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The Breath of  L i f e :  Medical Technology and the 
Careers o f  Post-Respiratory Po l i o  Pat ients  

This paper uses data from a study conducted w i t h i n  the 

Canadian province of  Manitoba, designed t o  examine the long 

term e f f e c t s  of  r esp i ra to r y  p o l i o m y e l i t i s  on people who 

contracted t he  disease dur ing t he  epidemics of  the 1950's.* 

Data has been co l lec ted  by means of medical record 

audi t ,  s t ruc tured in terv iews w i th  post- respi ratory p o l i o  

pa t ien ts  and in-depth in terv iews selected subjects. I n  

documenting change i n  t he  l i v e s  o-F people disabled by 

po l iomye l i t i s ,  the  study as a whole, addresses a number of  

issues of concern t o  the post-pol io  community.= One i s  the 

'post-pol io  syndrome', a r e l a t i v e l y  sudden dec l ine  i n  energy 

l e v e l s  and physical  funct ion ing experienced by some pa t i en t s  

dur ing middle age. This syndrome i s  thought t o  be due t o  

exhaustion o f  overworked muscles or  the premature death of  

s ipna l  horn c e l l s  which recovered from the  i n i t i a l  

i n fec t ion .  The second issue concerns the  i n t e r a c t i o n  between 

normal b i o l o g i c a l  and soc ia l  aging and p o l i o  r e l a t e d  

d i s a b i l i t y ,  and the  t h i r d ,  the  changing soc io -po l i t i ca l  

context of  d i s a b i l i t y .  The l a s t  r e f e r s  t o  changes i n  

medical technology, t he  emergence of  Sta te  supported 

p rov is ion  f o r  disabled people and the new ideo log ies  of  

d isab i  1 i t y  growing out o f  the Disabled Consumer and 

Independent L i v i n g  Movements. This paper, however, addresses 

on ly  one issue; the  management o f  r esp i ra to r y  i n s u f f i c i e n c y  



by patients and the impact of changing technology on patient 

careers. 

P_oJ1lr!m~e_l_li..ki~-.LnMani-tob-+ 

Paralytic poliomyelitis is a high1 y contagious disease, 

caused by a virus which gains access to the body via the 

mouth and intestinal tract. The virus tends to lodge in 

random fashion in the motor nerve cells of the spinal cord 

and in various parts of the brain. It is the destruction of 

these motor nerve cells that results in muscle paralysis. 

Not all parts of the spinal cord are affected in the 

individual case and not all cells invaded by the virus die. 

Variations in the location and extent of the destruction 

process account for the wide variations in paralysis during 

the acute phase and the wide variations in post-polio 

disability. The loss of functional capacity durinq the acute 

phase, which may be respiratory, physical or both, is 

followed by a phase in which some motor function may be 

recovered. While deterioration in respiratory ability 

sometimes occurs in later years, most patients exhibit a 

fairly stable pattern of physical disability. It is only as 

the post-polio population has aged that a sudden loss of 

functional capacity on the part of some people has given 

rise to the possibility of a post-polio syndrome. 

Between 1950 and 1959 there were 3,645 reported cases 

of polio in Manitoba with 2,371 of these occurring during 

the epidemic of 1953.4 One thousand, five hundred and forty 



of these pa t i en t s  were t rea ted  a t  one centre, the Winnipeg 

Municipal Hospitals,  and among t h i s  group, 264 (18%) 

developed resp i ra to r y  pa ra l ys i s  and were placed i n  a 

mechanical resp i ra to r .  The 186 pa t ien ts  who survived the 

acute phase form the populat ion f o r  the post- respi ratory 

p o l i o  study.= Medical records show t h a t  a t  the  t ime of  

discharge o r  one year post-pol io,  one t h i r d  o f  these were 

t o t a l l y  f r e e  of r esp i ra to r y  support but  were s u f f i c i e n t l y  

inpa i red t o  warrant admission t o  hosp i ta l  f o r  shor t  term 

resp i ra to r  treatment, wh i le  the  remaining t h i r d  were 

dependent t o  varying degrees on mechanical support. These 

d i f fe rences are  r e f l e c t e d  i n  the  discharge arrangements of  

the  pat ients.  T h i r t y  one remained i n  hosp i ta l ,  53 were sent 

home under the supervision of  the  newly establ ished 

Respirator Home Care Pr~gramrne,~ and 102 were sent home w i t h  

no specia l  arrangements f o r  care and support. 

Using data from the medical records, an attempt was 

made t o  t r ace  a l l  186 of  t he  above pat ients.  One hundred and 

t h i r t e e n  were found and interv iewed using a s t ruc tured 

schedule. I n  1980, when the data was co l lec ted,  20 

i n d i v i d u a l s  were long term pa t i en t s  i n  hosp i ta l7  wh i le  t h e  

remainder were l i v i n g  i n  t he  community. The resp i ra to r y  

s ta tus  o f  those included i n  t he  study was measured i n  terms 

of  t h e i r  degree of  dependence on mechanical r esp i ra to r y  

support. F i ve  l e v e l s  were used based on the  system suggested 

by Spencer.- These are: I independent of  support, 

2) occasional dependence ( i  . e. , dur ing acute r e s p i r a t o r y  



i n f e c t i o n s ) ,  3 )  support a t  n i g h t  only,  4) support f o r  12-18 

hours a day, 5) support f o r  more than 18 hours per day. 

Table 1 shows the  number o f  subjects f a l l i n g  i n t o  each o f  

these categor ies and t h e i r  l oca t i on  i n  hosp i ta l  o r  i n  t he  

communi t y .  

Clear ly ,  those w i t h  h igh  l e v e l s  o f  dependency on 

r e s p i r a t o r y  support were more l i k e l y  t o  l i v e  i n  hosp i ta l  

than the  community. These d i f fe rences i n  l i v i n g  arrangements 

r e f l e c t  d i f fe rences  i n  the  a v a i l a b i l i t y  o f  support systems 

i n  the  community and, i n  some instances, pa t i en t  choice. 411 

those w i t h  h igh  l e v e l s  of dependency were a lso  severely 

phys i ca l l y  d isabled as wel l .  

Tecknn!.log~-es-off .. R ~ S P  i r a ~ o _ r _ ~ - S u ~ p o r t  

Fost -po l io  r e s p i r a t o r y  i n s u f f i c i e n c y  i s  caused by 

pa ra l ys i s  o f  t he  muscles which a f f e c t  the  movement and 

volume o f  t he  chest cav i t y ,  i.e., the  diaphragm, t h e  

i n t e r c o s t a l 5  and muscles of the  neck, a l l  o f  which 

con t r ibu te  t o  resp i ra t ion .  Pa t ien ts  who r e t a i n  func t ion  o f  

t he  diaphragm (responsible f o r  55% of v i t a l  capaci ty)  o r  t h e  

chest and neck musculature (responsible f a r  t he  remaining 

45% of  v i t a l  capaci ty)  can usua l l y  breathe independently and 

requ i re  l i t t l e  i n  t he  way o f  r e s p i r a t o r y  support. Some 

pa t i en t s  who r e t a i n  t he  f unc t i on  o f  t h e  neck muscles alone 

have developed a  technique known as glosso-pharyngeal o r  

\\ I I 
f r o g  breath ing i n  which a i r  is gulped i n t o  t he  lungs. While 

some mechanical support i s  necessary f o r  p a r t  of the  day i n  



order t o  ensure s u f f i c i e n t  oxygen intake, many can breathe 

independently f o r  several hours. Those pa t i en t s  who have 

l i t t l e  o r  no func t ion  i n  a l l  th ree muscle groups requ i re  

con t i  nuous mechani c a l  assistance. 

Nearly a l l  of the  machines prov id ing assistance w i t h  

r e s p i r a t i o n  work on the  bas is  o f  e i t h e r  negat ive or  p o s i t i v e  

pressure. Negative pressure machines mimic na tu ra l  

resp i ra t ion .  Perhaps the most f a m i l i a r  o f  these i s  the  i r o n  

lung, a c y l i n d r i c a l  tank which covers the  e n t i r e  body w i t h  

the  exception o f  the  head. A pump moves a i r  ou t  o f  the  tank, 

c rea t ing  negat ive pressure i n  the  chest cav i t y ,  so t h a t  a i r  

moves i n t o  t h e  lungs. P o s i t i v e  pressure and the na tu ra l  

e l a s t i c i t y  o f  t he  chest wa l l  expels a i r  from the  lungs. 

While the  i r o n  lung i s  very e f f i c i e n t ,  i t s  disadvantages are  

obvious: t he  p a t i e n t  is t o t a l l y  enclosed w i t h i n  t he  tank, 

supine and immobile. A11 t he  pa t i en t s  i n  t he  study were 

placed i n  i r o n  lungs dur ing t h e  acute phase o f  the  disease, 

although f o l l ow ing  p a r t i a l  recover o f  r esp i ra to r y  funct ion,  

many were ab le  t o  manage w i t h  a rock ing bed o r  used a 

combination o f  rock ing  bed and i r o n  lung. fl rock ing bed i s  

exac t l y  what t h e  name impl ies; a mechanical bed which rocks 

t h e  p a t i e n t  backwards and forwards an appropr iate number o f  

t imes per minute. Movement o f  the  diaphragm and abdominal 

contents under t h e  f o r ce  o f  g r a v i t y  c reate  t he  p o s i t i v e  and 

negat ive pressure necessary t o  move a i r  i n  and out  o f  t h e  

lungs. Though p rov id ing  an acceptable l e v e l  o+ support f a r  

some pa t ien ts ,  i t  i s  one o f  t h e  l e a s t  e f f i c i e n t  methods of 



mechanical r e s p i r a t i o n  and i s  o+ten used i n  combination w i th  

others. Rnother c r u c i a l  disadvantage i s  t h a t  the  pa t i en t  i s  

e f f e c t i v e l y  t i e d  t o  the  bed and rendered immobile. 

Ear ly  developments i n  the  technology o f  r esp i ra to r y  

support aimed t o  improve the  p a t i e n t ' s  m o b i l i t y  by prov id ing 

machinery which w a s  po r tab le  or could be transported eas i ly .  

The chest r e s p i r a t o r y  and pneumobelt allowed the  pa t i en t  t o  

s i t  and moved around i n  a wheelchair, wh i le  the  body wrap, 

an i r o n  lung i n  the  form o f  a  p l a s t i c  bag, could be r e a d i l y  

ca r r i ed  from p lace t o  place. 

More r e c e n t l y  developments, +ram which p o l i o  pa t i en t s  

are benef i t t i n g ,  were st imulated by the  need t o  prov ide 

assis ted r e s p i r a t i o n  f o r  p a t i e n t s  w i t h  abnormal lungs. These 

people requ i red a more powerful means o f  moving a i r  i n  and 

out  o f  the  chest cav i ty . -  The so lu t i on  was found i n  ba t t e r y  

operated p o s i t i v e  pressure v e n t i l a t o r s  which l i t e r a l l y  blew 

a i r  i n t o  the  lungs v i a  t h e  mouth or,  where necessary, a  

tracheostomy. While the  phys io log ic  e f f e c t s  o f  negat ive and 

p o s i t i v e  pressure machines i s  t he  same, p o s i t i v e  pressure 

v e n t i l a t o r s  e f f e c t i v e l y  reverse the  normal process o f  

r esp i ra t i on ,  and the  p a t i e n t  must l ea rn  how t o  con t ro l  t h e i r  

larynx i n  order t h a t  they f unc t i on  co r rec t l y .  These machines 

are r e a d i l y  attached t o  a  wheelchair and a l low the  p a t i e n t  a  

h igh  degree o f  mob i l i t y .  

Pos i t i ve  pressure v e n t i l a t o r s  are  c u r r e n t l y  being used 

by post -po l io  p a t i e n t s  who can no longer be adequately 

v e n t i l a t e d  us ing t he  o lder  methods of r esp i ra to r y  support.so 



44s with other technologies, these ventilators have both 

advantages and disadvantages, allowing welcome modifications 

in a previously restricted lifestyle, but requiring patients 

to develop a repertoire of coping mechanisms in order to 

manage their idiosyncracies. 

Med%&l_-T-eec&.n_q.Lo~~YY;b.nPatient-Carre.~.rs 

The changes in the life experiences of post-polio 

patients over the period since onset can be viewed as a 

series of conceptual 1 y distinct though empirically 

overlapping biophysical functional and social careers. Here 

career is taken to encompass both long term life chances and 

the character and quality of everyday life. These careers 

may be shaped by any of a number of factors of which changes 

in medical technology is but one. For example, the 

possibility of a post-polio syndrome brings with it a new 

uncertainty and the fear that any deterioration in physical 

or respiratory function will threaten the somewhat 

precarious existence of those who have been able to live in 

the community. The implications and consequences of such 

deterioration, should it occur, are dependent upon a number 

of contextual influences. The development of community 

support services and improvements in medical technology can 

el iminate many of the negative outcomes associated with 

increasing levels of disability. Over the years, many of the 

most severely respiratory impaired people interviewed for 

this study had experienced a significant decline in their 



a b i l i t y  t o  breathe independently. Despite an increasing 

dependence on mechanical support the  i n t r oduc t i on  of new 

forms o f  machinery has no t  on ly  compensated f o r  t h e i r  

func t iona l  loss ,  bu t  given a  q u a l i t y  o f  l i f e  somewhat be t t e r  

than t h a t  they enjoyed wh i le  l e s s  disabled. A t  the  same 

time, these technologies impact on b iophys ica l  careers: 

improved resp i ra to r y  e f f i c i e n c y  improves general l e v e l s  o f  

hea l t h  and increases the  chances of s u r v i ~ a l . ~ ~  I n  t h i s  way, 

b iophysical ,  func t iona l  and soc ia l  careers i n t e r l o c k  i n  

complex ways. 

The newer methods of p rov id ing  mechanical r esp i ra to r y  

support enhance the q u a l i t y  of everyday l i v i n g  by improving 

energy leve ls ,  promoting f ee l i ngs  o f  we1 1 being and a1 lowing 

f o r  more i n tens i ve  m o b i l i t y  i n  t he  community. However, these 

b e n e f i t s  are on ly  obtained a t  a  cost. While more e f f i c i e n t  

machines solve some of t h e  problems encountered by 

post - resp i ra tory  p o l i o  pa t ien ts ,  they g ive  r i s e  t o  a  host o f  

o thers  which resp i ra to r y  dependent i n d i v i d u a l s  must l ea rn  t o  

manage i f  they are t o  adapt t o  t h e i r  n e w  forms o f  

r e s p i r a t o r y  support. Technologies form a resource upon which 

d isabled people can draw, incorpora t ing  them i n t o  the  

s t r a teg ies  and rou t ines  developed t o  cope w i t h  t he  problems 

o f  everyday l i v i n g ;  i n  t h i s  case, managing resp i ra to r y  

i n s u f f i c i e n c y  and mainta in ing an adequate oxygen supply. A t  

t he  same time, a  new se t  o f  s t r a t e g i e s  and r o u t i n e s  have t o  

be developed t o  cope w i t h  t he  machine, i t s  associated 

hardware and i t s  techn ica l  l i m i t a t i o n s .  A t  a  minimum, 



patients. or more usually their close associates. must 

develop those technical skills necessary to connect, 

disconnect and monitor the functionina of the machine. In 

this way. new technoloqy not only impacts on the quality of 

everyday livinq. but may also radically transform its 

character. 

The remainder of this paper attempts to elaborate on 

this point of view bv a detailed examination f the 

manaqement of respiratory insufficiency and the effect of 

medical technoloqy on patient careers. The data has been 

taken from the in-depth interviews mentioned earlier in the 

paper. Ten of the 29 individuals requiring respiratory 

assistance for more than 1 2  hours per day were interviewed 

on two and sometimes three or more occasions using a 

semi-structured schedule explorinq a wide range of issues 

and themes. The individuals were selected because they had 

all experienced a siqnificant decline in respiratory 

function in the years following the post-acute phase and had 

been forced to rely on a variety of methods of  mechanical 

support. The formal interviews were tape recorded and 

transcribed in full. The data was supplemented by extended 

periods of informal contacts with the respondents and other 

post-respiratory polio patients and periods of observation 

in the hospital in which some lived. The demographic 

characteristics. experience with long term inpatient or 

community care and history of respiratory support equipment 

use is summarized in f iqure 1. Five of the individuals were 



long term p a t i e n t s  i n  hosp i t a l  and 5 had spent the  ma jo r i t y  

o f  l i v e s  i n  t h e  community, 5 were men and 5 were women. Two 

were l e s s  than 50 years and the  remainder were SO-66 years 

old.  A11 had major l imb d i s a b i l i t y ,  i n  add i t i on  t o  t h e i r  

r esp i ra to r y  impairment. A l l  were usina some form of  

mechanical r e s p i r a t o r y  support. A t  t he  t ime o f  i n te rv iew 6 

used a mini- lunq connected t o  the  t h roa t  by a tracheostomy 

and one person i n t e r m i t t a n t l y  used a p o s i t i v e  pressure 

v e n t i l a t o r  w i t h  a mouth tube. The remainder continued t o  use 

rack ing beds and spec ia l ized resp i ra to r y  therapy machines on 

a d a i l y  basis.  

Learnina - - -. t o  - - . Ereathe 

I n  common w i t h  the  other  23h people who developed 

r e s p i r a t o r y  pa ra l ys i s  t he  1 0  people in terv iewed f o r  t h i s  

study were placed i n  an i r o n  lung dur ing t h e  acute phase of 

t he  disease. The t ime they spent conf ined t o  t he  lung var ied  

from th ree  t o  18 months. Once i n  the  lung, r e s p i r a t i o n  was 

accomplished by t he  machine and no e f f o r t  was necessary on 

t he  p a r t  o f  t h e  pa t ien t .  Fol lowing recovery from the  acute 

phase. a l l  p a t i e n t s  entered a per iod  o f  r e s p i r a t o r y  

r e h a b i l i t a t i o n  dur ing which they were encouraged t o  begin t o  

breathe independently. This  t r ans fe r  from passive breath ing 

i n  the  i r o n  lung t o  r e s p i r a t o r y  independence was r e f e r r e d  t o  

as "weanins". The aim was t o  help t h e  p a t i e n t  develop 

maximum a b i l i t y  w i t h  the  muscle func t ion  t h a t  remained: t he  

method used was simply t o  remove t he  p a t i e n t  from t h e  i r o n  



lunq. A l l  described t h i s  per iod a5 an ordeal. As one o f  t he  

men said, "The s i s t e r  came around about t en  every morning 

l i k e  a sarqeant-major and sa id  'Everybody breathe'. And t he  

o r d e r l i e s  o r  t he  nurses would open up our i r o n  lungs and 

you'd qasp. I ' d  j u s t  t u r n  blue, i t  was r e a l l y  grim."iz 

The main problem faced by those p a t i e n t s  who had l o s t  

the  use o f  a subs tan t ia l  p o r t i o n  o f  muscle func t ion  was t h a t  

they simply d i d  not  know how t o  breathe. One o f  the  women 

who has remained i n  hosp i t a l  s ince the acute phase described 

i t  i n  the  f o l l o w i n s  way. 

I kept asking t he  phys io therap is t  'How do you 
breathe?'Cus who t h i nks  how you breathe. And she 
pu t  a paper t i s sue  above my face and then she'd 
open up t h e  r e s p i r a t o r  and t o l d  me t o  blow i t  and 
as long as I could l i f t  i t  f o r  her I knew I was 
breath ins  because I had no other  f e e l i n g  o f  
breathing. That was one way of knowing I was 
q e t t i n q  a i r  i n ,  because i f  I was q e t t i n q  a i r  out  I 
had t o  be b r i ng inq  i t  i n .  

The i n i t i a l  per iods out  o f  the  i r o n  lunq might l a s t  no 

lonuer than h a l f  a minute o r  so, and t he  pa t i en t s  were 

encouraqed t o  s tay  out  o f  t he  machine f o r  a l i t t l e  longer 

every day i n  order t o  develop and extend t h e i r  r e s p i r a t o r y  

capacity.  Every day they would be timed and every extension 

o f  t h e i r  a b i l i t y  t o  manage wi thout  t he  machine was seen as a 

step on the  way t o  recovery. 

I t  was an endurance t e s t  because immediately you 
came out  o f  t h e  tank you f e l t  as i f  you were being 
suf focated and then you would f reeze up w i t h  
panic. You would be gu lp ing a i r  away the re  and t h e  
nurse would be t e l l i n q  you how many minutes. Each 
t ime you would t r y  and extend the  per iod  a l i t t l e  
b i t  lanqer and every second made you f e e l  be t te r .  
Just  being out  o f  t h e  r e s p i r a t o r  was t e r r i f i c  and 



apain i t  was a steo forward. It was ten seconds t o  
s t a r t .  then h a l f  a minute u n t i l  you qot  t o  a 
c e r t a i n  p o i n t  and you took i t  bv hours. And of 
course. t he  f i r s t  n i q h t  you ever stayed out  a l l  
n iqh t ,  t h a t  was r e a l l y  somethinq. That qave me 
confidence t h a t  I would be a l l  r i q h t  and 1 stayed 
out  then a t  n iqht .  

This process o f  recover ing r e s p i r a t o r y  and other 

physical  func t ions  was f a c i l i a t e d  by two features  o f  the  

p a t i e n t ' s  context. The f i r s t  was a p r e v a i l i n g  ideology which 

stressed independence and minimal r e s o r t  t o  mechanical 

support, and t he  second was the  f a c t  t h a t  each pa t i en t  was 

one among many s t r uqq l i nq  towards t he  same qoals. T h i r t y  

years l a t e r  these remain important i n +  luences on pa t i en t  

careers. 

The ideoloqy o f  independence i s  best  expressed by one 

o f  the  female respondents whose r e s p i r a t o r y  and physical  

capac i t i es  have decl ined s u b s t a n t i a l l y  over t he  years. 

We were encouraqed t o  keep pushinq ourselves t o  
t h e  l i m i t s .  You j u s t  kept going, whatever you were 
doinq you j u s t  kept on doinq i t  u n t i l  you were so 
t i r e d  you cou ldn ' t  go any fu r the r .  And we s o r t  of  
had t h i s  d r i l l e d  i n t o  our heads. 

In t he  e a r l y  stages o f  r e h a b i l i t a t i o n  t h e  respondents 

subscribed wholeheartedly t o  t h i s  ideoloqy, s e t t i n g  goals 

f o r  themselves and pushinq u n t i l  they were achieved. 

Subsequently, when propress was slow o r  non-existent, t he  

necessi ty  t o  cont inue t o  s t r ugg le  t o  become independent only  

r esu l t ed  i n  disappointment and + rus t ra t ion .  One o f  t he  women 

sa id  i n  t r y i n g  t o  come t o  terms w i t h  her l ack  o f  progress, 

" I  thouqht i t  must be something I ' m  doinq wrong t h a t  other 

people are doing r i q h t " :  and another said,  "It was hard not  



t o  t h i nk  I ' m  no t  pushinq hard enough, I ' m  no t  t r y i n g  hard 

enough. But no matter how hard I t r i e d  I wasn't going t o  

make i t  anyway". The p r a c t i c a l  consequences of t h i s  ideology 

became apparent when no f u r t h e r  improvement i n  func t ion ing  

took place. The pa t i en t s  were made t o  persevere i n  order t o  

preserve t he  capac i t i es  they had developed. 

I n  the  l a t e r  staqes, before  qoing home. you know. 
i f  i t  took you h a l f  an hour t o  wheel yoursel f  down 
the  h a l l  t h a t ' s  j u s t  f i ne .  Other people they kept 
j u s t  whizzinq past you, bu t  you' re on your own, 
and I quess t h a t ' s  the  way i t  has t o  be t o  develop 
you t o  your f u l l e s t  po ten t i a l .  But i t  was s o r t  o-f 
f r u s t r a t i n ~  knowinq you' re no t  p e t t i n q  any b e t t e r  
bu t  you' re s t i l l  s t r u s g l i n q  along t o  get from 4 t o  
B. 

It would be an exaqgeration t o  c la im t h a t  t he  emphasis 

on independent achievement was whol ly imposed upon p a t i e n t s  

by the  s t a f f  o f  t he  hosp i t a l  i n  which they l i ved ,  s ince t h e  

pa t i en t s  themselves were anxious t o  recover as much f unc t i on  

as they could. Nevertheless, some o f  t he  respondents 

accounts g i ve  r i s e  t o  t he  impression t h a t  t h e  e t h i c  was 

maintained by s t a f f  long a f t e r  i t  had ceased t o  be use fu l  o r  

i n  t h e  p a t i e n t ' s  best i n t e res t s .  Even a f t e r  being i n  

hosp i t a l  f a r  t e n  years, one respondent was n o t  al lowed t o  

use an e l e c t r i c  wheelchair: "They sa id  no. I f  you can wheel 

yourse l f ,  you wheel, even thouqh you could qet  the re  f a s t e r  

and qe t  mare done wi thout  wasting t i m e  and enerqy wheeling 

yourse l f " .  The same a t t i t u t d e  app l ied  t o  r e s p i r a t o r y  support 

and t he  same respondent repor ted t h a t  one nurse would 

prevent her from using t h e  rock inq  bed by simply r e fus inq  t o  

t u r n  i t  on: "That was about t h e  t ime t h a t  I was q e t t i n g  a 



divorce. She was q o i n ~  on t he  idea t h a t  I was babying 

myself, t h a t  I was f e e l i n g  so r ry  f o r  myself ". This happened 

a t  the t ime the respondent's r esp i ra to r y  capacity was 

beginninq t o  dec l ine  and i t  was only by appealing t o  a 

doctor t h a t  she was allowed the  support she desired: "And I 

was such a bad g i r l  t h a t  caused a l l  t h i s  disturbance on the  

ward and I was t e r r i b l e  because I phoned the doctor myself 

and pa t i en t s  do no t  phone the  doctor themselves". 

The a t t i t u d e  of s t r i v i n g  t o  be independent and l i m i t i n g  

the  use of  technoloqy was one some respondents ca r r i ed  w i t h  

them i n t o  t he  community. However. many seemed t o  have 

rea l i zed  gradua l ly  over t ime t h a t  of  con t i nua l l y  pushing 

yoursel f  and no t  q i v i n q  i n  t o  mechanical support was no good 

and might even have i n f l i c t e d  permanent damage. Some 

be1 i eved t h a t  the muscl e5 they re ta ined  have been 

over-burdened as a r e s u l t  and used t h i s  t o  exp la in  what has 

been prev ious ly  re fe r red  t o  as the post-pol io  syndrome. New 

technoloqy and changing attitudes t o  technology have 

produced dramatic changes i n  t he  l a t e r  stages f o  these 

pa t i en t s '  careers. The s t ra teqy  of f i g h t i n g  d i s a b i l i t y  has 

gradual ly  q iven way t o  a s t ra tegy  of p a r t i a l  aquiescence i n  

which technology i s  acceptable as long as i t  makes a 

con t r i bu t i on  t o  the  q u a l i t y  af l i f e .  Gs f u r t h e r  data w i l l  

show, independence i s  s t i l l  valued by these respondents but  

f o r  d i f f e r e n t  reasons. 

Just as the  p r e v a i l i n g  ideology was a help and a 

hindrance i n  the years f o l l o w i n g  the  acute at tack,  l i v i n g  



among a community o f  s i m i l a r l y  s i t ua ted  pa t i en t s  had both 

advantages and disadvantaqes. One respondent repor ted t h a t  

seeing other  p a t i e n t s  make progress i n  t he  ea r l y  days was an 

incen t i ve  f o r  her t o  work hard on her own behalf ,  wh i le  

another t a l ked  o f  t h e  compet i t ion between pa t i en t s  t o  see 

who would be the  f i r s t  out o f  the  i r o n  lung saying, " I  t h i nk  

i t  would have been much more d i f f i c u l t  i f  there  hadn't been 

so many o f  us. I f  I was on my own I would have had a  rough 

t ime wiht  no one t o  compare wi th" .  A l te rna t i ve ly ,  i t  was 

sometimes depressing when the  expectat ions created by seeing 

other p a t i e n t s  make propress were not  met. One man said, " I t  

was k ind  of gr im because t h e  guy next  t o  you might be out  

f o r  f i v e  minutes the  # i r s t  day and h a l f  an hour t he  second 

and then i n  two o r  th ree  days he 'd be gone home o r  

something. And then you'd s t a r t  f e e l i n q  p r e t t y  so r ry  f o r  

yourse l f " .  

The process of l ea rn inq  t o  breathe again was not  

conf ined t o  t he  immediate post  acute stage o f  po l i o ,  bu t  was 

an imperat ive faced by t he  respondents a t  a  number o f  po in t s  

i n  t h e i r  l i v e s .  New technoloqies meant lea rn ing  new 

techniques o f  b reath ing and even temporary r e s o r t  t o  t o t a l  

support could mean a l o s s  o f  func t iona l  capaci ty  and t he  

necessi ty  t o  go through t h e  lea rn inq  process ye t  again. One 

respondent even found i t  hard t o  swi tch  back and f o r t h  from 

a rock ing bed t o  her p o s i t i v e  pressure v e n t i l a t o r  s ince t he  

techniques o f  b reath inq w i t h  each were q u i t e  d i f +e ren t ,  

r e q u i r i n g  t h e  use of d i f f e r e n t  muscles and d i f f e r e n t  p a r t s  



of  t he  chest: f o r  example, she d i d  no t  need t o  use her neck 

when on t he  rock ing bed. This was p a r t i c u l a r l y  not iceable 

a f t e r  she had been away from home. She r e l i e d  exc lus ive ly  on 

the  p o s i t i v e  pressure machine s ince i t  was more e a s i l y  

c a r r i e d  than a t-ockinq bed. She needed t o  use both s ince the  

rock inq bed was very re lax ing ,  t h e  na tu ra l  ac t ion  i t  

produced f a c i  1 i t a t i n q  sleep, whi le t h e  mechanical vent i  l a t o r  

she used because i t  kept her chest c a v i t y  expanded and 

helped t o  mainta in her v i t a l  capacity. 

One o f  t he  hosp i ta l i zed  respondents was so doubt fu l  of  

her a b i l i t y  t o  go through the  learn inp process apain t h a t  

she used t o  be a f r a i d  of even a temporary r e s o r t  t o  an i r o n  

1 ung. 

I ' v e  t o l d  t he  s t a f f  t h a t  i f  I got  ill don' t  pu t  me 
i n  an i r o n  lunq. t he re ' s  no way I want t o  go i n  i t  
because I'll never qet  out. I know t h a t  I don' t  
have t h e  d r i v e  t o  se t  myself out  o f  it. I ' v e  seen 
i t  happen t o  people here. One p a t i e n t  had a bad 
year and j u s t  t h e  contentment o f  t h e  resp i ra to r y  
and t h e  drugs he was takinq, he never d i d  get out. 
You j u s t  don ' t  have t h e  .... you've qone past the  
stage i n  your l i f e  when you've go t  the  push t o  
keep on f i g h t i n g ,  re lea rn ing  and qoinq through a l l  
those th ings,  i t ' s  going through t he  whole process 
again. 

Having s ta r t ed  us ing a mini-lung, she had been f reed 

from t h i s  fear ;  "You don ' t  have t h a t  because you're using 

t he  mini- lung a1 1 t h e  t ime  regardless o f  what happens t o  

you". S i x  weeks before t h i s  in terv iew,  t he  respondent had 

suffered a minor s t roke  and was kept adequately ven t i l a t ed  

wi thout  recourse t o  an i r o n  lung. 



The Onset of Respiratory Decline 

Following rehabilitation in the immediate post-acute 

phase, all but two of the respndents became independent of 

respiratory support. One of the two, having suffered onset 

in childhood, continued to use an iron lung and a chest 

respiratory, the other, a rocking bed during the day. fill 

enjoyed a period of stability lasting several years before 

experiencing a decline in respiratory status. Seemingly 

precipitated by respiratory infection, weight gain or 105s 

of elasticity of the chest walls. this decline often took 

one of two forms. In some cases, onset was slow and 

insidious and often went unrecosnized for as long as two 

years, while in the others a crisis indicated respiratory 

insufficiency and immediately lead to the readoption of 

mechanical support. In both instances, the diagnosis of 

inadequate ventilation heralded a new period of adaptation 

in which patients were forced to adjust anew to the 

constraints of respiratory technology. 

Those respondents who experienced insidious onset 

complained of a number of symptoms. Prominent among them 

were tiredness, lack of energy and repeatedly falling asleep 

during the day, even in mid-conversation. Neither patients 

nor physicians appear to have anticipated a decline in 

respiratory function and a diagnosis of COZ retention was 

sometime a long time in coming. One respondent said, 

I didn't really know what was wronq with me at the 
time, I was just fallino asleep and hallucinating 
and f eelinq just dreadful . My local physician came 



i n  and cou ldn ' t  see anything wrong. It was a  scary 
~ x p e r i  ence. 

Given the  lack  of physical  signs and the  p reva i l i ng  

ideology of  s t r i v i n g  f o r  independence, some people i n i t i a l l y  

i n te rp re ted  t e h i r  problem as mot ivat ional  ra ther  than 

physical .  

When our breath inq s t a r t e d  t o  go the other way i t  
w a s  hard not t o  th ink ,  you kept fee l inq ,  a t  l eas t  
I did,  t h a t  I ' m  no t  pushing hard enough, I ' m  not  
t r y i n g  hard enouqh. I became very depressed, my 
mind d i d n ' t  func t ion  as wel l  as i t  should have. 
Things I should have been able t o  do my mind had 
t o  work a  l o t  harder than i t  d i d  t o  do it. I 
d i d n ' t  have the  get up and go and you cou ldn ' t  put  
your f i n q e r  on what was wrong. I r e a l l y  d i d n ' t  
connect i t  t o  resp i ra t i on .  the f a c t  t h a t  there  had 
t o  be a  phys ica l  reason f o r  it. You see, you could 
breathe, you're not  tu rn ing  blue, you're a l l  
r i g h t ,  and i t  was hard t o  g ive  i n .  

A t  the  time, the  technology f o r  blood gas ana lys is  was 

not  ava i lab le  and i t  was on ly  w i t h  the accumulation of  cases 

t h a t  pa t i en t s  and physicians became aware of  the problem. 

Accordingly, pa t i en t s  were a l e r t e d  t o  the p o s s i b i l i t y  of 

r esp i ra to r y  i n s u f f i c i e n c y  and be t t e r  able t o  monitor t h e i r  

own and t h e i r  f e l l ow  p a t i e n t ' s  r esp i ra to r y  status. Looking 

back, many a t t r i b u t e d  the  sudden deaths o f  f r i ends  and 

acquaintances t o  inadequate v e n t i l a t i o n  and the  b u i l d  up o f  

carbon dioxide. Post- respi ratory p o l i o  pa t i en t s  i n  Manitoba 

are now ab le  t o  take advantage of  a  c l i n i c  a t  which t h e i r  

blood gases can be measured pe r i od i ca l l y .  

The onset of  r esp i ra to r y  i nsu f f i c i ency  occurred dur ing 

the  mid t o  l a t e  1960's. some ten  t o  f i f t e e n  years a f t e r  the 

acute phase o f  po l io .  Some o f  t he  respondents repor ted an 



i n i t i a l  re luctance t o  r e t u r n  t o  mechanical support, w i th  one 

woman re fus inq  t o  use her rock inq bed u n t i l  she discovered 

what a d i f f e rence  i t  made t o  her well-being. Those forced 

back i n t o  an i r o n  lung found i t  p a r t i c u l a r l y  hard, even more 

some i f  they re ta ined  some func t ion  i n  t h e i r  arms and legs  

and became t i e d  t o  equipment a f t e r  being f ree.  

Among the  group of pa t i en t s  who achieved independence 

from mechanical v e n t i l a t i o n ,  the  dec l ine  i n  r esp i ra to r y  

s ta tus  occurred as a two staqe process. The f i r s t  stage has 

been described above and consisted o f  a p a r t i a l  r e tu rn  t o  

mechanical support. Here, rock ins  beds and other  forms of 

technoloqy were used dur inq p a r t  o f  t h e  day or  a t  n igh t .  

Many repor ted t h a t  dur inq  t h i s  staqe they gradua l ly  

increased t h e i r  use of r e s p i r a t o r y  equipment, almost wi thout  

r e a l i z i n g  i t .  i n  an attempt t o  maintain t h e i r  oxygen supply, 

energy l e v e l s  and q u a l i t y  o f  l i f e .  Subsequently, increasing 

r e s p i r a t o r y  impairment l e d  t o  a search f o r  newer and more 

e f f e c t i v e  technologies. For a l l ,  the  s o l u t i o n  was found i n  

t h e  min i  -1 ungs and p o s i t i v e  pressure v e n t i  1 a t i o n  previous1 y 

described. The most se r ious ly  impaired swapped the a lder  

methods o f  support +or  permanent connection t o  a min i  lung 

v i a  a tracheostomy, wh i le  t he  remainder acquired p o s i t i v e  

pressure v e n t i l a t o r s  used w i t h  a mouth tube t o  supplement 

t h e  methods they had always used. 

