 

adolescent  u n i t ,  as a r e s u l t  of being repeated ly  

hospi t a l i  zed .

The " Home Awav From Home " Syndrome:

A person who is  h o s p i t a l i z e d  fo r  the  f i r s t  t ime is  

l i k e l y  to  f e e l  lo n e ly ,  a l i e n a t e d ,  and perhaps insecure.  

He/she does not know the " ropes " of  being a hosp ita l  

p a t i e n t .  The " newcomer " to  the h o s p i ta l  s e t t i n g  is  

u n fa m i l i a r  w i th  the  proper e t i q u e t t e  o f  h o s p i ta l  be­

hav io r  s ince he/she is  not n e c e s s a r i ly  aware of  the

13 Rosenberg, i b i d , p. 292
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norms governing p a t i e n t s ’ o b l i g a t i o n s  and responsib  

i l i t i e s .  As a p a t ie n t  i s  h o s p i t a l i z e d  re p e a te d ly  

w i t h in  a r e l a t i v e l y  short  p e r io d  o f  t im e ,  there  is  a 

p o s s i b i l i t y  t h a t  he/she can become very  or o v e r ly  

secure w i th  h is  s ta tu s  as a h o s p i t a l i z e d  p a t i e n t .

The " home away from home " phenomenon can be sa id  

to  have occurred when: {1} a p a t i e n t  comes to  regard

the h o s p i ta l  as a s e cu r i ty  b la n k e t  { a place where 

he/she f in d s  p ro te c t io n  from th e  o u ts id e  world } o r  as 

a " second home " { in the same sense t h a t  a person who 

is  semi r e t i r e d  comes to regard h i s / h e r  vacat ion  home, 

{2} a p a t i e n t  f e e l s  tha t  he/she i s  in  no rush to  r e tu rn  

home o r ,  may in fa c t  be d isa p p o in te d  t h a t  they are  

about to  be discharged. Perhaps, f o r  some people the  " 

home away from home " phenomenon fu n c t io n s  as a form of  

escapism.

I  observed a number o f  teenage p a t i e n t s  who seem­

ed very content  w i th  the r o le  o f  a h o s p i t a l i z e d  p a t ­

i e n t .  One p a t i e n t  to ld  me, " I  love i t  h e r e . . .  the  

food is  g r e a t ,  most of  the nurses are  n ic e ,  the t e l ­

e v is io n s  are  super, the a c t i v i t i e s  in the  day room are  

fun ,  and I  get  g i f t s  from my f r i e n d s " .  The on ly  bad
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th in g  is  th a t  I ’ ve have to  be in here f o r  IV medicines  

and I  don’ t  l i k e  being stuck { angio c a t h e t e r } .  Judging 

from the way t h i s  person r e f l e c t e d  upon the h o s p i t a l ,  

i t  sounded more l i k e  a r e s o r t  or  h o t e l .

I t  is i n t e r e s t i n g  to  note t h a t  the  " home away 

from home 11 phenomenon is  not l i m i t e d  to  teenagers .  I  

observed an o ld e r  p a t i e n t  saying openly  to  a nurse:

” I ’ m r e a l l y  in no rush to  go home. Are 
you sure  t h a t  I  am r e a l l y  ready to  go 
home ? I ’ ve only  been in here about  
e ig h t  days, which i s n ’ t  very long."

I  was s u r p r is e d  to  le a rn  t h a t  t h i s  p a t i e n t  was a 

marr ied man w i th  a w i f e  and two c h i l d r e n ,  and t h a t  he 

was on vacation a t  the  time t h a t  h is  i l l n e s s  s t ru c k .

P a t i e n t - S t a f f  R e l a t i o n s :

Most p a t ie n ts  seemed to  l i k e  the nurses who s t a f ­

fed the ado lescent  u n i t .  S i m i l a r l y ,  nurses whom I  

spoke with seemed t o  f e e l  com fortab le  and content  in 

t h e i r  r e la t io n s  w i t h  c y s t i c  f i b r o s i s  p a t i e n t s .  One 

nurse remarked, " I  know so many o f  those p a t ie n t s  from 

over the  years t h a t  I  know them almost as i f  they were 

members of my f a m i l y  ." In  f a c t ,  a f t e r  conversing with  

some of  the p a t i e n t s  I  had the f e e l i n g  t h a t  some
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of  the  p a t ie n ts  looked upon some o f  the  nurses as 

members o f  t h e i r  " extended f a m i ly . "  Whi le  s i t t i n g  in  

the  lounge, one p a t i e n t  was overheard t e l l i n g  another  

p a t i  e n t :

" A lo t  has happened since you were l a s t  here. I  
remember you were here l a s t  summer. June l e f t  
to  have her second baby. She had a boy. Sue 
i s  on vacat ion  n o w . . .  she went t o  England. 
Bonnie is  on v a c a t io n .  Donna Marie  l e f t  to 
work somewhere e l s e .  Steve doesn’ t  mop the 
f l o o r s  an y m o re . . .h e  hu rt  h is  k n ee . . . .som e  
o th e r  guy { s i c }  does i t  now. Janet  { the 
d i e t i t i a n  } l e f t ,  and the new one is  a real  
b i t c h .  14

I t  is  i n t e r e s t i n g  to  note how i n t e r e s t e d  and aware 

p a t ie n t s  are  o f  the personal l i v e s  o f  members of  the  

s t a f f .  The opposite a ls o  appeared t o  be the case.  

Nurses on the ado lescent  a lso  seemed to  keep " tabs " 

on the l a t e s t  news and developments concerning p a t ­

ie n ts  whom they cared f o r  on a long term basis .  Nur­

ses would sometimes ask one CF p a t ie n t  i f  they had seen 

or heard anything about another p a t i e n t .  One nurse ’ s 

a ide  who I know s in c e  my days as a h o s p i ta l  volunteer  

remarked, " L e t ’ s fa c e  i t  lo v e . .W e ’ re a l l  one big

14 A l l  o f  these names are psuedonyms f o r  real  
persons.
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happy f a m i l y . "  Although t h i s  person’ s sentiments might  

seem heartwarming, they appear to  be s l i g h t l y  

o p t i m i s t i c .

B e a u t i fu l  P e o p le :

There were a few members o f  the s t a f f  who r e a l l y  

t r i e d  to  make the h o s p i ta l  s e t t i n g  as com fortab le  and 

as p leasant  as po ss ib le  f o r  p a t i e n t s .  B i l l  { pseudo­

nym } ,  the y o u t h - l i f e  s p e c i a l i s t  { discussed in Chap­

t e r  1 } was one such person. He t r i e d ,  and was q u i te  

successfu l ,  in engaging mobile and bedridden p a t ie n ts  

in a c t i v i t i e s ,  computer v ideo games, and c r a f t s  which 

helped pass the t ime of  day.

Another t r u l y  devoted person was Tenaj { pseudo- 

onym } ,  the  d i e t i t i a n .  She once t o l d  me and another  

member o f  the  s t a f f ,  " I  want to  do a l l  t h a t  I  can to  

make the p a t i e n t s  f e e l  as happy and as comfortable  as 

po ss ib le .  Having to  be h o s p i t a l i z e d  is  bad enough f o r  

anybody; i t  is  e s p e c i a l l y  depressing f o r  a c h i l d  or  a 

young person, or  i f  you have to  be h o s p i t a l i z e d  reg­

u l a r l y . "  Tenaj did  a l l  t h a t  she po ss ib ly  could.  Un­

f o r t u n a t e l y ,  in many ser ious  i l ln e s s e s  such as c y s t i c  

f i b r o s i s ,  when p a t ie n t s  are  i l l  they may lose t h e i r
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a p p e t i t e .  Furthermore, CF p a t i e n t s  must consume a d i e t  

th a t  i s  high in c a l o r i c  in ta k e  due to  t h e i r  panc­

r e a t i c  i n s u f f i c i e n c y .  Tenaj f r e q u e n t ly  bombarded CF 

p a t ie n t s  w i th  enormous q u a n t i t i e s  o f  food. She handed 

each CF p a t i e n t ,  a n o re x ic ,  or  o th e r  c r i t i c a l l y  i l l  

p a t i e n t  on the  u n i t ,  a l i s t  o f  a l l  o f  the foods, p ies ,  

snacks, d r in k s ,  e tc .  t h a t  the  h o s p i ta l  k i tchen  s tock­

ed. P a t ie n t s  were t o l d  to  " w r i t e  in  and c i r c l e "  the  

foods t h a t  they d e s ire d .  When the d a i l y  menus were 

re tu rn e d ,  she would i n i t i a l  the  menus and w r i t e  "OK", 

which was the cue f o r  d i e t a r y  workers to  p lace a l l  of  

the t im es on the p a t i e n t s  t r a y s .  T e n a j ’ s d e d ic a t io n  

was not  only  recognized and a ppre c ia te d  by the  p a t ­

ie n ts ;  the  nurses and o th e r  s t a f f  on the adolescent  

u n i t  a ls o  took n o t ic e .  One d i e t a r y  worker to ld  

me, " She’ s a rea l  n ice  lady .  I ’ ve been working a t  

t h i s  h o s p i ta l  f o r  over seven years  and I  a i n ’ t  never  

seen { s i c }  any d i e t i t i a n  on any f l o o r  g ive  us a h a n d . . .  