Those respondents us ing mini-lunqs can be considered t o  

have progressed t o  t he  second stage i n  t he  process o f  

r e s p i r a t o r y  decl ine: mechanical v e n t i l a t i o n  f o r  24 hours a 



day. Un l i ke  those who used p o s i t i v e  pressure ven t i l a t o r s ,  

there  was no p o i n t  dur ing the  day when they breathed 

independently. This r eso r t  t o  t o t a l  r e s p i r a t o r y  dependence, 

r e f e r r e d  t o  by one respondent as " the  end o f  t he  road", 

coincided w i t h  t he  f i n a l  r e j e c t i o n  o f  t he  r e h a b i l i t a t i o n  

e t h i c  t h a t  had been t he  guid ing p r i n c i p l e  of  t he  

respondents' l i v e s  dur ing the  ea r l y  years o f  d i s a b i l i t y .  As 

the same respondent said,  commentinq on her own s i t u a t i o n  

and t h a t  o f  a f e l l o w  pa t ien t :  

You weren't func t ion ing and you had t o  f i n d  
somethinq, o r  hoped you'd f i n d  something t o  make 
i t  b e t t e r  and i f  t h i s  wasn't qoing t o  work I don ' t  
know what was qoing t o  work, bu t  a t  l e a s t  you had 
t o  g i ve  i t  a t r y .  Everybody doesn't t h i n k  tha t .  
There's one pa t i en t  I f e e l  should be on a 
mini- lung and i s n ' t .  He s t i l l  has t he  f e e l i n g  t h a t  
t h e  harder you work the  b e t t e r  you' re going t o  be. 
Y o u  have t o  get  a l l  t h a t  out  of  your head and go 
back and approach i t  from another anqle. 

The  d i f f e r e n t  anqle a l luded t o  i n  t h i s  e x t r a c t  cons is ts  

o f  acceptinq dependence upon technology i f  i t  enhances t he  

q u a l i t y  o f  everyday l i f e .  

Respiratory I nsu f f i c i ency  and Everyday L i f e  

It goes wi thout  saying t h a t  breath ing i s  t h e  most 

fundamental, y e t  the  most taken f o r  granted a c t i v i t y  o f  

everyday l i f e .  Althouqh t he  most immediate p re requ i s i t e  f o r  

t h e  maintenance o f  l i f e  i t s e l f ,  i t  i s ,  f o r  t h e  most pa r t ,  

automatic and irgnored. The body has a number o f  mechanisms 

which mainta in and con t ro l  r e s p i r a t i o n  and l i t t l e  conscious 

e f f o r t  i s  o r d i n a r i l y  necessary i n  order t o  secure an 



adequate oxygen supply. For those f r e e  o f  d isorders which 

ser ious1 y impai r  the  resp i ra to r y  system, breath ing becomes 

problematic on ly  i n  the  face o f  spec ia l ized a c t i v i t i e s  (e.9. 

s ing ing o r  swimming) or  unaccustomed e f f o r t  such as a sudden 

spr ing  f o r  a bus. For those w i t h  severe resp i ra to r y  

impairment, however, the  need t o  ob ta in  oxygen, the  need t o  

breathe. i s  always a t  t he  f o r e f r o n t  o f  t h e i r  minds. Un l ike  

other d isabled people, whose main concern i s  how they are 

going t o  perform the  a c t i v i t i e s  o f  d a i l y  l i v i n q .  post- 

r esp i ra to r y  p o l i o  pa t i en t s  must constant ly  address the  more 

basic  and more pervasive problem of  r esp i ra t i on .  A t  no t ime 

dur inq t he  day are they f r e e  o f  t h i s  major concern. As one 

o f  the  women said, "People wonder how they are  qoinq t o  get 

from p o i n t  A t o  p o i n t  E. We always wonder how we're going t o  

breathe throuqhout the  day." For the  most severely impaired, 

many o f  whom could on ly  acquire oxyqen by f r o g  breathing, 

r e s p i r a t i o n  requ i red concentrat ion and sustained e f f o r t .  one 

o f  t he  men said,  " I n  the  o l d  days (before acqu i r ing  adequate 

mechanical support)  when I was up i n  t he  wheelchair i t  was 

j u s t  a mat ter  o f  t r y i n g  t o  breathe. That was a day's work." 

Now t h a t  he had been suppl ied w i t h  a mini- lung, "I don ' t  

have t o  work a t  breathing." 
\ 

Given t h e  e f f o r t  and energy requ i red s imply t o  breathe, 

add i t i ona l  a c t i v i t i e s  such as t a l k i n g  were e i t h e r  impossible 

o r  imposed an add i t i ona l  burden. The gu lp ing ac t ion  

necessary t o  froq-breathe made communication d i f f i c u l t  and 

the  product ion  of words and sentences a long and labor ious 



process. While wanting t o  maintain a degree o f  freedom from 

mechanical support, t he  problems invo lved i n  breath ing 

independently made many g r a t e f u l  f o r  t h e  secu r i t y  and 

re l axa t i on  o f f e red  by the  conf ines of t he  i ron- lung. 

I would always have t o  qo back t o  t he  tank a t  
n i g h t  because f r o g  breath ing a l l  day i t  was a hard 
job. People would say what do you do a1 1 day. I 
breathe! Thev'd say, t h a t ' s  no t  hard work bu t  f o r  
me i t ' s  l i k e  I ' m  walkinq 19 miles. I t takes every 
b i t  o f  energy out  o f  you. And t a l k i n g  on top o f  
i t, which i s  my hobby. on ly  adds more stress. When 
I was i n  t h e  i r o n  lung i t  was l i k e  heaven cus my 
whole body could re l ax  and I could sleep. 

One connected t o  a mini- lung by a tracheostomy, t h i s  

woman found she was no lonqer forced t o  go t o  bed e a r l y  i n  

t he  evening. Moreover, she discovered what i t  was l i k e  no t  

t o  have t o  concentrate on breathing. 

Ha l f  o f  those in terv iewed obtained mechanical support 

24 hours a day by means of a mini- lung and a tracheostomy. 

The remainder. most o f  whom were ab le  t o  breathe 

independently f o r  up t o  12 hours, supplemented t h e i r  own 

breath ing by us ing a rock ing bed and/or a p o s i t i v e  pressure 

machine w i t h  a mouth tube. The l a t t e r ,  ac t i va ted  by a 

sucking ac t ion ,  a l lows t h e  i nd i v i dua l  t o  take a i r  when and 

where he o r  she wishes. Such assistance i s  necessary t o  

mainta in an adequate oxyqen l e v e l  i n  t h e  blood and prevent 

t he  b u i l d  up of carbon d iox ide.  These people would sleep on 

a rock ing bed and a lso  had t o  se t  aside t ime dur inq  t he  day 

when they cou ld  use t h e  bed, t he  p o s i t i v e  pressure machine 

o r  both. A11 were forced t o  s t i c k  t o  a s t r i c t  d a i l y  r o u t i n e  

t o  ensure t h a t  t h e i r  needs f o r  oxyqen were met. Most had 



been advised t o  use the  p o s i t i v e  pressure machine f o r  f i v e  

minutes per hour, bu t  found t h a t  too  d i s rup t i ve  of d a i l y  

l i v i n ~ ,  developinq t h e i r  own rou t ines  i n  accordance wi th  the  

pa t te rn  of  t h e i r  everyday l i ves .  One woman would use the 

p o s i t i v e  pressure machine f o r  one hour i n  the morning and 

spend an hour or  two on the  rockinq bed i n  the afternoon. 

She used the  machine whenever i t  was convenient and i t  was 

kept near a t  hand so she could take advantage o f  i t  if she 

f e l t  she was q e t t i n u  shor t  o-f breath and needed a boost. 

Another woman who worked a t  home, kept the  machine by her 

typewr i te r ,  t ak ing  f i v e  minute breaks from her work i n  order 

t o  supplement her own breathing. She would a lso  spend an 

hour o r  two on the  rock inq bed i n  the  afternoon. but  would 

cu t  down on t he  t ime i f  she had been able t o  make frequent 

use of the  machine. 

These d a i l y  rou t ines  were modif ied o r  extended i n  order 

t o  cope w i t h  ex t raord inary  circumstances, usua l l y  soc ia l  

v i s i t s  o r  o ther  a c t i v i t i e s  which miqht keep them away from 

home f o r  a few hours. Then they would need t o  prepare f o r  

the  a c t i v i t y  by spending add i t i ona l  t ime on t he  bed, the  

machine o r  both. The fo l l ow ing  day's r o u t i n e  would a lso  need 

t o  be modi f ied w i t h  add i t i ona l  t ime a l loca ted  t o  resp i ra to r y  

support. Th is  was necessary t o  cope w i t h  the  t i redness t h a t  

a1 ways f 01 1 owed an unusual 1 y Long per iod of  independent 

breathing. In  t h i s  way. soc ia l  a c t i v i t i e s  had t o  be planned 

and pa id  f o r  i n  terms o f  add i t i ona l  t ime given over t o  

mechanical ven t i l a t i on .  Permanent connection t o  a mini- lung 



by a tracheostomy freed the individual from these daily 

routines and the constraints they involved. At the very 

least, continuous ventilation by a portable machine meant 

that the person was not forced to stay at home. 

Post respiratory polio sufferers encounter three main 

problems in coping with the demands of everyday Life. One is 

acquiring sufficient oxyqen to maintain life; the second. 

acquirinq the additional oxygen to furnish the energy 

necessary to accomplish the activities of daily living, and 

the third, findings way of more easily managing their 

everyday affairs qiven their respiratory and physical 

disabilities. Like people with emphysema and rheumatoid 

arthritis. f4-15 these people attempted to manage with 

reduced enerqy levels and functional limitation by means of 

three distinct strategies: those of selective allocation, 

pacing and short-cutting. 

Selective allocation is one of the ways chronically 

sick and disabled people attempt to maintain a satisfactary 

existence in the face of radically reduced physical and 

other resources. A s  the term implies, it involves using 

one's limited reserves of time or energy to accomplish a 

small number of valued or necessary activities: the others 

beinq abandoned or left for another day. Faqerhaugh has 

documented this process in the lives of people with 

emphysema, who, like post respiratory polio sufferers, have 

a reduced oxyqen intake and a diminished supply of enerqy. A 

good illustration of the strateqy was provided by the most 



severely impaired respondent contacted dur ing t he  course of 

t h e  study. Because breath ing on her own was exhausting, she 

used t o  spend most o f  the  day r e s t i n q  i n  her i r o n  lung. She 

would qet  up l a t e  i n  t he  afternoo,n the energy saved 

a l lowing her t o  s tay up f o r  lonqer dur inq  the evening when 

f am i l y  and f r i e n d s  were more o f t en  around. Having exchanged 

her i r o n  lunq f o r  a mini-lunq, t h i s  s t ra tegy became 

redundant. Subs tan t ia l l y  improved enerqy l e v e l s  and freedom 

from the  need t o  concentrate on breathing, meant t h a t  she 

could now get  up a t  s i x  i n  the  morning and need not  go t o  

bed u n t i l  midnight. 

Facing was i n i t i a l l y  described by Weiner l7 i n  her 

study o f  people w i t h  rheumatoid a r t h r i t i s .  Th is  invo lves  

lea rn inq  what a c t i v i t i e s  can be undertaken, f o r  how lonq and 

how o f t en  given the l i m i t e d  resources the person has 

ava i lab le .  This  s t ra tegy was most evidence i n  t he  d a i l y  

rou t ines  which character ized t he  l i v e s  o f  the  ma jo r i t y  o f  

t h e  respondents. One woman sa id  t h a t  she t i r e d  e a s i l y  but  

over t he  years. " I ' v e  learned t o  pace myself. I s t i c k  t o  a  

d e f i n i t e  r o u t i n e  and t r y  no t  t o  get  over t i r e d  as i t  takes 

me a  long t ime  t o  bounce back." A f t e r  a long per iod  o f  t r i a l  

and e r ro r ,  she had learned t o  judge her enerqy supply and 

how t o  manaqe w i t h i n  i t s  l i m i t s .  She would l i e  down every 

f i v e  hours t o  ensure t h a t  she d i d  no t  overtax herse l f .  

Pacing was a lso  ev ident  i n  t he  occupat ional l i v e s  of 

those respondents who d i d  some k i nd  o f  work. The man who 

l i v e d  i n  hosp i t a l  earned a small income from s e l l i n g  over 



t h e  telephone. I t  was a job he could manage despi te h i s  

d i s a b i l i t i e s  and one which could e a s i l y  be l e f t  f o r  another 

day i f  h i s  energy supply was no t  up t o  it. Simi la r1  y, one of 

t he  women who worked a t  home was ab le  t o  judge q u i t e  

accura te ly  how long she should spend a t  her work, although 

recen t l y ,  as her energy l e v e l s  had declined, she was having 

t o  adapt anew. 

I f i n d  t h a t  d i f f i c u l t  r i g h t  now because I f i n d  I 
want t o  work longer than I r e a l l y  f e e l  I should o r  
can and i f  I push i t  and do more, then I know the  
next day I ' m  no t  going t o  f e e l  very qood. I used 
t o  be ab le  t o  push on f o r  an ex t ra  h a l f  hour and 
f i n i s h  up something t h a t  I wanted t o  a t tend t o  and 
I wouldn't have the  consequences o f  t i redness as 
o f  now and I f i n d  t h a t  r e a l l y  d i f f i c u l t .  

The cons t ra i n t s  under which t h i s  respondent had t o  l i v e  

were so r i d g i d l y  drawn t h a t  even minor infr ingements, such 

as an e x t r a  few minute's work. would r u i n  the  next day. As 

she said,  "If you push yoursel f  you pay f o r  i t  i n  other 

ways." Pacing thus became t h e  order o f  t he  day. 

Understandably, she w a s  somewhat f e a r f u l  o f  her  f u t u r e  and 

uncer ta in  as t o  what her u l t i m a t e  f a t e  would be as aging or  

the  post p o l i o  syndrome began t o  take t h e i r  r o l l .  

Short c u t t i n g  i s  a process commonly observed among 

people w i t h  d i s a b i l i t i e s  and invo lves  f i n d i n g  ways o f  

performing t he  a c t i v i t i e s  o f  d a i l y  l i v i n g  w i t h  t he  m i n i m u m  

o f  e f f o r t .  This was no t  s imply a matter o f  coping w i t h  

phys ica l  d i s a b i l i t y ,  bu t  a l so  one o f  preserv inq a l i m i t e d  

energy supply: l ess  e f f o r t  meant us ing l e s s  enerqy. Such as 

t he  need t o  preserve enerqy t h a t  even t he  smal lest  d e t a i l s  



of  d a i l y  l i v i n q  were consciously planned w i t h  t h i s  end i n  

mind. For example, one o f  the  respondents had learned how t o  

use t he  motion of t he  rock ing bed t o  a s s i s t  i n  moving her 

arms. I f  she decided t o  read. she would alway s i t  on the 

rock inq bed where t u rn i ng  t he  paqes of her book could be 

almost whol ly accomplished by the movement o f  the  machine. 

S im i l a r l y ,  one man would always prevent h i s  car seat b e l t  

from r e t r a c t i n g  by tuck ing  i t  i n t o  the  back of h i s  seat. The 

next t ime i t  was used he d i d  not  have t o  work against the  

spr inq  mechanism whi le  p u l l i n g  the  b e l t  across h i s  body. The 

u l t ima te  form of  sho r t  c u t t i n g  as an energy saving s t ra tegy 

was t o  a l low someone e l se  t o  perform t h e  a c t i v i t y .  The male 

respondent who l i v e d  i n  hosp i t a l  was ab le  t o  feed himself ,  

something he considered t o  be "a b i q  p lus" .  Nevertheless, i t  

was "qu i t e  a chore t o  eat "  and he would o f t en  a l low the  

attendants t o  do i t  f o r  him. This cons t i t u ted  a shor t  cu t  

f o r  the  at tendants as wel l :  

I t ' s  f a s t e r  f o r  them t o  throw t h e  food i n  r a the r  
than se t  me up t o  do i t  By the  t ime they 've se t  me 
up they could have fed  me and gone on t o  t he  next 
job. 

I n  t h i s  way, personal and orqan iza t iona l  imperat ives 

combined t o  keep t h i s  respondent dependent. 

Tradinq O f f :  Medical Technoloqy and t h e  Transformation --- of  

Everyday L i f e  

Mention has been made a t  several  po in t s  dur ing t h i s  

paper o f  t h e  advantages and disadvantages der ived from a 



r e s o r t  t o  mechanical forms o f  r e s p i r a t o r y  support. While 

t he re  are  important gains from the  use o f  technology, 

p a r t i c u l a r l y  the  newer technoloqies such as mini-lungs, 

the re  are  a l so  losses and the  respondents had t o  balance the 

b e n e f i t s  and costs i n  t he  course o f  d a i l y  l i f e .  They had t o  

adapt t o  the  id iosyncrac ies  o f  the  machines they used. f i n d  

ways o f  maximizing the  b e n e f i t s  der ived from them and 

develop a r e p e r t o i r e  of  coping s k i l l s  i n  order t o  manage the 

problems these technoloqies involved. Conspicuous amongst 

t h i s  group f o  respondents was a s t ra tegy  t ha t  may be termed 

" t rad ing  o f f  ". This invo lved reorgan iz ing d a i l y  1 i v i n g  and, 

t o  a lesser  extend, psychological  o r i en ta t i ons  t o  the  world, 

i n  order t o  maximize t he  advantages and minimize t h e  

disadvantages o f  mechanical methods o f  r e s p i r a t o r y  support. 

I n  shor t ,  t r ad inq  o f f  l e d  t o  a t ransformat ion i n  the  

character o f  everyday l i f e .  

411 those respondents who had made t he  f i n a l  t r a n s i t i o n  

t o  a mini- lung w i t h  a tracheostomy r e a d i l y  agreed t h a t  i t  

had had a p o s i t i v e  impact on t h e i r  l i v e s .  So much so t h a t  

they o f t e n  t r i e d  t o  persuade other  post-pol ios t o  make the  

t r a n s i t i o n  too. The main b e n e f i t  was an increased supply of  

energy and a greater  zest  f o r  l i v i n g .  They not  on ly  achieved 

more dur ing  the  course o f  t h e  day, bu t  f e l t  l i k e  achieving 

more. Breath ing was easier,  the re  was no need t o  concentrate 

e f f o r t  on mainta in ing an a i r  supply, t a l k i n g  was easier,  

they repor ted 1 fa t igue ,  a b e t t e r  appet i te ,  fewer 

episodes o f  r e s p i r a t o r y  i n f e c t i o n ,  fewer problems w i t h  the  



u r i n a r y  t r a c t  previous1 y caused by long hours spent 1 y ing 

down and a b e t t e r  mood derived from b e t t e r  physical  heal th.  

One o f  t he  women, former ly  conf ined f o  rhours i n  an i r o n  

lung, said,  "I can s i t  up, I see more o f  l i f e . "  During the 

seven years she had used the  v e n t i l a t o r .  she had found a job 

and havinq persuaded a nat iona l  a i r l i n e  t o  ca r r y  her w i t h  

her equipment, had made several t r i p s  around the North 

American content. another woman a t t r i b u t e d  her a b i l i t y  t o  

cope w i t h  a recent  s t roke t o  the  bene-Fits der ived from the 

mini-lunq: "I could f i q h t  my way through wi thout  any 

problem. I f  I hadn't  been on the  machine, I cou ldn ' t  have 

handled it. I 've a l o t  more energy. You re l ax  f o r  one th ing:  

you don ' t  panic the  same way when you' re breath ing on your 

own". 

I n i t i a l l y ,  on ly  the  most severely  impaired respondents 

were supp l ied  w i t h  mini-lungs. Subsequently, o thers  r a p i d l y  

saw the  b e n e f i t s  t o  be qained and asked t h a t  they be al lowed 

the  machines too. For some i nd i v i dua l s ,  t he  necessi ty  t o  

underqo a su rg i ca l  procedure and be l e f t  w i t h  a permanent 

ho le  i n  t h e  neck was something o f  a b a r r i e r  t o  accept ing 

t h i s  more e f f i c i e n t  form o f  r e s p i r a t o r y  support. One 

respondent, c u r r e n t l y  us ing a v e n t i l a t o r  w i t h  a mouth tube, 

expressed some concern over t he  i m p l i c a t i o n  o f  a recent  

dec l i ne  i n  her a b i l i t y  t o  breathe independently. A t  t h e  t ime 

o f  t h e  in terv iewing,  uncer ta in ty  was one o f  her major 

problems. 



I n  t h e  l a s t  s i x  months I ' v e  developed breath inq 
problems I d i d n ' t  have before. I ' v e  put  on weight 
or  I 'm not  pacinq myself as we l l  as I should, I 
don ' t  know but  I ' d  s t i l l  l i k e  t o  know what's ahead 
and i f  the re ' s  any a l t e r n a t i v e  t o  t h i s  
tracheostomy. I t h i n k  t h a t  must r e a l l y  change your 
l i f e s t y l e  d r a s t i c a l l y  t o  have tha t .  They a l l  
s t r ess  t h e  tracheostomy, they a l l  want t o  shove 
t h a t  i n  your neck straightaway. I t ' s  no t  knowing 
what's ahead. Well, I guess you know what's ahead 
but  YOU s o r t  o f  f i q h t  i t  and look f o r  
a1 te rna t i ves ,  3u know, mirac les o r  something new 
on - ~ % e  market. C ) 

Son,? of the  respondents d i d  r epo r t  t h a t  the  

tracheostomy had caused some discomfort  i n  t h e  e a r l y  days, 

wh i le  o thers  expressed su rp r i se  a t  how easy t he  t r a n s i t i o n  

had been and how they r a r e l y  not iced the  ho le  or t he  tube 

connected t o  the  neck. f i l l ,  however, d i d  comment on the 

v i s b i l i t y  o f  t he  tracheostomy, t he  machinery and t he  tube 

t h a t  l i n k e d  t he  two and the fea rs  o f  non-users t h a t  t h i s  

would have i n t e r a c t i o n a l  consequences. Fear and c u r i o s i t y  

seemed t o  be common react ions  on t he  p a r t  of  t he  u n i n i t i a t e d  

when f i r s t  they encounter someone using a mini-lung, 

although t o  judge by the  accounts o f  these respondents, 

these i n i t i a l  responses qave way t o  an easy f a m i l i a r i t y  w i th  

f e w  s i g n i f i c a n t  breaches i n  soc ia l  r e l a t i ons .  Nevertheless, 

users of mini- lungs were prepared t o  accept any neqat ive 

consequences der ived from the  prominence o f  t h e i r  machinery 

i n  order t o  acquire the  benef i ts :  

" I  t h i n k  t h a t  anybody t h a t  f e e l s  t h a t  they don ' t  
want t o  qo on t he  mini- lung because of havinq t o  
have t h e  t rach  and havinq t o  have t he  hose 
connected, they don' t  r e a l i z e  what freedom they 've 
got" .  



Unl i ke  most forms o f  mechanical support. mini-lungs 

and. t o  a  lesser  extent,  p o s i t i v e  pressure ven t i l a t o r s ,  

demand c e r t a i n  s k i l l s  on the p a r t  o f  the  user. I n  an i r o n  

lung or on a  rock ing bed, the  p a t i e n t  i s  t o t a l l y  passive, 

w i t h  r e s p i r a t i o n  whol ly achieved by the ac t i on  of the  

device. With the  mini- lung, t he  i nd i v i dua l  has t o  l ea rn  t o  

work w i t h  t he  machine i n  order t h a t  r e s p i r a t i o n  proceeds 

e f f i c i e n t l y .  Dut-inq t h i s  i n i t i a l  pe r iod  o f  adaptation, the  

p a t i e n t  i s  e s s e n t i a l l y  on h i s  o r  her own. one woman found 

t h a t  i t  took her almost a  year t o  get used t o  the  rythym of 

her machine: "The p a t i e n t  i s  d e f i n i t e l y  has t o  l ea rn  the  

machine. Nobody can t e l l  you. nobody can teach you, you have 

t o  l ea rn  your machine". Pa t ien ts  have t o  develop t h e i r  own 

way o f  s t o r i n g  a i r  i n  order t o  cough and t a l k i n g  has t o  be 

coordinated w i t h  the  a i r  f l ow  o f  t he  machine. One respondent 

f e l t  t h a t  some had no t  ye t  f u l l y  mastered t he  technique and 

because they seemed t o  wa i t  f o r  t he  machine t o  g i ve  them 

a i r ,  appeared somewhat uncomfortable w i t h  speech. One o f  the  

f i r s t  t o  be suppl ied w i t h  a  mini-lung, she had mastered the  

a i r  f l ow  t o  such an extent  t h a t  she could t a l k  cont inuously 

and never needed t o  stop t o  take breath: "I j u s t  c lose o f f  

my g l o t t i s  and j u s t  t he  minimum o f  a i r  i s  needed over your 

vocal cords and t h a t ' s  why I can speak wi thout  stopping". 

This, she f e l t ,  was an added advantage i n  her many d isputes 

w i t h  t h e  repsenta t ives  o f  t he  formal agencies responsib le 

f o r  her welfare. 



As wel l  as learn ing how t o  breathe w i t h  the  machine, 

t he  respondents a lso  had t o  l ea rn  t o  recognize t h e i r  own 

needs f o r  a i r  and how those needs change dur inq  the day, f o r  

t h e  pressure and volume of t h e i r  f l ow  o f t en  had t o  be 

modif ied. It was l a r g e l y  through experience t h a t  they 

learned how t h e i r  requirements a l t e r e d  dur ing per iods o f  

a c t i v i t y  or  r e s t  and how t o  ensure t h a t  t he  machine was 

adjusted accordingly.  One woman, no t  long married, 

i l l u s t r a t e d  t h i s  problem when d iscussing t he  d i f f i c u l t i e s  

she and her husband encountered dur inq in tercourse.  

When we received our marriage vows t he  doctors 
d i d n ' t  t e l l  us, they d i d n ' t  know themselves, about 
t he  in tercourse,  t h a t  your r e s p i r a t i o n s  increase. 
The machine j u s t  g ives  you your t en  or  eleven 
breaths per minute, so I need s i x teen  breaths per 
minutes dur ing t h a t  t ime I need more a i r .  My 
husband and I had t o  i n t e r p r e t  t h i s  as another 
experience - t u r n  t h e  r a t e  bu t ton  up, increase the  
pressure. t u r n  t h i s  up, and he was paying more 
a t t e n t i o n  t o  the  r e s p i r a t o r y  t h a t  he was 
with...and t r y i n g  t o  keep h i s  mind on everything. 
A l l  o f  a sudden as you' re enjoy ing in tercourse you 
have t o  t u r n  the  r a t e  bu t ton  up. He's had t o  l ea rn  
t o  do a l l  these things. 

As t h i s  quote ind ica tes ,  t he  development o f  s k i l l s  i s  

no t  conf ined t o  the  i n d i v i d u a l s  us ing t h e  machine: primary 

he lpers  must a l so  l ea rn  how t o  manage t he  equipment and i t s  

id iosyncracies.  They must l ea rn  how t o  connect and 

disconnect the  machine, a l t e r  t he  volume o f  a i r  i t  produces, 

recharge the  ba t t e r i es ,  m i l k  t he  hose,Ig mainta in the  

cascade,'* t o  suc t ion  t he  pat ient,21 use an ambibag i n  case . 
o f  machine fa i lure,== and l e a r n  t o  recognize when the 

machine i s  about t o  f a i l .  Primary he lpers  become involved i n  



t he  process o f  t rad ing  o f f .  The greater  freedom of the  

d isabled person demands a broadening and increased 

complexity of their-  ca r ing  r o l e .  Consequently, on1 y those 

w i t h  a pr imary helper w i l l i n g  and ab le  t o  take care of the  

equipment were able t o  make the  t r a n s i t i o n  t o  t he  mini-lung. 

The respondents i n  hosp i t a l  had such a resource i n  the form 

of t he  nurs ing s t a f f .  wh i le  those i n  the  community sometimes 

d i d  not  have anyone prepared t o  f i l l  t he  ro le .  One 

respondent i n i t i a l l y  refused t o  make t he  t r a n s i t i o n  from 

i r o n  lung t o  mini- lunq because her mother d i d  not  f e e l  she 

would be able  t o  master t he  necessary ca r ing  s k i l l s .  

The doctor says have t h i s  machine and I says no 
because my mother discouraged me. She says I can ' t  
l ea rn  something about a machine you' re going t o  be 
attached to.  She sa id  she would never ab le  able t o  
suc t ion  me o r  anything l i k e  t h a t  and, please, i f  
you go on t h a t  machine 1'11 never be able t o  look 
a f t e r  you so don' t  even bother t r y i n g  it. You see, 
the  i r o n  lung was a very easy machine. f i l l  you d i d  
was pu t  a diaper around t h e  person's neck t o  stop 
the  i r r i t a t i o n  from t h e  rubber c o l l a r .  There was 
noth inq t o  learn, t he  gauges were pre-set, they 
stayed a t  the  same gauge, t he  same pressure, there  
was noth inq t o  move. But as soon as I was hoping 
t o  go on t h i s  machine mum sa id  'I don ' t  know i f  
I'll be ab le  t o  take care o f  you, i t ' s  gong t o  be 
hard t o  learn ' .  There was more t o  remember. With 
t h i s  machine i t ' s  more of a nurs ing technique. 

One o f  t he  main disadvantages associated w i t h  the  use 

o f  the  more advanced forms o f  r e s p i r a t o r y  support was a l o s s  

of independence. Those us ing mini- lungs i n  p a r t i c u l a r  became 

more dependent upon machinery and more dependent upon 

s k i  1 l e d  techn ica l  help. This  dependency had negat ive 

p r a c t i c a l  and symbol i c  consequences. 



Although the mini- lung does demand t h a t  the pa t i en t  

p a r t i c i p a t e  i n  the resp i ra to r y  process, the pa t i en t  i s  

rendered passive t o  the  extent  t h a t  i t  i s  no longer 

necessary t o  use the muscles o f  the chest wal l ,  abdomen or 

neck i n  order t o  breathe. Some f e l t  t h a t  a f t e r  a number of  

years using t h i s  form o f  support, t h e i r  a b i l i t y  t o  breathe 

independently had decl ined s i q n i f i c a n t l y  due t o  a l oss  of  

muscle tone and power. This l oss  had minimal impact where 

the i n d i v i d u a l s  f e l t  they were s t i l l  ab le t o  maange f o r  some 

t ime should the machine break down: these people remained 

conf ident t h a t  they would surv ive  u n t i l  t he  problem could be 

solved. The others experienced a l o  o f  s e l f  -esteem, 

f ee l i nqs  of  v u l n e r a b i l i t y  and an even greater  dependence 

upon t r a i ned  personnel. As one of  these respondents said, 

"What's going t o  happen i f  I get a problem? How would I 

breathe on my own? I ' v e  got  t o  have someone there  a l l  the  

time, I need constant a t ten t ion" .  For one o f  the 

i n s t i t u t i o n a l i z e d  respondents these problems l a r g e l y  

determined the  character of  h i s  everyday l i f e .  When asked i f  

he had ever considered a r e t u r n  t o  community l i v i n g  he said: 

That 's the  f u r t hes t  t h i n g  from my mind. When 
you're i n  hosp i ta l  and you're dependent upon 
people you f e e l  more secure here than a t  home. The 
other  n i g h t  I had t r o u b l e  w i t h  a valve t h a t  was 
stuck I couldn ' t  breathe and the  nurse was t r y i n g  
t o  f i n d  out  the problem. The o rde r l y  y e l l e d  out t o  
him t o  use the ambibag. He hadn't  done i t  f o r  a 
wh i le  and he was fumbl ing around. Meanwhile I ' m  
not  breath ing and e x i s t i n g  on what a i r  I had and 
s t a r t i n g  t o  get panicky. A t  home there 'd  be l o t s  
a+ t imes I 'd be l e f t  alone. Even now w i t h  people 
around i f  I can ' t  breathe I 'm i n  t rouble.  



L i v i n g  i n  hosp i t a l  under t he  constant care of 

professional  s t a f f  d i d  no t  e n t i r e l y  do away w i t h  t h i s  man's 

fee l ings  of i nsecur i t y .  Because the emergency buttons were 

used by o ther  pa t i en t s  t o  c a l l  the  nurses f o r  r ou t i ne  

matters, "They see t h a t  l i g h t  f l ash ing  and i t  don' t  mean 

nothing". He had asked f o r  a  specia l  alarm t o  be f i t t e d ,  

on ly  t o  be t o l d  t h a t  i t  would d i s tu rb  others on the ward: 

I get  a b i t  apprehensive l y i n g  here i n  t h i s  room. 
I sometimes c a l l  and can ' t  be heard. I f  anything 
goes wrong I ' m  good f o r  one good y e l l .  I f  they 
don ' t  take me ser ious ly  the re ' s  no second y e l l .  I 
don ' t  care i f  I d i s t u r b  other p a t i e n t s  and I ' m  
sure they don ' t  care as wel l .  

Given h i s  i n a b i l i t y  t o  surv ive  i n  t he  event o f  machine 

f a i l u r e ,  he would on1 y leave the  hosp i t a l  i f  a  member of 

s t a f f  was ava i l ab le  t o  accompany him. They had t o  do t h i s  on 

t h e i r  own t ime and h i s  attempts t o  secure payment f o r  them 

had no t  met with success. He was n o t  w i l l i n g  t o  take 

advantage o f  vo lunteers who took other p a t i e n t s  shopping: "I 

wouldn't want t o  go w i t h  a Un i ve rs i t y  student w i t h  j u s t  24 

hours t r a i n i n g .  They'd probably j u s t  panic. I want 

experienced s t a f f  who won't panic. One day I went shopping 

and d i d n ' t  take  my ambibag. I was ever so happy t o  get  back 

here. What would I have done i f  my machine had stopped? So I 

' don 't go out  very of ten" .  

Onother respondent who f e l t  t h a t  "You can ' t  r e l y  an an 

attendant i n  . a c r i s i s ,  you've got  t o  r e l y  on yourse l f "  was 

at tempt ing t o  l ea rn  how t o  f r o g  breathe and had asked i f  she 



miqht go i n t o  hosp i ta l  p e r i o d i c a l l y  i n  order t o  develop her 

r e s p i r a t o r y  capacity. The doctor sa id  no. 

Breathing on your own g ives  you a  f e e l i n g  o f  
independence. I ' d  l i k e  t o  be able t o  breathe on m y  
own f o r  one hour. So t h a t  h u r t  me. The doctor sa id  
'Don't get fancy. '  I wanted t o  do t h a t  t o  
redevelop myself. I t ' s  on ly  f o r  a  sa fe ty  fea tu re  
and no t  t o  get smart and s t a r t  breath ing again on 
my own cus I know I can ' t .  I t ' s  j u s t  f o r  a  sa fe ty  
fac to r ,  an added p ro tec t i on  f o r  myself. 

The e x t r a  care and a t t e n t i o n  requ i red by pa t i en t s  on 

mini- lungs meant t h a t  the  respondents us ing t h i s  form of  

support had no choice but  t o  t o l e r a t e  add i t i ona l  i n t r u s i o n  

by o thers  i n t o  t h e i r  d a i l y  l i v e s .  While they recognized t h a t  

e x t r a  he lp  was necessary, t he  manner i n  which i t  was 

provided was no t  always acceptable. This  on ly  served t o  

h i g h l i g h t  t he  c r u c i a l  r e l a t i o n s h i p  between helper and helped 

and the  o f t e n  subordinate p o s i t i o n  o f  the  one an the  

rece i v i ng  end. While t h i s  app l ied  t o  those l i v i n g  i n  the  

community, i t  was p a r t i c u l a r l y  t r u e  f o r  those l i v i n g  i n  

hosp i t a l  who had t o  manage t h e i r  r e l a t i onsh ips  w i t h  s t a f f  

very c a r e f u l l y .  This  o f t en  meant t o l e r a t i n g  those s t a f f  who 

d i d  no t  always wash t h e i r  hands, who d i d  n o t  f o l l o w  s t e r i l e  

techniques whi le  suc t ion inq o r  who compromised t he  

i n d i v i d u a l  ' s  p r ivacy  unnecessari 1  y. s  one respondent 

complained: 

My aunt and uncle come every Sunday evening and 
one nurse comes i n  and changes t he  cascade then 
and she's got  t he  whole evening t o  do i t  and I 
b i t e  my tongue. I won't say anyth ing t o  her i n  
f r o n t  o f  v i s i t o r s  cus I won't do t h a t  t o  s t a f f  and 
I j u s t  f ee l ,  we l l ,  we've got  a l l  evening, why do 
i t  now. I t ' s  j u s t  as i f  she's da r ing  me t o  say 



something t o  her and I won't do t h a t  e i t he r ,  I 
don' t  want t o  be i n  a row w i t h  her. There's no 
reason t o  do what she 's  doing a t  t h a t  time. To me 
i t  seems as i f  she's showing my r e l a t i v e s  t h a t  
she's being e f f i c i e n t ,  I t ' s  a s i l l y  th ing ,  but  one 
you have t o  put  up with.  You can ' t  make enemies o f  
them cus you' re so dependent on them. 