When we br ing  up the t r a y s ,  i f  she ’ s on the f l o o r ,  she 

helps d i s t r i b u t e  the  t r a y s . "  Tenaj f r e q u e n t ly  appeared 

on the  f l o o r  during meal t imes and she would go to  each 

and every  p a t i e n t  ask ing ,  " Can I  ge t  you anything e ls e  

? Are you sure ? . .  I f  you want another p o r t io n  or  i f
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you don’ t  l i k e  what you ordered j u s t  l e t  me know, and

I ’ l l  o rder  you something e ls e  .......... I  want everyone

e a t i  ng . “

A dul ts  in  a C h i l d ’ s W or ld :

Some o f  the  o ld e r  CF p a t ie n t s  whom I  spoke w i th  

in d ic a te d  t h a t  they f e l t  a l i t t l e  " out o f  p lace  

or awkward being t r e a t e d  on a u n i t  in tended f o r  

adolescent  p a t i e n t s .  Two o f  the p a t ie n ts  suggested  

t h a t  t h i s  f e e l i n g  was perpetuated  in  la rge  p a r t  by the  

a t t i t u d e  o f  the  head nurse. One p a t i e n t  t o l d  me:

" June t psuedonym ] r e a l l y  resents  the  
presence o f  o ld e r  p a t ie n t s  on t h i s  u n i t .
She sees us as a t h r e a t  to  her a u t h o r i t y  
and autonomy. I  t h i n k  she f e e l s  t h a t  
w ith o u t  the  o ld e r  CF p a t i e n t s ,  she would 
have g r e a te r  c o n t ro l  and command o f  the
f l o o r .  What she doesn’ t  r e a l i z e  i s  t h a t
i t  is  her jo b  to  see to  i t  t h a t  we are  
p ro p e r ly  t r e a t e d " .

One o f  the  nurses t o l d  me t h a t  c y s t i c  f i b r o s i s  

p a t ie n ts  a re  u s u a l ly  easy to  care f o r .  For one th in g ,  

they know the  ro u t in e s  and they g e n e r a l ly  comply and 

cooperate w i th  us { i e ,  the  nurses } .  Furthermore,  

s ince they know a l l  about I . V . ’ s, " They w i l l  keep you

posted as to  how t h e i r  I . V .  is  doing.  They know when

the b u re t r o l  i s  running low and when they need to  c a l l
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us f o r  a f lu s h ,  or to  be put on a lock  { hepar in  lock}

  Some o f  the  c y s t ic s  even know how to  re se t  the

IMED { I . V .  machine } and w i l l  l e t  i t  run KVO i f  we’ re 

busy a t  the  moment " . While v i s i t i n g  a CF p a t i e n t  in  

the  h o s p i ta l  a s h o r t  time ago, I  overheard a nurse 

asking another nurse, " How do you mix Colymycin w i th  

s a l in e  f o r  i n h a la t io n  ? . . .  This  s t u f f  [ s i c ]  is  s t a r ­

t i n g  to  cake". The o th e r  nurse r e p l i e d ,  " Ask one o f  

the  c y s t i c s . .  they know how and t h e y ’ l l  t e l l  you

One p a t i e n t ,  a 31 year old fem ale  { a c o l le g e  

graduate who worked in a h o s p i ta l  s e t t i n g  } t o l d  me 

t h a t  she f e l t  very  uneasy about the  whole idea o f  being  

t r e a t e d  on a h o s p i ta l  un it  in tended f o r  adolescents .  

S p e c i f i c a l l y ,  she noted tha t  one aspect  she found 

t o t a l l y  unacceptable  " centered around the phys ica l  

examination and quest ions she was asked by the r e s id e n t  

and in t e r n  assigned to  the u n i t .  15 { When p a t ie n t s

were i n i t i a l l y  brought to  the u n i t  th e y  were gree ted  by 

the  f l o o r  r e s id e n t  accompanied by an i n t e r n .  } Among

15 Even p a t ie n t s  admitted and t r e a t e d  by a 
p r i v a t e  phys ic ian ,  were g iven  a physica l  
and asked a b a t te ry  o f  ques t ions  by the  
r e s id e n t  and in te rn  on the  f l o o r ,  and a 
n u rs e .
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the  questions asked o f  a l l  p a t ie n ts  a re  the  fo l lo w in g :

" Do you d r in k  a lcohol ? Do you smoke 
c ig a r e t t e s ?  Do you smoke marihuana ?
Do you take drugs ? Are you sexual ly  
a c t iv e  ? Do you use b i r t h  contro l  ?
I f  so, what type ? What a re  your 
l i v i n g  arrangements ? How do you get  
along w i th  o ther  members o f  your fam i ly  ?
Do you have any f r ie n d s  ? Do you have 
any hobbies ?

This woman f e l t  q u i te  s t ro ng ly  t h a t  some of  these  

questions ought not be asked o f  a d u l t  p a t ie n ts  on the  

u n i t .  Her o b je c t io n s  not only cen te red  on some of  the  

questions asked o f  p a t ie n ts  , bu t  on the physical  

examination i t s e l f .  Residents and in t e r n s  are given an

admission form { fo u r  pages long } which l i s t s

questions to  be asked o f  p a t ie n ts ,  and i t  a lso ou t ­

l in e s  the physica l  examination t o  be performed. A 

res ident  phys ic ian t o l d  me, " T e c h n ic a l ly ,  we are

supposed to  examine the p a t ie n t  f rom  head toe ,  but  

there  does e x is t s  some v a r i a t i o n  in terms o f  how

thorough we are This  young woman { who has many

h o s p i t a l i z a t io n s  f o r  CF } to ld  me t h a t  some of  the  

physicians perform a rea l  quick p h y s ic a l ,  while o thers  

are very thorough. This  woman, Candy { psuedonym } 

t o l d  me t h a t  she f e l t  bothered by th e  f a c t  t h a t  the  

persons examining her were p e d i a t r i c i a n s  and not
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i n t e r n i s t s .  16

Another CF p a t i e n t  exp la ined  t h a t  w h i le  the  

doctors  on the  f l o o r  know much about c y s t i c  f i b r o s i s ,  

they know very  l i t t l e  about o ther  th in g s  r e le v a n t  to  

o ld e r  p a t i e n t s .  He t o l d  me t h a t  he had renal  disease  

a r i s i n g  from the c y s t i c  f i b r o s i s ,  and t h a t  he was 

fo l low ed  by a n e p h ro lo g is t .  He sa id  t h a t  he asked one 

o f  the re s id e n ts  a few quest ions about the  medicat ion { 

Capoten } he was ta k in g  f o r  h is  blood pressure and 

found t h a t  the  re s id e n t  phys ic ian was u n f a m i l i a r  w i th  

the drug. In  the  words o f  t h i s  p a t i e n t ,  " The doctor  

to l d  me t h a t  he was not a n e p h ro lo g is t  and t h a t  the  

problems he was having w i th  h is  kidney a re  seldom seen 

in k ids  { s i c . }  ". The p a t i e n t  s ta te d  t h a t  l a t e r ,  he 

asked h is  un c le ,  who was a ph ys ic ian ,  quest ions about  

the m edica t ion .  When he to ld  h is  uncle about h is  

encounter  w i th  a phys ic ian  who knew l i t t l e  about the  

medicat ion ,  h is  uncle ,  r e p l ie d  " That drug is  so 

w ide ly  used f o r  the t re a tm e n t  o f  h igh blood pressure  

and renal  impairment, t h a t  v i r t u a l l y  any phys ic ian

16 Since t h i s  is  an adolescent u n i t ,  the  house 
s t a f f  cons is ts  o f  p e d i a t r i c i a n s  and re s id e n ts  
s p e c i a l i z i n g  in  adolescent  m edic ine.
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t r e a t i n g  a d u l t  p a t i e n t s  has exper ience  w i th  i t  ". This 

example represents  one im portant  l i m i t a t i o n  o f  t r e a t i n g  

o ld e r  p a t ie n t s  on h o s p i ta l  u n i ts  designed f o r  younger 

p a t ie n t s .

A 22 year  o ld  male CF p a t i e n t  who was a " regu lar"  

s ta te d  t h a t  he f e l t  some o f  the  nurses were very  opin­

ionated and o v e r ly  judgm enta l .  He f e l t  t h a t  o lde r  

p a t ie n ts  on th e  u n i t  were not  accorded the  respect  t h a t  

they should be g iven .  He a lso  s ta te d  t h a t  t h i s  

p e rs p e c t iv e  was not  conf ined to  the  nurs ing s t a f f  but  

was to  be found among phys ic ians  as w e l l .  He o f fe r e d  

the  fo l lo w in g  example to  support  h is  p o s i t io n :

' The o th e r  n i g h t ,  my IV  blew. Sharon { re s id e n t }  
came in  and t r i e d  to  s t a r t  an IV .  She stuck me
three  t imes and s t i l l  c ou ldn ’ t  ge t  a v e in .  -----
Twice she missed, and the l a s t  IV  i n f i l t r a t e d  
a few seconds l a t e r .  She t o l d  the  nurse to  
page Ken { another  r e s id e n t  } .  About 20 minutes  
l a t e r ,  Ken a r r i v e d .  He t r i e d  tw ic e  to  get  an 
IV going, and w i th  no success. He proceded to  
t r y  a t h i r d  t im e ,  when a f t e r  having been stuck  
f i v e  t imes by now, I  t o l d  him " f o r g e t  i t . . .  no 
way ! ".  He ra ised  h is  voice  and s a id ,  " You
have no choice in  the  m a t t e r . . .  j u s t  g ive  me 
your arm. I t ’ s 11:30 PM . . .  I  have b e t t e r  
th ings  to  do than t h i s . . . .  j u s t  g ive  me your 
arm !" I  rang the buzzer and y e l l e d  f o r  
the nurse. Ga i l  { nurse } came in .  When I  
to l d  her the  s i t u a t i o n  she t o l d  Ken, " You 
can’ t  f o r c e  him to  have an I V . . . .  He’ s an ad­
u l t .  Ken l e f t  the  room. A s h o r t  t ime l a t e r  
a p e d i a t r i c  a n e s t h e s io lo g is t  { who was paged }
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s t a r t e d  my IV ,  and he got i t  on the f i r s t  shot .  
When I  discussed the  m atte r  a short  t ime l a t e r  
w ith  G a i l ,  she s a id ,  " What do you e x p e c t . . .  
t h i s  is  a p e d i a t r i c  f l o o r . . .  he doesn’ t  deal  
w ith  many o ld e r  p a t ie n t s

This  a d u l t  p a t i e n t  b e l ie ve d  t h a t  t h i s  whole en­

counter  would not  have taken place i f  he were placed  

on an a d u l t  u n i t ,  and i f  the  physic ians were more 

s k i l l e d  a t  ven ipunctures .

Not a l l  o f  the  p a t ie n t s  I  encountered had re s e rv ­

a t io n s  or nega t iv e  sent iments about being t r e a t e d  on 

an adolescent  u n i t .  One man, r e c e n t ly  marr ied and w i th  

c h i ld r e n  o f  h is  own, t o l d  me t h a t  he " loved “ being 

t r e a t e d  on the ado lescent  u n i t  as opposed t o  being 

assigned to  a f l o o r  in the  main b u i ld in g .  He s ta te d

t h a t  he found the t ime went by qu ick ly  s inc e  he was

c o n s ta n t ly  invo lved in p lay in g  video games and soc­

i a l i z i n g  w i th  teenagers  and adolescents ,  as w e l l  

as o ther  CF p a t i e n t s .  He remarked t h a t  th e  soc ia l

worker who deals  w i th  CF p a t ie n t s  to ld  him " You are

a r o le  model and an i n s p i r a t i o n  to  younger CF p a t ­

i e n t s . . . .  younger people who have CF see you as 

re p re s e n t in g  h o p e . . . .  i t  r e a f f i r m s  in t h e i r  minds the  

notion  t h a t  they too can l i v e  in to  adulthood w i th  t h e i r
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d i s e a s e  17

One 17 year o ld  CF p a t i e n t  to ld  me t h a t  he was 

r e a l l y  pleased being on t h i s  u n i t  because the  nurses 

are  not only  more f r i e n d l y ,  but t h e y ’ re a t t r a c t i v e  as 

w e l l .  A number o f  nurses on the u n i t  are  in  t h e i r  

e a r l y  or  mid 2 0 ’ s. { Some of  the nurses are s in g le  or  

r e c e n t ly  m a r r ie d . }  He somehow viewed t h i s  as an added 

b e n e f i t .

Stresses f o r  CF P a t i e n t s :

In  s p i t e  o f  o v e r a l l  s a t i s f a c t o r y  r e l a t i o n s  between 

p a t ie n t s  and s t a f f ,  and the var ious  p a r ts  which made 

one’ s s tay  more acce pta b le ,  s t re s s  a r is e s .  Many of  

these s tresses  are due to  the unpleasant aspects o f  the  

medical t rea tm e n t  prescr ibed  f o r  the  p a t i e n t .  In  

a d d i t io n ,  h o s p i t a l i z e d  p a t ie n ts  soon become accustomed 

to  the ro u t in e s  o f  h o s p i ta l  l i f e .

Most o f  the CF p a t ie n t s  were on " d a i l y  w e ig h ts ."  

This  means t h a t  every morning a t  5:30  A.M. they were

17 These remarks are  paraphrased based upon the  
discussion I  had wi th  t h i s  p a t i e n t .  The 
reader should note t h a t  t h i s  is  the same 
in d iv id u a l  quoted in the anectdote on pg.97
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awakened by the  nurses a ide who asked th a t  they go t o  

the bathroom to  empty t h e i r  b la d d e r ,  and then step on to  

the s c a le .  S h o r t ly  t h e r e a f t e r ,  they are greeted by th e  

nurse who hands them t h e i r  i n h a la t io n s  and then p ro ­

ceeds to  perform drainage. Some people l i k e  to  s le e p  

and i t  i s  conce ivab le  t h a t  t h i s  p r a c t ic e  could d i s t u r b  

some peop le .

Between 6:30  and 8 A .M.,  t h e  physic ians c a r in g  f o r  

CF p a t i e n t s  u s u a l ly  make t h e i r  d a i l y  rounds. The 

th rom bolog is ts  a ls o  make t h e i r  rounds a t  t h i s  t im e ,  and 

bloodwork t h a t  has been ordered  and signed f o r  a t  th e  

desk is  dawn from p a t ie n ts .  S h o r t ly  t h e r e a f t e r ,  th e

in te r n s  and re s id e n t  phys ic ian  on the f lo o r  make t h e i r  

rounds. I t  is  not u n t i l  about 10 AM t h a t  p a t ie n t s  can 

get any r e s t  w i th o u t  being bothered by the p h y s ic ia n s .  

During the  remainder of the day much time is  spend be­

tween i n h a l a t i o n s ,  postural d ra in a g e ,  and the admin­

i s t r a t i o n  o f  a n t i b i o t i c s .  Many CF p a t ie n ts  are  on " I  

& O". " I  & 0 " stands f o r  " in put  and ou tp u t .  T h is

means t h a t  a l l  o f  the f l u i d  in ta k e  and ou tput  o f  th e  

p a t i e n t  needs to  be charted .  This  in form at ion  is  o f  

v i t a l  importance in terms of  m on i to r ing  renal f u n c t i o n .
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As noted p re v ious ly ,  many o f  the a n t i b i o t i c s  t h a t  

are  used in the treatment o f  c y s t i c  f i b r o s i s  have s e r ­

ious s ide  e f f e c t s .  As a r e s u l t ,  I  & 0 " as wel l  as

f re q u e n t  t e s t i n g  o f  blood { SMA6, CBC, R e t ie ,  p l a t e ­

l e t s ,  BUN, C re ta in in e ,  } is  common p r a c t ic e .  In  ad­

d i t i o n ,  p a t i e n t s  often undergo f requent  venipunctures  

to  secure blood samples to  determine " peak " and 

"trough" le v e ls  o f  aminoglycoside a n t i b i o t i c s  they may 

be r e c e iv in g .  This means t h a t  the p a t ie n t  is  stuck

once to  get  a "baseline" blood va lue ,  the p a t i e n t  then 

re ce iv e s  the  Tobra or Gentamicin w i th in  a one hour 

p e r io d ,  s h o r t l y  t h e r e a f t e r  a second blood sample is  

drawn, and about 1-2 hours l a t e r ,  a t h i r d  blood sample 

i s  drawn. Cyst ic  f i b r o s i s  p a t ie n ts  l i k e  most other  

p a t ie n t s  are  not e s p e c ia l ly  pleased by the prospect of  

having to  be stuck with  a needle  three  times w i t h in  a 

th re e  hour per io d .

Another problem th a t  causes major upset f o r  some 

CF p a t ie n t s  is  poor venous access. Some p a t ie n t s  have 

" very  good veins" ; i t  i s  very  easy to s t a r t  an I . V .  

on the p a t i e n t ,  and the I . V . ’ s t h a t  are  put in place  

u s u a l ly  run w e l l ,  do not become in fe c te d ,  and l a s t  a 

few days. U n fo r tu n a te ly ,  not everyone is  blessed w ith
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" good v e in s ."  When ve ins  " i n f i l t r a t e  " or  " blow " , 

t h i s  is  o f te n  s t re s s fu l  and t ra u m a t ic  f o r  the  p a t i e n t .

The g r e a t e r  the  dosage and the  more f r e q u e n t ly  the  

m edicat ion is  a dm in is te red ,  the  g r e a te r  the l i k e l i h o o d  

t h a t  the  ve ins  w i l l  blow. There is  a lso  a strong  

tendency f o r  a l l  of  the  v e in s  on a given arm t o  blow 

s im u lta ne o us ly .  When t h i s  happens, i t  i s  o f te n  

d i f f i c u l t  f o r  an in te rn  o r  nurse to  e s ta b l is h  another  

I . V .  Also,  o f te n  when a v e in  blows i t  becomes red and 

swollen and sometimes, p h l e b i t i c .  Since CF p a t ie n t s

are  t r e a t e d  every 6-8  hours w i th  th ree  d i f f e r e n t

a n t i b i o t i c s ,  and in doses which g e n e r a l ly  exceed the

usual a d u l t  dosage " { as is  necessary t o  t r e a t

r e s p i r a t o r y  in fe c t io n s  in CF p a t ie n t s  } i t  is  a common 

s ig h t  to  see CF p a t ie n t s  in torment because most of  

t h e i r  ve ins  are  blown.

Many p a t ie n t s  with c y s t i c  f i b r o s i s  a ls o  s u f f e r

from c om plica t ions  or o t h e r  i l ln e s s e s  which are

secondary to  c y s t ic  f i b r o s i s .  For such p a t i e n t s ,  

h o s p i t a l i z a t i o n  is  not a p a r t i c u l a r l y  e n jo ya b le  

e x per ience .  For example, the  p a t i e n t  who has CF 

complicated by d iabetes must look a f t e r  both con­
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d i t i o n s .  In  the  h o s p i ta l  s e t t i n g ,  such p a t ie n t s  are  

f r e q u e n t ly  subjected to  " f i n g e r s t i c k s  " to  measure 

t h e i r  glucose le v e ls ,  and they  may have to  fo l lo w  a 

s p e c i f i c  d i e t .  Likewise, the  care o f  the CF p a t ie n t  

who s u f f e r s  from l i v e r  d isease  or renal  impairment 

o f te n  presents  problems. Such p a t ie n ts  must be 

c a r e f u l l y  monitored, and f r e q u e n t  adjustments to  t h e i r  

medications may be necessary.