Cont inuing t h i s  account l a t e r  i n  t he  in te rv iew she 

said,  "My whole day and everybody e l s e ' s  depends on t he  

person who walks through t h a t  door i n  t h e  morning w i t h  your 

breakfast  t r a y ,  t h e i r  a t t i t u d e s  and t he  way they work". 

The same sense of  v u l n e r a b i l i t y  repor ted by some o f  t h e  

respondents d i d  have a foundat ion i n  f a c t .  Nearly a l l  t o l d  

o f  c r i s e s  o r  instances o f  machine f a i l u r e ,  some i nvo l v i ng  

phys ica l  discomfort  o r  anxiety ,  wh i le  o thers  were 

p o t e n t i a l l y  o r  a c t u a l l y  l i f e  threatening. One woman had 

experienced a number o f  such i nc i den t s  and had s ince 

embarked on a campaign t o  secure improvements i n  t he  

equipment supp l ied  t o  those needing r e s p i r a t o r y  support. On 

one occasion t he  b a t t e r  which powered her r esp i r a to r y ,  s lung 

beneath t h e  seat of  her wheelchair, caught f i r e :  "and the re  

I was w i t h  i t  burn ing under my fee t " .  She was l a t e r  t o l d  by 

her doctot- t h a t  i f  she had inha led t he  smoke from t h e  f i r e  

i t  might we l l  have k i l l e d  her. On another occasion her 

b a t t e r y  charger caught f i r e .  Since i t  was located i n  t h e  

room where she was asleep, t h i s  was another i nc i den t  she 

f e l t  might have had se r ious  consequences. Not a l l  t he  events 

she repor ted  were as dramatic as t h i s ;  o thers  invo led  a 

sudden l o s s  of  power from her b a t t e r y  o r  t he  discovery t h a t  

t h e  charger was no t  working and could not  be used t o  



recharge t he  bat tery .  I n  order t o  enable them t o  cope wi th  

these c r i ses ,  the respondents had been given ex t ra  ba t t e r i es  

and, i n  some cases, back up machinery. Nevertheless, they 

organized themselves i n  ways which reduced the chances of 

c r i ses  o r  enabled them to recognize problems before they 

reached the  c r i s i s  stage. One o f  the respondents said, "You 

have t o  get  t o  know what i t  f e e l s  l i k e  when the valve i s  not  

workinq o r  i f  the re 's  a leak i n  the hose somewhere and you 

have t o  get  t o  know the f e e l  of  i t  when the pressure drops 

too  low", and another ou t l i ned  her s t ra tegy  of  prevent ive 

maintenance: 

I ' m  always conscious the  machine i s  going t o  break 
any moment. You have t o  constant ly  remind yourself  
t h a t  the  machine has t o  be kept clean cus h a i r  
gets i n t o  it. When the  machine i s  ready t o  go, and 
I ' v e  had i t  happen several  times, you b r i n g  i t  i n  
f o r  a check up. As soon as ynu f e e l  the r a t e  
button, you have t o  increase the  r a t e  but ton 
constant ly  o r  i t  seems t o  d i e  on i t s  own o r  i t  
fluctuates...We never used t o  watch f o r  t h a t  but  
now we recognize t he  machine i s  going t o  conk on 
us so we send i t  i n  f o r  r e p a i r  before...we used t o  
wai t  t i l l  the machine...I'd be s i t t i n g  there and 
a l l  o f  a sudden the machine would qo wheeeeeee and 
i t  would s t a r t  blowing a i r  i n  t o  me and I couldn' t  
l e t  i t  out  and my lunqs were blowing up and my 
husband he would p u l l  the  hose o f f  my neck f as t .  
I ' d  be scared t o  go back on the machine. But we're 
now more caut ious and we haven't had t h a t  f o r  a 
year already. So we have t o  watch f o r  s iqns and 
b r i n g  i t  i n  every month t o  be cleaned out. 

Fear, anxiety and coping w i t h  the  occasional c r i s i s  are 

no t  the  on ly  discomforts associated w i t h  machines which 

suppl ied a i r  v i a  a tracheostomy. I n  moving around the 

community, obstacles such as curbs, ramps, steps and uneven 

surfaces o f t e n  caused water from the  cascade t o  gush i n t o  



t he  hose and enter  t h e  lungs: The i n d i v i d u a l  can l i t e r a l l y  

be drowned by t h e i r  machine. Consequently, when mobile or  

when t ranspor ted i n  a veh ic le ,  t he  cascade would be 

disconnected. Th is  meant t h a t  a i r  from the machine was not  

humid i f ied  be fo re  en te r ing  t h e  lungs and caused an 

uncomfortable d ry ing  out  of  t h e  t i ssues  of  t h e  r e s p i r a t o r y  

t r a c t .  Some sa id  t h a t  when restored,  the  humid i f ied  a i r  

seemed t o  cause such heavy secre t ions  t h a t  suc t ion ing w a s  

necessary: "The other  day we f o rgo t  and I near l y  gagged and 

choked t o  death", Given these problems and t h e  amount of  

equipment t h a t  had t o  be c a r r i e d  w i t h  them, t he  ambibag, 

catheters,  respirometer,  suc t ion ing machine, s t e r i l e  water 

t o  r ep len i sh  t he  cascade, m o b i l i t y  was possib le,  bu t  always 

an e f f o r t .  

Tradinq o f f  as a s t r a tegy  f o r  coping w i t h  d i s a b i l i t y  

was not  conf ined t o  t he  r e s p i r a t o r y  problems experienced by 

these respondents. It was a lso  observed i n  t he  other  spheres 

o f  t h e i r  da i  1 y existence. I n  accept ing e l e c t r i c  wheelchairs 

some l o s t  a va luable source o f  exerc ise and repor ted  

d imin ish ing s t r e n t h  i n  t h e i r  arms. These were r e a d i l y  

swapped f o r  r a p i d  and easy m o b i l i t y  about h o s p i t a l  o r  home 

and t h e  o the r  a c t i v i t i e s  t h a t  could be accomplished w i t h  t he  

t ime and energy they saved. One woman w i t h  very l i t t l e  

r es i dua l  movement i n  her arms o r  l egs  refused t o  have a head 

con t ro l  f o r  her  e l e c t r i c  wheelchair saying, "I 'd sooner s i t  

i n  one p lace  than have my head r e s t r i c t e d " .  Eventual ly,  she 

found an innova t i ve  r e h a b i l i t a t i o n  engineer who designed a 



con t ro l  which she could operated w i t h  t he  movement l e f t  i n  

one f oo t .  S i m i l a r l y ,  t he  woman who had l i v e d  i n  hosp i t a l  

s ince t h e  onset of  p o l i o  r e a d i l y  t o l e ra ted  the  many problems 

associated w i t h  i n s t i t u t i o n a l  l i f e ,  such as lack  of  p r i vacy  

and l ack  o f  con t ro l ,  i n  r e t u r n  +or  the  b e n e f i t s  der ived from 

t h e  company o f  s i m i l a r l y  s i t ua ted  pat ien ts .  Ta lk ing  about 

movinu out  i n t o  t h e  community she said,  "How  l o n e l y  i t  would 

be. I n  h o s p i t a l  t he re ' s  always someone keeping an eye on you 

just as you always keep an eye on t h e  other guy". Here, 

t r a d i n g  o f f  becomes i n  pa r t ,  a  p r a c t i c a l  s t ra tegy  f o r  

maximising the b e n e f i t s  t o  be der ived from a f i n i t e  s e t  o f  

resources and i n  p a r t  a psychologica l  s t ra tegy  f o r  making 

i n s t i t u t i o n a l  l i v i n g  to le rab le .  Because t r a d i n g  o f f  invo lved 

losses as we l l  as gains, many a l so  employed what might be 

regarded as t h e  u l t i m a t e  s t ra teqy  f o r  coming t o  terms w i t h  

d i s a b i l i t y  and t he  disadvantage i t  impl ies:  i n  t h e  words of  

one respondent, "You have t o  l e a r n  how t o  accept these 

th ings" .  

D i  scussi  on 

The foregoing desc r i p t i on  has attempted t o  assess t h e  

impact o f  technology i n  t h e  form o f  newer and more complex 

forms o f  r e s p i r a t o r y  support, on t h e  careers o f  people w i t h  

p o l i o  r e l a t e d  d i s a b i l i t y .  Using data from a smal l  number o f  

i n d i v i d u a l s  w i t h  severe r e s p i r a t o r y  problems, we have 

examined t h e  e f f e c t  o f  techno log ica l  innovat ion  on l i f e  

changes and t h e  q u a l i t y  and character  o f  everyday l i f e .  The 



ove ra l l  conclusion conf i rms an observat ion der ived from 

e a r l i e r  work: the  problems o f  people w i t h  d i s a b i l i t i e s  are 

never solved, they are merely transformed, exchanged f o r  

problems o f  a d i f f e r e n t  order.zs 

While the  p o s i t i v e  pressure v e n t i l a t o r s  used by many 

resp i ra to r y  dependent i n d i v i d u a l s  a re  more e f f i c i e n t  than 

the o lder  forms o f  support, b r i ng ing  improved phyzical  

heal th,  higher energy leve ls ,  longev i ty ,  increased m o b i l i t y  

and improved chances o f  p a r t i c i p a t i n g  i n  community l i f e ,  the  

bene f i t s  t h a t  accrue a re  always acquired a t  a cost. The 

i n d i v i d u a l  becomes even more c l ose l y  t i e d  t o  and dependent 

upon machinery. they must l ea rn  t o  manage t h e i r  devices and 

a n t i c i p a t e  and cope w i t h  c r i s e s  brought about by the  

l i m i t a t i o n s  o r  f a l l i b i l i t y  o f  technology and they must 

accept a l o s s  o f  independence, i n  a l l  i t s  forms, and changed 

re1  a t ionsh ips  w i t h  others. Clear1 y, adapting t o  new 

technology can i nvo l ve  f a i r l y  dramatic changes i n  the  

pa t t e rn  and conduct o f  everyday l i f e  i n v o l v i n g  new rout ines ,  

t he  development o f  new s t ra teg ies  and new worr ies and 

concerns. Nevertheless, wh i le  a l l  those 6antacted reg re t ted  

t h e i r  l o s s  o f  independence, i n  p a r t i c u l a r  t he  l o s s  of 

r e s p i r a t o r y  a b i l i t y ,  none expressed r e g r e t  a t  the  t r a n s i t i o n  

t o  p o s i t i v e  pressure methods o f  v e n t i l a t i o n .  These and other  

losses were r e a d i l y  t o l e ra ted  i n  r e t u r n  f o r  ac tua l  and 

an t i c i pa ted  gains. 

The c o n t r i b u t i o n  o f  technology t o  the  wel fare o f  post 

r e s p i r a t o r y  p a l i c  p a t i e n t s  does n o t  end w i t h  an ana lys is  o f  



the  impact of  machinery on i nd i v i dua l  well-being; other 

types of innovat ions have had an in f luence on the careers of  

t h i s  group of  people. They have not  been discussed i n  the 

body o f  the paper s ince t h e i r  e f f e c t s  are not  so r e a d i l y  

perceived by pa t i en t s  themselves. The most obvious i s  the 

devel~pment of  vaccines and immunization programs dur ing the 

1950's and 1960's which almost who1 1 y eradicated p a l i o  

w i t h i n  North America and Western Europe. The epidemics of 

which these respondents were a pa r t  are a t h i ng  o f  the  pas;. 

Such in te rven t ions  are of  l i t t l e  d i r e c t  relevance f o r  

i n d i v i d u a l s  who have already been disabled by the disease 

although they have been very much a f fec ted  by t h e i r  

outcomes. The end of the  p o l i o  epidemics has meant t h a t  the 

disease and i t s  v i c t ims  have l o s t  t h e i r  h igh p r o f i l e  among 

both the  pub l i c  and the  medical profession. The number o f  

su f f e re rs  has decl ined as age and disease have taken t h e i r  

t o l l .  I n  short .  p o l i o  no longer cons t i tu tes  a major problem. 

Knowledge of  p o l i o  has no t  developed s i g n i f i c a n t l y  s ince the 

days of  the  epidemic and the  number of physicians w i t h  any 

subs tan t ia l  experience of  p o l i o  has decl ined through 

mor ta l i t y .  During the  1950*s, the  sudden emergence o f  l a rge  

numbers o f  young, prev ious ly  healthy, but  now severely 

d isabled people st imulated the  development o f  serv ices t h a t  

are  the  d i r e c t  forerunners o f  the community programmes 

o f f e red  t o  disabled people today. While p o l i o  su f f e re rs  

cont inue t o  b e n e f i t  from innovat ions designed t o  improve the 

l o t  o f  t he  disabled populat ion as a whole, s p e c i f i c  



i n i t i a t i v e s  have been l i m i t e d  and research funding t o  study 

the  e f f e c t s  o f  p o l i o  hard t o  come by.24 It i s  on ly  recent ly ,  

as a r e s u l t  o f  pressure from t h e  community of p o l i o  

su f fe rers ,  t h a t  p o l i o  i s  once again becoming an issue. The 

research programme o f  which t h i s  study i s  a minor p a r t  has 

been s t imu la ted by t h e  r e a l i z a t i o n  t h a t  knowledge o f  t h e  

course and e f f e c t s  o f  p o l i o  i s  inadequate and needs t o  be 

developed i n  order t h a t  the  needs o f  t h i s  group can be 

pred ic ted and met. fit the  very l e a s t ,  post  r e s p i r a t o r y  p o l i o  

s u f f e r e r s  are  a reminder t h a t  the  needs o f  d isabled people 

are no t  s t a t i c :  changes i n  func t iona l  s ta tus ,  broader 

changes associated w i t h  b i o l o g i c a l  and soc ia l  aging and t he  

precar ious nature  of  t h e i r  support systems see t he  emergence 

o f  new and d i f f e r e n t  needs. Since technology can spawn new 

needs. i t  can on ly  p a r t i a l l y  compensate f o r  t h e  complex 

f unc t i ona l ,  personal and s o c i a l  consequences of  r e s p i r a t o r y  

p o l i o m y e l i t i s .  
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The procedure o f  "m i l k ing  the  hose" r e f e r s  t o  the  ac t  of 
moving d rop le ts  of  pooled condensation down the  
connecting hoses and away from the  trachea i n  order t o  
avoid blowinq f l u i d  i n t o  the  lungs of  r esp i ra to r -  
dependent pat ients.  Moni tor ing moisture bu i ldup i n  the  
connecting hoses was poss ib le  because the  tubes were 
co r r i ga ted  and transparent. Ward s t a f f  o r  r esp i ra to r y  
home care attendents, f am i l y  members o r  pa t i en t s  
themselves monitored and "milked" hoses every two or  
th ree  hours. 



20. The procedure of "maintaining the cascade" refers to the 
protocol for changing the portable system for 
humidifying air flow from minilungs before it entered 
the individuals trachea and lungs. Feople who received 
respiratory home care were provided with a supply of 
sterilized cascade cannisters which atomized water via a 
spinninq disk, using a mechanism similar to home 
humidifiers. Ward staff . paid attendents or f amily 
members had to chanqe the cascade modules daily. 
Logistical arrangements for providing a regular supply 
of sterile and refilled modules were established with 
respiratory technology units in hospitals or the home 
care equipment pool. 

21. "Suctioninq the patient" refers to the procedure of 
removins mucus around the site of the uncuffed 
tracheostomy where the mini lunq is connected to the 
patient. This procedure was performed by ward staff, 
home attendents or family members as a part of regular 
care reqi mes. 

.-,- 
Li. "Use of the ambibaq in situations of machine failure" 

refers to emerqency procedures instituted in sitatuion 
of machine malfunctions althou~h most respiratory care 
protocols used in inpatient or home care settings 
provide for at least one other respirator as a backup, 
people usinq mini lunqs mounted on their wheelchairs 
also carry hands. 

.-,T 
i . 2 .  See Locker D,, op cit. 

24. Durinq the initial conference dealing with late polio 
related aqinq effects there were several speakers and 
follow-up discussion in consumer publication examining 
the prospects for re-involvin~ the March of Dimes. 
Speakers pointed out that the society had built its base 
on the rehabilitation of polio patients in the era 
before and immediately after the availability of the 
Salk and Sabine vaccines. The epidemics and the 
associated mobilization of massive voluntary 
contributions, often usinq the public images of disabled 
children, led to the creation of rehabilitation centres 
in Canada and the U.S. which were eventually supported 
by public resources. With the elimination of new acute 
cases and the diminished visability of people with 
polio-related disability in the rehabilitation system 
the March of Dimes changes its orientation in fund 
raising and research support to the area of birth 
defects. The perception that the society's oriqinal 
identification with "fighting polio" on the part of 
survivors of epidemic polio and volunteers who had been 
involved in the rehabilitation and consumer networks, 
generated pressure for reinvolvement of the society in 
the current round of research dealing with post-polio 



aginq. Over the  pas t  two years t he  March o f  Dimes has 
maintained i t s  cont inu ing  l e v e l  of funding t o  
i n d i v i d u a l s  w i t h  d i s a b i l i t y  on long standing programs. 
Despi te  making major c o n t r i b u t i o n s  t o  two research 
symposia deal i n g  w i t h  recent  research on post-pol i o  
aginq, t o  date no r e o r i e n t a t i o n  of the  foundations 
support  p r i o r i t i e s ,  t o  i n c l ude  work on l a t e  p o l i o  
r e l a t e d  aginq have been included. 
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JNTRODUCTION 

A follow-up s t u d y  i n  t h e  p rov ince  of Manitoba is c u r r e n t l y  

examining t h e  long  term impact of p o l i o m y e l i t i s  on t h e  l i v e s  of people  

who deve loped  t h e  d i s e a s e  d u r i n g  t h e  major Canadian epidemics of t h e  

n i n e t e e n - f i f t i e s .  I n  documenting t h e  long  term e f f e c t  of p o l i o - r e l a t e d  

d i s a b i l i t y ,  t h e  follow-up h a s  focused upon change occur ing  i n  t h r e e  

p a r a l l e l ,  b u t  c o n c e p t u a l l y  d i s t i n c t  a r e a s .  The f i r s t  a r e a  o r  dimension 

of change h a s  been r e f e r r e d  t o  a s  t h e  t r a j e c t o r y  of a s p e c i f i c  

d i s a b l i n g  c o n d i t i o n .  The concep t  of t r a j e c t o r y  has  been used t o  

summarize t h e  changes over  t i m e  i n  t h e  l e v e l s  of impairment and f u t u r e  

i m p l i c a t i o n s  f o r  h e a l t h  a s s o c i a t e d  w i t h  a c u t e  i n f e c t i o u s  d i s e a s e s  

(such a s  p o l i o ) ,  t r a u m a t i c  i n j u r i e s  o r  p r o g r e s s i v e  d e g e n e r a t i v e  

c o n d i t i o n s  (such a s  m u l t i p l e  s c l e r o s i s ) .  As one  way of summarizing t h e  

n a t u r a l  h i s t o r y  of a  d i s a b l i n g  c o n d i t i o n ,  t r a j e c t o r i e s  r e f l e c t  

d e c l i n e ,  improvement o r  s t a b i l i z a t i o n  i n  f u n c t i o n a l  s t a t u s .  The second 

a r e a  f o c u s e s  on t h e  p r o c e s s e s  of ag ing  i n f l u e n c i n g  t h e  long  term 

impact  of  d i s a b i l i t y ,  t r a c i n g  t h e  p a s s a g e  of t h e  i n d i v i d u a l  from 

ch i ldhood  t o  adu l thood  and th rough  t h e  a g i n g  p r o c e s s e s  of l a t e r  l i f e .  

From t h i s  p e r s p e c t i v e ,  ag ing  must b e  s t u d i e d  a s  bo th  a  p h y s i o l o g i c a l  

and a s o c i a l  p rocess .  D e s c r i p t i o n s  of t h e  long  t e r m  impact of 

d i s a b i l i t y  must t h e r e f o r e  document t h e  i n t e r a c t i o n  between p r o c e s s e s  

of change i n  t h e  i n d i v i d u a l  and t h e  c o n d i t i o n s  of t h e i r  d i s a b i l i t y .  

The t h i r d  and f i n a l  a r e a  of f o c u s  c o n s i d e r s  t h e  impact of changes  i n  

t h e  c o n t e x t  of d i s a b i l i t y  which i n f l u e n c e  long  term e x p e r i e n c e .  I n  

documenting t h e  c o n t e x t  of d i s a b l e d  peop les '  e x p e r i e n c e ,  we must 

examine t h e  impact of changes i n  m e d i c a l  and r e h a b i l i t a t i o n  



t echno logy ,  changes  i n  p u b l i c  p o l i c y  and v o l u n t a r y  r e s o u r c e s  and 

changes i n  p u b l i c  a t t i t u d e s  and v a l u e s  which d i r e c t l y  o r  i n d i r e c t l y  

modify t h e  e x p e r i e n c e  o f  l i v i n g  w i t h  d i s a b i l i t y .  

The u l t i m a t e  o b j e c t i v e  of examining each of t h e s e  dimensions would 

b e  t o  deve lop  a  model o f  d i s a b i l i t y  which c a n  move from t h e  s p e c i f i c s  

(whether  of  a  p a r t i c u l a r  d i s e a s e ,  age  c o h o r t  o r  h i s t o r i c a l  p e r i o d )  

towards  a  more g e n e r a l  s t a t e m e n t  abou t  t h e  long t e r m  impact of 

d i s a b i l i t y .  The more immediate o b j e c t i v e  is  t o  unders t and  what t h i s  

e x p e r i e n c e  h a s  meant f o r  t h e  s t u d y  group of i n d i v i d u a l s  who were 

d i s a b l e d  by p o l i o m y e l i t i s  d u r i n g  t h e  ep idemics  of t h e  n i n e t e e n -  

f i f t i e s .  T h i s  p a p e r  h a s  two aims. The f i r s t  i s  t o  examine t h e  

me thodo log ica l  i m p l i c a t i o n s  of s t u d y i n g  each dimension of t h e  long  

t e r m  impact  of d i s a b i l i t y .  I n  t h e  Manitoba follow-up s t u d y ,  i t  was 

found t h a t  no s i n g l e  me thodo log ica l  approach was s u f f i c i e n t ,  b u t  t h a t  

i t  was n e c e s s a r y  t o  draw on t h e  methodology and d a t a  b a s e s  of 

ep idemio logy ,  s o c i o l o g y ,  e thnography and o r a l  h i s t o r y .  The f i r s t  

p o r t i o n  o f  each s e c t i o n  w i l l  t h e r e f o r e ,  d i s c u s s  t h e  methods used t o  

document t r a j e c t o r i e s ,  a g i n g  e f f e c t s  and c o n t e x t u a l  changes.  The 

second a im i s  t o  e x p l o r e  t h e  c o n c e p t u a l  b a s e s  f o r  each dimension u s i n g  

m a t e r i a l  from t h e  p o l i o  s t u d y  a s  i l l u s t r a t i o n .  The p a p e r  i s  n o t  a  

d e t a i l e d  p r e s e n t a t i o n  of t h e  r e s u l t s  of  t h e  Manitoba follow-up s t u d y ,  

b u t  an  e x p l o r a t i o n  of what i s  invo lved  i n  s t u d y i n g  d i s a b i l i t y  a s  a  

p r o c e s s  o c c u r i n g  o v e r  t i m e .  



I. THE TRAJECTORY PP _DISABILITY 
d - 

The concept  of a  t r a j e c t o r y  i s  drawn from t h e  work of Glase r  and 

S t r a u s s  (1963) on t e r m i n a l  i l l n e s s ,  bu t  has been a p p l i e d  h e r e  t o  t h e  

s t u d y  of d i s a b i l i t y .  A s  i s  t r u e  of t e rmina l  i l l n e s s ,  d i s a b l i n g  

c o n d i t i o n s  have t r a j e c t o r i e s  which w i l l  va ry  w i t h  t h e  s p e c i f i c  

c h a r a c t e r i s t i c s  of t h e  d i s a b l i n g  c o n d i t i o n  and t h e i r  i n t e r a c t i o n  w i t h  

c h a r a c t e r i s t i c s  of t h e  i n d i v i d u a l .  Some t r a j e c t o r i e s ,  such a s  t h a t  of 

peop le  w i t h  m u l t i p l e  s c l e r o s i s ,  a r e  marked by high l e v e l s  of 

u n c e r t a i n t y  i n  which t h e  d i r e c t i o n  of change may r e v e r s e ,  o r  s t a b i l i z e  

o r  d e c l i n e  r a p i d l y .  I n  o t h e r  t r a j e c t o r i e s ,  an  i n i t i a l  r a p i d  l o s s  of 

f u n c t i o n a l  c a p a c i t y  may be  fo l lowed  by a  recovery  p e r i o d  and then a  

p l a t e a u ,  marked by a r e l a t i v e  absence of f u r t h e r  change. Th is  t y p e  of 

t r a j e c t o r y  h a s  been used t o  c h a r a c t e r i z e  t h e  long term e x p e r i e n c e  of 

t h e  pe rson  d i s a b l e d  by p o l i o .  The beg inn ing  s t a g e s  of p o l i o  have been 

comprehensively  documented by Davis i n  Passage Throuph Crisis (Davis ,  

, 1963). During t h e  a c u t e  s t a g e  of p o l i o m y e l i t i s ,  even p rognos i s  f o r  

s u r v i v a l  i s  u n c e r t a i n .  T h i s  s t a g e  was fol lowed by a recovery  p e r i o d  i n  

which medica l  and r e h a b i l i t a t i o n  p r o f e s s i o n a l s  i n i t i a l l y  determined 

t h e  p robab le  degree  of long  t e r m  f u n c t i o n a l  impairment. P a t i e n t s  and 

members of t h e i r  f a m i l i e s  exper ienced  a  d e l a y  i n  e s t a b l i s h i n g  t h e i r  

own d e f i n i t i o n s  of t h e i r  f u n c t i o n a l  a b i l i t i e s  through n e g o t i a t i n g  

a c c e s s  t o  c l i n i c a l  i n f o r m a t i o n  and e x p e r i e n c e  wi th  t h e  i n i t i a l  

problems of a d a p t i n g  t o  d i s a b i l i t y .  Although t h e  Davis s t u d y  was 

l o n g i t u d i n a l ,  i t  focused o n l y  on t h e  2-4 y e a r  p e r i o d  f o l l o w i n g  t h e  

a c u t e  phase  of p o l i o .  The o b j e c t i v e  i n  t h e  Manitoba follow-up s t u d y  

,was t o  t r a c e  t h e  t r a j e c t o r y  of p o l i o - r e l a t e d  d i s a b i l i t y  from o n s e t  

through i n t e r m e d i a t e  and l a t e r  s t a g e s  of t h e  l i f e s t y l e .  



THE TRAJECTORY OF DISABLING CONDITIONS: METHODOLOGIQU ISSUES - - 
Although t h e  concep t  of t r a j e c t o r y  i s  d i r e c t l y  a p p l i c a b l e  t o  t h e  

s t u d y  of impairment,  s u c c e s s f u l  a p p l i c a t i o n  i n  f i e l d  s e t t i n g  r e q u i r e s  

re-examination of me thodo log ica l  approaches .  I d e a l l y ,  a  p r o j e c t  t o  

examine t h e  long  t e r m  impact of d i s a b i l i t y  shou ld  be  l o n g i t u d i n a l  i n  

des ign .  There  a r e  a  few such s t u d i e s  and Davis 's  follow-up of a  s m a l l  

sample of p a t i e n t s  was r e l a t i v e l y  t y p i c a l  i n  terms of i t s  

methodological  approach and d u r a t i o n  e x p e r i e n c e  a t  d i s e a s e  onse t  and 

fo l lowed  peop le  through t h e  i n i t i a l  s t a g e s  of recovery and 

r e h a b i l i t a t i o n .  However, c o n s t r a i n t s  of t ime  and c o s t  l i m i t  t h e  

d u r a t i o n  and r e p r e s e n t a t i v e n e s s  of p r o s p e c t i v e  s t u d i e s .  They cannot  

d e s c r i b e  what happens t o  a  r e p r e s e n t a t i v e  sample of peop le  w i t h  t h e  

same c o n d i t i o n  as t h e y  a g e  and e x p e r i e n c e  t h e  long  term consequences 

of b e i n g  d i s a b l e d .  

Although t h e r e  is  a  growing body of r e s e a r c h  documenting l o n g e r  

term changes among o l d e r  d i s a b l e d  p o p u l a t i o n s  (Maddox, 1974; Harris, 

1971),  most u t i l i z e  a c r o s s - s e c t i o n a l  d e s i g n  and d e f i n e  t h e i r  sample 

i n  terms of t h e i r  c u r r e n t  f u n c t i o n a l  s t a t u s  o r  e l i g i b i l i t y  f o r  

s p e c i f i c  t r e a t m e n t  s e r v i c e s .  While r e t r o s p e c t i v e  d a t a  may b e  

c o l l e c t e d ,  such s t u d i e s  a r e  l i m i t e d  i n  t h e i r  a b i l i t y  t o  document 

change i n  t h e  t r a j e c t o r y  of a  d i s e a s e  because  they  have no base  l i n e  

f o r  comparison.  Fur thermore ,  t h e i r  samples may be  l i m i t e d  t o  peop le  

who have b o t h  s u r v i v e d  and who are a c c e s s i b l e  t o  t h e  r e s e a r c h e r .  

I n  epidemiology,  when l o n g i t u d i n a l  s t u d i e s  a r e  n o t  p o s s i b l e ,  an  

a l t e r n a t i v e  t o  t h e  r e t r o s p e c t i v e  s t u d y  i s  t h e  s o - c a l l e d  " h i s t o r i c a l  

p r o s p e c t i v e "  o r  " r e t r o l e c t i v e "  s t u d y .  These  s t u d i e s  s e l e c t  t h e i r  



sample from a  p o p u l a t i o n  of  i n d i v i d u a l s  who a r e  known t o  have shared a  

common c h a r a c t e r i s t i c  o r  r i s k  f a c t o r  a t  a d e f i n e d  p o i n t  i n  t h e  

h i s t o r i c a l  p a s t .  For example, t h e  p o p u l a t i o n  may i n c l u d e  all 

i n d i v i d u a l s  who were exposed t o  t h e  same c a u s a t i v e  a g e n t ,  such a s  

a s b e s t o s .  Th i s  p o p u l a t i o n  is  then  fol lowed through t ime i n  o r d e r  t o  

moni to r  t h e  inc idence  of a d i s e a s e  such a s  lung cancer .  Among t h e  

advan tages  of t h i s  d e s i g n  approach is t h a t  i t  p rov ides  much more 

a c c u r a t e  e s t i m a t e s  of t h e  degree  t o  which t h o s e  who develop a  d i s e a s e  

o r  who s u r v i v e  a r e  r e p r e s e n t a t i v e  of  t h o s e  i n i t i a l l y  exposed t o  t h e  

c a u s a t i v e  agen t .  

I n  d e s i g n i n g  t h e  follow-up s t u d y  of former  p o l i o m y e l i t i s  p a t i e n t s  

i n  Manitoba,  i t  was p o s s i b l e  t o  a d a p t  t h i s  d e s i g n  t o  measure t h e  long 

term e f f e c t s  21-30 y e a r s  a f t e r  t h e  o n s e t  of d i s a b i l i t y  ( t h i s  s t u d y  

d e s i g n  i s  shown i n  F i g u r e  1). R a t h e r  t h a n  d e f i n i n g  t h e  s t u d y  

p o p u l a t i o n  i n  terms of t h o s e  who had s u r v i v e d ,  t h e  p r o j e c t  s t a r t e d  by 

i n c l u d i n g  everyone who developed p o l i o  between 1950-59 and who was 

a d m i t t e d  t o  a s i n g l e  c e n t r a l i z e d  t r e a t m e n t  c e n t r e  which r e c e i v e d  most 

of t h e  r e s p i r a t o r y  and l imb-impaired c a s e s  (Alcock, e t  a l . ,  1980). 

S y s t e m a t i c  follow-up of a r e p r e s e n t a t i v e  sample was p o s s i b l e  because  

t h e  h o s p i t a l  had k e p t  i t s  c a s e  r e g i s t e r  and i t s  medica l  r e c o r d s .  Case 

f i l e s  i n c l u d e d  i n f o r m a t i o n  on sociodemographic  c h a r a c t e r i s t i c s  such a s  

age ,  s e x ,  marital s t a t u s ,  r e s i d e n c e  and employment. The c a s e  r e g i s t e r  

was used t o  t r a c e  and t o  d e t e r m i n e  what had happened t o  o v e r  86% of 

t h e  s u r v i v o r s  of t h e  i n i t i a l  p o p u l a t i o n  of  186 p e o p l e  who had 

r e s p i r a t o r y  p o l i o  and r e q u i r e d  mechanical  z r e s p i r a t o r y  s u p p o r t .  Among 

t h e  l a r g e r  group of over  one  thousand p a t i e n t s  who had limb impairment 



o r  a c u t e  symptomatology wi thou t  r e s i d u a l  p a r a l y s i s ,  approximate ly  

s e v e n t y  p e r c e n t  were t r a c e d  and 530 were surveyed us ing a  multi-method 

(mai l  q u e s t i o n n a i r e  p l u s  t e l e p h o n e )  follow-up p r o t o c o l .  

A med ica l  r e c o r d  a u d i t  w a s  used t o  d e f i n e  t h e  c h a r a c t e r i s t i c s  of 

t h e  p o p u l a t i o n  d u r i n g  t h e  a c u t e  phase .  Medical r e c o r d s  p rov ided  

i n f o r m a t i o n  on type  of p o l i o ,  t h e  use  of r e s p i r a t o r y  equipment, 

s u r g i c a l  and r e h a b i l i t a t i o n  p rocedures ,  and some i n f o r m a t i o n  on 

i n i t i a l  impairment.  It was p o s s i b l e  t o  compose a  summary s k e t c h  of 

what had occur red  t o  each i n d i v i d u a l  d u r i n g  t h e  a c u t e  and i n i t i a l  

r e c o v e r y  s t a g e s  of t h e  d i s e a s e  t r a j e c t o r y  u s i n g  i n f o r m a t i o n  recorded  

a t  t h e  t ime  t h e  e v e n t s  took p l a c e .  Although t h e  d a t a  were l i m i t e d ,  i t  

w a s  p o s s i b l e  t o  a d d r e s s  some e p i d e m i o l o g i c a l  q u e s t i o n s  r e l a t i n g  t o  t h e  

long  t e r m  impact of d i s e a s e  by c o r r e l a t i n g  in fo rmat ion  f rom t h e  

medica l  r ecord  a u d i t  w i t h  i n f o r m a t i o n  on s u r v i v a l  p a t t e r n s  g a t h e r e d  

d u r i n g  t h e  p r o c e s s  of t r a c i n g  t h e  p o p u l a t i o n .  For example, i t  was 

p o s s i b l e  t o  examine t h e  a s s o c i a t i o n  between s u r v i v a l  c h a r a c t e r i s t i c s  

and d i s e a s e  s e v e r i t y  a t  o n s e t ,  age ,  s e x ,  and l e v e l  of  r e s i d u a l  

r e s p i r a t o r y  c a p a c i t y .  While t h e s e  a r e  v e r y  l i m i t e d  q u e s t i o n s ,  t h e y  a r e  

b a s i c  t o  u n d e r s t a n d i n g  t h e  long  term impact  of any form of d i s a b i l i t y .  

I n f o r m a t i o n  on t h e  c u r r e n t  s t a t u s  and p e r c e i v e d  needs of s u r v i v i n g  

r e s p i r a t o r y  cases was g a t h e r e d  u s i n g  a  s t a n d a r d  c r o s s - s e c t i o n a l  su rvey  

i n  which t h e  113 peop le  (86% of t h e  132 who were b e l i e v e d  t o  b e  a l i v e )  

were  i n t e r v i e w e d  and d a t a  c o l l e c t e d  on t h e i r  c u r r e n t  f u n c t i o n a l  

s t a t u s .  The multi-method m a i l  survey p r o t o c o l  a l s o  provided d a t a  on 

t h e  c u r r e n t  s t a t u s  of approx imate ly  h a l f  (530) of t h e  o r i g i n a l  

p o p u l a t i o n  of n o n - r e s p i r a t o r y  c a s e s .  Both samples were found t o  b e  



r e p r e s e n t a t i v e  of t h e  i n i t i a l  p o p u l a t i o n  i n  terms of t h e i r  demographic 

c h a r a c t e r i s t i c s  and d i s a b i l i t y  p r o f i l e .  

THE T-RAJECTORY OF DISEASE: CONCEPTUAL ISSUES - 
One of t h e  i s s u e s  involved i n  t h e  s t u d y  of long term d i s a b i l i t y  i s  

t h e  degree  t o  which a n  i n d i v i d u a l  p r e d i c t s  any f u t u r e  change i n  t h e i r  

l e v e l  of impairment. A p a t i e n t ' s  o r  c l i n i c i a n ' s  a b i l i t y  t o  p r e d i c t  t h e  

t r a j e c t o r y  of a d i s a b l i n g  c o n d i t i o n  may range  from complete c e r t a i n t y  

t o  t o t a l  u n c e r t a i n t y  and w i l l  depend on t h e  c h a r a c t e r i s t i c s  of t h e  

s p e c i f i c  d i s e a s e  o r  form of impairment.  Def in ing  a  t r a j e c t o r y  w i l l  

depend p a r t l y  on t h e  p r e d i c t i o n s  made i n  t h e  medica l  l i t e r a t u r e  on the  

p r o b a b l e  c o u r s e  of t h e  c o n d i t i o n .  However, a t  t h e  l e v e l  of t h e  

i n d i v i d u a l  d i s a b l e d  pe r son ,  c l i n i c a l  i n f o r m a t i o n  w i l l  be  i n t e g r a t e d  

w i t h  p e r s o n a l  e x p e r i e n c e  on s p e c i f i c  f u n c t i o n a l  and p s y c h o s o c i a l  

impac t s  of d i s a b i l i t y  over  t ime.  

By u s i n g  t h e  medical  r e c o r d s  i n  combinat ion wi th  t h e  i n t e r v i e w  

d a t a ,  i t  was p o s s i b l e  i n  t h e  Manitoba s t u d y  t o  c h a r t  t h r e e  p o i n t s  on 

t h e  d i s e a s e  t r a j e c t o r y  of p o l i o  f o r  each of t h e  113 peop le  inc luded  i n  

t h e  c r o s s - s e c t i o n a l  su rvey .  The t r a j e c t o r i e s  began w i t h  t h e i r  

c o n d i t i o n  d u r i n g  t h e  a c u t e  phase ,  t h e i r  c o n d i t i o n  d u r i n g  recovery  

phase ,  and f i n a l l y ,  t h e i r  c o n d i t i o n  twenty-one t o  t h i r t y  y e a r s  l a t e r .  

I n  t e r m s  of o u r  p r e l i m i n a r y  a n a l y s i s ,  t h e  l o n g i t u d i n a l  d a t a  on changes 

i n  f u n c t i o n a l  s t a t u s  appear  t o  c o n f i r m  t h e  h y p o t h e s i s  t h a t  p o l i o -  

r e l a t e d  t r a j e c t o r i e s  r e f l e c t e d  r e l a t i v e l y  s t a b l e  h e a l t h  s t a t u s  and 

a d a p t a t i o n .  The m a j o r i t y  of t h e  sample of fo rmer  r e s p i r a t o r y  p a t i e n t s  

r e p o r t e d  themselves  a s  m a i n t a i n i n g  t h e  same l e v e l  of f u n c t i o n a l  



c a p a c i t y  i n  1980 a s  recorded i n  t h e i r  c h a r t s  a s  t h e i r  c o n d i t i o n  

s t a b i l i z e d  twenty-f ive  t o  t h i r t y  y e a r s  e a r l i e r .  

On t h e  o t h e r  hand,  t h i s  s t a b i l i t y  does  no t  n e c e s s a r i l y  imply 

c e r t a i n t y .  I f  one  l o o k s  beyond t h e  113 who were in te rv iewed  and 

examines s u r v i v a l  d a t a  f o r  t h e  whole p o p u l a t i o n ,  t h e r e  is  ano the r  

dimension.  A l l  people  who had p o l i o ,  and p a r t i c u l a r l y  t h o s e  w i t h  t h e  

lowes t  r e s i d u a l  l e v e l  of r e s p i r a t o r y  c a p a c i t y ,  may have been l e f t  wi th  

a  permanent v u l n e r a b i l i t y ;  m o r t a l i t y  and m o r b i d i t y  a s s o c i a t e d  w i t h  t h e  

r e s i d u a l  impact of p o l i o  may occur  decades  a f t e r  peop le  developed t h e  

d i s e a s e  (Alcock,  e t  a l . ,  1981). While t h e  d e g r e e  of r i s k  of po l io -  

r e l a t e d  m o r t a l i t y  d e c r e a s e s  w i t h  t ime  and i s  i n f l u e n c e d  by t h e  i n i t i a l  

l e v e l  of  impairment ,  t h e  u n c e r t a i n t y  of s u r v i v a l  remains  a permanent 

c h a r a c t e r i s t i c  of t h e  d i s e a s e  t r a j e c t o r y  (Alcock,  e t  a l . ,  1983). 

A model showing t h e  d i f f e r e n c e s  between t h e  t r a j e c t o r i e s  of an 

i n d i v i d u a l ' s  f u n c t i o n a l  s t a t u s  and t h e  r e l a t i v e  l e v e l  of u n c e r t a i n t y  

( u s i n g  Davis ' s  framework) is  shown i n  F i g u r e  2. Even when t h e  

t r a j e c t o r y  of p h y s i c a l  d i s a b i l i t y  i s  s t a b l e ,  peop le  must l i v e  w i t h  t h e  

q u e s t i o n  of whether t h i s  s t a b i l i t y  w i l l  c o n t i n u e .  The key concern  f o r  

p e o p l e  w i t h  p o l i o  is  whether  they  can p r e d i c t  from t h e  e a r l i e r  p a t t e r n  

of t h e i r  d i s e a s e  t r a j e c t o r y  i n t o  t h e  f u t u r e .  T h i s  was t h e  c e n t r a l  

concern  of  two r e c e n t  c o n f e r e n c e s  f o c u s i n g  upon problems of ag ing  

among p o l i o  s u r v i v o r s  (Oleson,  Henning , 1981 ; L a u r i e  , 1983) . 
P h y s i c i a n s  a t t e n d i n g  t h e  mee t ings  r e p o r t e d  a n  i n c r e a s e  i n  people  

compla in ing  of new symptoms, such a s  p a i n ,  muscle f a t i g u e  and 

t i r e d n e s s  ( B a i l e y ,  1981). There  were two e x p l a n a t i o n s  o f f e r e d ;  one 

e x p l a n a t i o n  d e a l t  w i t h  un ique  r e s i d u a l  e f f e c t s  a s s o c i a t e d  w i t h  t h e  



s p e c i f i c  p a t h o l o g i c a l  e f f e c t s  of p o l i o  ( B a i l e y ,  1981). The second 

e x p l a n a t i o n  was t h a t  t h e  r e c e n t  symptom e x p e r i e n c e  and perceived 

changes  i n  f u n c t i o n a l  s t a t u s  were p r i m a r i l y  a s s o c i a t e d  w i t h  chron ic  

d i s e a s e s  p r o c e s s e s  i n  "normal aging"  which compl ica te  t h e  long term 

a d a p t a t i o n  of a l l  young d i s a b l e d  people .  

The c l i m a t e  of u n c e r t a i n t y  which Davis  (1963) d e s c r i b e d  a s  

c h a r a c t e r i z i n g  t h e  p e r s p e c t i v e  of p a t i e n t s  and c l i n i c i a n s  dur ing  t h e  

a c u t e  and e a r l y  r e h a b i l i t a t i o n  s t a g e s  appeared t o  be p a r a l l e l e d  by a  

p e r i o d  of renewed u n c e r t a i n t y  a s  t h e  p o s t - p o l i o  pe r son  aged. Using 

Davis ' s  framework, t h e  t r a j e c t o r i e s  of p h y s i c a l  f u n c t i o n  and r e l a t i v e  

u n c e r t a i n t y  can  be a p p l i e d  t o  modeling t h e  longer  t e r m  d i s a b i l i t y  

e x p e r i e n c e  of t h e  aging p o s t - p o l i o  person.  The f i r s t  o r  bottom curve  

r e p r e s e n t s  t h e  i n d i v i d u a l ' s  a c t u a l  l e v e l  of f u n c t i o n a l  s t a t u s ;  t h i s  

went i n t o  s h a r p  d e c l i n e  d u r i n g  t h e  a c u t e  phase  of t h e  d i s e a s e ,  b u t  

improved g r a d u a l l y  over  t h e  i n i t i a l  p h a s e s  of r e h a b i l i t a t i o n ,  and 

r e a c h e d  an a p p a r e n t  p l a t e a u  w i t h i n  t e n  y e a r s  a f t e r  t h e  a c u t e  phase.  

The key q u e s t i o n  i n  t h e  l i t e r a t u r e  on p o s t - p o l i o  ag ing  is whether the  

same s t a b l e  p a t t e r n  w i l l  c o n t i n u e  o r  whether  f u n c t i o n a l  s t a t u s  w i l l  

d e c l i n e  unexpec ted ly .  

I n  t h e  f i g u r e  t h e  o t h e r  two c u r v e s  r e p r e s e n t  t h e  l e v e l s  of 

u n c e r t a i n t y  c h a r a c t e r i z i n g  t h e  t r a j e c t o r y  of d i s a b i l i t y  a s  pe rce ived  

by t h e  p o l i o  p a t i e n t  and t r a j e c t o r y  a s  p e r c e i v e d  by c l i n i c i a n s .  A s  

d e s c r i b e d  by Davis (1963),  t h e  h e a l t h  c a r e  team c a r i n g  f o r  t h e  p o l i o  

p a t i e n t  was i n i t i a l l y  u n c e r t a i n  a s  t o  t h e  outcome. A s  t h e  p a t i e n t  

s t a r t e d  t o  r e c o v e r  and t o  go th rough  r e h a b i l i t a t i o n ,  t h e  medica l  team 

became b e t t e r  a b l e  t o  p r e d i c t  t h e  e v e n t u a l  l e v e l  of f u n c t i o n a l  s t a t u s  



t o  be  a t t a i n e d ,  a l t h o u g h  o f t e n  s low t o  s h a r e  t h i s  i n f o r m a t i o n  wi th  

p a t i e n t s  o r  t h e i r  f a m i l i e s .  Because of t h i s  d e l a y  i n  o b t a i n i n g  a c c e s s  

t o  c l i n i c a l  e v a l u a t i o n s  of long term f u n c t i o n a l  a b i l i t y  and because  of 

t h e  i n f l u e n c e  of t h e  r e h a b i l i t a t i o n  ideo logy  t h a t  " f u l l  r ecovery t '  was 

a c h i e v a b l e  through i n d i v i d u a l  w i l l  and ha rd  work, l e v e l s  of 

u n c e r t a i n t y  remained h igh  f o r  t h e  l o n g e s t  i n t e r v a l  among p a t i e n t s  and 

members of t h e i r  f a m i l i e s .  As t h e  e a r l i e r  d i s c u s s i o n  showed, t h i s  i s  

changing and pos t -po l io  aging i s  c h a r a c t e r i z e d  by new medical  

u n c e r t a i n t y .  The u n c e r t a i n t y  curve  of peop le  w i t h  p o l i o  f o l l o w s  t h e  

same p a t t e r n ,  b u t  a t  a h i g h e r  l e v e l .  I n  t h e  pos t -acu te  phase ,  t h i s  was 

because  as p a t i e n t s  they  d i d  n o t  have a c c e s s  t o  t h e  same in fo rmat ion  

as c l i n i c i a n s .  However, t o d a y ,  b o t h  c l i n i c i a n s  and p o s t - p o l i o  peop les  

s h a r e  a  renewed u n c e r t a i n t y  i n  i n t e r p r e t i n g  s u b j e c t i v e  symptom 

e x p e r i e n c e  i n d i c a t i n g  i n c r e a s e s  i n  f a t i g u e ,  p a i n ,  and pe rce ived  

r e s p i r a t o r y  f u n c t i o n .  People  a r e  u n c e r t a i n  whether  t h e s e  r e p r e s e n t  

some temporary  c o n d i t i o n ,  c h r o n i c  m o r b i d i t y  a s s o c i a t e d  w i t h  "normal 

ag ing"  o r  t h e  beg inn ing  of a  t r a j e c t o r y  c h a r a c t e r i z e d  by a  r a p i d  

d e c l i n e  i n  f u n c t i o n a l  s t a t u s .  The d e s i g n  approach documenting long  

term changes  i n  f u n c t i o n a l  s t a t u s  and c u r r e n t  p e r c e p t i o n  of  d i s a b i l i t y  

among a  r e p r e s e n t a t i v e  c o h o r t  invo lved  a  c u r r e n t  a t t e m p t  t o  assess 

c u r r e n t  t r a j e c t o r i e s  and l e v e l s  of u n c e r t a i n t y .  



11. AGING AND DISABILITK: THE PHYSIOLOGI.C.AL AND THE SOCIAL PROCESSES - -- - -- 
I n  documenting t h e  long  term, d i s e a s e  s p e c i f i c  t r a j e c t o r y  of p o l i o ,  

a  second c l o s e l y  r e l a t e d  o b j e c t i v e  was t o  examine t h e  p h y s i o l o g i c a l  

and s o c i a l  d imensions  of ag ing  among younger d i s a b l e d  people .  A s  
- 

mentioned i n  s e c t i o n  I, some p r e l i m i n a r y  r e s e a r c h  on pos t -po l io  aging 

e f f e c t s  s u g g e s t s  t h a t  t h e  cumulat ive  s t r e s s  of 25 t o  30 y e a r s  of 

impaired f u n c t i o n i n g  may c r e a t e  d i s e a s e - s p e c i f i c  e f f e c t s ,  o t h e r s  

argued t h a t  t h e  problems were a  p roduc t  of t h e  normal p r o c e s s e s  of 

ag ing .  When t h e  b a l a n c e  between r e s i d u a l  impairment and f u n c t i o n a l  

c a p a c i t y  i s  d e l i c a t e ,  i t  could  s h i f t  i n  r e sponse  t o  r e l a t i v e l y  minor 

d e c l i n e s  i n  p h y s i o l o g i c a l  c a p a c i t y .  

Because of  t h e  o r i e n t a t i o n  of t h e  e thnograph ic  and l i f e  h i s t o r i c a l  

d imensions  upon ag ing  a s  a  s o c i a l  p r o c e s s ,  a n o t h e r  f o c u s  of t h e  

Manitoba s t u d y  was on t h e  s u b j e c t i v e  p e r c e p t i o n  of changes i n  

d i s a b i l i t y  impact ,  a d a p t a t i o n  and t h e  a g i n g  of f a m i l y  s u p p o r t  sys tems.  

The concern  was n o t  s imply w i t h  t h e  impact of a g i n g ,  b u t  w i t h  people ' s  

p e r c e p t i o n s  of moving through d i f f e r e n t  s t a g e s  i n  t h e  l i f e  c y c l e  a s  an  

i n d i v i d u a l  w i t h  d i s a b i l i t y .  We have w r i t t e n  e lsewhere  on t h e  p o l i o  

s t u d y  and t h e  e f f e c t s  of aging (Kaufe r t  and Kaufe r t ,  1981). i n  t h i s  

p a p e r ,  on ly  t h e  methodo log ica l  and c o n c e p t u a l  i s s u e s  w i l l  be 

d i s c u s s e d .  



METHODS 

I n  a  s t u d y  which was c r o s s - s e c t i o n a l  i n  d e s i g n ,  q u e s t i o n s  about the  

physiology of a g i n g  can be  answered on ly  by comparing l e v e l s  of 

impairment between d i f f e r e n t  age  groups .  For  example, i f  a n a l y s i s  was 

r e s t r i c t e d  t o  t h e  su rvey  d a t a  from t h e  1980 follow-up survey of 

r e s p i r a t o r y  p a t i e n t s  and 1982 multi-method su rvey  of non- resp i ra to ry  

c a s e s ,  t h e r e  i s  an apparen t  a s s o c i a t i o n  between being o l d e r  and be ing  

more impaired.  However, when d a t a  on t h e  i n i t i a l  e f f e c t s  of p o l i o  from 

t h e  medical  a u d i t  i s  i n t r o d u c e d  i n t o  t h e  a n a l y s i s ,  t h e  r e l a t i o n s h i p  

between a g e  and impairment becomes more complex; accoun t  has  t o  be 

t a k e n  of  t h e  i n i t i a l  a s s o c i a t i o n  between age a t  o n s e t ,  s e v e r i t y  of 

d i s e a s e  impact and t h e  p o i n t  reached a t  t h e  end of t h e  recovery  s t a g e .  

The methodo log ica l  advan tages  of hav ing  t h e  medical  r e c o r d s  a s  a  

d a t a  s o u r c e  were e q u a l l y  a p p a r e n t  i n  t e r m s  of e x p l o r i n g  t h e  s o c i a l ,  

r a t h e r  than  t h e  p h y s i o l o g i c a l  p r o c e s s e s  of aging.  While t h e  

i n f o r m a t i o n  w a s  s p a r s e ,  i t  i n c l u d e d  t h e  a g e ,  m a r i t a l  and p a r e n t a l  

s t a t u s ,  o c c u p a t i o n a l  and r e s i d e n t i a l  c h a r a c t e r i s t i c s  of each p a t i e n t  

e n t e r i n g  t h e  c e n t r a l i z e d  t r e a t m e n t  c e n t r e .  These d a t a  were a t  l e a s t  

s u f f i c i e n t  t o  l o c a t e  an i n d i v i d u a l  a t  t h e  p o i n t  reached i n  t h e  l i f e  

c y c l e  when t h e y  developed p o l i o .  By comparing t h e  medical  r e c o r d s  and 

t h e  1980 s u r v e y  d a t a ,  one cou ld  g e t  some i n d i c a t i o n  of  t h e  changes 

t h a t  had o c c u r r e d  d u r i n g  t h e  i n t e r v e n i n g  y e a r s ,  i n  terms of l i f e  

e v e n t s  such  a s  mar r i age  and d i v o r c e ,  employment h i s t o r y  and g e n e r a l  

p a t t e r n s  of l i v i n g  independen t ly  o r  w i t h i n  i n s t i t u t i o n s .  The 

r e t r o s p e c t i v e  r e c o n s t r u c t i o n  of g e n e r a l  l i f e  e x p e r i e n c e  was o b t a i n e d  

f rom r e s p o n s e s  t o  s t r u c t u r e d  q u e s t i o n n a i r e s  of t h e  113 r e s p i r a t o r y  

c a s e s  and t h e  530 n o n - r e s p i r a t o r y  c a s e s  ( s e e  F i g u r e  3 ) .  



The s t r u c t u r e d  i n t e r v i e w s  w i t h  113 r e s p i r a t o r y  and 530 non- 

r e s p i r a t o r y  s u r v i v o r s  provided comprehensive d a t a  on c u r r e n t  

a d a p t a t i o n  p a t t e r n s  and g e n e r a l  ag ing  e f f e c t s  f o r  t h e  r e p r e s e n t a t i v e  

sample of s u r v i v o r s .  However, i t  was n e c e s s a r y  t o  move a  multi-method 

d e s i g n  u s i n g  l i f e  h i s t o r i c a l  a n a l y s i s  o b t a i n e d  from in-depth 

i n t e r v i e w s  w i t h  a  small, s t r a t i f i e d  sample. A s  peop le  d e s c r i b e d  t h e i r  

l i v e s ,  t h e y  d i s c u s s e d  t h e  impact of  p o l i o .  Simic (1981) h a s  argued 

t h a t  t h e  c o l l e c t i o n  of l i f e  h i s t o r i e s  (which he  s e e s  a s  a  c e n t r a l  t o o l  

of t h e  a n t h r o p o l o g i s t )  i s  a  method p a r t i c u l a r l y  p e r t i n e n t  t o  t h e  

an th ropo logy  of ag ing .  He a l s o  c l a i m s  t h a t  "ques t ions  of change and 

a c c i d e n t  i n  s t u d y i n g  human behav iour  and c u l t u r e "  may b e  b e s t  

unders tood  by examining t h e  accoun t s  t h a t  i n d i v i d u a l s ,  p a r t i c u l a r l y  

e l d e r l y  i n d i v i d u a l s ,  g i v e  of t h e i r  l i v e s .  I n  t h e  same s e n s e ,  t h e  

impact of  d i s a b i l i t y  may be  b e s t  unders tood  by a t t e n d i n g  t o  what 

peop le  s a y  and a n a l y z i n g  how they  i n t e g r a t e  an  e v e n t  (such a s  p o l i o )  

i n t o  t h e i r  l i f e  h i s t o r y .  I n  t h e  l i f e  h i s t o r y  i n t e r v i e w ,  t h e  

a n t h r o p o l o g i s t  is n o t  aiming f o r  a n  a c c u r a t e  r e c o n s t r u c t i o n  of t h e  

p a s t  i n  t h e  same s e n s e  a s  a n  e p i d e m i o l o g i s t  aims a t  a n  a c c u r a t e  

r e c o n s t r u c t i o n  of  t h e  t r a j e c t o r y  of a  d i s e a s e .  For e p i d e m i o l o g i s t s ,  

t h e  s e l e c t i v e  r e c a l l  and r e - i n t e r p r e t a t i o n  o f  t h e i r  p a s t  by i n f o r m a n t s  

a r e  major me thodo log ica l  h u r d l e s .  I n  t h e  l i f e - h i s t o r y  approach ,  t h e  

a n t h r o p o l o g i s t  makes c o n s c i o u s  and d e l i b e r a t e  u s e  of t h e  p r o c e s s  of 

r e s t r u c t u r i n g  d i s a b i l i t y  e x p e r i e n c e .  Respondents  document t h e i r  p a s t  

a s  t h e y  have  brooded o v e r  i t  and a t t e m p t e d  t o  make s e n s e  o u t  of i t .  

The p u r p o s e  of i n c o r p o r r a t i n g  m u l t i p l e  methods from epidemiology,  

s o c i o l o g y  and an th ropo logy ,  was t o  document a s p e c t s  of t h e  

r e l a t i o n s h i p  between d i s a b i l i t y  and ag ing .  



CONCEPTUAL FRAMEWORK 

Aging, a s  seen  a s  a  t r a n s i t i o n  through t i m e ,  has  s o c i a l  a s  w e l l  a s  

p h y s i o l o g i c a l  i m p l i c a t i o n s .  I n  r e s e a r c h  on t h e  long term impact of 

d i s a b i l i t y ,  t h e r e  a r e  t h r e e  c o n c e p t u a l l y  d i s t i n c t ,  a l though 

i n t e r a c t i v e ,  dimensions of t h e  aging p r o c e s s  t o  b e  considered.  The 

f i r s t  is ag ing  a s  t h e  passage  of t h e  i n d i v i d u a l  through the  d i f f e r e n t  

s t a g e s  of t h e  l i f e  c y c l e  encountered a f t e r  t h e  o n s e t  of d i s a b i l i t y .  A t  

i s s u e  is t h e  impact of d i s a b i l i t y  on t h e  a b i l i t y  of t h e  i n d i v i d u a l  t o  

manage t h e  t a s k s  and e x p e r i e n c e s  cons ide red  a p p r o p r i a t e  t o  each l i f e  

s t a g e .  The second dimension of ag ing  is  t h e  impact on t h e  i n d i v i d u a l  

w i t h  d i s a b i l i t y  of t h e  a g i n g  of t h o s e  peop le  who make up t h e i r  s o c i a l  

network,  whether  p a r e n t  o r  spouse ,  p h y s i c i a n  o r  t h e  t e c h n i c i a n  

m a i n t a i n i n g  e s s e n t i a l  equipment. The a b i l i t y  t o  manage a  p a r t i c u l a r  

environment  may be  c r i t i c a l l y  dependent on a  key p r o v i d e r  of s e r v i c e s  

and t h e  a g i n g  of t h e  p r o v i d e r  may d i s t u r b  a  b a l a n c e  d e l i c a t e l y  

main ta ined .  The t h i r d  d imension ( t h a t  of  t h e  s o c i a l ,  t e c h n o l o g i c a l  and 

p o l i t i c a l  c o n t e x t  of d i s a b i l i t y )  w i l l  be d i s c u s s e d  i n  t h e  f i n a l  

s e c t i o n  of t h i s  paper .  The f o c u s  i n  t h i s  s e c t i o n  upon c o n t e x t ,  

emphasizes  t h a t  a g i n g  i n v o l v e s  t h e  e x p e r i e n c e  of b e i n g  a member i n  a n  

a g e  c o h o r t  which moves t o g e t h e r  through h i s t o r i c a l  time. The 

e x p e r i e n c e  of b e i n g  d i s a b l e d  v a r i e s  between d i f f e r e n t  a g e  c o h o r t s  a s  

e d u c a t i o n a l ,  o c c u p a t i o n a l  and o t h e r  o p p o r t u n i t i e s  f o r  t h e  d i s a b l e d  

i n d i v i d u a l  have changed and developed.  



AGING, D,ISABILITY AND THE INDIVIDIJAL - -- 
Smelser ,  (1980) s u g g e s t s  t h a t  change i n  an  i n d i v i d u a l  over  time 

s h o u l d  be seen  i n  terms of a  p a t t e r n  o r  a  s e r i e s  of con tours .  The 

e v e n t s  which shape t h e  d i f f e r e n t  c o n t o u r s  a r e  sometimes i n e v i t a b l e  

(such a s  d e a t h  o r  growing o l d e r )  and sometimes h i g h l y  probably  

a l t h o u g h  no t  i n e v i t a b l e  (such a s  mar r i age ,  parenthood,  beginning 

work).  T h i s  w i l l  "vary h i s t o r i c a l l y  and c r o s s - c u l t u r a l l y  a s  v a l u e s ,  

norms and s o c i a l  s t r u c t u r e s  va ry"  and "according t o  t h e  ways i n  which 

they  a r e  i n t e r r u p t e d  by u n a n t i c i p a t e d  e v e n t s ,  such  a s  p remature  d e a t h ,  

d e b i l i t a t i n g  i l l n e s s ,  unemployment and s o  on" (Smelser ,  1980: p. 

11-12). Smelser was concerned w i t h  d e l i n e a t i n g  t h e  "normal," t h e  

I I expected"  p a t t e r n ;  r e s e a r c h  on t h e  long t e r m  impact of d i s a b i l i t y  i s  

concerned w i t h  what happens when a n  e v e n t  (such a s  t h e  o n s e t  of a  

p o l i o - r e l a t e d  d i s a b i l i t y )  d i s r u p t s  t h e  p a t t e r n .  It i s  a n  e x p l o r a t i o n  

of what happens when one o r  more i n  a  s e r i e s  of  c o n t o u r s  have t o  b e  

redrawn because  d i s a b i l i t y  h a s  i n t r o d u c e d  a  new c o n s t r a i n t  o n  t h e i r  

form. 

I n  t h e  l i f e  h i s t o r i c a l  i n t e r v i e w s ,  i t  became c l e a r  t h a t  a s  peop le  

have t a l k e d  abou t  t h e  impact of p o l i o  on t h e i r  l i v e s ,  most a l s o  

m a i n t a i n e d  a n  image of an "expected" p a t t e r n  o r  l i f e  t r a j e c t o r y ;  a way 

i n  which t h e i r  l i f e  would have proceeded had p o l i o  n o t  o c c u r r e d .  A s  
- 

t h e y  aged,  t h e i r  a c t u a l  l i f e  t r a j e c t o r y  was d e s c r i b e d  i n  t e rms  of t h e  

d e g r e e  o f  f i t  which t h e y  had been a b l e  t o  a c h i e v e  t o  t h i s  i d e a l i z e d  

p a t t e r n ;  whether  they  were a b l e  t o  r e t u r n  home, whether t h e y  were a b l e  

t o  go t o  s c h o o l  o r  t o  u n i v e r s i t y ,  whether  t h e y  were a b l e  t o  c o n t i n u e  

t e a c h i n g ,  o r  farming o r  whatever  was t h e i r  p r e v i o u s  work; whether  they  

were  a b l e  t o  remain marr ied  o r  t o  g e t  m a r r i e d  i f  they  were s i n g l e .  



I t  i s  c l e a r  b o t h  from t h e  l i f e  h i s t o r y  a n a l y s i s  and from an 

a n a l y s i s  of t h e  survey c o l l e c t e d  d a t a  t h a t  age  a t  o n s e t  i s  a  c r i t i c a l  

v a r i a b l e  t o  unders tand ing  not  on ly  t h e  p h y s i o l o g i c a l ,  b u t  a l s o  t h e  

s o c i a l ,  consequences of long term d i s a b i l i t y .  People  who were a d u l t  

when they  developed p o l i o  had a l r e a d y  e s t a b l i s h e d  t h e  a t t r i b u t e s  of a n  

a d u l t  c a r e e r ;  mar r i age ,  pa ren thood ,  and b e i n g  economically p r o d u c t i v e ,  

whether  i n  t h e  work f o r c e  o r  a s  housewives.  T h e i r  l i f e  h i s t o r i e s  a r e  

much more concerned w i t h  t h e  d i s r u p t i o n  of e s t a b l i s h e d  l i f e  c a r e e r  

p a t t e r n s .  People  who were  c h i l d r e n  when t h e y  developed p o l i o  had s t i l l  

t o  p a s s  th rough  t h e  s t a g e s  of ch i ldhood ,  ado lescence  and i n t o  

adu l thood .  T h e i r  a c c e s s  t o  e d u c a t i o n ,  a c c e s s  t o  m a r r i a g e  and 

pa ren thood ,  a c c e s s  t o  employment, were  a l l  i n f l u e n c e d  t o  a  g r e a t e r  o r  

l e s s e r  e x t e n t  by t h e  l e v e l  of impairment and r e l a t i v e  a c c e s s  t o  c a r e  

r e s o u r c e s .  

AGING, DISABILITY AND NETWORKS OJ SUP,PORT 

One of t h e  secondary o b j e c t i v e s  i n  t h e  p o l i o  s t u d y  was t o  document 

changes  i n  dependency p a t t e r n s .  Leve l s  of f u n c t i o n a l  c a p a c i t y  and 

m o b i l i t y  were  measured u s i n g  a n  a d a p t e d  v e r s i o n  of  t h e  Katz 

" A c t i v i t i e s  of D a i l y  L iv ing  S c a l e , "  d e t e r m i n i n g  f o r  each  i t e m  whether  

t h e  a c t i v i t y  cou ld  be  performed o n l y  w i t h  t h e  h e l p  of o t h e r s .  Other  

i t e m s  i n  t h e  i n t e r v i e w  s c h e d u l e  c o l l e c t e d  i n f o r m a t i o n  on t h e  

compos i t ion  o f  each i n d i v i d u a l ' s  s u p p o r t  network and u t i l i z a t i o n  of 

s t a t u t o r y  s e r v i c e s .  

The a v a i l a b i l i t y  of and use  of f ami ly  members a s  c a r e  g i v e r s  h a s  

been a  c r i t i c a l  de te rminan t  of what happened t o  many p e o p l e  o v e r  t h e  



y e a r s  s i n c e  they  developed p o l i o .  A P r o v i n c i a l  Home Care  program which 

o f f e r e d  equipment,  home m o d i f i c a t i o n ,  f i n a n c i a l  s u p p o r t  and a  pa id  

a t t e n d a n t  was, n e v e r t h e l e s s ,  keyed on t h e  assumpt ion t h a t  t h e r e  was a  

f a m i l y  s e t t i n g  i n t o  which t h e  i n d i v i d u a l  r e t u r n e d .  I n  t h e  e a r l y  y e a r s ,  

t h e  o n l y  a l t e r n a t i v e  f o r  t h e  s e v e r e l y  impaired was t o  remain i n  

h o s p i t a l  ( a s  was done by a  group of twenty t a k i n g  p a r t  i n  t h i s  s t u d y ) .  

The form of f a m i l y  i n t o  which a n  i n d i v i d u a l  r e t u r n e d  was a  f u n c t i o n  

of t h e i r  age  when t h e y  developed p o l i o ;  t h e  young c h i l d r e n  r e t u r n e d  t o  

t h e i r  p a r e n t s ;  t h e  a d u l t s  r e t u r n e d  t o  f a m i l i e s  of t h e i r  own c r e a t i o n ;  

some o f  t h e  women had young c h i l d r e n  o r  were p regnan t  when they 

s t a r t e d  p o l i o .  

The d i v o r c e  f i g u r e s  among r e s p i r a t o r y  responden t s  p r o v i d e  t h e  most 

d r a m a t i c  i n s i g h t  i n t o  t h e  impact of p o l i o  on t h e  fami ly .  A t h i r d  of 

t h e  m a r r i a g e s  which e x i s t e d  b e f o r e  p o l i o  o n s e t  ended i n  d i v o r c e ;  80% 

of t h o s e  d i v o r c e d  a s c r i b e d  t h e  end of t h e i r  mar r i age  t o  p o l i o .  Less  

obv ious  is  t h e  impact of p o l i o  i n  d e c r e a s i n g  t h e  o p p o r t u n i t i e s  of 

younger p a t i e n t s  t o  become mar r i ed .  Assuming t h a t  t h e  c h i l d r e n  and t h e  

s i n g l e  a d u l t s  c o n s t i t u t e  a  group which was p o t e n t i a l l y  e l i g i b l e  t o  

marry;  o n l y  46% d i d  i n  f a c t  become mar r i ed .  

Family s t a t u s  a t  o n s e t  was s i g n i f i c a n t l y  r e l a t e d  t o  t h e  p a t t e r n  of 

d i s c h a r g e  r e p o r t e d  by former  r e s p i r a t o r y  p a t i e n t s  i n t e r v i e w e d  i n  1980. 

< .007).  The m a j o r i t y  of t h o s e  who were ( c h i .  sq.=14.01, d f=4 ,  p  - 
c h i l d r e n  (86%) had r e t u r n e d  home a f t e r  r e h a b i l i t a t i o n ;  a n o t h e r  11% had 

been d i s c h a r g e d  under  t h e  p r o v i s i o n  of  t h e  home c a r e  program; o n l y  one 

of  t h e s e  former  c h i l d r e n  was i n  a  l o n g  t e r m  c a r e .  On t h e  o t h e r  hand,  

29% of t h e  s i n g l e  a d u l t s  and 23% of t h o s e  m a r r i e d  when t h e y  developed 



p o l i o  were  i n  long  term c a r e  environments  when we in te rv iewed  them i n  

1980. Discharge  arrangements  were a l s o  r e l a t e d  t o  changes i n  m a r i t a l  

s t a t u s ;  o u t  of t h e  peop le  i n  t h e  long  s t a y  h o s p i t a l  who had been 

mar r i ed  when t h e y  developed p o l i o ,  77% were  d ivorced  o r  widowed by 

1980. 

Even among t h e  l e s s  dependent peop le  wi thou t  r e s p i r a t o r y  

involvement ,  t h e  t y p e  and degree  of  impairment had d i r e c t  i m p l i c a t i o n s  

f o r  dependence upon in fo rmal  networks.  Twelve p e r c e n t  of t h e  530 non- 

r e s p i r a t o r y  c a s e s  i n d i c a t e d  t h a t  t h e y  r e q u i r e d  s i g n i f i c a n t  h e l p  w i t h  

a c t i v i t i e s  of d a i l y  l i v i n g  and m o b i l i t y .  I n  most c a s e s ,  t h i s  h e l p  was 

n o t  p rov ided  by s t a t u t o r y  s e r v i c e s  i n c l u d i n g  p e r s o n a l  c a r e  a t t e n d a n t s ,  

home n u r s i n g  s e r v i c e s  o r  a t t e n d a n t s  p a i d  by t h e  i n d i v i d u a l s  

themse lves ,  b u t  was provided by members of t h e  f a m i l y  grouping.  

Spouses (11% dependence) and c h i l d r e n  (12% dependence) were t h e  most 

s i g n i f i c a n t  h e l p e r s .  Spouses w e r e  more l i k e l y  t o  b e  d e s i g n a t e d  

11 c r u c i a l  h e l p e r s "  w i t h o u t  whose a s s i s t a n c e  independent  f u n c t i o n i n g  

would b e  imposs ib le .  Nonkinship,  unpaid  h e l p e r s  formed t h e  pr imary 

s u p p o r t  f o r  o n l y  5%. 

111. CHANGES I N  THE CONTEXT OF DISABILITY - -- 
The t h i r d  methodo log ica l  and c o n c e p t u a l  a r e a  which was cons ide red  

i n  o u r  own a n a l y s i s  of t h e  long  t e r m  impact of p o l i o  r e l a t e d  

d i s a b i l i t y  was t h a t  of a s s e s s i n g  t h e  impact  of changes  i n  c o n t e x t .  

The c o n t e x t  of  d i s a b i l i t y  r e f e r s  t o  t h e  a r r a y  of p o l i t i c a l ,  economic 

and s o c i a l  environments  w i t h i n  which an i n d i v i d u a l  must l i v e  and which 

i n f l u e n c e  t h e  a d a p t a t i o n  o f  c o h o r t s  of peop le  t o  t h e i r  d i s a b i l i t y .  