Summary:

In  t h i s  sect ion  I  have examined the s i t u a t i o n  of  

the CF p a t i e n t  who re qu ire s  h o s p i t a l i z a t i o n .  Although 

CF p a t ie n ts  may requ ire  p e r io d ic  h o s p i t a l i z a t i o n s ,  the 

actua l  t ime spent by CF p a t i e n t s  in the h o s p i ta l  v a r ie s  

c on s id e ra b ly .  Some p a t i e n t s  seldom or  r a r e l y  requ ire  

h o s p i t a l i z a t i o n ,  whi le  o th e r  p a t ie n t s  re q u ire  h o s p i t a l ­

i z a t i o n  more f r e q u e n t ly .  Based on conversat ions  with  

some CF p a t i e n t s ,  i t  would appear t h a t  young adu l ts  

with  CF spent an average of two or  th ree  r e l a t i v e l y  

s hor t  s tays in the  h o s p i t a l .  Since a d u l t  p a t i e n t s  with  

c y s t ic  f i b r o s i s  are t r e a t e d  on an adolescent u n i t ,  I  

have in qu ired  in to  p a t ie n ts  f e e l in g s  about t h i s  prac­

t i c e .  I  found t h a t  some p a t ie n t s  had re s e rv a t io n s
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about t h i s  p o l i c y ,  w h i le  o th e r  p a t ie n ts  found I t  not  

only  acceptab le  but d e s i r a b le .

I  have a ls o  examined and focused a t t e n t i o n  on the  

s p e c i f i c s  o f  what I . V .  a n t i b i o t i c  therapy  holds in 

s to r e  f o r  CF p a t i e n t s ,  and what i n p a t ie n t  care is  l i k e  

f o r  c y s t ic  f i b r o s i s  p a t i e n t s .  By focusing  s p e c i f i c a l l y  

on the everyday fu n c t io n in g  of the ado lescent  u n i t  of  

the h o s p i t a l , I  have attempted to  p rov id e  the reader  

w ith  some sense of what h o s p i t a l i z a t i o n  e n t a i l s .
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Chapter 6: Death in C v s t ic  F ib r o s is

Death may be the  g r e a te s t  o f  
a l l  human b less in gs .
. . . . S o c r a t e s  in  P l a t o ’ s Apology

Awareness o f  Death in CF

Some CF p a t ie n ts  are  aware t h a t  imminent death is  

a d i s t i n c t  p o s s i b i l i t y .  For a number, death is  a rea l

t h r e a t  -----  the l i k e l ih o o d  o f  i t s  occurrence is  fo r e v e r

present .  Most CF p a t ie n t s  whom I  encountered did not  

appear to  be preoccupied w i th  the  s u b je c t .  However, on 

occasion I  came in c o n ta c t  w i th  some young a d u l t  CF 

p a t ie n t s  who spoke openly about death and dying. Such 

discussions tended to  o r i g i n a t e  from one o f  the f o l ­

lowing: ( 1 )  during the course o f  h o s p i t a l i z a t i o n ,  (2 )  a 

downward s h i f t  in the p a t i e n t ’ s own h e a l th ,  or  (3 )  from 

" ou ts ide  fo r c e s ."

Awareness t h a t  death could s t r i k e  a t  anytime, and 

anywhere { inc lud ing  the h o s p i ta l  } f r e q u e n t ly  surfaced  

w hile  p a t i e n t s  were h o s p i t a l i z e d .  As Stadnyk [1973]  

s t a t e s :

"During h o s p i t a l i z a t i o n  they ( CF p a t ie n t s  ) see 
more s e v e re ly  invo lved  p a t i e n t s .  Such a p a t i e n t ,  
perhaps close to t h e i r  own age, may d ie  during  
t h e i r  s ta y :  and much o f  the  p a t i e n t ’ s hope is
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then destroyed.  " 1

Stadnyk [1973]  cont inues:

"As they beome less a b le  to  fu n c t io n  independently  
due to  the  decrease e x e r c is e  to le r a n c e  they are  
f u r t h e r  pushed toward d e a l in g  w i th  the  fa c t  of  
t h e i r  impending d e a th ."  2

Discussion o f  death and dying occurred in hospita l  

s e t t i n g s  under complete ly  d i f f e r e n t  s e ts  o f  circumstan­

ces. For example, some young a d u l ts  were involved in 

computer v ideo games, when one p a t i e n t  remarked th a t  a 

former p a t i e n t  was a "pro" a t  a game c a l l e d  " Dragon’ s 

C a s t l e . "  The p a t i e n t ,  noted in passing t h a t  th a t  pa t ­

i e n t  had CF and had passed on. For a few moments, d i s ­

cussion o f  how the p a t i e n t  died ( i e ,  the  nature of CF ) 

ensued in  a solemn manner. Minutes l a t e r  the subjec t  

was q u ic k ly  changed and involvement in the computer 

game cont inued as usual .

A second source t h a t  c o n t r ib u te d  to  a p a t i e n t ’ s 

awareness o f  death was the onset o f  complicat ions or a 

major s h i f t  in a p a t i e n t ’ s own c o n d i t io n .  P a t ien ts  who

1 Stadnyk, S. " The Team Approach to  Death and 
Dying", in  P a t te rs o n ,  Denning, and Kutscher,  
op c i t . pp. 134.

2 I b i d . pp. 134 f f .
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s u f fe re d  marked hypoxia or who had a pneumothorax could 

conceivab ly  wonder about the  p o s s i b i l i t y  o f  t h e i r  own 

death.  As a p a t i e n t  becomes less able  to  c a rry  out  

minor tasks ( such as wa lk ing ,  e a t in g ,  e t c . ) ,  i t  is  

l i k e l y  t h a t  he/she might wonder i f  they a re  passing  

through the stages t h a t  lead to  one’ s demise.

Another source t h a t  r e s u l t s  in a p a t i e n t ’ s aware­

ness o f  dying a re  " ou ts ide  fo r c e s . "  For example, the  

N at iona l  C ys t ic  F ib r o s is  Research Foundation a i r e d  on 

p u b l ic  t e l e v i s i o n  commercials designed to  generate  

funds f o r  CF research .  One commercial f e a tu r e d  a young 

c h i l d  w i th  c y s t i c  f i b r o s i s  who was " hooked up " to  

monitors w i th  an IV running, w h i le  he was r e c e iv in g  

oxygen v ia  a mask. The c h i ld  appeared to  be l i f e l e s s .

The p o r t r a y a l  was accompanied by a n a r r a t o r s  remarks 

and p leas  which s t a te d ,  " I f  you have CF, chances are  

you won’ t  l i v e  past  20 " ( paraphrased). Th is  commer­

c i a l  d is tu rb ed  and offended many CF p a t ie n t s  and t h e i r  

f a m i l i e s .  F i r s t ,  the n a r r a t o r ’ s words were not

e n t i r e l y  ac cu ra te ,  and secondly, i t  served to  r e in fo r c e  

in some CF p a t i e n t ’ s own minds t h e i r  awareness t h a t  

c y s t i c  f i b r o s i s  is  a se r io u s ,  deadly d isease .  While  

a d v e r t i s i n g  and s o l i c i t a t i o n  may be necessary to  secure

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



116

funds f o r  research,  r e s p o n s i b i l i t y  and proper judgment 

are a lso p r e r e q u is i t e s  f o r  accomplishing t h i s  goal .

Many CF p a t ie n ts  and members o f  t h e i r  f a m i l i e s  f e l t  

t h a t  t h i s  p a r t i c u l a r  commercial and s i m i l a r  t a c t i c s  

went too f a r .  In  the minds o f  some CF p a t ie n ts  the  

commercial e x p lo i te d  the un fo r tu na te  s i t u a t i o n  o f  CF 

v ic t im s .  A New York S ta te  couple w i th  two young CF 

c h i ld r e n  brought the C y s t ic  F ib ro s is  Foundation to  

Court in an at tempt to  t e rm in a te  the a i r i n g  o f  the  

commercial.  The couple u n fo r tu n a te ly  l o s t  t h e i r  case.

The couple had emphasized and i n s t i l l e d  in t h e i r  

c h i l d r e n ’ s minds the idea t h a t  they could l i v e  a normal 

prod uct ive  l i f e  in s p i t e  o f  t h e i r  physica l  handicap.

The mother o f  the c h i ld r e n  argued t h a t  t h i s  commercial 

c e r t a i n l y  seemed to  c a l l  t h a t  philosophy in t o  quest ion.