During t h e  a lmos t  t h i r t y  y e a r s  which have e l a p s e d  s i n c e  the  p o l i o  

ep idemics  of t h e  e a r l y  n i n e t e e n - f i f t i e s ,  t h e  c o n t e x t  of d i s a b i l i t y  has 

been t r ans fo rmed .  These changes must b e  examined f o r  they  a r e  a s  

p e r t i n e n t  t o  r e s e a r c h  on t h e  impact of  l o n g  term d i s a b i l i t y  a s  t h e  

p h y s i o l o g i c a l  o r  p s y c h o l o g i c a l  h i s t o r y  of i n d i v i d u a l  a d a p t a t i o n s .  The 

more r e c e n t  changes i n  economic and w e l f a r e  p o l i c i e s  a r e  themselves 

p a r t  of t h e  new c l i m a t e  of u n c e r t a i n t y  w i t h  which p e o p l e  must d e a l  a s  

t h e y  grow o l d e r .  

T h r e e  major a r e a s  of change were i d e n t i f i e d  a t  t h e  Chicago Post- 

P o l i o  Conference  i n  1981. The f i r s t  i s  changes i n  medical  and 

t e c h n o l o g i c a l  knowledge and i t s  a p p l i c a t i o n ;  t h e  second i s  changes i n  

p u b l i c  p o l i c y  and s e r v i c e  p r o v i s i o n s ;  t h e  t h i r d  i s  changes i n  

a t t i t u d e s  and b e h a v i o u r ,  p a r t i c u l a r l y  i n s t r u m e n t a l  i n  t h e  

e s t a b l i s h m e n t  o f  t h e  independent  l i v i n g  movement. A t ime  l i n e  showing 

t h e  p a r a l l e l  developments which formed t h e  c o n t e x t  of i n d i v i d u a l  long 

t e rm d i s a b i l i t y  e x p e r i e n c e  is p r e s e n t e d  i n  F i g u r e  4. I n  each a r e a  

some changes  were s p e c i f i c a l l y  t a r g e t e d  a t  t h e  needs  of one o r  more 

g roups  w i t h i n  t h e  community of peop le  w i t h  d i s a b i l i t i e s ;  f o r  example, 

t h e  Home Care Program f o r  R e s p i r a t o r y  P o l i o  P a t i e n t s  was developed i n  

1956 by t h e  Manitoba government t o  meet t h e  p a r t i c u l a r  needs  of a  

p a r t i c u l a r  group.  Other  changes  had more g e n e r a l  i m p l i c a t i o n s ,  b u t  had 

s p e c i f i c  consequences  f o r  t h e  d i s a b l e d  i n d i v i d u a l ;  f o r  example, t h e  

emergence of consumer o r i e n t e d ,  a c t i v i s t  movements w i t h i n  t h e  

community of t h e  d i s a b l e d  has  i t s  i d e o l o g i c a l  and o r g a n i z a t i o n a l  r o o t s  

i n  t h e  m i n o r i t y  group movements of t h e  s i x t i e s  and s e v e n t i e s .  The 

c u r r e n t  f o r m a t i o n  of  a  l o o s e  p o l i t i c a l  c o a l i t i o n  between t h e  Black,  



t h e  Femin i s t ,  t h e  Gay and t h e  Disab led  movements i s  evidence of a 

commonality of ideo logy  and purpose.  

METHODS 

The o b j e c t i v e  was t o  t r a c e  t h e  impact of changes i n  t h e  c o n t e x t  of 

d i s a b i l i t y  on t h e  l i v e s  of people  who had had p o l i o ;  t h e  approach had 

t o  b e  multi-method. The mai l  q u e s t i o n n a i r e  and s t r u c t u r e d  i n t e r v i e w  

s c h e d u l e  was a p p r o p r i a t e  f o r  c o l l e c t i n g  b a s i c  d a t a  on such t o p i c s  a s  

s e r v i c e  and equipment u s e ,  r e h a b i l i t a t i o n ,  t r a i n i n g  and employment 

h i s t o r i e s ,  r e s i d e n t i a l  and income d a t a ,  membership i n  s o c i e t i e s  of t h e  

d i s a b l e d  o r  t h e  use  of s e r v i c e s  p rov ided  by s o c i e t i e s  f o r  t h e  

d i s a b l e d .  Changes i n  t h e  equipment and t e c h n i q u e s  of r e h a b i l i t a t i o n  

and medica l  c a r e  were d i s c u s s e d  w i t h  e x p e r t s  w i t h i n  each f i e l d ,  bo th  

i n  Manitoba and e lsewhere .  I n f o r m a t i o n  was a l s o  g a t h e r e d  from t h e  

s c i e n t i f i c  and more consumer-oriented p u b l i c a t i o n s ,  p a r t i c u l a r l y  t h o s e  

d e a l i n g  w i t h  r e h a b i l i t a t i o n  medic ine .  T h i s  combinat ion of l i t e r a t u r e  

s e a r c h  and i n t e r v i e w  w i t h  s p e c i a l i s t  i n f o r m a n t s  was used t o  r e c o r d  t h e  

impact of p u b l i c  p o l i c y  changes ,  t h e  r o l e  of v o l u n t a r y  o r g a n i z a t i o n s ,  

t h e  emergence of p o l i t i c a l  a c t i v i s m  from w i t h i n  t h e  community of t h e  

d i s a b l e d .  The in-depth  i n t e r v i e w s  were used t o  d i s c u s s  t h e s e  changes 

and how t h e  i n d i v i d u a l  had responded t o  t h e  new c o n d i t i o n s  which had 

been  c r e a t e d .  

One s e t  o f  t h e s e  i n t e r v i e w s  were  a r r a n g e d  w i t h  peop le  who had been 

a c t i v e  i n  b r i n g i n g  about change,  whether  a t  a n  i n d i v i d u a l ,  a  l o c a l  o r  

a t  t h e  n a t i o n a l / i n t e r n a t i o n a l  l e v e l .  While from t h e  e p i d e m i o l o g i s t ' s  

p e r s p e c t i v e  i t  had been impor tan t  t o  c o l l e c t  d a t a  on a broad and 



r e p r e s e n t a t i v e  group,  t h e  s t u d y  of long t e rm d i s a b i l i t y  i s  a l s o  t h e  

r e c r e a t i o n  of a  pe r iod  of h i s t o r y .  The h i s t o r i c a l  method r e q u i r e d  t h a t  

t h e s e  e v e n t s  be d i s c u s s e d  w i t h  peop le  who had e f f e c t e d  change,  no t  

s imply  been a f f e c t e d  by i t .  Not o n l y  i n  Manitoba,  b u t  e lsewhere ,  

p e o p l e  w i t h  p o l i o  had been key change a g e n t s .  T h i s  a c t i v i s m  i s  p a r t ,  

t h e r e f o r e ,  of t h e  e x p e r i e n c e  of having had p o l i o  which cou ld  on ly  be  

c a p t u r e d  by u s i n g  t h e  t a r g e t e d  i n t e r v i e w s  and f i e l d  o b s e r v a t i o n  

methodology of t h e  a n t h r o p o l o g i s t  o r  contemporary h i s t o r i a n .  

T h i s  i s  n o t  t h e  p l a c e  t o  p rov ide  a  d e t a i l e d  r e c o n s t r u c t i o n  of a l l  

t h e  changes  which have occur red  w i t h i n  t h e  c o n t e x t  of d i s a b i l i t y  over  

a  t h i r t y  y e a r  p e r i o d .  The f o l l o w i n g  d i s c u s s i o n  w i l l  s imply  touch on 

snme of t h e  key i s s u e s  i n  each of t h e  a r e a s  (medical  and 

t e c h n o l o g i c a l ,  p u b l i c  p o l i c y  and community change) and w i l l  d e s c r i b e  

t h e i r  c o n t r i b u t i n  t o  t h e  new c l i m a t e  of u n c e r t a i n t y  (some of t h e s e  

e v e n t s  a r e  shown i n  t h e  t i m e  l i n e  i n  F i g u r e  4 ) .  

CHANGES - I N  MEDICAL - AND TECIIJOLOGICAL KNOWLEDGE 

The medica l  i n n o v a t i o n  which most p e o p l e  would a s s o c i a t e  w i t h  p o l i o  

i s  t h e  development of  a n  e f f e c t i v e  method of immunizat ion w i t h  t h e  

S a l k  v a c c i n e  i n  t h e  middle  f i f t i e s  and t h e  Sab ine  l i v e  v i r u s  v a c c i n e  

i n  1958. P o l i o  i s  s t i l l  widespread i n  many of t h e  c o u n t r i e s  of t h e  

t h i r d  wor ld ,  b u t  i t  has  been v i r t u a l l y  e l i m i n a t e d  w i t h i n  Nor th  America 

and Western Europe. Although i n  one  s e n s e ,  immunization came t o o  l a t e  

t o  change t h e  l i v e s  of  peop le  who a l r e a d y  had p o l i o ,  i n  a n o t h e r  s e n s e  

t h e y  were  v e r y  much e f f e c t e d  by i t s  development.  



The end o f  t h e  r e c u r r e n t  epidemics  of p o l i o  meant t h a t  t h e  d i s e a s e  

and t h e r e f o r e ,  i t s  v i c t i m s ,  l o s t  t h e i r  former  h igh  p r o f i l e .  There was 

a n  end t o  new r e s e a r c h  on t h e  d i s e a s e ,  i t s  p rocesses  and i t s  

management. T h i s  meant t h a t  knowledge abou t  epidemiology and pathology 

of p o l i o  was e s s e n t i a l l y  s t a l l e d  a t  t h e  l e v e l  of medical  knowledge i n  

t h e  mid-nineteen f i f t i e s .  I n  r e sponse  t o  t h e  new u n c e r t a i n t y  about  t h e  

t r a j e c t o r y  of t h e  d i s e a s e ,  t h e r e  has  been a c a l l  f o r  f u r t h e r  r e s e a r c h ,  

b u t  a  problem i s  t o  a t t r a c t  r e s e a r c h  i n t e r e s t  and funding.  Even t h e  

March of D i m e s ,  which had i t s  o r i g i n s  i n  t h e  f i g h t  a g a i n s t  p o l i o ,  has  

d i v e r t e d  i t s  funds  t o  o t h e r  i s s u e s .  The Foundation's  r e sponse  t o  a  

r e q u e s t  f o r  r e s e a r c h  backing was t h a t  i ts monies were f u l l y  committed. 

The r e c e n t  i n c r e a s e  i n  news s t o r i e s  on t h e  f a t e  of former  p o l i o  

v i c t i m s  may s e r v e  t h e  u s e f u l  purpose  of encouraging new r e s e a r c h  

i n v e s t m e n t .  P a r t  of t h e  c o n t e x t  of any p a r t i c u l a r  d i s a b i l i t y  i s  i t s  

t o p i c a l i t y  i n  t h e  m e d i c a l  o r  i n  t h e  p u b l i c  eye.  Like  c a n c e r  today ,  

p o l i o  a t t r a c t e d  a t t e n t i o n  beyond i t s  a c t u a l  l e v e l  of t h r e a t  i n  t h e  

p o p u l a t i o n ;  however,  once immunization removed t h a t  t h r e a t ,  p o l i o  

become a  "non-issue." 

Another e f f e c t  of immunization was a  r e d u c t i o n  i n  t h e  number of  

p h y s i c i a n s  d i r e c t l y  f a m i l i a r  w i t h  p o l i o  and w i t h  i t s  i m p l i c a t i o s  f o r  

p a t i e n t  c a r e .  T h i s  i s  t r u e  n o t  o n l y  of p h y s i c i a n s ,  b u t  of anyone i n  

t h e  h e a l t h  and r e h a b i l i t a t i o n  p r o f e s s i o n s  who q u a l i f i e d  a f t e r  t h e  

e p i d e m i c s  of t h e  1950's. A s  a  r e s u l t ,  t h e r e  has  been a  g r a d u a l  d e c l i n e  

i n  t h e  p e r c e n t a g e  o f  p e o p l e  working i n  any h e a l t h  i n s t i t u t i o n  who 

u n d e r s t a n d  t h e  s p e c i a l  needs of a  p a t i e n t  who h a s  had p o l i o ,  which 

e x i s t  r e g a r d l e s s  of t h e  r e a s o n  f o r  need ing  medica l  c a r e .  A r e c u r r e n t  



f e a r  vo iced  by p a r t i c i p a n t s  a t  t h e  Chicago meet ings  was t h a t  they 

would r e c e i v e  i n a p p r o p r i a t e  o r  i n a d e q u a t e  medical  c a r e  due t o  

i g n o r a n c e ,  b u t  a l s o  due t o  the  r e f u s a l  of medical  p r o f e s s i o n a l s  t o  

r e c o g n i z e  t h a t  a  p a t i e n t  might have e x p e r t i s e  i n  t h e i r  own c o n d i t i o n .  

A s  c o u n t e r b a l a n c e  t o  t h e  d e c l i n e  i n  p o l i o - r e l a t e d  r e s e a r c h ,  people  

who had p o l i o  have been a b l e  t o  b e n e f i t  from advances i n  medical  

knowledge which have been a p p l i c a b l e  t o  t h e i r  needs .  For  example, 

b r e a k t h r o u g h s  i n  v e n t i l a t i o n  technology have been of major  importance 

t o  t h o s e  l e f t  w i t h  s e v e r e  r e s p i r a t o r y  involvement .  U n t i l  t h e  19608s ,  

t h e  o n l y  equipment was t h e  rock ing  b e d ,  t h e  c u i r a s s e  and t h e  t ank  

r e s p i r a t o r .  I n  Manitoba,  t h e  m a j o r i t y  of t h o s e  needing r e s p i r a t o r y  

s u p p o r t  had been g r a d u a l l y  t r a n s f e r r e d  t o  t h e  new p o s i t i v e  p r e s s u r e  

equipment  i n  which v e n t i l a t i o n  i s  main ta ined  by t h e i r  mouth s i p  t u b e s  

o r  t r a c h e a l  a i rways .  Th i s  newer equipment i s  p o r t a b l e ,  a  major 

i n n o v a t i o n  f o r  t h o s e  whose m o b i l i t y  had been c u r t a i l e d  by t h e i r  

dependence on t h e  o l d e r ,  cumbersome r o c k i n g  bed o r  t a n k  r e s p i r a t o r .  It 

i s  more e f f i c i e n t  a s  a  method of v e n t i l a t i o n  and,  t h e r e f o r e ,  t o  be  

p r e f e r r e d ,  p a r t i c u l a r l y  f o r  peop le  complaining of a  d e c l i n e  i n  

r e s p i r a t o r y  f u n c t i o n  and energy l e v e l  a s  t h e y  aged.  

THE POLITICS OF DISABILITY: THE CONSUMER MQPMENT - - - 
One of t h e  i r o n i e s  of t h e  d i s a b l e d  consumer movement i n  Canada, a s  

i n  t h e  U.S., was t h a t  i t  b rough t  i n t o  o p p o s i t i o n  i n d i v i d u a l s  and 

g r o u p s ,  many of whose o r i g i n s  l a y  i n  t h e  p o l i o  ep idemics  of t h e  

n i n e t e e n - f o r t i e s  and f i f t i e s .  On t h e  one  hand t h e r e  were  medica l  and 

r e h a b i l i t a t i o n  e x p e r t s  and c h a r i t a b l e  f o u n d a t i o n s ,  (such as t h e  March 



of Dimes); on t h e  o t h e r  hand, t h e r e  were  t h e i r  former  p a t i e n t s  o r  

r e c i p i e n t s ;  p o l i o  was of t e n  t h e  f a c t o r  i n  common. I n  Canada, f o r  

example,  t h e  Canadian Counci l  f o r  t h e  Disab led  was formed i n  1962 by a  

un ion  between t h e  Canadian Council  f o r  Cr ipp led  C h i l d r e n  and t h e  

Canadian Foundat ion f o r  P o l i o m y e l i t i s  and R e h a b l i t a t i o n .  I n  1973 a t  a  

c o n f e r e n c e  i n  Toron to ,  t h e  r i g h t s  of t h e  CRCD t o  speak f o r  t h e  

d i s a b l e d  were c h a l l e n g e d  from t h e  f l o o r  by a  group i n  which many of 

t h e  l e a d e r s  were peop le  who had had p o l i o  when they  were c h i l d r e n .  A 

Canadian government r e p o r t  (1980) c r e d i t s  t h i s  c o n f e r e n c e  a s  t h e  

" c a t a l y t i c  f a c t o r  i n  s t i m u l a t i n g  t h e  consumer movement throughout  

Canada and i s  a  m i l e s t o n e  i n  consumer h i s t o r y  f o r  handicapped 

persons" .  Loca l  p r o v i n c i a l  o r g a n i z a t i o n s ,  such as t h e  Manitoba Lea= 

f o r  t h e  P h y s i c a l l y  Handicapped were formed by p e o p l e  r e t u r n i n g  from -- 
t h a t  c o n f e r e n c e ;  i n  1975, they  came t o g e t h e r  t o  form COPOH, ( t h e  

C o a l i t i o n  of  P r o v i n c i a l  O r g a n i z a t i o n s  of t h e  Handicapped) w i t h  a  

c e n t r a l  o f f i c e  i n  Winnipeg. It was a l s o  i n  Winnipeg, a t  t h e  1981 

Conference  of R e h a b i l i t a t i o n  I n t e r n a t i o n a l  t h a t  t h e r e  was a n o t h e r  

p o l i t i c a l  c h a l l e n g e  made t o  t h e  r i g h t s  of medical  and r e h a b i l i t a t i o n  

s p e c i a l i s t s  t o  speak  f o r  t h e  community of t h e  d i s a b l e d .  

The r o o t s  of t h e  d i s a b l e d  consumer movement a r e  u s u a l l y  t r a c e d  t o  

t h e  Uni ted  S t a t e s ,  t o  t h e  o r i g i n s  of t h e  Independent  L i v i n g  Movement 

i n  C a l i f o r n i a  and Boston,  t o  t h e  C i v i l  R i g h t s  Movements and t o  i t s  

l a t e r  e x p r e s s i o n  i n  a  d i v e r s i t y  of m i n o r i t y  group p o l i t i c a l  movements, 

whe the r  of Chicano,  of Women, of Gays, o r  o f  t h e  Disab led .  A s  w i t h  

feminism,  t h e  d i s a b l e d  consumer movement c a n  be c r i t i c i z e d  a s  

r e p r e s e n t i n g  on ly  t h e  young, t h e  w h i t e  and t h e  middle  c l a s s .  A s  w i t h  



f emin i sm,  t h e  c h a r g e  was p a r t l y  t r u e  f o r  t h e s e  were t h e  

c h a r a c t e r i s t i c s  of  t h e  o r i g i n a l  movement. I t  deve loped  o n  t h e  c o l l e g e  

campuses and i t s  p r i o r i t i e s  were an e x p r e s s i o n  o f  t h e  i d e o l o g i e s  of 

t h e  s t u d e n t  movements of  t h e  l a t e  s i x t i e s  and s e v e n t i e s .  The demand 

was f o r  an  end o f  p r e j u d i c e  and d i s c r i m i n a t i o n  and f o r  e q u a l  r i g h t s  

and a  s h a r e  i n  d e c i s i o n  making. On t h e  o t h e r  hand ,  many of  t h e  changes  

a c h i e v e d  by  t h e  movement, whe the r  t h e  p r a c t i c a l  improvements i n  p u b l i c  

a c c e s s  and t r a n s p o r t a t i o n  o r  t h e  more s u b t l e  c h a n g e s  i n  a t t i t u d e s  and 

p e r c e p t i o n s  h a v e  b e n e f i t t e d  t h e  t h e  n o n - a c t i v i s t ,  t h e  o l d e r ,  t h e  

m i n o r i t y  group d i s a b l e d .  

The d i s a b l e d  consumer movement t o o k  on as i t s  o p p o n e n t s  t h e  

i n s t i t u t i o n s  and  g roups  w i t h  which  i t s  members had  had  t o  d e a l ;  t h a t  

i s  t h e  c h a r i t a b l e  f o u n d a t i o n s ,  t h e  m e d i c a l  p r o f e s s i o n  and t h e  

r e h a b i l i t a t i o n  e x p e r t s .  
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A b s t r a c t :  

T h i s  paper  examines t h e  i n t e r a c t i o n  which develops  when t h e  normal 

p r o c e s s e s  o f  a g i n g  a r e  imposed on t h e  long-term exper ience  of  and a d a p t a t i o n  

t o  d i s a b i l i t y .  I n  Mani toba,  between 1950-59, 186 people  developed r e s p i r a -  

t o r y  p o l i o  and s u r v i v e d .  I n  1980, 75% of t h e s e  former p a t i e n t s  were t r a c e d  

and i n t e r v i e w e d .  I n  a d d i t i o n ,  t h e r e  was a u d i t  of t h e  c l i n i c a l  r e c o r d s  of 

each s u b j e c t .  A s e r i e s  of  comparisons were made between t h e  assessment  

made o f  t h e  i n d i v i d u a l  i n  t h e  f i r s t  y e a r  a f t e r  pol.io o n s e t  and t h e  a s s e s s -  

ments t h e  same i n d i v i d u a l s  make o f  t h e i r  c o n d i t i o n  today,  twenty  t o  t h i r t y  

y e a r s  l a t e r .  T h i s  paper  d i s c u s s e s  t h e  impact  of  ag ing  n o t  o n l y  upon t h e i r  

p h y s i c a l  a d a p t a t i o n  t o  t h e  p a r a l y s i s  r e s i d u a l  t o  t h e i r  p o l i o ,  b u t  a l s o  

upon t h e i r  s o c i a l  and p s y c h o l o g i c a l  management of t h e i r  d i s a b i l i t y .  Data 

from a  s u b s e t  o f  in-depth  i n t e r v i e w s  w i l l  p r o v i d e  i n s i g h t  i n t o  t h e  p e r s p e c t i v e  

on t h e  a g i n g  p r o c e s s  among t h e  long-term d i s a b l e d .  



AGE AND DISABILITY: PEOPLE WHO HAD POLIO 

A q u e s t i o n  which i s  c u r r e n t l y  b e i n g  r a i s e d  and which is c r i t i c a l  

t o  p l a n n i n g  s e r v i c e s ,  is  t h e  e x t e n t  t o  which t h e  needs of peop le  

d i s a b l e d t b y  p o l i o  a r e  changing o v e r  t ime a s  they and members of t h e i r  

s u p p o r t  network age.  The o r i g i n a l  a d a p t a t i o n s  t o  p h y s i c a l  impairment 

and achievement  of  independence when younger r e f l e c t e d  a  d e l i c a t e  

b a l a n c e  which may b e  t h r e a t e n e d  by even r e l a t i v e l y  minor changes i n  t h e  

i n d i v i d u a l  f u n c t i o n a l  s t a t u s  o r  i n  t h e i r  s u p p o r t  sys tem a s  t h e y  grow 

o l d e r .  I n  an  ongoing r e s e a r c h  p r o j e c t ,  t h e  impact of  a g i n g  on one 

g roup  o f  i n d i v i d u a l s ,  a l l  of whom developed p o l i o  between 1950-1959, 

is  b e i n g  s t u d i e d .  

The p r o j e c t  developed from a  1980 s t u d y  which examined t h e  long- 

term consequences  of  t h e  d i s e a s e  f o r  peop le  who had been r e s p i r a t o r y  

p o l i o  p a t i e n t s  i n  Manitoba between 1950-1959. I n  c o n t r a s t  w i t h  dege- 

n e r a t i v e  c o n d i t i o n s  such  a s  m u l t i p l e  s c l e r o s i s ,  t h e  r e s i d u a l  e f f e c t s  

of p o l i o  a r e  permanent,  b u t  r e l a t i v e l y  s t a b l k .  The u s e  of  s t a n d a r d  

measures  o f  f u n c t i o n a l  s t a t u s  o v e r  t ime i n d i c a t e d  t h a t  minimal changes 

have  occured  among former  r e s p i r a t o r y  p a t i e n t s  d u r i n g  t h e  twenty y e a r  

p e r i o d  f o l l o w i n g  t h e  i n i t i a l  r e h a b i l i t a t i o n  p e r i o d .  From a  r e s e a r c h  

p e r s p e c t i v e ,  t h e r e  was marked c o n t r a s t  between t h i s  a p p a r e n t  s t a b i l i t y  

o f  f u n c t i o n a l  s t a t u s  and t h e  r e s p o n d e n t ' s  p e r c e p t i o n  of  t h e i r  a d a p t a t i o n  

o v e r  t ime.  They saw t h e  p a s t  and t h e  f u t u r e  i n  terms of  complex and 

c o n t i n u o u s l y  changing a d a p t a t i o n .  More s p e c i f i c a l l y ,  many were  d e e p l y  

concerned w i t h  a  s e r i e s  of age  r e l a t e d  i s s u e s  and t h e i r  p o t e n t i a l  impact  

on t h e  b a l a n c e  i n  t h e i r  l i v e s  between t h e i r  d i s a b i l i t y  and t h e i r  c a r e  

needs .  



I 

Concern w i t h  a g i n g  is n o t  p a r t i c u l a r  t o  s u r v i v o r s  of  r e s p i r a t o r y  

p o l i o  i n  Manitoba.  An i n t e r n a t i o n a l  confe rence  h e l d  i n  Chicago,  i n  

October  198 l ' , . b rough t  t o g e t h e r  peop le  w i t h  p o l i o  and e x p e r t s  i n  t h e  

f i e l d  t o  d i s c u s s  problems of ag ing .  (Goldberg,  A .  e t  a 1  1981) .  I n  

t h i s  p a p e r ,  we w i l l  t a k e  t h e  i s s u e s  r a i s e d  a t  t h a t  c o n f e r e n c e  and 

d i s c u s s  them i n  t h e  l i g h t  of  t h e  d a t a  c o l l e c t e d  i n  t h e  1980 s t u d y .  

BACKGROUND 

Between 1950-1959, a  t o t a l  of  3,644 c a s e s  o f  p o l i o  were  r e g i s t e r e d  

w i t h i n  t h e  Prov ince  of  Manitoba. The h i g h e s t  i n c i d e n c e  was i n  1953 

when t h e r e  were  2,371 c a s e s .  ( S l i d e  1:Histogram of c a s e  d i s t r i b u t i o n ) .  

Many o f  t h e  c a s e s  were t r i a g e d  t o  one c e n t r a l  medical  f a c i l i t y ,  t h e  

Winnipeg Munic ipa l  H o s p i t a l s .  A c a s e  r e g i s t e r  and i n d i v i d u a l  medical  

r e c o r d s  were  main ta ined  on each p a t i e n t  w i t h  a confirmed d i a g n o s i s  of 

p o l i o  by D r .  John Alcock,  a  r e s p i r a t o r y  p h y s i c i a n  and c o - r e s e a r c h e r  on 

t h e  s t u d y .  T h i s  r e g i s t e r  h a s  been used t o  d e f i n e  t h e  popu1:ltion base  

and sampl ing  frame from which peop le  a r e  b e i n g  s e l e c t e d  f o r  t h e  c u r r e n t  

p r o j e c t .  ( S l i d e  2: Popu la t ion  pyramid o f  sampl ing f rame) .  

I n  t h e  1980 s t u d y ,  a  complete  l i s t  of  everyone who had r e s p i r a t o r y  

p o l i o  between 1950-1959, was a b s t r a c t e d  from t h e  r e g i s t e r ;  a  t o t a l  of 

264 p e o p l e  (Alcock e t  a l ,  1980).  Those who d i e d  w i t h i n  t h e  f i r s t  t h r e e  

months (76 c a s e s )  were  o m i t t e d ,  l e a v i n g  186 c a s e s  t o  b e  followed-up.  We 

were  a b l e  t o  t r a c e  and i n t e r v i e w  113 peop le  who were s t i l l  a l i v e  i n  1980. 

I n t e r v i e w s  were  a l s o  c a r r i e d  o u t  w i t h  t h e  n e x t  of  k i n  o f  26 of  t h e  de- 

c e a s e d  p a t i e n t s .  

I n  t h e  i n i t i a l  s t u d y  of r e s p i r a t o r y  p a t i e n t s ,  two forms o f  d a t a  

c o l l e c t i o n  were  used ;  a  medical  r e c o r d  a u d i t  and a f a c e  t o  f a c e  s t r u c t u r e d  

i n t e r v i e w .  The r e c o r d  a u d i t  was c a r r i e d  o u t  by two c l i n i c i a n s ,  bo th  members 



I 
i n  t h e  medica l  team which had t r e a t e d  t h e s e  p a t i e n t s  d u r i n g  t h e  epidemics .  

The i n t e r v i e w s  were used t o  c o l l e c t  socio-demographic d a t a ,  i n c l u d i n g  

e d u c a t i o n a l ,  o c c u p a t i o n a l  and f a m i l y  h i s t o r i e s .  The main f o c u s ,  however, 

was on a s e r i e s  o f  i n d i c e s  measur ing r e s p i r a t o r y  s t a t u s ,  m o b i l i t y  and t h e  

a b i l i t y  t o  c a r r y  o u t  t h e  a c t i v i t i e s  of  d a i l y  l i v i n g .  The r e c o r d  a u d i t  

was used t o  d e v e l o p  measures  of  t h e s e  f u n c t i o n s  based on t h e  medical  a s s e s s -  

ments one y e a r  a f t e r  p o l i o  o n s e t ,  when peop le  had recovered  from t h e  a c u t e  

phase .  I n  a d d i t i o n ,  t h e  peop le  in te rv iewed  were a l s o  asked t o  r e c a l l  what 

t h e i r  s t a t u s  had been one  y e a r  a f t e r  p o l i o .  The purpose  of  t h i s  q u e s t i o n  

was t o  p r o v i d e  a  measure  which would show how t h e y  p e r c e i v e d  changes i n  

t h e i r  f u n c t i o n a l  c a p a c i t i e s  o v e r  t h e  twenty t o  t h i r t y  y e a r  p e r i o d  f o l l o w i n g  

t h e  a c u t e  s t a g e s  o f  t h e i r  i l l n e s s .  

To p r o v i d e  a  socio-demographic p r o f i l e  of  t h e  r e s p i r a t o r y  p o l i o  popu- 

l a t i o n ,  t h e  n e x t  s l i d e  ( S l i d e  3:  Histogram of  Age/Sex d i s t r i b u t i o n )  shows 

a l l  186 c a s e s  i n c l u d e d i n  t h e  medica l  r e c o r d  a u d i t .  There  were  116 men 

(62%) and 70 women. T h e i r  a g e  d i s t r i b u t i o n  a t  o n s e t  ranged from 1  t o  66,  

b u t  t h e r e  a r e  two peaks  t h e  5  t o  9 a g e  group and t h e  2 5  t o  30 a g e  group. 

( T h i s  a g e  d i s t r i b u t i o n  was t y p i c a l  of p o l i o  epidemics  i n  t h e  f i f t i e s  

(Horstmann, D .  1955) .  Although a l l  had e i t h e r  s p i n a l  o r  b u l b a r  involvement 

and r e q u i r e d  r e s p i r a t o r y  s u p p o r t  d u r i n g  t h e  a c u t e  phase ,  r e s i d u a l  l e v e l s  

of  f u n c t i o n a l  a b i l i t y  v a r i e d  g r e a t l y .  Some improved t o  t h e  p o i n t  of  no 

l o n g e r  r e q u i r i n g  any form o f  r e s p i r a t o r y  a s s i s t a n c e  (66%) and o t h e r  r e c o v e r e d  

t h e i r  normal  r a n g e  o f  m o b i l i t y  and s e l f  c a r e  a b i l i t y .  At t h e  o t h e r  ext reme 

were  p a t i e n t s  who remained p a r t i a l l y  o r  t o t a l l y  dependent  on mechanical  

r e s p i r a t o r y  s u p p o r t  and who recovered  o n l y  minimal d e g r e e s  o f  m o b i l i t y .  

( S l i d e  4:Histogram o f  P r o p o r t i o n  o f  p a t i e n t s  d i s c h a r g e d  under v a r i o u s  

c a t e g o r i e s )  . 



Members i n  t h e  f i r s t  group could  b e  d i scharged  from h o s d i t a l  t o  

resume normal l i v e s ;  o t h e r s  who had recovered  w i t h  some r e s i d u a l  p a r a l y s i s ,  

cou ld  n e v e r t h e l e s s  r e t u r n  home wi thou t  problems. Th i s  l e f t  a  group of 

p a t i e n t s  who r e q u i r e d  more complex d i s c h a r g e  a r rangements ,  b u t  who were 

a n x i o u s  t o  resume t h e i r  l i v e s  o u t s i d e  h o s p i t a l .  A home c a r e  program 

f o r  r e s p i r a t o r y  p o l i o  p a t i e n t s  was developed by a  m u l t i d i . s c i p l i n a r y  team 

and s u p p o r t e d  by t h e  p r o v i n c i a l  government t o  meet t h e  needs  of  t h i s  

group (Dunne l l ,  K. e t  a l ,  1972, Creese  e t  a l ,  1977). The program included 

t h e  p r o v i s i o n  o f  r e s p i r a t o r y  equipment and i t s  maintenance ; m o d i f i c a t i o n s  

i n  home l i v i n g  env i ronments ;  s u p p o r t  o f  pa id  a t t e n d a n t s  o r  i n  some c a s e s  

payment o f  a f a m i l y  member; and back-up medical  c a r e  (Desmarias e t  a l ,  1956) 

D e c i s i o n s  a b o u t  which p a t i e n t s  were  e l i g i b l e  f o r  t h e  program were based on 

a  c a r e f u l  a s sessment  of  t h e  f a m l l y  r e s o u r c e s  a v a i l a b l e  which could  then he 

matched w i t h  t h e  p r o v i s i o n s  made by t h e  Government. A t o t a l  of 52 p a t i e n t s  

e n t e r e d  t h e  p r o g r a m ; f n  1980 24 of  t h e s e  i n d i v i d u a l s  were  s t i l l  l i v i n g  

i n d e p e n d e n t l y  i n  t h e  community. The b a l a n c e  between medica l  and s o c i a l  

needs  and t h e  r e s o u r c e s  t o  meet them was o f t e n  d e l i c a t e  and ,  i n  some c a s e s  

d i f f i c u l t  t o  m a i n t a i n ;  a  c l u s t e r  o f  t h i r t y  p a t i e n t s  remained i n  h o s p i t a l ;  

s i x t e e n  were  a l i v e  i n  1980 and i n  t h e  Municipal  H o s p i t a l s  t o g e t h e r  wi th  

f o u r  p e o p l e  who have l e f t  t h e  home c a r e  program. 

I n  t h e  1980 s t u d y  we t r a c e d  a s  many a s  possib1.e of t h i s  o r i g i n a l  

g roup  o f  186; 56 had d i e d ,  b u t  we were a b l e  t o  i n t e r v i e w  113 (86%) o f  

t h o s e  who had s u r v i v e d .  I t  is t h e s e  i n t e r v i e w  d a t a  which we w i l l  p r e s e n t  

i n  t h e  r e s t  of  t h i s  p a p e r .  

THE LONG-TERM IMPACT OF POLIO 

The l i t e r a t u r e  on t h e  p o l i o  ep idemics  i s  e x t e n s i v e  and i n c l u d e s  a  

g roup  o f  9  p a p e r s  summarizing c l i n i c a l  a s p e c t s  o f  t h e  Manitoban epidemics 



o f  t h e  1950 's .  However, t h i s  l i t e r a t u r e  t e n d s  t o  focus  on t h e  y e a r s  

immediate ly  f o l l o w i n g  t h e  o n s e t  o f  p o l i o .  I n  common w i t h  t h e  most 

r e s e a r c h  on d i s a b i l i t y  and r e h a b i l i t a t i o n  (Deutsch,  C .  and Golds ton ,  

1960) ,  t h e  medica l  and p s y c h o s o c i a l  a s p e c t s  of a d a p t a t i o n  t o  d i s a b i l i t y  

a r e  examined, b u t  o v e r  a r e l a t i v e l y  s h o r t  space  of t ime f o l l o w i n g  t h e  

i n i t i a l  i n j u r y  or  d i s e a s e  o n s e t .  (A p a r t i c u l a r  c h a r a c t e r i s t i c  of t h e  

p o l i o  l i t e r a t u r e  is  t h a t  i t  d a t e s  back  t o  t h e ' f i f t i e s  and e a r l y  s i x t i e s ' ;  

peop le  w i t h  p o l i o  ceased  t o  b e  of  r e s e a r c h  i n t e r e s t  j u s t  a s  they  have 

a l s o  tended t o  b e  f o r g o t t e n  a s  a  group by t h e  g e n e r a l  p u b l i c ) .  

The l i t e r a t u r e  on p o l i o  i n c l u d e s  t h e  c l - a s s i c  s t u d y  by Davis (1962)  

which was a s  concerned w i t h  t h e  impact of  p o l i o  on t h e  f a m i l y  a s  on tlie 

i n d i v i d u a l  c h i l d .  D a v i s '  s t u d y  was l o n g i t u d i n a l ,  a s  were  a  number of 

o t h e r s  i n  t h e  p o l i o  l i t e r a t u r e ;  n e v e r t h e l e s s ,  t h e i r  t ime  s c a l e  i s  s h o r t  

and does  n o t  ex tend  beyond f i v e  y e a r s  a f t e r  t h e  a c u t e  s t a g e .  Most of 

t h e s e  s t u d i e s  imply t h a t  a f t e r  t h e  p o s t  a c u t e  s t a g e  and w i t h i n  t h e  t ime 

f rame c o n s i d e r e d ,  peop le  a c h i e v e  a  " s t eady  s t a t e "  o f  f u n c t i o n a l  atinpta- 

t i o n  which w i l l  b e  m a i n t a i n e d  through t ime .  T h i s  l i t e r a t u r e  is  of l i t t l e  

r e l e v a n c e  t o  t h o s e  who, twenty  t o  t h i r t y  y e a r s  l a t e r ,  become concerned 

w i t h  t h e  impact of  a g i n g .  

An a l t e r n a t e  p e r s p e c t i v e  on a g i n g  and d i s a b i l i t y  i s  p r e s e n t e d  by t h e  

l i t e r a t u r e  on g e r o n t o l o g i c a l  r e s e a r c h .  G e r o n t o l o g i c a l  s t u d i e s  document 

sudden o r  g radua l  l o s s  o f  f u n c t i o n a l  c a p a c i t y  r e s u l t i n g  e i t h e r  from t h e  

p r o c e s s e s  of normal a g i n g  o r  t h e  impact of  c h r o n i c  d i s e a s e s  among t h e  

e l d e r l y  ( P f e i f f e r ,  1974: Wr igh t ,  1972) .  T h e i r  f o c u s  i s  on d i s a b i l i t y  a s  

a consequence of t h e  a g i n g  p r o c e s s  r a t h e r  than on t h e  impact o f  ag ing  on 

p e o p l e  who a r e  a l r e d y  d i s a b l e d .  



The i s s u e s  r a i s e d  a t  t h e  Chicago confereAce on p o l i o  and a g i n g ,  a s  

by t h e  peop le  whom we in te rv iewed  i n  Manitoba,  stem from a  d i f f e r e n t  

premise .  From t h e  p e r s p e c t i v e  of t h o s e  who had p o l i o  i n  t h e  f i f t i e s ,  

t h e  r e l a t i o n s h i p  between c a r e  needs  and t h e  c a r e  r e s o u r c e s  a v a i l a b l e  

h a s  n o t  been s t a t i c  and they  do n o t  a n t i c i p a t e  t h a t  i t  w i l l  b e  i n  t h e  

f u t u r e .  A s  they  have  grown o l d e r ,  t h e i r  needs  have changed whether 

a s  d i s a b l e d  c h i l d r e n  growing i n t o  adu l thood  o r  young a d u l t s  e n t e r i n g  

e a r l y  and l a t e  midd le  age .  Over t h e  same t ime p e r i o d ,  t h o s e  who s u p p o r t  

them have a l s o  aged and have a l r e a d y  changed,  o r  may change,  i n  t h e i r  

a b i l i t y  t o  p r o v i d e  c a r e  i n  t h e  f u t u r e  (Litman, 1 9 7 2 ) .  The environment 

w i t h i n  which t h e  b a l a n c e  between c a r e  needs  and r e s o u r c e s  must be 

main ta ined  h a s  a l s o  been t ransformed o v e r  t h e  y e a r s .  There  have been 

medica l  and t e c h n o l o g i c a l  i n n o v a t i o n s ;  exper imenta l  prograrns f o r  t h e  

d i s a b l e d  have been i n t r o d u c e d  o r ,more  r e c e n t l y ,  a r e  t h r e a t e n e d  by 

economic c u t b a c k s .  There  a r e  new a t t i t u d e s  towards them; bo th  among 

t h o s e  o f f i c i a l l y  invo lved  w i t h  s e r v i c e  p r o v i s i o n  and among t h e  g e n e r a l  

p u b l i c .  On t h e  o t h e r  hand,  w i t h  t h e  implementa t ion of  immunization 

programs, p o l i o  i s  no l o n g e r  s e e n  a s  a  t h r e a t  by t h e  g e n e r a l  p u b l i c  

and p o l i o  s u r v i v o r s  have  r e l a t i v e l y  l i t t l e  v i s i b i l i t y .  F i n a l l y ,  a  

p o l i t i c a l l y  aware and a r t i c u l a t e  group h a s  emerged w i t h i n  t h e  community 

oE t h e  d i s a b l e d  and i n c l u d e s  w i t h i n  i t s  membership, a  number of those  

who had p o l i o .  

I n  t h e i r  d i f f e r e n t  ways, t h e s e  developments have a l l  impinged 

on t h e  o r i g i n a l  r e l a t i o n s h i p  between t h e  i n d i v i d u a l s ' s  needs  Tor c a r e  

and t h e  r e s o u r c e s  a v a i l a b l e .  Each was r a i s e d  a s  t o p i c  a t  t h e  Chicago 

c o n f e r e n c e  b u t  t h e  c e n t r a l  i s s u e  was t h e  impact o f  ag ing  on peop le  who 

had p o l i o .  



AGE GROUPS AND THE IMPACT OF POLIO I 

I n  o r d e r  t o  unders tand  why a g i n g  is  becoming an i s s u e ,  i t  i s  necessa ry  

t o  l o o k  a t  t h e  a g e  groups  t o  which t h e  peop le  in te rv iewed  i n  t h e  1980 

s t u d y  belong.  For t h i s  p a p e r ,  peop le  have been grouped i n t o  t h r e e  nee 

c a t e g o r i e s :  1) Young a d u l t s ;  t h e s e  a r e  peop le  who a r e  28-44 y e a r s  i n  1980, 

b u t  were  1-17 when they  developed p o l i o ;  2) Middle adu l thood ;  people  who 

were  45-54 i n  1980 and 18-27 a t  p o l i o  o n s e t ;  3 )  L a t e  adu l thood ;  people  

55 and o v e r  i n  1980,  who were  28 and o v e r  when they  developed p o l i o .  Sy 

t h e  t e rms  of  a  g e r o n t o l o g y  c o n f e r e n c e ,  o n l y  t h e  l a s t  group would be  

c o n v e n t i o n a l l y  be  c o n s i d e r e d  a s  " e l d e r l y "  b u t  a l l  a r e  concerned i n  the  

p r o c e s s  o f  a g i n g  and i t s  r e l a t i o n s h i p s  t o  d i s a b i l i t y .  

There  a r e  s e v e r a l  r e a s o n s  why age a t  o n s e t  i s  i m p o r t a n t .  F i r s t ,  

t h e  impact of p o l i o  on r e s p i r a t o r y  f u n c t i o n  does  v a r y  w i t h i n  t h i s  popu- 

l a t i o n  by a g e  group; second ,  t h e  i m p l i c a t i o n  f o r  dependency p a t t e r n s  was 

n o t  t h e  same f o r  a  c h i l d  w i t h  p a r e n t s  a s  f o r  a p a r e n t  w i t h  c h i l d r e n .  

F i n a l l y  t h e  impact of p o l i o  on l i f e  c a r e e r  p a t t e r n s  v a r i e d  w i t h  a g e  group.  

Many i n  t h e  two o l d e r  groups  had a l r e a d y  completed t h e i r  e d u c a t i o n ,  

s t a r t e d  work,  mar r i ed  and had c h i l d r e n ;  members i n  t h e  t h i r d  group were 

c h i l d r e n  whose a c c e s s  t o  t h e s e  d i f f e r e n t  c a r e e r  s t a g e s  was sometimes 

t o  be  blocked by p o l i o .  L a t e r  i n  t h i s  p a p e r ,  we w i l l  d i s c u s s  t h e  r e l a -  

t i o n s h i p  between a g e  group membership, dependency and f a m i l y  s t r u c t u r e ;  

however, f i r s t  t o  p r e s e n t  t h e  r e l a t i o n s h i p  between r e s p i r a t o r y  s t a t u s  and 

a g e .  

RESPIRATORY STATUS 

Time s e r i e s  d a t a  showing r e s p i r a t o r y  s t a t u s  a t  m u l t i p l e  p o i n t s  

d u r i n g  t h e  p r e v i o u s  twenty  t o  t h i r t y  y e a r s  was o n l y  a v a i l a b l e  on a smal l  

and u n r e p r e s e n t a t i v e  group who had e i t h e r  remnirled In h o s p i t a l  o r  11ad 

r e t u r n e d  f r e q u e n t l y  f o r  c l i n i c a l  c a r e .  l'he o n l y  measurements c o n s i s t e n t l y  



A v a i l a b l e  on everyone i n  t h e  s t u d y  were  t h o s e  made a s  peop le  recovered  

from t h e  a c u t e  s t a g e  and a s  t h e i r  c o n d i t i o n  s t a b i l i z e d .  I n  bo th  t h e  

medica l  r e c o r d  a u d i t  and t h e  i n t e r v i e w  we used one yea r  a f t e r  o n s e t  

a s  t h e  p o i n t  a t  which t o  measure r e s p i r a t o r y  s t a t u s .  

R e s p i r a t o r y  s t a t u s  was measured by t h e  degree  of dependence on 

mechan ica l  s u p p o r t  t o  m a i n t a i n  r e s p i r a t o r y  f u n c t i o n .  The range  i s  

from no dependence t o  a lmos t  complete  dependence on a  24 hour  b a s i s .  

F i v e  l e v e l s  were used based on a  sys tem developed by Spencer (Spencer e t  

a 1  1974) .  They a r e :  1) independence o f  s u p p o r t ;  2) o c c a s i o n a l  depend- 

ence  (eg .  when a n  i n f e c t i o n  i n t e r f e r e d  w i t h  r e s p i r a t i o n ) ;  3) s u p p o r t  

o n l y  a t  n i g h t ;  4 )  s u p p o r t  f o r  12-18 h o u r s  a  d a y ;  5)  s u p p o r t  f o r  more 

than  18 hours  a  day.  For  p r e s e n t a t i o n  i n  t h i s  p a p e r ,  l e v e l s  1 and 2 

a r e  combined and r e f e r r e d  t o  independence from r e s p i r a t o r y  s u p p o r t ;  

l e v e l s  3 , 4 , 5  a r e  combined a s  dependence.  

R e s p i r a t o r y  s t a t u s  by a g e  group i s  shown i n  Table  1.  The peop le  

i n  t h e  young a d u l t  group a r e  s i g n i f i c a n t l y  more 1- ikely  than  t h o s e  i n  

t h e  o l d e r  groups  t o  b e  independent  of  r e s p i r a t o r  s u p p o r t .  T h i s  was 

a  c h a r a c t e r i s t i c  o f  t h e  young bo th  i n  1980, when they were i n t e r v i e w e d ,  

and i n  terms o f  t h e  r e c o l l e c t i o n  of t h e i r  c o n d i t i o n  one  y e a r  a f t e r  

p o l i o  o n s e t .  

A s  t h e s e  d a t a  show o n l y  t h e  two p o i n t s  i n  t ime,  f l u c t u a t i o n s  i n  

r e s p i r a t o r y  s t a t u s  could  have occur red  w i t h i n  t h e  i n t e r v e n i n g  t ime 

p e r i o d  and y e t  n o t  b e  a p p a r e n t  h e r e .  However, peop le  were  asked f o r  

t h e  y e a r s  i n  which t h e y  had been a t  t h e i r  w o r s t  l e v e l  o r  had reached  

t h e i r  b e s t .  For t h e  m a j o r i t y  (77%)  t h e i r  w o r s t  y e a r  remained t h e  one 

a f t e r  t h e y  had r e c o v e r e d  from t h e  a c u t e  phase .  Most peop le  (87%)  then  

p l a c e d  t h e i r  b e s t  y e a r  s h o r t l y  a f t e r  and w i t h i n  f i v e  o r  s i x  y e a r s  of  

h a v i n g  developed p o l i o .  It was a t  t h i s ,  t h e i r  b e s t  l e v e l ,  t h a t  t h e  

m a j o r i t y  have remained.  



The major concern  o f  t h e  Chicago c o n f e r e n c e  was w i t h  t h e  theory 

t h a t  p e o p l e  who have been r e s p i r a t o r  independent  f o r  y e a r s ,  a r e  showing 

s i g n s  t h a t  may need t h i s  s u p p o r t  a g a i n .  Ye t ,  t h e  ev idence  from t h e  

Manitoba s t u d y  s u g g e s t s  t h a t  r e s p i r a t o r y  s t a t u s  h a s  remained s t a b l e  f o r  

t h e  l a s t  twenty y e a r s ,  even i n  t h e  o l d e r  age  groups .  The i s s u e  i s  an 

i m p o r t a n t  one;  t h e  aim o f  t h e  Chicago c o n f e r e n c e  was t o  encourage 

f u r t h e r  r e s e a r c h  and t o  a l e r t  people  and t h e i r  p h y s i c i a n s  t o  t h e  problem. 

The o n l y  ev idence  t o  s u p p o r t  t h e  t h e o r y  i s  t h a t  approx imate ly  two-thi rds  

of  t h o s e  t a k i n g  p a r t  i n  t h e  Manitoba s t u d y  r e p o r t e d  l a c k  of  energy a s  a 

h e a l t h  problem. T h i s  i s  one of  t h e  symptoms a s s o c i a t e d  w i t h  an i n c r e a s e d  

need f o r  r e s p i r a t o r y  s u p p o r t .  There  was a l s o  a s m a l l  group of 19 who d i d  

s a y  t h e i r  c o n d i t i o n  had r e g r e s s e d  and t h a t  t h e i r  wors t  y e a r  had occurred 

w i t h i n  t h e  l a s t  decade.  However, they  belong t o  a l l  age  groups alld 

r e p r e s e n t  on ly  17% of t h o s e  i n t e r v i e w e d .  The  advan tage  of  t h e  ongoing 

s t u d y  i n  Manitoba is t h a t  t h i s  problem can be i n v e s t i g a t e d  w i t h i n  a  

p o p u l a t i o n  r e p r e s e n t i n g  a l l  r e s p i r a t o r y  p o l i o  p a t i e n t s  i n  t h e  p rov ince .  

I n  terms of t h e  c o n c e r n s  expressed  by peop le  t a k i n g  p a r t  i n  t h e  

1980 s t u d y ,  no one c u r r e n t l y  independent  of  r e s p i r a t o r y  s u p p o r t  spoke 

a b o u t  a  d e c l i n e  i n  t h e i r  r e s p i r a t o r y  c a p a c i t v  a s  they  grew o l d e r .  Thosr 

who were  concerned abou t  t h e  impact of a g i n g  were a l r e a d y  dependent ,  

b u t  were concerned t h a t  t h e y  might need a  mini- lung a t  some t ime i n  t h e  

f u t u r e .  Whereas most can manage o u t s i d e  a  t a n k  r e s p i r a t o r  o r  o f f  a 

r o c k i n g  bed f o r  some t i m e  each day,  a t t a c h m e n t  t o  a mini- lung i s  con t inuous .  

V u l n e r a b i l i t y  t o  maching f a i l u r e  is s e e n  t o  i n c r e a s e  by some of those  wc 

t a l k e d  t o ;  a  p r o s p e c t  t h e y  d e c l a r e d  t o  be  i n t o l e r a b l e .  On t h e  o t h e r  hand,  

t h e  e i g h t  peop le  who had mini- lungs  argued i n  t h e i r  f a v o u r .  T h e i r  energy 

l e v e l  was h i g h e r  than  on o t h e r  forms of r e s p i r a t o r y  s u p p o r t .  Moreover, 

t h e y  become mobi le  t o  a n  e x t e n t  i m p o s s i b l e  when they  had t o  spend hours  



each day on a  t a n k  r e s p i r a t o r .  For  them, t h e  mini-lung was a  major 

t e c h n o l o g i c a l  development which had markedly improved t h e i r  l i v e s .  Yet 

f o r  t h e  o t h e r s ,  agil lg was f e a r e d  a s  i t  might f o r c e  them t o  a c c e p t  a n e w  

form of  dependence on machinery and one which t h e y  f e a r e d .  

Another  i s s u e  r a i s e d  a t  t h e  Chicago c o n f e r e n c e  was i n d i r e c t l y  

r e l a t e d  t o  age .  It i s  t h a t  peop le  who need r e s p i r a t o r s  and r o c k i n g  

beds  a r e  b e g i n n i n g  t o  o u t l a s t  b o t h  t h e  t e c h n i c i a n s  who can s e r v i c e  

t h i s  equipment and t h e  s u p p l y  of s p a r e  p a r t s .  I n  Manitoba,  n i n e  people  

have i r o n  l u n g s  and 28 have r o c k i n g  b e d s ;  t h e s e  f i g u r e s  i n  themselves  

i n d i c a t e  t h a t  t h i s  is  a  s m a l l  s c a l e  market  from a m a n u f a c t u r e r ' s  p o i n t  

of  view. Both t h e  i r o n  l u n g  and t h e  r o c k i n g  bed a r e  o l d ,  b u t  r e l a t i v e l y  

s i m p l e  t echno logy ;  new machinery a v a i l a b l e  f o r  r e s p i r a t o r y  p a t i e n t s , s u c h  

a s  t h e  m i n i - l u n g , i s  complex and more expens ive  and d i f f i c u l t  t o  ma in ta in  

on a  home b a s i s  than  t h e  o l d e r  r e s p i r a t o r y  s u p p o r t .  

How t o  keep t h e  machinery i n  f u n c t i o n i n g  o r d e r  is  one  of t h e  many 

problems f a c i n g  peop le  on home c a r e .  I n  1980,  t h e r e  were  o n l y  17 people  

u s i n g  r e s p i r a t o r y  s u p p o r t  equipment and l i v i n g  o u t s i d e  t h e  Municipal  

H o s p i t a l .  T h e i r  independence was a lways  f r a g i l e  a s  i t  depended on o t h e r s ,  

u s u a l l y  a  s p o u s e  o r  a  p a r e n t ,  b e i n g  a b l e  t o  p r o v i d e  c a r e .  For  t h i s  group,  

t h e  key i s s u e  was n o t  t h e i r  own a g i n g ,  b u t  t h a t  of  t h o s e  on whom they 

depend. F o r  example ,one man spoke of t h e  need t o  keep h i s  own weight 

under  c o n t r o l  a s  h i s  w i f e  cou ld  n o t  manage t o  l i f t  a s  much a s  b e f o r e .  

Another  wor r i ed  a b o u t  t h e  h e a l t h  of  h i s  p a r e n t s  and h i s  own f u t u r e .  The 

a l t e r n a t i v e  t o  f a m i l y  s u p p o r t  was n o t  n e c e s s a r i l y  r e - e n t r y  t o  t h e  Munici- 

p a l s .  A Few peop le  i n  t h e  s t u d y  d i d  manage on t h e i r  own u s i n g  paid  

h e l p e r s ,  o r  t h e y  e n t e r e d  v a r i o u s  t y p e s  of  p e r s o n a l  c a r e  home. These forms 

o f  independence can be  d i f f i c u l t  t o  manage, e s p e c i a l l y  f o r  t h o s e  accustomed 

t o  c a r e  a t  home. I t  was noteworthy t h a t  f o u r  o f  t h e  peop le  whose o u t s i d e  



I 

s u p p o r t  sys tems had f a i l e d  them d i d ,  i n  f a c t , r e t u r n  t o  t h e  Municipal  

H o s p i t a l .  

The r e l a t i o n s h i p  between dependency and agi.ng w i l l  be d i s c u s s e d  

f u r t h e r  l a t e r i n  t h i s  paper .  I n  t h e  n e x t  s e c t i o n ,  we w i l l  l ook  a t  the  

impact o f  a g i n g  on m o b i l i t y  and t h e  a b i l i t y  t o  c a r r y  o u t  t h e  a c t i v i t i e s  

o f  d a i l y  l i v i n g .  

MOBILITY AND THE ACTIVITIES OF DAILY LIVING 

A s e r i e s  of twen ty - f ive  q u e s t i o n s  were used t o  measure m o b i l i t y  <ind 

s e l f - c a r e  a c t i v i t i e s .  On each q u e s t i o n ,  peop le  were asked t o  rank t l ~ c i r  

a b i l i t y  t o  perform t h e  f u n c t i o n  on a  f i v e  p o i n t  s c a l e :  1) independent  

performance w i t h  e a s e ;  2 )  independent  performance w i t h  d i f f i c u l t y ;  

3)  dependence on equipment ;  4 )  dependence on equipment and peop le ;  

5) complete  i n a b i l i t y  t o  c o n t r i b u t e  i n  any way t o  t h e  performance of tile 

f u n c t i o n  i n  q u e s t i o n  ( K a u f e r t ,  1979) .  For  p r e s e n t a t i o n  i n  t h i s  paper ,  

t h e s e  have been c o l l a p s e d  i n t o  independence ( l e v e l  1 and 2 combined) 

and dependence ( 3 , 4 ,  and 5 combined).  

The m o b i l i t y  i n d e x  c o n s i s t s  e i g h t  b a s i c  m o b i l i t y  f u n c t i o n s ,  i n c l u d i n g  

bed and c h a i r  t r a n s f e r ,  m o b i l i t y  on a  l e v e l  s u r f a c e ,  t h e  a b i l i t y  t o  manage 

s t a i r s  and m o b i l i t y  o u t  of  doors  i n  w i n t e r  and i n  summer. (The seasorial 

d i s t i n c t i o n  is  n e c e s s a r y  t o  a l l o w  f o r  t h e  impact of  Manitoban c l i m a c t i c  

c o n d i t i o n s  on m o b i l i t y ) .  Three  o t h e r  f u n c t i o n s  were added t o  t h e s e  e i g h t .  

M o b i l i t y  i n  i t s  wider  s e n s e  depends on t h e  a b i l i t y  t o  u s e  motor v e h i c l e  

t r a n s p o r t a t i o n  sys tems ,  t h e r e f o r e ,  t h e  t h r e e  a d d i t i o n s  a r e :  B b i l i t y  t o  

r i d e  i n  t r a n s p o r t  s p e c i a l l y  des igned  f o r  t h e  d i s a b l e d ;  a b i l i t y  t o  r i d e  

i n  a  c a r  and a b i l i t y  t o  d r i v e  a  c a r .  People  w i t h  mini- lungs  o r  tank 

r e s p i r a t o r s  can manage t h e  f i r s t  b u t  n o t  t h e  second and t h i r d ;  o t h e r s  

can r i d e  i n  a  c a r ,  b u t  have  i n s u f f i c i e n t  u s e  of  t h e i r  upper  l imbs  t o  

d r i v e  i t .  



A modi f i ed  v e r s i o n  o f K a t z f s  "Index of  Da i ly  Living S c a l e "  was used 

(Katz ,  1976). It was augmented by q u e s t i o n s  t o  measure f u n c t i o n a l  a b i l i t y  

on such  a c t i v i t i e s  a s  t u r n i n g  door knobs o r  l i f t i n g  o b j e c t s  above t h e  head. 

(These were  t o  d e a l  w i t h  t h e  e f f e c t  of  p o l i o  on upper l imb movements which 

cou ld  n o t  b e  measured a d e q u a t e l y  by t h e  Katz Index) .  Other  q u e s t i o n s  

were added t o  measure performance of more complex d a i l y  l i f e  a c t i v i t i e s  

such as shopp ing ,  cooking and c l e a n i n g .  

I n  a d d i t i o n  t o  t h e  banks o f  i t e m s  t o  measure m o b i l i t y  and NIL, people  

were asked  t o  make a  summary assessment  o f  t h e i r  m o b i l i t y  and of t h e i r  

performance of  t h e  a c t i v i t i e s  of  d a i l y  l i f e .  Using t h e  same f i v e  i tem 

s c a l e ,  peop le  r a t e d  t h e i r  m o b i l i t y  and ADL, a t  one  y e a r  a f t e r  p o l i o  

o n s e t  and a t t h e  t ime  of  t h e  i n t e r v i e w .  They were a l s o  asked  i n  which 

y e a r  t h e i r  performance was b e s t  and i n  which y e a r  i t  was w o r s t .  It i s  

t h e s e  d a t a  which we a r e  u s i n g  f o r  t h i s  p a p e r .  

I n  t h e  n e x t  s l i d e  we show m o b i l i t y  l e v e l s  f o r  each of  t h e  t h r e e  age 

groups  a t  t h e  two p o i n t s  i n  t ime.  There  appear  t o  be no s i g n i f i c a n t  

d i f f e r e n c e s  i n  t h e  l e v e l s  o f  m o b i l i t y  among t h e  t h r e e  age  cohor t s ,  bu t  

t h e r e  i s  a  marked s h i f t  from dependent  t o  independent  m o b i l i t y  when 

m o b i l i t y  a t  one  y e a r  is compared w i t h  m o b i l i t y  today.  The m a j o r i t y  of 

peop le  s a i d  t h e i r  wors t  m o b i l i t y  l e v e l  was i n  t h e  y e a r s  immcdintely a f t e l -  

p o l i o ;  t h e  m a j o r i t y  had reached  t h e i r  b e s t  and s t a b l e  l e v e l  w i t h i n  t h e  

n e x t  f i v e  t o  s i x  y e a r s .  The t r a n s i t i o n  from one l e v e l  t o  a n o t h e r  d o e s ,  

t h e r e f o r e ,  r e f l e c t  t h e  impact of  r e h a b i l i t a t i o n  and c o r r e c t i v e  s u r g e r y  

t a k i n g  p l a c e  i n  f i r s t  y e a r s  of  r ecovery .  A comparison of  t h i s  s l i d e  

w i t h  t h e  p r e c e d i n g  o n e  on r e s p i r a t o r y  s t a t u s  shows t h a t  i n  each age  

group,  a h i g h e r  p r o p o r t i o n  a r e  dependent  i n  terms o f  t h e i r  m o b i l i t y  

t h a n  a r e  dependent  i n  t e r m s o f  t h e i r  r e s p i r a t o r y  s t a t u s .  Although 

everyone had r e s p i r a t o r y  p o l i o ,  fewer peop le  were l e f t  permanent ly  



impa i red  i n  terms of t h e i r  r e s p i r a t o r y  c a p a c i t y  than  were  l e f t  wi th  

o t h e r  forms of p a r a l y s i s .  

The n e x t  s l i d e  shows t h e  performance of t h e  a c t i v i t i e s  of  d a i l y  

l i v i n g  by age  group.  The d i s t r i b u t i o n  i s  v e r y  s i m i l a r  t o  t h e  p a t t e r n  

on m o b i l i t y .  There  is  no s i g n i f i c a n t  d i f f e r e n c e  by a g e  group,  b u t  

t h e r e  is  a  marked s h i f t  from dependence t o  independent  performance 

which occur red  w i t h i n  t h e  recovery  p e r i o d  i n  t h e  f i r s t  f i v e  t o  s i x  

y e a r s  a f t e r  p o l i o .  

I n  one s e n s e ,  p e o p l e  who can manage t h e i r  m o b i l i t y  and t h e  

o t h e r  f u n c t i o n s  o f  d a i l y  l i f e  through t h e  u s e  of equipment,  b u t  who 

a r e  n o t  dependent on peop le ,  shou ld  be  ranked a s  independent .  The 

d e c i s i o n  t o  e x c l u d e  them from t h e  independent  c a t e g o r y  was made to  

e n s u r e  t h a t  developments i n  equipment d i d  n o t  o b s c u r e  any change i n  

s t a t u s  due t o  a g i n g .  A c u r r e n t  argument i n  t h e  r e h a b i l i t a t i o n  l i t e r a -  

t u r e  i s  t h a t :  "Some p r e v i o u s  p o l i o  p a t i e n t s  l o o s e  s t r e n g t h  r a p i d l y  

i n  midd le  age" ... "muscles most commonly a f f e c t e d  a r e  t h o s e  t h a t  

r ecovered  w e l l  from t h e  i n i t i a l  a t t a c k ,  b u t  have been used s t r e n u -  

o u s l y  s ince ' '  ( B a i l e y ,  I n  L a u r i e ,  1980) .  O t h e r s ,  i n c l u d i n g  Spencer 

from t h e  I n s t i t u t e  of  R e h a b i l i t a t i o n  Resea rch ,  a r g u e  t h a t  t h e  changes 

obse rved  i n  p o l i o  p a t i e n t s  a r e  s imply " the  well-known a g i n g  e f f e c t s  

o f  d e c r e a s i n g  s t r e n g t h  common t o  u s  a l l " .  T h i s  d e b a t e  was taken up 

a t  t h e  Chicago c o n f e r e n c e .  

Both B a i l e y  and Spencer ,  w h i l e  d i s a g r e e i n g  on t h e  c a u s e ,  do 

a n t i c i p a t e  a  l o s s  of f u n c t i o n .  However, t h e r e  was no ev idence  of 

such  a  decLine  among t h e  peop le  i n t e r v i e w e d  i n  t h e  1980 s t u d y ,  

r e g a r d l e s s  o f  t h e  age  group t o  which t h e y  belonged.  There  a r e  two 

p o s s i b l e  e x p l a n a t i o n s  f o r  t h i s  a p p a r e n t  d i s c r e p a n c y .  One i s  t h a t  



f i n e r ,  more d e t a i l e d  assessments  might r e v e a l  t h e r e  had been a  d e t e r -  

i o r a t i o n  i n  f u n c t i o n a l  a b i l i t y  w i t h i n  o u r  p o p u l a t i o n ,  b u t  w i t h o u t  an 

a b s o l u t e  l o s s  i n  f u n c t i o n a l  c a p a c i t y  hav ing  o c c u r r e d .  The o t h e r  

p o s s i b i l i t y  i s  t h a t  t h e  r e h a b i l i t a t i o n  s p e c i a l i s t s  a r e  s e e i n g  o n l y  

a  s e l e c t  group o f  p e o p l e  who a r e  runn ing  i n t o  problems. They could  

be  t h e  e q u i v a l e n t  o f  t h e  12% t o  14% i n  t h e  Yanitoba s t u d y  who r a t e d  

t h e i r  wors t  l e v e l  o f  m o b i l i t y  and ADL a s  o c c u r r i n g  i n  t h e  decade of 

t h e  s e v e n t i e s .  Given a  r e p r e s e n t a t i v e  sample of n  p o s t - p o l i o  popu- 

l a t i o n ,  such  a s  t h e  o n e  i n  o u r  own s t u d y ,  l o s s  o f  f u n c t i o n  wi th  aging 

may o n l y  b e  e f f e c t i n g  a  m i n o r i t y .  

The i s s u e  i s  a n  impor tan t  one because ,  if t h e r e  i s  d e t e r i o r a t i o n ,  

a t t e n t i o n  shou ld  be  p a i d  t o  d e t e c t i n g  i t  e a r l y .  Its advance could  be 

de layed  th rough  t r e a t m e n t ,  a d v i c e  and t h e  p r o v i s i o n  of equipment which 

might  c u t  down on t h e  use  o f  over -exerc i sed  muscles .  On t h e  othc?r hand, 

i f  d e t e r i o r a t i o n  e f f e c t s  o n l y  a  few s e l e c t  c a s e s ,  t h e  p o t e n t i a l  damange 

from l a b e l l i n g  of  a l l  former  p o l i o  p a t i e n t s  a s  v i c t i m s  of  a c c e l e r a t e d  

a g i n g  shou ld  be  c o n s i d e r e d  c a r e f u l l y .  

FAMILY STRUCTURE AND DEPENDENCY 

I n  t h e  1980 s t u d y ,  we began a n  i n i t i a l  e x p l o r a t i o n  of  t h e  impact 

o f  p o l i o  upon t h e  f a m i l y .  People  were f i r s t  asked what t h e i r  family  

s t a t u s  had been when t h e y  developed p o l i o :  31% had been c h i l d r e n ;  19% 

had been s i n g l e  a d u l t s  and 50% had been m a r r i e d ;  90% of t h o s e  who were 

m a r r i e d  had c h i l d r e n .  People  were t h e n  asked  what t h e i r  f a m i l y  s t a t u s  

was a t  t h e  t ime  o f  t h e  i n t e r v i e w :  25% were  s i n g l e  a d u l t s ,  50% were 

m a r r i e d  and 25% had once  been m a r r i e d ,  b u t  were now d i v o r c e d ,  s e p a r a t e d  

o r  widowed. A t h i r d  s e t  of  q u e s t i o n s  d e a l t  w i t h  m a r r i a g e s ,  b i r t h s  and 

d e a t h s  a s  e v e n t s  o c c u r r i n g  w i t h i n  t h e  l a s t  20-30 y e a r s  which had modif ied  

t h e  f a m i l y  s t r u c t u r e :  23% had m a r r i e d ,  16% had been d i v o r c e d ;  63% had 



s e e n  t h e  d e a t h  o f  a  p a r e n t  and 8% t h e  d e a t h  of  a  spouLe. 

The d i v o r c e  f i g u r e s  p rov ide  t h e  most d r a m a t i c  i n s i g h t  i n t o  t h e  

impact  of  p o l i o  on t h e  f a m i l y .  A t h i r d  of t h e  m a r r i a g e s  which e x i s t e d  

b e f o r e  p o l i o  o n s e t  ended i n  d i v o r c e ;  80% of  t h o s e  d ivorced  a s c r i b e d  tile 

end o f  t h e i r  m a r r i a g e  t o  p o l i o .  Less  obv ious  is  t h e  impatL of p o l i o  

j n  d e c r e a s i n g  t h e  o p p o r t u n i t i e s  of younger p a t i e n t s  t o  become married.  

Assuming t h a t  t h e  c h i l d r e n  and t h e  s i n g l e  a d u l t s  c o n s t i t u t e  n group 

which was p o t e n t i a l l y  e l i g i b l e  t o  marry;  o n l y  462 d i d  i n  f a c t  becomc 

m a r r i e d .  

Family s t a t u s  a t  o n s e t  i s  s i g n i f i c a n t l y  r e l a t e d  t o  the  p a t t e r n  of  

2 
d i s c h a r g e  r e p o r t e d  by t h o s e  whom we i n t e r v i e w e d  i n  1980. (x =14.01, 

d f = 4 ,  p( .007) .  The m a j o r i t y  of  t h o s e  who were c h i l d r e n  (86%) had 

r e t u r n e d  home a f t e r  r e h a b i l i t a t i o n ;  a n o t h e r  11% had been d i scharged  

under  t h e  p r o v i s i o n  o f  t h e  home c a r e  program; o n l y  one of  t h e s e  former 

c h i l d r e n  was i n  t h e  Munic ipa l  h o s p i t a l .  On t h e  o t h e r  hand,  29X of  the  

s i n g l e  a d u l t s  and 23% o f  t h o s e  mar r i ed  when they  developed p o l i o  were 

i n  t h e  Municipal  h o s p i t a l  when we i n t e r v i e w e d  them i n  1980. Discharge 

a r rangements  a r e  a l s o  r e l a t e d  t o  changes i n  m a r i t a l  s t a t u s ;  o u t  of the  

t h i r t e e n  p e o p l e  i n  t h e  Munic ipa l  h o s p i t a l ,  who had been mar r i ed  when 

t h e y  developed p o l i o ,  77% were d ivorced  o r  widowed by 1980. 

It  i s  a g a i n s t  t h e s e  d a t a  on fami ly  s t r u c t u r e ,  t h a t  p a t t e r n s  of 

dependency must b e  i n t e r p r e t e d .  A s  we have shown, d e g r e e s  o f  d i s a b i l i t y  

v a r y  from complete  f u n c t i o n a l  a b i l i t y  t o  alniost  complete  dependence on 

r e s p i r a t o r y  equipment f o r  s u r v i v a l  and e x t e n s i v e  p a r a l y s i s  of t h e  upper 

and lower  body.  A s s o c i a t e d  w i t h  t h e s e  v a r y i n g  d e g r e e s  of  f u n c t i o n a l  

impairement  a r e  v a r y i n g  d e g r e e s  of  dependence upon o t h e r s  f o r  he lp .  

H e l p e r s  a r e  o f t e n ,  a l t h o u g h  n o t  a lways ,  members o f  t h e  p e r s o n ' s  fdmi ly .  



To measure t h i s  d imension o f  t h e  r e s o u r c e s  a v a i l a b l e  t o  t h e  i n d i v i d u a l ,  

p e o p l e  were asked how e s s e n t i a l  d i f f e r e n t  members of t h e  fami ly  were i n  

f a c i l i t a t i n g  t h e i r  m o b i l i t y  and f u n c t i o n s  of d a i l y  l i f e .  

I n  t h i s  p a p e r ,  we w i l l  d i s t i n g u i s h  between ~ w o  l e v e l s  of h e l p .  