The r e s u l t  o f  the C o u r t ’ s r u l i n g  was f o u r f o l d :  (1 )

many Cf p a t ie n t s  were unhappy or offended by the  

commercial.  As one CF p a t i e n t  r e c a l l e d ,  " At the t im e ,

I  f e l t  a sense of  numbness whenever the commercial was 

a i r e d . "  ( 2 )  The CF Foundation did not r a i s e  the le v e l  

of funding i t  had hoped to  { although i t  should be 

noted t h a t  the Cf Foundation claimed t h a t  i t  resorted  

to  such t a c t i c s  because o f  a d e c l in e  in funds over
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prev ious years ) ,  ( 3 )  some o f  the s t ro n g e s t  f i n a n c i a l  

backers o f  the CF Foundation are  CF p a t i e n t s ,  t h e i r  

f a m i l i e s  and f r i e n d s .  In  a d d i t io n  to  c o n t r ib u t in g  

t h e i r  own money, f a m i ly  and f r ie n d s  o f  CF p a t ie n t s  are  

l a r g e ly  responsib le  f o r  seeking c o n t r ib u t io n s  from the  

general p u b l ic .  Since some of  the p a t i e n t s  and t h e i r  

f a m i l i e s  f e l t  deeply  h u r t  and a l ie n a t e d  by the a c t io n s  

of  the  CF Foundation,  some people d id  not f e e l  o v e r ly  

e n t h u s i a s t i c  towards the CF Foundation, and (4 )  perhaps 

most damaging, the  commercial heightened and magnif ied  

in CF p a t i e n t ’ s minds the consciousness t h a t  th e re  is  

no cure f o r  CF, and t h a t  death from th e  disease is  un­

a v o id a b le .  This endeavor perpetuated by the  N at iona l  

C y s t ic  F ib ro s is  Research Foundation c l e a r l y  had many 

drawbacks in the eyes o f  some CF p a t i e n t s .

P a t te rn s  o f  Dy ing:

Glaser and Strauss  [1968] discuss the process o f  

dying employing what they term " t r a j e c t o r i e s  " o f  dy­

ing.  Some deaths occur in s ta n ta n e o u s ly ,  w h i le  o th e rs ,  

which Glaser and Strauss  r e f e r  to  as " l i n g e r in g  t r a j ­

e c t o r ie s  ", progress a t  a much slower r a t e .  According  

to  G laser  and Strauss , the dying t r a j e c t o r y  o f  each 

p a t i e n t  has a t  l e a s t  two p r o p e r t ie s  -----  d u ra t io n  and
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shape. Durat ion  r e fe r s  to  the  t ime per iod le a d ing  to  

the p a t i e n t ’ s death,  w h i le  " shape " r e f e r s  to  the  

course o f  the  p a t i e n t ’ s d e a t h . 3 Some p a t i e n t s  de­

t e r i o r a t e  r a p id l y  and are subjected  to  a s t r a i g h t  

downhill  p rogress ion of  t h e i r  disease p r i o r  to  death.

Other p a t i e n t s  fa c in g  death may lose ground, improve 

s l i g h t l y ,  and then g ra d u a l ly  lose ground p r i o r  to  t h e i r  

death. The " shape “ o f  a t r a j e c t o r y  o f  dying can,  

t h e r e f o r e ,  be g r a p h i c a l l y  p r o je c te d .  In  c y s t i c

f i b r o s i s ,  the  progression of  the  disease v a r i e s  from 

one p a t i e n t  to  the nex t .  Some p a t ie n t s  d e c l in e  r a p id ­

ly  and d ie  during the f i r s t  few days o f  l i f e  or  in 

e a r l y  ch i ldhood.  Others s u rv iv e  in to  the  teens and 

beyond.

Medical a u t h o r i t i e s  qu er ied  suggested t h a t  death  

in c y s t i c  f i b r o s i s  tends to  f o l l o w  a " ty p ic a l "  p a t t e r n .  

Belmonte and S t .  Germain [1973]  present  the  f o l lo w in g  

d e s c r ip t io n  o f  the dying process as i t  occurs in  c y s t i c  

f i  b r o s i s :

"Death in  c y s t i c  f i b r o s i s  i s  slow in coming and
extrem ely  p a in fu l  to  watch. The c h i ld  has be-

3 G1aser , Barney and Anselm Strauss,  Time f o r  
D yin g . { Hawthorne,New York: A ld ine  Pub. Co,
1968, p. 150 f f . }
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come p ro g re s s iv e ly  weaker and more s h o r t  o f  
bre a th .  The pulmonary embarassment increases  as 
he/she is  less a b le  to  cough and b r in g  up sputum. 
C02 r e te n t io n  and anox ia  lead to  somnolence mixed 
w ith  a n x ie ty  and a g i t a t i o n .  Real f e a r  develops  
as r e s p i r a t io n s  become prog re s s iv e ly  more labored  
and anoxia  more severe .  At t h i s  p o in t  and p r e f e r ­
ably  a t  i t s  onset one should re s o r t  t o  the  j u d i c ­
ious use o f  sedat ion to  a l l y  fe a r  by s le e p .  S t i l l  
the s t ru g g le  to  brea the  p e rs is ts  in  s p i t e  o f  the  
stupor  and there  may be 10-24 hours more ahead be­
fo r e  death f i n a l l y  s u p e r v e n e s . . . . "  4

This  d e s c r ip t io n  suggests t h a t  the t r a j e c t o r y  o f  dying  

a ssocia ted  w i th  c y s t ic  f i b r o s i s  is  u s u a l ly  one o f  l i n g ­

e r in g .  I t  is  slow in i t s  a r r i v a l  and g r a d u a l l y  pro­

gresses u n t i l  death ensues.

While medical a u t h o r i t i e s  are not h e s i t a n t  to  de­

s c r ib e  the  process o f  dying in c y s t ic  f i b r o s i s ,  i t  is  

im portant  to  r e a l i z e  t h a t  t h e i r  d e s c r ip t io n s  and i n f o r ­

mation are  l i m i t e d  and only  somewhat a c c u ra te .  They 

only  descr ibe  the events o f  the  p a t ie n t s  f i n a l  days 

before  death. In  c y s t i c  f i b r o s i s ,  as i s  the  case in  

many i l l n e s s e s ,  there  is  considerable  v a r i a b i l i t y  in 

terms of  the per iod o f  t ime from when a p a t i e n t  begins 

" los ing  ground" and f a i l s  to  get  b e t t e r ,  u n t i l  he/she

4 Belmonte, Mimi and S t .  Germain, Yolande,
" Psychosocial Aspects o f  the C y s t ic  F ib r o s is  
Family " in P a t te rs o n ,  Denning, and Kutscher,  
o p  c i t . . pp. 88.
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is  e n te r in g  the f i n a l  phase of  the  d isease .  Some p a t ­

ie n ts  may suddenly, in  a matter  o f  days or  weeks, sud­

denly become very i l l  and d ie .  Other  p a t ie n t s ,  may be 

q u i te  i l l  f o r  a long per iod o f  t im e ,  and a f t e r  a year  

or longer o f  not responding to  medical ca re ,  they may 

experience a medical c r i s i s  such as a pneumothorax, a 

ser ious  r e s p i r a t o r y  i n f e c t i o n ,  o r  they may develop  

t o t a l  re s is ta n c e  to  a l l  a v a i l a b le  a n t im ic r o b ia l  agents ,  

and then death may f o l lo w .

I  observed one case in which a 16 year old CF p a t -  

had spent c lose to  a year  in the h o s p i ta l  on a c o n t i n ­

uous basis  { One nurse to ld  me t h a t  he only spent a 

t o t a l  of  about ten days over the p a s t  year ,  a t  home } .

The p a t i e n t  had developed repeated bouts of  Pseudo- 

omonas pneumonia, and the  organisms he possessed 

were v i r t u a l l y  a l l  r e s i s t a n t  to  every  a n t i b i o t i c  a v a i l ­

able  on the market. { According to  h is  mother, even 

the quinolones,  a new group of  a n t i b i o t i c s  which a t  the  

t ime the FDA released f o r  " in v e s t i g a t i o n a l  use on ly  ", 

f a i l e d  to  provide any b e n e f i t  } .  In  summary, t h i s  rep­

resents an example in  which i t  took death a s u b s ta n t ia l  

per iod o f  t ime to  catch up with  the p a t i e n t .
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Demands on the F a m i ly :

Poss [1981] m a in ta ins  t h a t  the a c t i v i t i e s  placed 

on a fam i ly  f a c in g  the loss of  a loved one, can be 

viewed as " a s e t  o f  l in k e d  problem -  s o lv in g  tasks,  

a t  le a s t  some o f  which need to  be reso lved i f  the  

c r i s i s  is to  be mastered ". 5 A f t e r  rev iew ing  the 

l i t e r a t u r e  regard ing  demands placed on th e  fa m i ly  f a c ­

ing an impending death o f  a loved one, Poss found the

fo l lo w in g  " tasks  " tend to  be e la b o ra te d  upon f r e ­

quent ly  :

1. responding to  whichever te rm in a l  c r i s i s
task t h e i r  dying r e l a t i v e  is  engaged in ,
t h a t  i s ,  as c o r o l l a r i e s  or  complementary 
a c to rs  in  the s i t u a t i o n .

2. rev iew ing  t h e i r  l i v e s  to g e th e r

3. e v a l u a t in g  t h e i r  r e la t io n s h ip s  w i th  the  
dying person and, as a fo l lo w -o n ,  r e f l e c t ­
ing on themselves and on t h e i r  own l i v e s .

4. d e a l in g  w i th  unresolved business in the  
past .

5. complet ing any un f in ish ed  issues.

6. c a r in g  f o r  p a t i e n t  in the p re s en t .

7. p a r t i c i p a t i n g  in  dec is ion  regard ing  l i f e -  
pro long ing  procedures f o r  the  p a t i e n t .