F i r s t ,  h e l p  which was e s s e n t i a l ,  i n  t h e  s e n s e  t h a t  w i t h o u ~  i t  m o b i l i t y  

o r  d a i l y l i f e a c t i v i t i e s  were i m p o s s i b l e .  Second, h e l p  which was no t  

e s s e n t i a l  b u t  d i d  make a  major c o n t r i b u t i o n  t o  performance.  A l i s t  of 

r e l a t i v e s  was p rov ided  and peop le  were asked t o  a s s i g n  t h e  l e v e l  of h e l p  

r e c e i v e d  from each r e l a t i v e  i n  t h e  l i s t .  (People  i n  t h e  Municipal  

h o s p i t a l s  were excluded a s ,  a l though  r e l a t i v e s  and f r i e n d s  c o n t r i b u t e  

t o  t h e  q u a l i t y  o f  t h e i r  l i f e ,  t h e i r  h e l p  i s  no t  p r e r e q u i s i t e  t o  func- 

t i o n a l  pe r fo rmance) .  

The peop le  i n  t h e  young a d u l t  group a r e  l e s s  l i k e l y  t o  b e  dependent 

on r e l a t i v e s  a s  h e l p e r s  than  a r e  t h e  midd le  and o l d e r  a d u l t  groups .  

The s i m p l e  measure o f  dependency p a t t e r n s  is  t o  count  t h e  number of 

t imes  a  f a m i l y  member is s a i d  t o  be an  e s s e n t i a l  o r  impor tan t  h e l p e r ;  

t h e r e  a r e  15 such c i t a t i o n s  made by p e o p l e  i n  t h e  young a d u l t  group,  

26 and 22 r e s p e c t i v e l y  made by t h o s e  i n  t h e  middle o r  o l d e r  age groups .  

However, t h e  p a t t e r n  o f  f a m i l y  dependency cannot be p r o p e r l y  understoocl 

i n  i s o l a t i o n  from f a m i l y  s t r u c t u r e .  For  example,  on ly  5 young a d u l t s  

s a y  t h a t  t h e i r  spouse  is  impor tan t  o r  e s s e n t i a l  t o  t h e i r  m o b i l i t y ,  

b u t  s l i g h t l y  l e s s  t h a n  h a l f  a r e  m a r r i e d  compared t o  60% of t h e  middle  

a d u l t  g roup  and 80% o f  t h e  o l d e r  a d u l t  group.  I n  t h e  l a t t e r  two g roups ,  

t h e  s p o u s e  is  more o f t e n  s a i d  t o  be e s s e n t i a l  (55% and 43Z r e s p e c t i v e l y )  

o r  i m p o r t a n t  t o  m o b i l i t y  (22% and 24% r e s p e c t i v e l y ) .  It  is n o t  o n l y  

t h a t  young a d u l t s  a r e  l e s s  l i k e l y  t o  b e  m a r r i e d ;  t h o s e  who m a r r i e d  were 

l e s s  l i k e l y  t o  depend on t h e i r  mar r i ed  p a r t n e r .  



Spouses a r e  n o t  t h e  o n l y  type  o f  f a m i l y  member c i t e d  a s  h e l p e r s ,  

a l t h o u g h  dependency on t h e  spouse  i s  t h e  pre-eminent p a t t e r n .  There 

a r e  twe lve  people  l i v i n g  w i t h  t h e i r  p a r e n t s ;  t h e  m a j o r i t y  a r e  i n  t h e  

young a d u l t  age  group;  33% s a y  t h e i r  p a r e n t s  a r e  e s s e n t i a l  t o  t h e i r  

m o b i l i t y  and 33% s a y  t h e y  a r e  i m p o r t a n t .  C h i l d r e n  a r e  more r a r e l y  

e s s e n t i a l  h e l p e r s ;  o n l y  5% of  t h e  35 c a s e s  i n d ~ i c h  c h i l d r e n  a r e  

members i n  t h e  same household;  however, i n  a lmos t  h a l f  t h e s e  c a s e s  

(49%) t h e  c h i l d r e n  a r e  impor tan t  i n  terms of  t h e  h e l p  they  c o n t r i b u t e  

t o  m o b i l i t y .  F r i e n d s  and o t h e r  r e l a t i v e s  a r e  c i t e d  a s  i ~ c l p e r s , o n l y  

r a r e l y ;  on t h e  o t h e r  hand when pa id  o u t s i d e r s  a r e  used, whether h i r e d  

by t h e  i n d i v i d u a l  o r  p a i d  d i r e c t l y  by t h e  government , they u s u a l l y  a r e  

s a i d  t o  be  e s s e n t i a l  t o  m o b i l i t y :  17% of  t h e  peop le  i n t e r v i e w e d  had 

t h i s  form of  o u t s i d e  h e l p .  

Few peop le  depend e x c l u s i v e l y  on one  h e l p e r ;  a  husband ' s  c a r e  

f o r  h i s  w i f e  may b e  supplemented by a  p a i d  housekeeper ;  c h i l d r e n  

may h e l p  t h e i r  mother ,  o r  s i b l i n g s  may h e l p  t h e  p a r e n t s ,  i n  c a r i n g  

f o r  an  i n d i v i d u a l .  N e v e r t h e l e s s ,  t h e i r  a b i l i t y  t o  remain a t  home 

was o f t e n  s e e n  by t h o s e  i n t e r v i e w e d  a s  c o n t i n g e n t  on t h e  c a r e  

o f f e r e d  by a  p a r t i c u l a r  f a m i l y  member. A s e r i e s  of open-ended 

q u e s t i o n s  asked  peop le  what they  saw a s  t h e  imp;ict of  p o l i o  on t h e  

l i v e s  of t h e i r  famil-y. T t  was i n  t h e  answers  t o  t h e s e  q u e s t i o n s  

t h a t  many e x p r e s s e d  t h e i r  concern  abou t  t h e  f u t u r e  and abou t  impact 

of  a g i n g  on t h e i r  main s o u r c e  o f  s u p p o r t .  

S e v e r a l  r e s p o n d e n t s  saw t h e i r  independence a s  d i r e c t l y  r e l a t e d  

t o  t h e  a b i l i t y  of  t h e i r  m a r r i a g e  p a r t n e r  t o  c a r e  f o r  them. To 

q u o t e  one s t a t e m e n t :  "I depend s o  much upon my husband,  t h a t  i f  

a n y t h i n g  happens  t o  him I would have t o  go back t o  t h e  h o s p i t a l " .  

Another w o r r i e d  abou t  h e r  a b i l i t y  t o  manage s i n c e  t h e  d e a t h  of 



h e r  husband.  A man, t a l k i n g  about  t h e  e x t e n t  t o  which h i s  p a r e n t s  h a d  

changed t h e i r  l i v e s  because  of  h i s  p o l i o ,  now wor r i ed  more about  t h e i r  

a g i n g  than  about  h i s  own. 

A t  t h e  Chicago c o n f e r e n c e ,  t h e  o r i e n t a t i o n  was s t i l l  p r i m a r i l y  

towards t h e  p a t i e n t  a s  a n  i n d i v i d u a l  s e e n  i n  i s o l a t i o n  r a t h e r  than 

w i t h i n  t h e  f a m i l y  s e t t i n g .  Yet ,  f o r  many peop le  t h e i r  f ami ly  a r e  

i n t e g r a l  t o  t h e i r  p a t t e r n  of  managing t h e i r  d i s a b i l i t y .  T h e i r  comments 

s u g g e s t  t h a t  f o c u s  o n  t h e  i n d i v i d u a l  is too  narrow a  p e r s p e c t i v e  on 

ag ing ;accoun t  must b e  t aken  o f  i t s  impact  on t h e  fami ly  a s  w e l l  a s  on 

t h e  i n d i v i d u a l .  I n  some ways, t h e  c u r r e n t  s i t u a t i o n  i s  s i m i l a r  t o  t h e  

t ime when t h e  o r i g i n a l  d e c i s i o n s  on d i s c h a r g e  were b e i n g  made. Al tho~lgh 

t h e  key v a r i a b l e  was medical  c o n d i t i o n ,  peop le  w i t h  t h e  same l e v e l  of 

f u n c t i o n a l  d i s a b i l i t y  could  remain i n  h o s p i t a l  o r  be d i s c h a r g e d .  I t  

depended on t h e  s u p p o r t  system a v a i l a b l e  t o t h e m  i n  t h e  o u t s i d e  community. 

I n  t h e  same way, p e o p l e  w i t h  s i m i l a r  f u n c t i o n a l  s t a t u s  may o r  niay not 

r e - e n t e r  h o s p i t a l ;  i t  w i l l  depend on t h e  v u l n e r a b i l i t y  o f  t h e i r  s u p p o r t  

sys tem t o  t h e  impact o f  a g i n g  and m o r t a l i t y .  

CONCLUSION 

Given t h e  l i m i t a t i o n s  of t h e  d a t a ,  t h e  c o n c l u s i o n s  t o  b e  drawn 

from t h e  1980 s t u d y  a r e  l i m i t e d .  A t  p r e s e n t ,  they s u g g e s t  t h a t  no 

major  d e t e r i o r a t i o n  i n  r e s p i r a t o r y  o r  f u n c t i o n a l  s t a t u s  i s  t a k i n g  p l a c e  

w i t h  age .  More s u b t l e  changes may b e  o c c u r r i n g  and t h i s  p o s s i b i l i t y  

w i l l  b e  i n v e s t i g a t e d  f u r t h e r  i n  o u r  ongoing r e s e a r c h .  However, w h i l e  

n o t  c o n f i r m i n g  t h e  t h e o r y  t h a t  peop le  r e g r e s s  a s  they  r e a c h  f o r t y ,  

t h e  s t u d y  d i d  r a i s e  o t h e r  i s s u e s  n o t  c o n s i d e r e d  a t  t h e  Chicago confe rence .  

The impact  of  a g i n g  h a s  t o  be viewed w i t h i n  t h e  t o t a l  c o n t e x t  i n  which 

t h e  i n d i v i d u a l  l i v e s .  Growing o l d e r  happens n o t  j u s t  t o  peop le  who had 



p o l i o ,  b u t  a l s o  t o  t h o s e  on whom they  depend and even t o  t h e i r  r e s p i r a t o r y  

equipment.  I n  t h e  n e x t  s t a g e  of  o u r  r e s e a r c h ,  extended o p e n  ended i n t e r -  

v iews w i l l  be  used t o  e x p l o r e  f a m i l y  change,  bo th  In  t h e  p a s t  and  n s  i t  is  

a n t i c i p a t e d  i n  t h e  f u t u r e .  I n  a  p a r a l l e l  s u r v e y ,  i n t e r v i e w s  w i l l  b e  c a r r i e d  

o u t  wi th fami lymembers  o r w i t h  o t h e r s o n  whom peop1.e depend. One aim w i l l  

b e  t o  document i n  more d e t a i l  how peop le  p e r c e i v e  t h e  impact of ag ing  n o t  

o n l y  on t h e i r  p h y s i o l o g i c a l  c a p a c i t y  t o  f u n c t i o n ,  b u t  a l s o  on t h e  complex 

s o c i a l  and p s y c h o l o g i c a l  dimensions of  t h e i r  l i f e  a s  i t  is  today, twenty t o  

t h i r t y  y e a r s  a f t e r  t h e y  developed p o l i o .  
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TABLE 1 

DEPENDENCE UPON MECHANICAL RESPIRATORY SUPPORT 

BY AGE GROUP 

% INDEPENDENT 
OF R E S P I  RATOR 

1 YEAR POST ACUTF 1980 

TOTAL % 
(N)  

LATE ADULT 

2 5 5  YRS 

DEPENDENT 
UPON RESPIRATOR 

TOTAL ~ ~ 1 1 2  TOTAL ~= l l j  

YOUNG ADULT 

28 - 44 YRS 

LATE ADULT 

) 55 YRS - 
YOUNG ADULT 

28 - 44 YRS 

19 46 34 

MIDDLE ADULT 

45 - 54 YRS 

MIDDLE ADULT 

45 - 54 YRS 

13 51 31 



TABLE 2 

UNASSISTED MOBILITY* BY AGE GROUP 

% INDEPENDENTLY 
MOBILE FUNCTIONS 

1 YEAR POST ACUTE 1980 

"UNASSISTED M O B I L I T Y  = PERFORMS MOST M O B I L I T Y  FUNCTIONS WITHOUT THE ASS 1 STANCE OF AIDS, ADAPTATIONS 

LATE ADULT 

2 5 5 ~ ~ ~  

-- 

% DEPENDENT 
FOR M O B I L I T Y  

TOTAL % 
(N 

OR HELPERS, 

MIDDLE ADULT 

4 5 - ~ ~ Y R S  
YOUNG ADULT 

2 8 - ~ ~ Y R S  

N I S I  N I S I  

59 78 77 

100 100 100 
(37) (41) (35) 

TOTAL ~ = 1 1 3  

LATE ADULT 

> 55 YRS - 
YOUNG ADULT 

28 - 44 YRS 

40 63 60 

100 100 100 
(37) (41) (35) 

TOTAL ~ = 1 1 3  

MIDDLE ADULT 

45 - 54 YRS 
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A G I N G  A?-IONG THE VOtTNC DISABLED 

A s  t h e  Canadian p o p u l a t i o n  a g e s ,  g e r o n t o l o g i s t s  a r e  becoming i n c r e a s i n g l y  

concerned abou t  t h e  o n s e t  of  d i s a b i l i t i e s  r e l a t e d  t o  age .  G e r o n t o l o g i c a l  

( r e s e a r c h )  documents sudden o r  g r a d u a l  l o s s  of f u n c t i o n a l  c a p a c i t y  r e s u l t i n g  

e i t h e r  from t h e  p r o c e s s e s  o f  normal a g i n g  o r  t h e  impact of c h r o n i c  d i s e a s e s  

among t h e  e l d e r l y .  fIowever, t h e  focus  is  on d i s a b i l i t y  a s  a consequence o f  

t h e  a g i n g  p r o c e s s  r a t h e r  t h a n  on t h e  impact of a g i n g  on p e o p l e  who a r e  a l r e a d y  

d i s a b l e d .  R e c i p r o c a l l y ,  much of  t h e  l i t e r a t u r e  on d i s a b i l i t y  among t h e  young 

t e n d s  t o  f o c u s  on t h e  y e a r s  immediately f o l l o w i n g  t h e  o n s e t  of  t h e  c o n d i t i o n .  

In  common w i t h  t h e  most r e s e a r c h  on d i s a b i l i t y  and r e h a b i l i t a t i o n ,  t h e  medical  

and p s y c h o s o c i a l  a s p e c t s  of  a d a p t a t i o n  t o  d i s a b i l i t y  have been examined, bu t  

o v e r  a r e l a t i v e l y  s h o r t  s p a c e  o f  t ime f o l l o w i n g  t h e  i n i t i a l  i n j u r y  o r  d i s e a s e  

o n s e t  . 
Because of  t h i s  gap i n  our  u n d e r s t a n d i n g  of  t h e  o v e r a l l  l i f e  c y c l e  

of  d i s a b l e d  p e o p l e ,  a  q u e s t i o n  which i s  c u r r e n t l y  b e i n g  r a i s e d  and which i s  

c r i t i c a l  t o  p l a n n i n g  s e r v i c e s ,  i s  t h e  e x t e n t  t o  which t h e  needs  of peop le  

d i s a b l e d  d u r i n g  ch i ldhood  o r  young adu l thood  a r e  changing o v e r  t ime a s  they  

and members of  t h e i r  s u p p o r t  network a g e .  Tlic o r i g i n a l  a d a p t a t i o n s  t o  p h y s i c a l  

impairment and achievement  of  independence when younger r e f l e c t e d  a  d e l i c a t e  

b a l a n c e  which may be  t h r e a t e n e d  by even r e l a t i v e l y  minor changes  i n  t h e  i n d i v i d u a l  

f u n c t i o n a l  s t a t u s  o r  i n  t h e i r  s u p p o r t  sys tem as t h e y  grow o l d e r .  

The gap i n  o u r  knowledge of  normal a g i n g  and change i n  t h e  middle y e a r s  

took  on a p e r s o n a l  meaning f o r  me a s  I reached my f o r t i e t h  b i r t h d a y  and began 

t o  i n t e r v i e w  p o s t  p o l i o s  from t h e  1952 and 1953 ep idemics  i n  which I w a s  a  

n o n - p a r a l y t i c  c a s e .  C l e a r l y  m i d l i f c  and t h e  p rospec t  o f  a g i n g  i n v o l v e s  r i s k  and 



change f o r  each o f  u s ;  normal human development and ag ing  i n v o l v e s  changes 

i n  o u r  f u n c t i o n a l  a b i l i t i e s  i n  which we p r o g r e s s  from i n f a n c y  t o  o l d  age .  Every 

human deve lops  through dependence t o  independence and back t o  dependence a g a i n .  

D i s a b i l i t y  can  happen a t  any p o i n t  i n  t h e  l i f e  c y c l e  and ,  depending on t h e  

e x t e n t  of  d i s a b i l i t y ,  can d r a m a t i c a l l y  a l t e r  t h e  k i n d s  of  g o a l s  and t r a j e c t o r i e s  

which we have p r o j e c t e d  f o r  o u r  l i v e s .  Images i n  t h e  media o f  s o - c a l l e d  "normal 

ag ing"  g i v e s  u s  some p r e p a r a t i o n  f o r  i n c r e a s i n g  d i s a b i l i t y  and dependence w i t h  

a g i n g  ( a l t h o u g h  some of  t h e  message of  t h e  c u r r e n t  emphasis upon l i f e s t y l e  is  

t h a t  we can avo id  i t ) .  Tn c h r o n i c  tlisc~asc proccsscbs which are s e e n  a s  a  p a r t  o f  

normal a g i n g ,  d i s a b i l i t y  and depndence o c c u r  l a t e r  i n  l i f e  and we p r e p a r e  

f o r  them and p r o v i d e  through o u r  v a r i o u s  community and f a m i l y  s u p p o r t  networks .  

Even w i t h  some d i s e a s e s  o f  young a d u l t s ,  we .expec t  i n c r e a s i n g  d i s a b i l i t y  w i t h  

p r o g r e s s i v e  c o n d i t i o n s  such  a s  MS and MD and we a t t e m p t  t o  p r o v i d e  s u p p o r t  

th rough  e d u c a t i o n ,  p r e p a r a t i o n  and s u p p o r t i v e  c o u n s e l l i n g ,  wherever p o s s i b l e .  

L e t ' s  c o n t r a s t  t h i s  view of l a t e  d i s a b i l i t y  i n  normal a g i n g  w i t h  t h e  

e x p e r i e n c e  o f  peop le  f o r  whom i n i t i a l  impairment d a t e s  from ch i ldhood ,  o r  

young a d u l t h o o d ,  who a r e  now e n t e r i n g  midd le  age .  A s  i n  t h e  c a s e  of  t h e  

p o p u l a t i o n  o f  p o s t  p o l i o  p e o p l e ,  t h i s  group i n c l u d e s  peop le  who have been 

d i s a b l e d ,  worked h a r d  t o  a c h i e v e  i n i t i a l  r e h a b i l i t a t i o n ,  and who have regarded  

themse lves  o r  been regarded  by t h e  r e h a b i l i t a t i o n  sys tem a s  a c h i e v i n g  and 

m a i n t a i n i n g  a  c o n s t a n t  l e v e l  of f u n c t i o n a l  a b i l i t y  and a d a p t a t i o n  t o  independent  

1 i v i n g  . 



p r o c e s s e s  among p e o p l e  wi th  any one type o f  d i s e a s e  o r  impairment which i s  

g e n e r a l i z a b l e  t o  a l l  d i s a b l i n g  groups o r  even from one i n d i v i d u a l  t o  a n o t h e r .  

However p o l i o - r e l a t e d  d i s a b i l i t y  was w e l l  documented and seemed t o  have 

p r e c i p i t a t e d  many of t h e  major  changes i n  t h e  sys tem of  r e h a b i l i t a t i o n  medic ine  

o v e r  t h e  p a s t  t h r e e  decades .  I would l i k e  t o  p r e s e n t  some of  t h e  p r e l i m i n a r y  

f i n d i n g s  from o u r  follow-up s t u d y  of p o s t - p o l i o  people  i n  Manitoba,  n o t  s o  much 

t o  p r o v i d e  s p e c i E i c  i n f o r m a t i o n  on s p e c i f i c  a g i n g - r e l a t e d  problems among 

s u r v i v o r s ,  b u t  i n  te rms o f  the more g e n c r a l i z a l ~  l e  i n s i g h t s  which they p rov ide  

a b o u t  t h e  e x p e r i e n c e  of  young d i s a b l e d  people  f a c i n g  middle  a g e .  

Recent Focus on P o s t - P o l i o  Aging 

Our own i n t e r e s t  i n  f o l l o w i n g  up p o s t - p o l i u s  began w i t h  t h e  e f f o r t s  of 

D r s .  I I i l d e s  and Alcock who had t r e a t e d  Manitoba v i c t i m s  d u r i n g  t h e  1952-53 

e p i d e m i c s  and under took a  follow-up o f  r e s p i r a t o r y  c a s e s  f o r  t h e  1980 

R e h a b i l i t a t i o n  I n t e r n a t i o n a l  Meetings.  Tlre need t o  e x p l o r e  a g i n g  phenomena 

w a s  h i g h l i g h t e d  i n  a  1981 NBC prime t i m e  program and cu lmina ted  i n  t h e  

convening o f  an  I n t e r n a t i o n a l  Symposium on Aging among R e s p i r a t o r y  S u r v i v o r s  

i n  Chicago i n  1981 (sponsored by - R e h a b i l i t a t i o n  G a z e t t e ,  Nor thwestern  

R e h a b i l i t a t i o n  I n s t i t u t e ) .  

D i s c u s s i o n s  i n  Chicago focused on t h e  i n t e r f a c e  between a changing 

t echno logy  and changing needs .  The e x p e r i e n c e  o f  peop le  who had p o l i o  s p a n s  

a t  l e a s t  twen ty - f ive  t o  t h i r t y  yea r s .  During t h i s  t i m e ,  t h e r e  have been 

d r a m a t i c  developments  i n  t h e  t e c h n o l o g i c a l ,  p s y c h o s o c i a l ,  med ica l  and economic 

b a s e  o f  r e h a b i l i t a t i o n .  Some o f  t h e s e  changes cou ld  b e  s e e n  i n  t h e  background 

c h a r a c t e r i s t i c s  of  t h o s e  a t t e n d i n g  t h e  c o n f e r e n c e .  The p a r t i c i p a n t s  i n c l u d e d  

b i o - e n g i n e e r s  and p a t i e n t - r i g h t s  a d v o c a t e s ,  r e s p i r o l o g i s t s  and o t h e r  r e h a b i l i t a t i o n  



s p e c i a l i s t s ,  many o f  whom were former p o l i o  p a t i e n t s  themselves .  

Perhaps  t h e  most s j - g n i f  i ca t l t  i r i s igh ts  a l ~ o u t  t h e  a g i n g  e x p e r i e n c e  of t h e  

young d i s a b l e d  emerged from t h e  p e r s o n a l  d e s c r i p t i o n s  of  1 7  p o l i o  s u r v i v o r s  

d e s c r i b i n g  r e c e n t  changes  i n  t h e i r  own a d a p t a t i o n .  Audrey King has  summarized 

t h i s  i n  h e r  r e p o r t  on t h e  meet ing f o r  R e h a b i l i t a t i o n  D i g e s t :  

P a r a p l e g i c s ,  i n c r e a s i n g l y  unable  t o  push 
t h e i r  c h a i r s  f o r  any s i g n i f i c a n t  d i s t a n c e  
due t o  f a t i g u e ,  p a i n  and l o s s  o f  s t r e n g t h ,  
a r e  hav ing  t o  c o n s i d e r  e l e c t r i c  c h a i r s  i n  
o r d e r  t o  remain mobi le .  Those who have been 
r e s p i r a t o r - d e p e n d e n t  f o r  many y e a r s ,  o r  have 
become s o  d u r i n g  t h e  l a s t  decade ,  a r e  f r a u g h t  
w i t h  a n  a n x i e t y  which stems from t h e  knowledge 
t h a t  they  have o u t l i v e d  t h e  companies and 
t e c h n i c i a n s  p roduc ing  and m a i n t a i n i n g  such  
equipment on a  home-service b a s i s .  

(King, p. 18) 

The Chicago mee t ings  and a r e c e n t  follow-up symposium i n  S t .  L o u i s  
.. 

l a s t  month p r f o u n d l y  i n f l u e n c e d  t h e  d i r e c t i o n s  o f  o u r  ongoing follow-up of 

p o s t - p o l i o  peop le  i n  Manitoba.  I n  s t u d y i n g  a g i n g  among young d i s a b l e d  we 

r e a l i z e d  we must a l s o  unders tand  t h e  r e l a t i o n s h i p  between changing needs  and 

p a r a l l e l  changes i n :  ( 1 )  r e h a b i l i t a t i o n  t echno logy ,  ( 2 )  p u b l i c  p o l i c y  towards  

s u p p o r t  of  d i s a b l e d  p e o p l e  and,  ( 3 )  t h e  e v o l u t i o n  o f  s e l f - h e l p  and advocacy i n  

t h e  d i s a b l e d  consumers movement. We f e l t  t h a t  t h e s e  t h r e e  d imens ions  i n  t h e  

environment  of  t h e  p o l i o  s u r v i v o r ' s  l i f e  e x p e r i e n c e  needed t o  b e  documented a t  

b o t h  a n  i n d i v i d u a l  l e v e l  through e x t e n d i n g  o u r  follow-up s u r v e y  t o  n o n - r e s p i r a t o r y  

s u r v i v o r s  and through more development o f  r e s e a r c h  on Canadian p o s t - p o l i o  

r e h a b i l i t a t i o n  e x p e r i e n c e s .  

Why Fol low R e p r e s e n t a t i v e  Croups t o  Unders tand t h e  Aging Exper ience  

Among P o p u l a t i o n s  o f  Young D i s a b l e d ?  

An i n i t i a 1 , q u e s t i o n  which might b e  mentioned i s  why p l a c e  s o  much emphasis 



on an intensive follow-up of a total representative population of individuals 

with a particular condition to understand their experience with aging. At 

Chicago, discussions of normal aging were sometimes limited by the small amount 

of systematic data which might describe what had happened to a representative 

group of the people disabled as children or young adults. Much of what we 

think we know about the middle aging or aging among disabled people as children 

may be based upon the experience of relatively small samples of people who 

are unrepresentative, but who maintain ongoing contact with the rehabilitation 

system or who are publically visible. A major difference between the two 

recent post-polio conferences attended by some of us was a desire to develop 

more representative information on polio survivors and avoid labelling the 

post-polio aging syndrome. 

Slide 1: Pyramid showing total case distribution 

In our follow-up we attempted to obtain n representative view of aging by 

looking at the case distribution of all post-polios in the Manitoba epidemics 

of the 1950's, emphasizing the need to base our understanding of people disabled 

young in life on a representative sample of individuals. We were able to achieve 

this in the Manitoba study because a register was maintained of all patients 

admitted to hospital by Dr. Alcock. The distribution of disability experience 

represented by the pyramid, in terms of respiratory, non-respiratory and 

non-paralytic polio also emphasized the potentially different aging experiences 

of all groups of disabled people. 

Why Study Groups Disabled in the Same Time Frame? 

(ie. We did use the epidemics as baselines in trying to understand the more general 

aging experience of young disabled people over the past 30 years). 



A t  t h e  Chicago mee t ings ,  many of t h c  I ) rcscntc>rs  emphasized the  v a r i a t i o n  

i n  p o s t - p o l i o  e x p e r i e n c e  of peop le  who had t h e  a c u t e  phase of  t h e  d i s e a s e  

and r e h a b i l i t a t i o n  i n  t h e  3 0 ' s ,  4 0 ' s  a n d  5 0 ' s .  Because o f  t h i s  need t o  r e l a t e  

p o s t - p o l i o  e x p e r i e n c e  t o  a s p e c i f i c  t i m e ,  we were i n t e r e s t e d  i n  focus ing  upon 

peop le  who had p o l i o  i n  two major ep idemics  of  t h e  1950 ' s  and whom we t r e a t e d  

i n  comparable r e h a b i l i t a t i o n  programs. The d e c i s i o n  was t h e r e f o r e  taken t o  

f o c u s  upon s p e c i f i c  epidemic  y e a r s  and u t i l i z e  a  de f ined  catchment p o p u l a t i o n .  

S l i d e  2:  Histogram showing y e a r s  of 1950 's  p o l i o  epidemics  i n  Manitoba 

Our own d e c i s i o n  t o  follow-up p o s t - p o l i o  ag ing  problems w i t h  t h e  s u r v i v o r s  

of s p e c i f i c  ep idemics  r e l a t e d  t o  t h e  r e c o g n i t i o n  t h a t  t h e  e x p e r i e n c e  w i t h  a g i n g  

of p e o p l e  d i s a b l e d  e a r l y  i n  l i f e  is  t h a t  t h e i r  l i f e  e x p e r i e n c e  is  v e r y  d i f f e r e n t  

than  peop le  who e x p e r i e n c e  d i s a b i l i t v  i n  o l d  age .  

The Manitoba Study 

Between 1950-1959, a  t o t a l  of 3 ,644 c a s e s  of p o l i o  were r e g i s t e r e d  w i t h i n  

t h e  Prov ince  of Manitoba.  The  h i g h e s t  i n c i d e n c e  was i n  1953 when t h e r e  were 

2 , 3 7 1  c a s e s .  T h i s  c o n s t i t u t e d  h i g h e s t  i n c i d e n c e  r a t e s  i n  North American and 

reached  a l e v e l  of 300 p e r  100,000 p o p u l a t i o n .  

The h i g h  i n c i d e n c e  r a t e  had an impact  on t h e  a g i n g  e x p e r i e n c e  of  t h e  pos t -  

p o l i o  p e r s o n  i n  Manitoba i n  t h a t  they  were p a r t  o f  a  whole g e n e r a t i o n  who had 

e i t h e r  been p a t i e n t s ,  f a m i l y ,  f r i e n d s  o r  a  member of t h e  t o t a l  s o c i e t y  which 

w a s  t h r e a t e n e d  by t h e  d i s e a s e .  The a g i n g  e x p e r i e n c e  of  p o s t - p o l i o s  d i s a b l e d  i n  

mass ive  ep idemics  i s  t h e r e f o r e ,  v e r y  d i f f e r e n t  from d i s a b i l i t y  among d i s e a s e s  

s u c h  a s  MS o r  MD o r  among quads  o r  p a r a p l e g i c s  from t r a u m a t i c  i n j u r i e s .  I n  some 

I ways i t  h a s  some s i m i l a r i t i e s  t o  d i s a b i l i t y  among war amputees who were i n j u r e d  
!, 

i n  t h e  same s i t u a t i o n  and where t h e r e  was a  p u b l i c  awareness  of t h e  e v e n t .  

(MENTION OWN EXPERIENCE OF IN'TEKVI E I J lNG S U R V 1  VORS O F  WW1 ANT) vIE'I'NAM. ) 



This recognition by the generation who experienced polio epidemics also 

changes with the aging of the society. Aging of the non-disabled population 

means that the memory of the acute and immediate rehabilitation phases of 

of polio epidemics diminishes. This presents, problems for survivors who are 

trying to increase public awareness and remobilize resources as in the 

March of Dimes era. The aging of the society also means that, as Audrey King 

indicated, the generation of physicians and rehabilitation specialists has 

aged. Many post-polios talked about surviving their physicians. 

(ALSO MENTION LACK OF UNDERSTANDING OF EPIDEMIC IMPACT AMONG PiEDICAL STUDENTS) 

(A BIT ABOUT FOLLOW-UP OF YOUNG DISABLED PEOPLE WHICH IS REQUIRED FOR RETROSPECTIVE 

STUDIES OF AGING) 

Surviving former patients were identified using a complex case-finding 

protocol involving: (1) record search of llospital and rehabilitation centres; 

(2) search of death registry and vital statistics files to determine deceased 

(polio and non-polio related), or former patients whose names changed through 

marriage; (3) location of a limited number of cases through the provincial medical 

information system; and, (4) finally, through the informal patient network. 

Approximately 85% of the surviving respiratory patients were eventually 

interviewed. Within the non-respiratory people, we utilized a phone contact 

follow-up with three mail questionnaires and achieved a 70% response rate among 

people who were correctly identified as post-polios. We were able to assess 

the representativeness of our initial sample through comparison with the 

characteristics of the total population on the population registry. 

In the initial phases of our follow-up of both respiratory and non-respiratory 

cases, two forms of data collection were used; a medical record audit and 



s t r u c t u r e d  q u e s t i o n n a i r e ,  ( a d m i n i s t e r e d  t o  t h e  r e s p i r a t o r y  p a t i e n t s  by  a n  

i n t e r v i e w e r  and t o  t h e  n o n - r e s p i r a t o r y  c a s e s  u s i n g  a  mail q u e s t i o n n a i r e ) .  

The mail and d i r e c t  i n t e r v i e w  s u r v e y s  were used  t o  c o l l e c t  soc io-demographic  

d a t a ,  i n c l u d i n g  e d u c a t i o n a l ,  o c c u p a t i o n a l  and f a m i l y  h i s t o r i e s .  The more 

e p i d e m i o l o g i c a l  p o r t i o n  o f  t h e  i n s t r u m e n t  i n c l u d e d  a  s e r i e s  o f  i n d i c e s  

m e a s u r i n g  r e s p i r a t o r y  s t a t u s ,  m o b i l i t y  and t h e  a b i l i t y  t o  c a r r y  o u t  t h e  

a c t i v i t i e s  o f  d a i l y  l i v i n g .  A c e n t r a l  o b j e c t i v e  of  t h e  q u e s t i o n n a i r e  was t o  

p r o v i d e  a measure  which  would show how t h e y  p e r c e i v e d  changes  i n  t h e i r  f u n c t i o n a l  

c a p a c i t i e s  o v e r  t h e  t h i r t v  y e a r  p e r i o d  f o l l o w i n g  t h e  a c u t e  s f a g e s  of  t h e i r  i l l n e s s .  

S l i d e  3:  Acute  Epidemic  P i c t u r e  

S l i d e  4 :  Sampl ing  Des ign  

I n  a d d i t i o n  t o  u p d a t i n g  our knowledge of t h e  186 r e s p i r a t o r y  p a t i e n t s  

i n c l u d e d  i n  t h e  i n i t i a l  s t u d y ,  we were  a l s o  i n t e r e s t e d  i n  n o n - r e s p i r a t o r y  

p e o p l e  who e x p e r i e n c e d  n o n - r e s p i r a t o r y  p a r a l y s i s  and i n d i v i d u a l s  w i t h o u t  

p a r a l y t i c  e f f e c t s  f o l l o w i n g  t h e  a c u t e  p h a s e  o f  t h e  d i s e a s e  (we comple ted  

i n t e r v i e w s  w i t h  530).  N o n - p a r a l y t i c  cases were  n o t  s e e n  as  a  c o n t r o l  g r o u p s ,  

b u t  r a t h e r  as a g roup  which had e x p e r i e n c e d  s i m i l a r  a c u t e  e f f e c t s ,  b u t  

n o t  i n i t i a l  d i s a b i l i t y .  

S l i d e  5:  Time l i n e  showing p a r a l l e l  developments i n  t l ~ e  a g i n g  - 

e x p e r i e n c e  of  p o s t - p o l i o  p e o p l e  

The a g i n g  e x p e r i e n c e  o f  p o s t - p o l i o  p e o p l e  c a n n o t  b e  c o n s i d e r e d  o n l y  i n  

t e r m s  o f  t h e  phenomenon o f  i n d i v i d u a l  a g i n g ,  b u t  must b e  viewed w i t h i n  t h e  

c o n t e x t  o f  t h e  deve lopmen t s  in env i ronmen t  t h a t  t h e y  h a v e  l i v e d  w i t h  o v e r  t h e  

t h i r t y  y e a r s  s i n c e  t h e  e p i d e m i c .  S p e c i f i c a l l y ,  t h r e e  a r e a s  were  d i s c u s s e d  a t  



t h e  p o s t - p o l i o  c o n f e r e n c e s  i n  terms o f  t h e  e f f e c t s  upon middle-aging of 

t h r e e  s e c t o r s  i n  t h e  l i v e s  of  p o s t - p o l i o s :  

1. Changes i n  t h e  t e c l ~ n o l o g i c a l  and medica l  knowledge base  of  r e h a b i l i t a t i o n  

and independen t  l i v l n g ;  

2 .  Changes i n  p u b l i c  p o l i c y  towards  t h e  d i s a b l e d ,  i e .  t h e  movement from 

models s t r e s s i n g  t h e  c h a r i t a b l e  p r o v i s i o n  of  s e r v i c e s  and development 

of  a more broad p u b l i c  committment t o  t h e  r i g h t s  of t h e  d i s a b l e d ;  

3 .  Developments i n  v o l u n t a r y  s e r v i c e s  and t h e  emergence of t h e  consumer 

movement f o r  independent  l i v i n g .  