5 Poss, S y l v i a ,  Towards Death w i th  D i g n i t y : 
Caring f o r  Dying Pe o p le . { N a t io n a l  I n s t i t ­
ute Socia l  Serv ices  L ib r a r y ,  London, George 
A llen  & Unwin Ltd ,  1981, p . 39 }
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8. using t h e i r  now shortened time to g e th e r  as 
c r e a t i v e l y  as p o ss ib le  in the present .

9. balancing t h e i r  e n e r g ie s ,  and resources  
between t h e i r  own adjustment and t h e i r  
care o f  the p a t i e n t  and between issues o f  
the  past ,  present and f u t u r e .

10. handling t h e i r  g u i l t s  in r e l a t i o n  to  the  
p a t i e n t ’ s dying and then h is  death.

11. planning f o r  the f u t u r e  w i thout  the p a t ­
i e n t .

12. making new r e s o lu t io n s  about t h e i r  own
l i v e s  as a r e s u l t  o f  t h e i r  contact  w i th
loss and death.

13. reassessing r e l a t i o n s h i p s  w i th  God in the  
l i g h t  o f  t h e i r  encounter  w i th  death.

14 r e a l ig n in g  the d is ru p te d  fa m i ly  system
a f t e r  death.

15. g r i e f  work, in c lu d in g  exper ienc ing  the
intense pain o f  bereavement, emanacapating 
themselves from bondage to  the deceased 
person, r e a d ju s t in g  to  the environment in 
which the deceased r e l a t i v e  is  missing and 
forming new r e la t io n s h ip s  and pa t te rn s  o f  
rewarding i n t e r a c t i o n .  6

Although many o f  these elements do not apply to  

younger CF p a t ie n t s ,  they may be r e le v a n t  to some o ld e r  

CF p a t i e n t s .

Belmonte and S t .  Germain note t h a t  the ob servat ion

6 I b i d . p. 39
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of  a CF p a t i e n t  dying is  ex trem ely  p a in fu l  to  watch, 

and may be i n t o l e r a b l e  f o r  parents  o f  a dying p a t ie n t :

The p l i g h t  o f  the  parents  a t  t h i s  t ime is  
almost unbearable.  Every e f f o r t  should be made 
t o  insure  t h a t  the  c h i l d  is  not conscious and 
t h a t  the  parents  are  aware t h a t  t h i s  is  s o . . . .  
The l a s t  hours o f  the dying CF c h i ld  may be in ­
t o l e r a b l e  f o r  some parents  to  watch. The soc ia l  
worker and phys ic ian  should be a l e r t  to  these  
f e e l i n g s  and be prepared to  g ive  support should 
the  parents  p r e f e r  to  s tay  away. In t h i s  case a 
s u b s t i t u t e  person should be found to remain with  
the  dying chi 1d . " 7

The p h y s ic a l ,  em ot ional ,  and psychologica l  demands 

placed on the fa m i ly  o f  a dying p a t i e n t  can be a heavy 

burden to  bear .  Since the t r a j e c t o r y  of  dying in cy s t ­

ic  f i b r o s i s  is  o f te n  l i n g e r i n g ,  t h i s  can p lace  f u r t h e r  

hardships and s tresses  on fa m i ly  members.

The O rg a n iz a t io n  o f  Death and D y ing :

While  serv ing  as a h o s p i ta l  v o lu n te er  a number of  

summers a g o , I  r e c a l l  the  death o f  a n ineteen year old  

male who succumbed to  c y s t i c  f i b r o s i s .  For a per iod o f  

almost th r e e  days p r i o r  to  h is  death,  h is  parents  and 

nurses who tended to  him described his  p l i g h t  as in ­

v o lv in g  in tense  s u f f e r i n g .  The p a t i e n t ’ s f a t h e r  would

7 o p . c i t . p. 88
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spend a couple o f  minutes in h is  son ’ s room, and then 

he would re tu rn  to  the smokers lounge located o u ts id e  

of  the u n i t .  There he and h is  w i fe  spent endless  

hours. The man o f te n  wept w h i le  h is  w i fe  appeared  

t e a ry  eyed and e m o t io n a l ly  d i s t r a u g h t .  Both the  

husband and the w i fe  looked as i f  they had l i t e r a l l y  

been through H e l l .  Fellow fa m i ly  members and f r i e n d s  

t r i e d  to  comfort  them but seemed to  prov ide  l i t t l e  

c o n s o la t io n .  The h o s p i ta l  rabbi was a lso  summoned and 

he t r i e d  to  do a l l  t h a t  he could .  What was more 

t ra u m a t ic  f o r  the parents was t h a t  t h i s  was not  the  

f i r s t  t ime t h a t  they had lo s t  a c h i l d .  Two years  

e a r l i e r ,  a t  about the  same t im e ( Ju ly  ) they lo s t  

t h e i r  o the r  son who a lso  died of CF. I  remember a t  one 

p o in t  the  man cry ing  p ro fus e ly  and s t a t i n g ,  " I t ’ s 

happening a g a i n . . .  i t ’ s the  same th in g  a l l  over aga in ,  

and I  can’ t  ta k e  i t  anymore " [ paraphrased ] .  The 

man’ s weeping was so in ten se ,  t h a t  i t  was r e a d i l y  heard 

from the lounge area  in to  the ha l lway  lead ing  to  the  

p a t ie n t s  rooms. Nurses from the u n i t  q u ic k ly  escorted  

the  man and h is  w i fe  to  a s t a f f  lounge located  a t  the  

opposite  end of  the  h a l l .  There was hard ly  a person on 

the  f l o o r  who was not aware o f  the  f a c t  t h a t  a 19 year
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old  boy named Jonathan was dying o f  c y s t ic  f i b r o s i s  in  

the  p r iv a te  room a t  the  end o f  the  h a l l .

In  h is  work, Passing On: The Social O r g a n iz a t io n  

o f  Dving. Sudnow observed t h a t  Emergency Room s t a f f  

r o u t in e ly  passed judgment on the " w orth iness"  o f  

saving and tend ing  to  the  dying p a t ie n t .

Demands on Medical S t a f f :

Sudnow [1967}  observed t h a t  since the 1 9 6 0 ’ s more 

people d ie  in  h o s p i t a l  s e t t i n g s  than ever b e f o r e .  As 

a r e s u l t ,  nurses and phys ic ians  are  l i k e l y  t o  come in 

contac t  with  p a t i e n t s  who are  c r i t i c a l l y  i l l  and p a t ­

ie n ts  who are  l i k e l y  to  d ie  w h i le  under t h e i r  c a re .

Many w r i t e r s  have noted t h a t  doctors and nurses  

experience f e e l i n g s  o f  f r u s t r a t i o n ,  anger, t h r e a t ,  

g u i l t ,  impotence, d e s p a i r ,  f a i l u r e  and f e a r  in  r e l a t ­

ion to  t h e i r  work w i th  the  dying p a t ie n t .  8 I t  was my 

observat ion t h a t  in t e r n s  and re s id e n ts  on the a d o le s ­

cent  u n i t  t r i e d  as much as p o s s ib le  to  i s o l a t e  themsel­

ves and avoid c o n ta c t  w i th  p a t i e n t s  who were d y in g .

A 30 year f r i e n d  o f  mine who is  a p e d i a t r i c i a n

8 Poss, o p  c i t . p. 113.
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t o l d  me t h a t  he always f in d s  th e  loss of  a c h i ld  an 

e m o t io n a l ly  grabbing even t .  According to  him, p a r t  

of  i t  is  due to  the f a c t  th a t  phys ic ians  view p e d i a t r i c  

p a t ie n t s  as j u s t  s t a r t i n g  out in  l i f e  and as t o t a l l y  

innocent v ic t im s  and t o t a l l y 'u n d e s e r v i n g  of the h o r r o r s  

t h a t  can happen in l i f e .  He a ls o  s ta te d  th a t  many ped­

i a t r i c i a n s  tend to  be young males or  females who a re  in  

the  process of  s t a r t i n g  a f a m i ly ,  or  they a lready  have 

c h i ld r e n  o f  t h e i r  own. He t o l d  me t h a t  when a c h i l d  

dies  i t  is  f r e q u e n t ly  u p se t t in g  to  him because i t  

r e a f f i r m s  in h is  own mind the s a n c t i t y  of  l i f e  and th e  

r e a l i z a t i o n  t h a t  death can s t r i k e  h is  own 3 year  o ld  

son.

The Hour o f  D e a th :

Two medical s o c ia l  workers have noted t h a t  f o r  

some unknown reason, i t  seems t h a t  most of  the deaths  

occur during th e  n i g h t .  9 Many nurses t h a t  I  spoke 

w ith  seemed to  agree.  One nurse, about 25 years o f  age 

and a recent  nurs ing school graduate ,  pointed out t h a t

9 C h i ld r e s s ,  Josephine and H a r r is o n ,  Gunyon,
" Working With the Parents  o f  the Dying 
C h i ld :  A Shared R e s p o n s ib i l i t y "  in Patte rson ,  
Denning, and Kutscher, op c i t . . d . 176 f f .
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n ig h t  deaths" have some consequences. During the  

n ig h t  and e a r l y  morning hours th e re  is  less s t a f f  to  

a t te n d  to p a t i e n t s .  There are  u s u a l ly  two or  th re e  

nurses scheduled to  work the  8 p .m . -  8 a.m. s h i f t .  10 

In  a d d i t io n ,  g e n e r a l ly  few doctors are present  on a 

r e g u la r  basis on the u n i t .  This  means t h a t  should an 

emergency occur, nurses must beep (page)  the d o c to r (s )  

on c a l l .  Nurses a t ten d  to  the dying p a t ie n t  w h i le  the  

physic ian  is  summoned. Two nurses ( whom I  have known 

f o r  many years ,  s ince I  was a v o lu n te e r )  s ta te d  t h a t  

some in te rn s  and re s id e n ts  are  e s p e c i a l l y  slow in  

responding to  pages during the n ight ime and e a r l y  morn­

ing hours. One of  the  nurses suggested t h a t  t h i s  was 

purposely done, and she mentioned t h a t  f r e q u e n t ly  by 

the  time a ph ys ic ian  f i n a l l y  a r r i v e s  in the p a t i e n t ’ s 

room, the p a t i e n t  is  u s u a l ly  gone or  t o t a l l y  uncon- 

c iou s .  This  was u s u a l ly  t r u e  whether the p a t ie n t  was 

dying of  CF or  some o the r  cause. The same nurse 

remarked t h a t  a f t e r  a p a t ie n t  d ie s ,  in te rn s  and

10 The adolescent  u n i t  and PIC have re c e n t ly  
switched to  12 hour s h i f t s .  As a r e s u l t ,  
the evening s h i f t  begins a t  8 PM and ends 
a f t e r  r e p o r t  a t  8 AM, the next morning.
Under t h i s  system, nurses work th re e  days 
a week, and once a month they work an e x t r a  
day to  f u l f i l  a 40 hour work week.
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re s id e n ts  working the e a r l y  A.M. hours t y p i c a l l y  

emerged from the  u n i t  as soon as p o s s ib le .  Sometimes, 

physic ians  l e f t  immediately a f t e r  n o t i f y i n g  a p a t i e n t ’ s 

fa m i ly  by te lephone .  Perhaps p h y s ic i a n ’ s f e a r s  o f  

blame or  r e s p o n s i b i l i t y  from a deceased p a t i e n t ’ s fam­

i l y  c o n t r ib u te  to  t h i s  p r a c t ic e .  I t  is  a lso  po ss ib le  

t h a t  a p h y s ic ia n ’ s own sense o f  in s e c u r i t y  surrounding  

death, or  " detached concern ” [Fox] may be f a c to r s  

t h a t  are  o p e r a t iv e  in  these s i t u a t i o n s .

Summary:

In  t h i s  chapter  we have focused a t t e n t i o n  on the  

process o f  death and dying as i t  a p p l ie s  to  the  CF p a t ­

ie n t .

C y s t ic  f i b r o s i s  p a t ie n t s  s u f f e r  a slow and l i n g e r ­

ing death t h a t  is  marked by severe hypoxia which re ­

s u l t s  in d i f f i c u l t y  b re a th in g .  As the p a t i e n t ’ s 

brea th ing  becomes more labored, re a l  f e a r  and a n x ie ty  

sets  in .  At  t h i s  p o in t ,  phys ic ians  o f te n  p re s c r ib e  

seda t iv e s  to  make the person’ s impending death as 

com fortab le  and as peaceful as p o s s ib le .

Based upon the a v a i l a b l e  l i t e r a t u r e ,  as wel l  as my 

observat ions  in the h o s p i ta l  s e t t i n g ,  i t  is  apparent
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t h a t  the  predicament o f  a c h i l d  dying o f  CF may prove  

too e m o t io n a l ly  t r y i n g  f o r  many parents  to  hand le .  At  

such t im e ,  s o c ia l  workers suggest t h a t  a " s u b s t i tu t e "  

person be found to stay  w i th  the  c h i l d .

Nurses whom I  spoke w i th  in d ic a te d  t h a t  many CF 

p a t ie n t s  d ie  during the very e a r l y  morning hours { 

a f t e r  m idnight  but,  before 8 AM } .  This  is  a t im e  when 

few phys ic ians  are  on the  f l o o r .  Nurses I  quer ied  

suggested t h a t  most in te r n s  and re s id e n ts  " on c a l l  

during these hours, are slow in  responding to  pages in 

which a CF p a t i e n t  is  ex p e r ie n c in g  death. Consequent­

l y ,  many o f  the  p a t ie n ts  exper ience  t h e i r  deaths w h i le  

being a t tended to  by nurses as opposed to p h y s ic ia n s .

Sometimes a p e c u l i a r  phenomenon occurs regard ing  

the r e a c t io n  o f  fa m i ly  members to  the death o f  a CF 

p a t i e n t .  I  p e rs o n a l ly  have witnessed s i t u a t i o n s  in  

which parents  and spouses o f  s e r io u s ly  i l l  CF p a t ie n t s  

have expressed t h e i r  hopes t h a t  death would occur soon 

so t h a t  t h e i r  loved ones would not s u f f e r .  Y e t ,  in  a 

number o f  cases, when parents  were f i r s t  t o l d  o f  the  

p a t ie n t s  demise, they respond w i th  shock, d i s b e l i e f ,  

and sometimes, a f e e l i n g  o f  anger d i re c te d  a t  the

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



130

s t a f f .  Statements such as " Doc, you couldn ’ t  do 

a n y t h i n g . . . .  co u ld n ’ t  you t r y  something e ls e  ! " or  

” I  knew she/he was i l l  but I  never thought I  would 

lose h e r . . .  not so soon " were sometimes d i r e c te d  a t  

ph ys ic ian s .  I t  is  i n t e r e s t i n g  to  note t h a t  p a t ie n ts  

and t h e i r  f a m i l i e s  a re  not h e s i ta n t  to  acknowledge the  

seriousness o f  the  d isease ,  y e t ,  when a p a t i e n t  d ies  

they seem as though the p a t ie n t s  death was a t o t a l  

shock. I t  seems as i f  persons c lo s e  to  the dying

p a t i e n t  know t h a t  death is  imminent, y e t  they have 

d i f f i c u l t y  accept ing  i t s  occurence. Perhaps, in t h i s  

regard ,  Waddell is  c o r r e c t  when he c la im s  t h a t  the  

process o f  " n e u t r a l i s a t i o n "  is  o p e r a t iv e  in  c y s t i c  f i b ­

r o s is  .

Each p a t i e n t  w i th  c y s t ic  f i b r o s i s  re ac ts  d i f f e r ­

e n t ly  to  the  prospect  t h a t  they w i l l  succomb to  t h e i r  

disease .  Whi le some p a t ie n t s  may shy away from the  

r e a l i t y  t h a t  some day they too w i l l  d ie  o f  CF; others  

are  c o n s ta n t ly  reminded th a t  l i f e  is  prec ious  and i t  

is  something t h a t  can never be taken f o r  granted.  As 

one 28 year o ld  doctor  who has c y s t ic  f i b r o s i s  and who 

renders care  to  CF p a t ie n t s  was r e c e n t l y  quoted as 

saying,  " I t ’ s very hard, when you see what others  go
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through in the  f i n a l  stages, no t  to  p r o je c t  what might  

be in s to re  f o r  y o u , " . . . .  " I t  i s  f r ig h te n in g ,  and I  do 

my best not to  t h i n k  about i t . "  11

11 Abrams, Arnold, "The Doctor  Has the D isease  
Too " ,  NEWSDAY. February 19, 1986, P a r t  I I ,  
p . 3
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Chapter 7: SUMMARY AND OBSERVATIONS 

R e f le c t io n s :

In the course o f  my f ie ld w o r k ,  a number o f  cru­

c i a l  themes in the socio logy of  medicine o f ten  arose.  

These included: the q u a l i t y  o f  l i f e  f o r  CF p a t ie n ts ,  

the quandary o f  c a ta s t r o p h ic  i l l n e s s ,  pain and s u f f e r ­

ing endured by CF p a t i e n t s ,  f a i t h  and hope, CF p a t ­

ie n ts  r e l ia n c e  on experimenta l  drugs and advances in  

medicine, t ragedy and d e s p a ir ,  and, death and dying.

Two of  these themes, tragedy and despa ir ,  and,

death and dying, were e s p e c i a l l y  e m o t io n a l ly  moving.

One s i t u a t io n  which l e f t  i t s  mark in the  minds of many

people was the fo l lo w in g :

A nine year old  boy (who had CF} and his  
eleven year  o ld  s i s t e r  came home from school 
and found a note addressed to  t h e i r  grand­
f a t h e r .  By n ig h t t im e ,  when t h e i r  f a th e r  had 
not re tu rned  home, the g i r l  telephoned t h e i r  
g ra n d fa th e r .  Two months e a r l i e r ,  the c h i l d ­
ren had l o s t  t h e i r  mother to  Cancer.

The f a t h e r  l e f t  a note in which he s ta ted  
t h a t  the loss o f  h is  w i fe  was a t raumatic  
exper ience,  but the thought o f  losing his  
son from CF was more than he could emot­
io n a l l y  handle a t  the  moment. He asked t h a t  
the g ra n d fa th e r  { h is  f a t h e r  } look a f t e r  
the c h i ld r e n  u n t i l  he could s o r t  th ings ou t .

Under the circumstances, the  grandfather  
f e l t  he had no choice.  { He had recen t ly

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



133

r e t i r e d  due to  poor h e a l th .  He re tu rned  
to  work, as a salesman in a f u r n i t u r e  
s tore  } .  Although th e re  was no te lephone  
contact  from the  f a t h e r ,  he r e g u l a r l y  sent  
l e t t e r s  to  h is  fa m i ly  and c e r t i f i e d  bank 
checks o f  cons id erab le  amounts o f  money.
He asked t h a t  the  monies be used to  provide
f o r  his  c h i l d r e n ,  and e s p e c i a l l y  f o r  h is
son’ s medical t rea tm e n t .

Following the  death o f  h is  mother, the  boy’ s 
pulmonary c o n d i t io n  d e t e r io r a t e d  r a p i d l y .  A 
short  t ime l a t e r ,  he developed a h e r n ia .  
While being operated on f o r  a h e r n ia ,  the  
boy went in t o  r e s p i r a t o r y  a r r e s t  and d ied  on 
the op era t in g  t a b l e .  At the  age o f  n ine ,  CF 
had claimed another v ic t im .

A number of CF p a t ie n t s  a lso  experienced s i m i l a r  

t r a g e d ie s  in t h e i r  own l i v e s .  Some p a t ie n t s  had s ib ­

l in g s  who were born w i th  CF, but who had d ied o f  the

d isease .  One 26 year  o ld  woman {now deceased} lo s t

her mother to  Cancer a s h o r t  t ime ago. In  a d d i t io n ,  

her f a t h e r  was an a l c o h o l i c .  Two o the r  CF p a t ie n t s  

l o s t  t h e i r  fa th e rs  to  h e a r t  disease when t h e i r  p ar ­

ents were in the e a r l y  5 0 ’ s.

In  a d d i t io n ,  a number o f  the  young a d u l ts  with  

CF were c r i t i c a l l y  i l l ,  and e i t h e r  during my research  

or s h o r t l y  t h e r e a f t e r ,  they exp ired  from CF. This  

served to  c o n s ta n t ly  r e in f o r c e  in my mind the  f a c t  

t h a t  CF i s  a d e g e ra t iv e  disease which i n e v i t a b l y  leads  

to  death .
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A l t e r n a t i v e  Approaches:

Medical s o c i o l o g i s t s  a re  in t e r e s t e d  in  quasi­

h e a le rs ,  f o l k  m edic ine ,  and a l t e r n a t i v e s  to  orthodox  

medical t rea tm e n t .  A l t e r n a t i v e  approaches to  medicine  

are important because they a l lo w  p a t ie n t s  who are  

disheartened by t r a d i t i o n a l  medical care a possib le  

a l t e r n a t i v e .  S ince t re a tm e n t  f o r  CF is  p r i m a r i l y  

p a l l i a t i v e  care r a t h e r  than c u r a t i v e ,  a l t e r n a t i v e  

modes of t rea tm e n t  may prov ide  appeal to  some p a t ­

ie n ts  .

Within re ce n t  years ,  some p a t ie n t s  have decided 

to  sway from t r a d i t i o n a l  medical t rea tm e n t  f o r  CF, and 

they have turned to  o th e r  forms o f  t re a tm e n t .  Joel  

Wallach, a one t im e  researcher  f o r  the  C y s t ic  F ib ro s is  

Foundation, { and a v e t e r i n a r i a n  } represents  one such 

a l t e r n a t i v e .  Wallach cla ims t h a t  c y s t i c  f i b r o s i s  is  

caused by a d e f ic ie n c y  o f  the minera l  selenium. He 

has a s ize a b le  f o l lo w in g  of CF p a t ie n t s  who fo l lo w  a 

r i g i d  d ie ta r y  regimen which i s  high in selenium and 

othe r  v i tam ins ,  and prov ides  f o r  a high c a l o r i c  

in ta k e .  Whi le many phys ic ians  in c y s t i c  f i b r o s i s  

channels are c r i t i c a l  o f  W a l la c h ’ s " t rea tm e n t  ", some 

physic ians b e l i e v e  t h a t  h is  approach is  not t o t a l l y
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w ith o u t  m e r i t .  At the  present t im e  many of  h is  

f o l lo w e r s  re s id e  in the  Western region o f  the  United  

S ta te s .  As reported  on National t e l e v i s i o n  { The ABC 

" 20 /20  " News magazine show } a s h o r t  t ime ago, a 

number o f  CF p a t ie n t s  who have fo l lo w e d  the  Wallach 

protoco l  r e p o r t  s u b s ta n t ia l  improvement in t h e i r  

pulmonary and g a s t r o in t e s t in a l  s t a t u s .  W a l lach ’ s 

approach is  o f  key importance in t h a t  i t  a l lows those  

p a t ie n t s  who are d isp leased  with " orthodox " medical  

management o f  t h e i r  d isease ,  an a l t e r n a t i v e .

More CF B i r t h s :

At presen t  the  incidence of c y s t i c  f i b r o s i s  is  

growing. A decade ago, 1 in every 1 ,200  -  1,500 l i v e  

b i r t h s  in the  United S ta te s  y ie lded a CF v i c t i m .  At 

pre s en t ,  the  incidence is  approximately  1 in  every  

950 -  1 ,000 b i r t h s .  I f  t h i s  trend c o n t in u e s ,  i t  is  

l i k e l y  to  be advantageous fo r  CF p a t i e n t s .  As more 

persons are  born w i th  the disease, more research funds 

are  l i k e l y  to  be generated .  In a d d i t i o n ,  g r e a te r  pro­

duct ion o f  the  medicines used p r im a r i l y  by CF p a t ie n t s  

is  l i k e l y  to  y i e l d  a d e c l in e  in t h e i r  c o s ts .

An increase  in the  number o f  CF p a t ie n t s  w i l l  

r e s u l t  in a g r e a te r  demand fo r  p e d i a t r i c  pulmonary
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physic ians  and physic ians w i th  t r a i n i n g  in c r i t i c a l  

care medic ine.

S e l f  Help Groups:

At present  most s e l f  help groups f o r  CF p a t ­

ie n ts  o p era te  on the loca l  leve l  { i e ,  they e x i s t  as 

small groups of  o ld e r  CF p a t ie n t s  who meet on an 

i r r e g u l a r  basis  w i th in  the conf ines  of  the h o s p i ta ls  

where they re ce ive  care } .  I f  the l i f e  span of  CF 

p a t ie n ts  cont inues to  r i s e ,  coupled with  increased  

numbers o f  p a t i e n t s ,  i t  is  l i k e l y  t h a t  the re  w i l l  be 

an expansion in the networks o f  CF s e l f  help groups.

Need f o r  More Government Funds:

I f  the  p l i g h t  of  CF p a t i e n t s  is  to  improve sub­

s t a n t i a l l y ,  i t  w i l l  be necessary f o r  f a r  more money 

to  be a l lo c a t e d  f o r  medical research .  Moreover, the  

costs of  e x i s t i n g  care must f a l l  w i th in  the reach of  

a l l  CF p a t i e n t s .  At the present  t ime,  there  a re  CF 

p a t ie n ts  who have re l in q u is h e d  trea tm ent  f o r  t h e i r  

disease because they lack money to  pay f o r  t h e i r  

care .  As a r e s u l t ,  these u n fo r tu n a te  souls are  

s u f f e r i n g  need less ly  as w e l l  as d im in ish ing  t h e i r  

l i f e  span.
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Many s t a te s  have r e c e n t l y  e s ta b l is h e d  S ta t e  

Programs f o r  CF p a t ie n t s .  U n fo r t u n a te ly ,  many o f  the  

programs such as the  New York S ta te  CF Program are  

adm in is tered  by h e a r t le s s  bu reaucrats  whose pr imary  

i n t e r e s t s  l i e  in saving money. { I  know of  one case 

in  which a p a t i e n t  was s h i f t e d  back and f o r t h  between 

Medicaid and the  New York S t a t e  CF Program. In  the  

end, he had coverage from n e i t h e r ,  and he was on ly  

able  to  a c q u ire  a basic  Blue Cross h o s p i ta l  p lan } .

This  p a t i e n t  had to  e l im i n a t e  re c e iv in g  medic ines,  

oxygen, and o th e r  care f o r  CF. This  case does not 

represent  an anomaly. In  the  course o f  conducting  

in t e r v ie w s ,  I  came in contact  w i th  o ld e r  p a t ie n ts  who 

t o l d  o f  exhaust ing  t h e i r  resources and of  having to  

s a c r i f i c e  t h e i r  ca re .  I f  t h i s  t ren d  is  to  d e c l in e ,  

more government f i n a n c i a l  support  o f  substance w i l l  

have to  be a l l o c a t e d .

Need f o r  More B e h a v io r a l -S o c ia l  Science Research:

The bu lk  o f  the  e x i s t i n g  l i t e r a t u r e  on CF con­

cerns the d isease  as i t  r e l a t e s  to  c h i l d r e n .  This  is  

due to  the  f a c t  t h a t  u n t i l  r e c e n t l y ,  few CF p a t ie n t s  

surv ived  past  the e a r l y  childhood years .

As discussed in Chapter 1, most w r i t t e n  m ater­
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i a l s  regard ing  c y s t i c  f i b r o s i s  concern biomedical and 

medical aspects o f  the  disease. There are  a few a r t ­

i c l e s  w r i t t e n  about behavioral and f a m i l i a l  coping 

p a t te rn s  in c y s t i c  f i b r o s i s .  N e v e r th e le s s ,  the  e x i s t ­

ing l i t e r a t u r e  is  s e r io u s ly  la c k in g .  To da te ,  the  

most popular  book on psychosocial aspects o f  CF is  

Psychosocial Aspects o f  Cyst ic  F i b r o s i s :  a model f o r  

Chronic Luna D is e as e , ed i ted  by P a t te rs o n ,  Denning,

and Kutscher.  The book was publ ished in 1973 -------  16

years ago.

There is  a compell ing need f o r  t h i s  l i t e r a t u r e  

to  be updated and expanded and to  pay c lo s e r  a t t e n t i o n  

to  the  needs of  o ld e r  p a t ie n ts  w i t h  c y s t i c  f i b r o s i s .
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