L e t  me u s e  t h e  example of  t e c h n o l o g i c a l  change and aging e f f e c t s .  The 

e f f e c t  of t e c h n o l o g i c a l  chae  and t h e  a g i n g  of  t h e  technology is i l l u s t r a t e d  by 

t h e  e x p e r i e n c e  o f  p o s t - p o l i o s ,  b u t  can  be g e n e r a l i z e d  t o  a g i n g  among many 

o t h e r  groups .  L e t ' s  f o c u s  on t h e  i n t e r a c t i o n  o f  r e s p i r a t o r y  technology and t h e  

needs  of t h e  p o s t - p o l i o  pe r son .  

S l i d e  6 :  I r o n  Lung method of  l i f e  s u p p o r t  d u r i n g  t h e  ep idemics  

(Problems o f  o b t a i n i n g  s e r v i c e  and s p a r e  p a r t s  f o r  a g i n g  equipment;  problems 

o f  r e c e n t l y  t r a i n e d  p r o f e s s i o n a l s  n o t  u n d e r s t a n d i n g  p e o p l e ' s  l i f e - l o n g  

a d a p t a t i o n s  t o  what i s  p e r c e i v e d  a s  o l d  equipment)  

A s  p o s t - p o l i o  peop le  have grown o l d e r ,  t h e i r  needs  have changed,  

whether  a s  d i s a b l e d  c h i l d r e n  growing i n r o  adu l thood  o r  a s  young a d u l t s ,  now 

e n t e r i n g  e a r l y  o r  l a t e  middle  a g e .  The c o n t i n u i n g  dependence upon r e s p i r a t o r y  

s u p p o r t  equipment and p e r s o n a l  c a r e  s e r v i c e s  among p o l i o  s u r v i v o r s  h a s  

s i g n i f i c a n t  i m p l i c a t i o n s  bo th  f o r  t h e i r  own e x p e r i e n c e  i n  a g i n g  and a l s o  

f o r  t h e  a g i n g  of t h e  members o f  t h e i r  f a m i l i e s  and i n f o r m a l  s u p p o r t  sys tems .  

S l i d e  7: Rockine Bed 



A t  Chicago,  s e v e r a l  s p e a k e r s  a l s o  f e l t  t h a t  t h e r e  were few t e c h n i c i a n s  who 

were f a m i l i a r  w i t h  o l d  r e s p i r a t o r y  equipment ,  and a  s c a r c i t y  of  s p a r e  p a r t s  

f o r  m a i n t a i n i n g  o l d e r  equipment.  T h i s  problem could  n o t  always be met by 

r e p l a c i n g  o l d e r  machines w i t h  t h e  new technology;  peop le  were u n f a m i l i a r  w i t h  

t h e  new equipment and t h e r e  were d i f f i c u l t i e s  i n  f i n a n c i n g  i t s  manufacture ,  

p u r c h a s e  and d i s t r i b u t i o n  because  of t h e  smal l  marke t .  

S l i d e  8: P o s t i v e  P r e s s u r e  B r e a t h i n g  Equipment 

A s  shown by t h e  c r u d e  t ime l i n e ,  t e c h n o l o g i c a l  change in t roduced  

p o s i t i v e  p r e s s u r e  b r e a t h i n g  equipment ,  and w i t h i n  t h e  l a s t  decade,  t h e  more 

s o p h i s t i c a t e d  c o n t r o l  sys tems .  Each of  t h e s e  developments i n t e r f a c e s  w i t h  t h e  

p h y s i c a l  changes  r e l a t e d  t o  a g i n g .  

R e s p i r a t o r y  S t a t u s  

The l o n g i t u d i n a l  d a t a  on r e s p i r a t o r y  s u p p o r t  i n d i c a t e d  t h a t  65% of 

t h e  i n i t i a l  group who were on r e s p i r a t o r - s ,  today a r e  independent  of s u p p o r t .  

Although b o t h  r e p o r t e d  d a t a  on r e s p i r a t o r y  s t a t u s  and l i m i t e d  d a t a  on changes  

i n d i c a t e d  t h a t  7 7 %  ach ieved  and main ta ined  t h e i r  h i g h e s t  l e v e l  of  r e s p i r a t o r y  

f u n c t i o n  w i t h i n  5-6 y e a r s  a f t e r  t h e  a c u t e  s t a g e ;  s e v e n t e e n  p e r c e n t  r e p o r t e d  a 

d e c l i n i n g  s t a t u s  w i t h i n  t h e  1970-1980 p e r i o d  c o n s i s t e n t  w i t h  p o s t - p o l i o  ag ing  

e f f e c t s .  

The i s s u e  of ene rgy  l e v e l  r e l a t e d  t o  r e s p i r a t i o n  and g e n e r a l  energy 

c o s t s  o f  ambula t ion  a l s o  appeared t o  be  r e f l e c t e d  i n  11on-respi ra tory  p a t i e n t s  

a g i n g .  F o r t y - e i g h t  p e r c e n t  i n d i c a t e d  t h a t  they  had exper ienced  a  r e c e n t  l a c k  o f  

e n e r g y ,  however, o n l y  one q u a r t e r  of  t h e  group e x p e r i e n c i n g  change a t t r i b u t e d  

t h e i r  d e c r e a s e d  l e v e l  of  ene rgy  t o  t h e  secondnrv e f f e c t s  o f  p o l i o .  



S l i d e  9 :  Time L i n e  2 

Changing P u b l i c  S u p p o r t  and P o l i c y  - Changing s e r v i c e s  

I n d i v i d u a l  a g i n g  e x p e r i e n c e  must  a l s o  be p l a c e d  i n  t h e  c o n t e x t  o f  changes  

i n  s e r v i c e s  f o r  t h e  d i s a b l - e d  which have  o c c u r r e d  o v e r  t h e  c a r e e r s  of  p o s t - p o l i o  

p e o p l e .  

From t h e  p e r s p e c t i v e  of t h o s e  who 11;1d p o l i o  i n  t h e  f i f t i e s ,  t h e  r e l a t i o n s h i p  

be tween care n e e d s  and t h e  c a r e  r e s o u r c e s  a v a i l a b l e  h a s  n o t  been  s t a t i 4  and they  

d o  n o t  a n t i c i p a t e  t h a t  i t  w i l l  be  i n  t h e  f u t u r e .  A s  t h e y  have grown o l d e r ,  

t h e i r  n e e d s  have  changed whe the r  a s  d i s a b l e d  c h i l d r e n  growing i n t o  a d u l t h o o d  o r  

young a d u l t s  e n t e r i n g  e a r l y  and l a t e  midd le  a g e .  The envi ronment  w i t h i n  which 

t h e  b a l a n c e  be tween c a r e  n e e d s  and r e s o u r c e s  must h e  m a i n t a i n e d  h a s  a l s o  been  

t r a n s f o r m e d  o v e r  t h e  y e a r s .  The re  have  b e e n . m e d i c a 1 ,  s o c i a l  and p h y s i o t h e r a p y  

programs f o r  t h e  d i s a b l e d  i n t r o d u c e d  t h a t  have  r e c e n t l y  been  t h r e a t e n e d  by 

economic c u t b a c k s .  There  are new a t t i t u d e s  towards  them; b o t h  among t h o s e  

o f f i c i a l l y  i n v o l v e d  w i t h  s e r v i c e  p r o v i s i o n  and among t h e  g e n e r a l  p u b l i c .  On 

t h e  o t h e r  h a n d ,  w i t h  t h e  i m p l e m e n t a t i o n  o f  i m m i ~ n i z a t i o n  programs,  p o l i o  i s  no 

l o n g e r  s e e n  a s  a t h r e a t  by t h e  g e n e r a l  p u b l i c  and p o l i o  s u r v i v o r s  have  

r e l a t i v e l y  l i t t l e  v i s i b i l i t y .  F i n a l l y ,  a  p o l i t i c a l l y  aware  and a r t i c u l a t e  group 

h a s  emerged w i t h i n  t h e  community o f  t h e  d i s a b l e d  and i n c l u d e s  w i t h i n  i t s  

membership,  a number o f  t h o s e  who had  p o l i o .  ( T h i s  t h i r d  d imens ion  o f  t h e  

emergence  o f  t h e  i n d e p e n d e n t  l i v i n g  movement is  w e l l  d e a l t  w i t h  i n  Audrey K i n g ' s  

r e c e n t  workshop and a n  e a r l i e r  p a p e r  by D i r k s e n ) .  The t ime  l i n e  shows f o r m a l  

s e r v i c e  p r o v i s o n  h a s  changed w i t h  h o s p i t a l i z a t i o n  b e n e f i t s  and Medicare  i n  

Canada.  A l so  s p e c i f i c  programs such  as home c a r t  11ave been deve loped  i n  r e s p o n s e  

t o  t h e  n e e d s  o f  t h e  young d i s a b l e d  and most  accomodate  t h e  a g i n g  o f  t h e  young 

d i s a b l e d .  



Family  I m p a c t s  and Aging 

Home c a r e  programs p r o v i d e  a n  e x c e l l e n t  example o f  t h i s  a r e a  i n  which 

c h a n g e s  i n  t h e  f a m i l y  w i t h  a g i n g  i n t e r a c t  w i t h  changes  i n  programs.  Here ,  t h e  

i m p l i c a t i o n s  o f  a g i n g  among p o s t - p o l i o  p e o p l e  h a s  t o  d o  w i t h  t h e  g e n e r a l  

i m p a c t  o f  f a m i l y  a g i n g  f o r  t h e  i n i t i a l  c a r e  a r r a n g e m e n t s  and f o r  t h e  

c h a n g e s  i n  t h e  ba lancc  1x.sr~c~c.n f:~rnll y and  ~ x ~ l ) l i c . l  y  provi t lcd  rc t sources  

r e q u i r e d  by p e o p l e  a s  t h e y  a g e .  

S l i d e  10: I n i t i a l  D i sc l l a rge  Ar rangemen t s  - -- -- 

The i n i t i a l  d i s c h a r g e  a r r a n g e m e n t s  r e f l e c t  one  of  t h e  f i r s t  home c a r e  

p rog rams  i n  N o r t h  America and  t h e  r e c o g n i t i o n  t h a t  i t  w a s  n e c e s s a r y  t o  augment  

f a m i l y  r e s o u r c e s  w i t h  s t a t u a t o r y  s e r v i c e s .  F u n c t i o n a l  s t a t u s  p e o p l e  v a r i e d  

g r e a t l y  i n  t e r m s  o f  t h e i r  deperldency s t a t u s  and n e e d s  among t h e  d i s c h a r g e  p,rouns.  

One d e t e r m i n a n t  o f  t h e  i n i t i a l  and t h e  c o n t i n u i n g  c a r e  a r r a n g e m e n t s  was t h e  

k i n d  o f  f a m i l y  who c o u l d  i n i t i a l l y  p r o v i d e  c a r e  and t h e  r e s i d u a l  e f f e c t  upon 

t h i s  g r o u p .  

S l i d e  11: D i s c h a r g e  a r r a n g e m e n t s  by  a g e  g roup  and t y p e  o f  

f a m i l y  s u p p o r t  s y s t e m  a v a i l a b l e  t o  p r o v i d e  c a r e  

T h i s  s l i d e  shows t h e  impac t  o f  t h e  a g e  a t  d i s a b i l i t y  o n s e t  on t h e  k i n d  

o f  s u p p o r t  s y s t e m  i n  t e rms  o f  t h e  f a m i l y  g roup  e l i g i b l e  t o  p r o v i d e  s u p p o r t .  

The i m p l i c a t i o n s  f o r  c h a n g e s  i n  i n d i v i d u a l  f u n c t i o n a l  a b i l i t y  w i t h  a g i n g  and 

p a r a l l e l  a g i n g  among f a m i l y  members a r e  p ro found  i n  terms o f  b o t h  t h e  p r o v i s i o n  

o f  f o r m a l  h e l p i n g  s e r v i c e s  and t h e  a v a i l a b i l i t y  of i n f o r m a l  h e l p e r s .  I n  o u r  

c o n t i n u a t i o n  o f  t h e  fo l low-up s t u d y ,  we have  i n t e r v i e w e d  b o t h  f a m i l y  h e l p e r s  

a n d  p a t i e n t s .  Twelve p e r c e n t  o f  t h e  n u n - r e s p i r a t o r y  c a s e s  i n d i c a t e d  t h a t  t h e y  

r e q u i r e d  s i g n i f i c a n t  h e l p  w i t h  a c t i v i t i e s  o f  d a i l v  l i v i n g  and  m o b i l i t y .  S i x t v  



percent of the respiratory post-polios required help. In most cases, this help 

was not provided by statuatory services including personal care attendants, 

home nursing services or attendants paid by the individuals themselves, but 

was provided by members of the family grouping. Spouses (11% dependence) and 

children (12% dependence) were the most significant helpers. Spouses were more 

likely to be designated as "crucial helpers" without whose assistance independent 

functioning would be impossible. 

Among the respiratory group, a third of the marriages which existed before 

polio onset ended in divorce; 80% of t l ~ o s e  clivorccd ascribed the end of their 

marriage to polio. Less obvious is the impact of disability early in life in 

decreasing the opportunities of younger patients to become married. Assuming 

that the children and the single adults constitrltc n group which was potentially 

eligible to marry, only 46% did in fact become married. The people in the young 

adult group are less likely to be dependent on relatives as helpers than are the 

middle and older adulr groups. 
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INTRODUCTION I 

I should begin by i n d i c a t i n g  t h a t  t h i s  paper r ep re sen t s  a  response t o  

needs i d e n t i f i e d  a t  t h e  Chicago meeting which brought toge ther  i nd iv idua l s  

who had p o l i o  and e x p e r t s  i n  t h e  f i e l d  t o  d i s c u s s  the  impact of ag ing ,  

p a r t i c u l a r l y  a s  i t  may be  e f f e c t i n g  those  who cont rac ted  r e s p i r a t o r y  p o l i o .  

My con tac t s  w i th  many of you, inc lud ing  people  more aware of r e h a b i l i t a t i o n  

a l t e r n a t i v e s  i n  Canada l i k e  Audrey King, Nancy Skinner and Theresa Ducharme, 

emphasized t h e  n e c e s s i t y  of broadening our follow-up of post-pol io  people i n  

Manitoba t o  t r y  t o  understand t h e  r e l a t i o n s h i p  between changing needs and 

p a r a l l e l  changes i n :  (1)  r e h a b i l i t a t i o n  technology, ( 2 )  pub l i c  po l i cy  towards 

suppor t  of d i s ab l ed  people and, (3)  t h e  evo lu t ion  of s e l f -he lp  and advocacy i n  

t h e  d i s ab l ed  consumers movement. We f e l t  t h a t  t h e s e  t h r e e  dimensions i n  t h e  

environment of t h e  p o l i o  s u r v i v o r ' s  l i f e  experience needed t o  be  documented a t  

bo th  an i n d i v i d u a l  l e v e l  through extending our  follow-up survey t o  non-respiratory 

su rv ivo r s  and through more development of research  on Canadian post-pol io  

r e h a b i l i t a t i o n  exper iences .  

OBJECTIVES 

The r a t i o n a l  used t o  suppor t  t h e  va lue  of more indepth  follow-up of 

pos t -po l io  people  i n  a p p l i c a t i o n s  t o  Heal th  and Welfare Canada s t r e s s e d  t h e  

b e n e f i t s  of unders tanding  t h e  e f f e c t s  of aging among o t h e r  groups. ( I n  t h i s  

way i t  p a r a l l e l e d  t h e  a t tempt  t o  main ta in  g e n e r a l i z a b i l i t y  i n  terms of 

knowledge of pos t -po l io  people  i n  t h e  same way t h a t  t h e  i n i t i a t i v e s  a t  

t h e  Gaze t te  by Gin i  and Joe Laur ie  have pioneered.  



SLIDE 1: OBJECTIVES 

The formal o b j e c t i v e s  included:  

1. To measure t h e  i n i t i a l  and long-term of po l io - r e l a t ed  d i s a b i l i t y .  

2.  To measure i n t e r a c t i o n  e f f e c t s  between i n i t i a l  po l io - r e l a t ed  impairment and 

longe r  term ch ron ic  d i s e a s e  processes  a s s o c i a t e d  with ag ing .  

3 .  To a s s e s s  t h e  impact of l i f e  events  and o t h e r  changes i n  family o r  

in formal  networks upon suppor t  a c t i v i t i e s  and measure t he  r e c i p r o c a l  e f f e c t  

of d i s a b i l i t y  and r e sou rces  imp l i ca t i ons  f o r  t h e  family.  

4 .  To develop models f o r  p r e d i c t i n g  change i n  need and demand f o r  medical and 

pe r sona l  c a r e  s e r v i c e s  r e l a t e d  t o  adap ta t i on  p a t t e r n s  of former p a t i e n t s  and 

t h e i r  f a m i l i e s .  

THE NEED FOR FOLLOW-UP OF REPRESENTATIVE 

POPULATION OF POST-POLIO PEOPLE 

An i n i t i a l  ques t i on  which might b e  mentioned is why p l a c e  s o  much 

emphasis on an i n t e n s i v e  follow-up of a  t o t a l  r e p r e s e n t a t i v e  popula t ion  of 

pos t -po l io  people .  As I have i n d i c a t e d ,  t h e  Chicago meetings profoundly 

i n f luenced  t h e  d i r e c t i o n s  of our  ongoing follow-up of pos t -po l io  people  i n  

Manitoba. However, ou r  d i s cus s ions  w e r e  sometimes l i m i t e d  by t h e  smal l  amount 



of sys temat ic  d a t a  which might de sc r ibe  what had happened t o  a  r e p r e s e n t a t i v e  

group of t h e  people who developed p o l i o .  I f e e l  t h a t  t h e  broader  surveys of 

p o l i o  su rv ivo r s  a c r o s s  North A m e r i c a  inc lud ing  Al ice  Nolan and D r .  Alba 's  

s t udy ,  and the  work of Chick TJeiner and D r .  Bai ley h a s  added a  g r e a t  d e a l  t o  

ou r  understanding of t h e  pos t -po l io  phenomenon. However, a t  t he  Chicago 

conference,  t he  s t a t emen t s  of both r e h a b i l i t a t i o n  s p e c i a l i s t s  tended t o  r e f l e c t  

t h e  experience of s e l e c t e d  groups of  s eve r ly  impaired post-pol ios  who have t h e  

most continuous c o n t a c t  wi th  t h e  system of r e h a b i l i t a t i o n  medicine.  W e  simply 

d i d  n o t  know about t h e  l a r g e r  major i ty  of i nd iv idua l s  who d i d  n o t  maintain 

c o n t a c t  wi th  medical o r  consumer networks. 

Our work group t h e r e f o r e ,  f e l t  t h a t  i t  was v i t a l  t o  ga the r  information on 

t h e  whole popula t ion  of pos t -po l io  people.  The ex tens ion  of our  follow-up s tudy  

t o  non- resp i ra tory  s u r v i v o r s  r e p r e s e n t s  an at tempt  t o  b u i l d  t h i s  kind of 

ep idemiologica l  base .  It p r e s e n t s  r e s u l t s  from a Manitoba s tudy  which t r aced  and 

in te rv iewed people  who had con t r ac t ed  p o l i o  dur ing  t h e  y e a r s  1950-59. The p r o j e c t  

was based on a  unique c a s e  r e g i s t e r  and s e t  of medical  r eco rds  which included 

everyone who w a s  admi t ted  t o  t h e  main t rea tment  c e n t r e  f o r  t h e  Province of 

Manitoba and who had r equ i r ed  r e s p i r a t o r y  suppor t  and a l l  c e n t r a l l y  h o s p i t a l i z e d  

non- resp i ra tory  p a t i e n t s .  This  r e g i s t e r  ha s  been used t o  d e f i n e  t h e  popula t ion  

b a s e  and sampling frame from which t h e  subsamples f o r  t h e  follow-up survey and 

i n d e p t h  i n t e rv i ewer s  were s e l e c t e d .  This  c a s e  r e g i s t e r  was a l s o  used t o  assess 

t h e  s e l e c t i v i t y  of t h e  respondent popula t ion .  I n  o t h e r  words, we could t e l l  how 

r e p r e s e n t a t i v e  i n  terms of  pe r sona l  c h a r a c t e r i s t i c s .  

SLIDE 2: CASE PYRAMID 



WHY STUDY GROUPS EFFECTED BY THE SAME POLIO EPIDEMICS 

A t  t he  Chicago meetings, many of t h e  p re sen te r s  emphasized the  v a r i a t i o n  

i n  post-pol io experience of people who had the  acute  phase of t he  d i sease  and 

r e h a b i l i t a t i o n  i n  t h e  301s ,  4 0 1 s ,  and 50 ' s .  Because of t h i s  need t o  r e l a t e  

post-pol io experience t o  a  s p e c i f i c  t ime, we were i n t e r e s t e d  i n  focusing upon 

people who had p o l i o  i n  two major epidemics of the  1950's and whom were t r ea t ed  

on comparable r e h a b i l i t a t i o n *  programs. The dec is ion  w a s  t h e r e f o r e  taken t o  

focus upon s p e c i f i c  epidemic yea r s  and u t i l i z e  a  def ined  catchment populat ion.  

SLIDE 3 : EPIDEMIC YEARS 

Between 1950-1959, a  t o t a l  of 3,644 cases  of p o l i o  were r e g i s t e r e d  wi th in  

t h e  Province of Manitoba. The h ighes t  i n  incidence was i n  1953 when the re  

were 2,371 cases .  This c o n s t i t u t e d  h ighes t  incidence r a t e s  i n  North America and 

reached a  l e v e l  of 300 pe r  100,000 populat ion.  The ex tens ion  of ou r  follow-up 

t o  non-resp i ra tory  p o l i o s  at tempted t o  focus upon: (1) i n t e r a c t i o n  between 

po l io - r e l a t ed  d i s a b i l i t y  and subsequent aging processes ;  (2) changes i n  family 

networks and informal  suppor t  systems a s soc i a t ed  with ag ing;  and (3)  changes 

i n  r e h a b i l i t a t i o n  po l i cy  which have inf luenced  o p p o r t u n i t i e s  f o r  independent 

1 i v i n g  . 
I n  t h e  i n i t i a l  phases of our  follow-up of both r e s p i r a t o r y  and non-respiratory 

cases ,  two forms of  d a t a  c o l l e c t i o n  were used; a  medical  record  a u d i t  and 

s t r u c t u r e d  ques t ionna i r e ,  (administered t o  t h e  r e s p i r a t o r y  p a t i e n t s  by an 

in t e rv i ewer  and t o  t h e  non-respiratory cases  u s ing  a ma i l  ques t ionna i r e ) .  The 

m a i l  and d i r e c t  i n t e rv i ew surveys  w e r e  used t o  c o l l e c t  socio-demographic d a t a ,  



i nc lud ing  educa t iona l ,  occupat iona l  and family h i s t o r i e s .  The more epidemiological  

p o r t i o n  of t h e  ins t rument  included a s e r i e s  of i n d i c e s  measuring r e s p i r a t o r y  

s t a t u s ,  mobi l i ty  and the  a b i l i t y  t o  c a r r y  ou t  t h e  a c t i v i t i e s  of d a i l y  l i v i n g .  

A c e n t r a l  o b j e c t i v e  of t h e  ques t i onna i r e  was t o  provide a measure which would 

show how they perce ived  changes i n  t h e i r  f u n c t i o n a l  c a p a c i t i e s  over t h e  t h i r t y  

y e a r  per iod  fo l lowing  t h e  a c u t e  s t a g e s  of  t h e i r  i l l n e s s .  

LOCATING NON-RESPIRATORY POST-POLIOS 

For both surveys ,  our  experience w i t h  ca se  f i nd ing  made us  envy Gini  Lau r i e  

who has  maintained an  a c t i v e  network over  25 years .  Surviving former p a t i e n t s  

w e r e  i d e n t i f i e d  u s i n g  a complex case-f inding p ro toco l  involving:  (1) record  

s ea rch  of h o s p i t a l  and r e h a b i l i t a t i o n  c e n t r e s ;  (2)  s ea rch  of dea th  r e g i s t r y  and 

v i t a l  s t a t i s t i c s  f i l e s  t o  determine deceased ( p o l i o  and non-polio r e l a t e d ) ,  o r  

former p a t i e n t s  whose names changed through marr iage;  (3)  l o c a t i o n  of a l i m i t e d  

number of ca se s  through t h e  p r o v i n c i a l  medical in format ion  system; and, 

( 4 )  f i n a l l y ,  we d i d  u se  t h e  R e h a b i l i t a t i o n  Gaze t te  approach of f i nd ing  people  

through t h e  in formal  p a t i e n t  network. Approximately 85% of t h e  su rv iv ing  

r e s p i r a t o r y  p a t i e n t s  w e r e  even tua l ly  interviewed.  Within t h e  non- resp i ra tory  

people ,  we u t i l i z e d  a phone c o n t a c t  follow-up w i t h  t h r e e  m a i l  ques t i onna i r e s  

and achieve a 70% response r a t e  among people  who w e r e  c o r r e c t l y  i d e n t i f i e d  a s  

pos t -po l ios .  We were a b l e  t o  a s s e s s  t h e  r ep re sen t a t i venes s  of  our  i n i t i a l  sample, 

through comparison wi th  t h e  c h a r a c t e r i s t i c s  of t h e  t o t a l  popula t ion  on t h e  

popula t ion  r e g i s t r y .  The non- resp i ra tory  sample proved t o  c l o s e l y  match t h e  

popu la t i on  of pos t -po l ios  i n  terms of  age and d i s a b i l i t y  c h a r a c t e r i s t i c s .  



SLIDE 4 :  SAMPLING DESIGN 

I n  a d d i t i o n  t o  updat ing our knowledge of t h e  186 r e s p i r a t o r y  p a t i e n t s  

included i n  t h e  i n i t i a l  s tudy ,  w e  w e r e  a l s o  i n t e r e s t e d  i n  non-respiratory 

people  who experienced non-respiratory p a r a l y s i s  and i n d i v i d u a l s  without  

p a r a l y t i c  e f f e c t s  fo l lowing  t h e  acu t e  phase of t he  d i s e a s e .  Non-paralytic ca se s  

w e r e  no t  s een  as a c o n t r o l  group, b u t  r a t h e r  a s  a  group which had experienced 

s i m i l a r  acu t e  e f f e c t s ,  bu t  no t  i n i t i a l  d i s a b i l i t y .  

RESULTS 

We d i s t r i b u t e d  a pre l iminary  summary of t h e  follow-up of r e s p i r a t o r y  

p o l i o s  a t  t h e  Chicago meet ings ( t h e r e  are 100 copies  a v a i l a b l e  t h i s  evening 

and a  summary of  t h e  medical e f f e c t s  w i l l  be  publ ished i n  t h e  f a l l ) .  I n  

c l o s i n g ,  i t  may be  u s e f u l  t o  review a few of t h e  pre l iminary  f i n d i n g s  which 

c o n t r a s t  w i t h  t h e  exper ience  of t h e  r e s p i r a t o r y  p a t i e n t s .  

1. F i r s t  - non-resp i ra tory  pos t -po l io ' s  r e c a l l  of i n i t i a l  phases of  t h e i r  

i l l n e s s  and r e h a b i l i t a t i o n  

- and, t h e i r  awareness of pos t -po l io  aging e f f e c t s  

I n  our  q u e s t i o n n a i r e  w e  a l s o  asked people about t h e i r  l e v e l  of awareness 

of t h e  a c u t e  s t a g e ,  t h e i r  r e l i a n c e  on o t h e r s  t o  he lp  w i th  r e c a l l  and t h e  

degree  t o  which they were c u r r e n t l y  p a r t i c i p a t i n g  i n  networks i n  which information 

about  pos t -po l io  people  was a v a i l a b l e .  By comparing c l i n i c a l  in format ion  on p o l i o  

e f f e c t s  dur ing  t h e  a c u t e  s t a g e  and dur ing  t h e i r  subsequent r e h a b i l i t a t i o n  wi th  



t h e i r  r e c o l l e c t i o n s  of p o l i o  e f f e c t s  i n  the  ques t ionna i r e ,  we were a b l e  t o  

g e t  an i n d i c a t i o n  of t h e  r e l i a b i l i t y  of people ' s  r e c a l l  and a l s o  g e t  a  f e e l i n g  

f o r  t h e  ways people organized t h e i r  r e c a l l  of t h e i r  experience over t h i r t y  years .  

Among our  sample of 530 non-respiratory p a t i e n t s ,  45% f e l t  t h a t  they had 

v i r t u a l l y  complete r e c a l l  of t h e  major a spec t s  of t h e i r  acu te  ca re  and e a r l y  

r e h a b i l i t a t i o n .  Twenty-five percent  i nd ica t ed  they had p a r t i a l  r e c a l l  of t h i s  

exper ience ,  and 29% ind ica t ed  t h a t  they had l i t t l e  o r  no r e c a l l .  I n  comparing 

p a t i e n t  experience wi th  c l i n i c a l  records ,  i t  was c l e a r  t h a t  age was one 

primary determinant  of accuracy, b u t  t h a t  t h e  type  of d i s a b i l i t y  and l eng th  

of con tac t  wi th  t h e  medical r e h a b i l i t a t i o n  system were a l s o  important.  The 

r o l e  of family members was c r i t i c a l  i n  t h e  way i n  which non-respiratory p o l i o  

su rv ivo r s  r econs t ruc t ed  t h e i r  experience.  F i f ty - f ive  percent  i nd ica t ed  t h a t  they 

r e l i e d  upon an informant  i n  r e c a l l i n g  t h e i r  i n i t i a l  experience with p o l i o  and 

t h e i r  i n i t i a l  r e h a b i l i t a t i o n .  Forty-f ive percent  mentioned pa ren t s ,  5% spouses,  

2% s i b l i n g s ,  and 5% phys ic ians  a s  providers  of information which had provided 

t r i g g e r s  o r  f i l l e d  i n  d e t a i l s .  Another s i g n i f i c a n t  ques t ion  f o r  t he  people 

a t t end ing  t h i s  conference is  how post-pol io people who a r e  no t  connected wi th  

r e h a b i l i t a t i o n  o r  independent l i v i n g  networks f i n d  out  about t h e  cu r r en t  

c r i s i s  r e l a t i n g  t o  post-pol io aging.  I n  our  survey of non-respiratory p o l i o s  

from t h e  '52 and '53 epidemic i n  Manitoba, we attempted t o  a s s e s s  l e v e l s  of 

awareness and sou rces  of knowledge about post-pol io aging e f f e c t s .  Although, 

given t h e  geographic l o c a t i o n  of Manitoba dn t h e  tundras ,  one might argue t h a t  

p o l i o  su rv ivo r s  w e r e  more i s o l a t e d  than  those i n  o t h e r  a r e a s  of North America. 

I n  c o n t r a s t  t o  t h e  r e s p i r a t o r y  su rv ivo r s ,  where 40-50 percent  had ongoing contac t  

wi th  medical and r e h a b i l i t a t i o n  resources  and a  t h i r d  had involvement i n  

consumer o rgan iza t ion ,  non-respiratory p o l i o s  were no t  gene ra l ly  a c t i v e l y  involved 

i n  consumer groups f o r  t h e  d i s a b l e d ,  had r e l a t i v e l y  l i t t l e  awareness of t h e  



t he  post-pol io ag ing  i s s u e  and maintained t h e i r  con tac t  wi th  o t h e r  people 

i n  t h e  p o l i o  s u r v i v o r ' s  network l a r g e l y  through informal  r a t h e r  than  

o rgan iza t iona l  con tac t s .  Only 17% of t h e  sample ind ica t ed  t h a t  they had r e c e n t l y  

been made aware of t h e  cu r r en t  concern f o r  post-pol io aging problems through 

some e x t e r n a l  sources  such a s  t e l e v i s i o n ,  newspapers, o r  s p e c i a l i z e d  pub l i ca t ions .  

Only 6% of our sample rou t ine ly  rece ived  pub l i ca t ions  t a rge t ed  on groups wi th  

a  s p e c i f i c  i n t e r e s t  i n  d i s a b i l i t y ,  r e h a b i l i t a t i o n  o r  independent l i v i n g .  Only 

8% were a c t i v e  members of advocacy groups such a s  t h e  Canadian Parapleg ic  

Associat ion,  vo luntary  groups wi th in  t h e  Socie ty  f o r  Crippled Children,  o r  

groups such a s  COPHO. A f i nd ing  wi th  d i r e c t  imp l i ca t ions  f o r  mobil iz ing p o l i o  

su rv ivo r s  i n  i n i t i a t i v e s  i n  post-pol io aging was t h a t  34% of our  sample had 

r e g u l a r  con tac t  wi th  o the r  surv ivors .  Only 20% of t h i s  group maintained t h i s  

con tac t  through formal o rgan iza t iona l  l i nkages  such a s  c lubs  f o r  d i sab led  people.  

C e n t r a l i z a t i o n  of t reatment  and r e h a b i l i t a t i o n  programs i n  Manitoba may have 

supported these  informal  networks. However wider  casef inding  and information 

e f f o r t s  which were prposed a t  Chicago may be a b l e  t o  draw on these  networks t o  

reach people who have l o s t  contac t  wi th  t h e  r e h a b i l i t a t i o n  system and independent 

l i v i n g  movements. These networks have been used t o  organize two meetings of 

su rv ivo r s  i n  1980 and 1981. 

AGING AND REPORTED CHANGES I N  FUNCTIONAL STATUS, 

RESPIRATION AND SERVICE UTILIZATION 

One of t h e  most s i g n i f i c a n t  cha l lenges  t o  come out  of t he  1981 meetings 

i n  Chicago was the  need f o r  more sys t ema t i c  s tudy  of t h e  proport ion of 



r e p r e s e n t a t i v e  samples of p o l i o  su rv ivo r s  who f e l t  t h a t  they w e r e  exper ienc ing  

r e c e n t  changes i n  t h e i r  h e a l t h  s t a t u s  r e l a t e d  t o  t h e  r e s i d u a l  e f f e c t s  of p o l i o .  

Among our  sample of non- resp i ra tory  ca se s ,  26% repor ted  r e c e n t  changes i n  t h e i r  

o v e r a l l  h e a l t h  s t a t u s  which they f e l t  were p o l i o  r e l a t e d .  

Resp i r a t i on  

The i s s u e  of  energy l e v e l  r e l a t e d  t o  r e s p i r a t i o n  and gene ra l  enery c o s t s  

of ambulation a l s o  appeared t o  be  r e f l e c t e d  i n  people ' s  responses .  Forty-eight  

pe rcen t  i nd i ca t ed  t h a t  they had experienced a  r ecen t  l a c k  of energy, however, 

O n l y  a T a r t e r  of t h e  group experiencing change a t t r i b u t e d  t h e i r  decreased l e v e l  of 

energy t o  t h e  secondary e f f e c t s  of p o l i o .  This  f i nd ing  among cases  c l a s s i f i e d  

a s  non- resp i ra tory  can be  con t r a s t ed  w i th  our  f i nd ing  i n  t h e  earlier s tudy  of 

r e s p i r a t o r y  p a t i e n t s  i n  which 66 percent  repor ted  energy l e v e l  changes,  h a l f  

of  which were a t t r i b u t e d  t o  r e s p i r a t o r y  e f f e c t s .  The l o n g i t u d i n a l  d a t a  on 

r e s p i r a t o r y  suppor t  i nd i ca t ed  t h a t  65% of t h e  i n i t i a l  group who.were on 

r e s p i r a t o r s ,  today are independent of suppor t .  Although both  r epo r t ed  d a t a  on 

r e s p i r a t o r y  s t a t u s  and l i m i t e d  d a t a  on changes i n d i c a t e d  t h a t  77% achieved and 

maintained t h e i r  h i g h e s t  l e v e l  of r e s p i r a t o r y  func t ion  w i t h i n  5-6 yea r s  a f t e r  

t h e  a c u t e  s t age ;  seventeen percent  repor ted  a  d e c l i n i n g  s t a t u s  w i t h i n  1970-1980 

pe r iod  c o n s i s t e n t  w i th  pos t -po l io  aging e f f e c t s .  

Mobi l i ty  

To measure m o b i l i t y  changes,  both r e s p i r a t o r y  and non-resp i ra tory  people  were 

asked t o  make a  summary assessment of t h e i r  mob i l i t y  and of t h e i r  performance 

of  t h e  a c t i v i t i e s  of  d a i l y  l i f e .  Using t h e  same f i v e  i t e m  s c a l e ,  people  r a t e d  



t h e i r  mob i l i t y  andADL, a t  one yea r  a f t e r  p o l i  onset  and a t  t h e  time of t h e  

in te rv iew.  Data on t h e  l e v e l  of mob i l i t y  among both r e s p i r a t o r y  and non-respiratory 

po l io s  show a marked s h i f t  from dependent t o  independent mob i l i t y  when 

mobi l i ty  a t  one yea r  i s  compared wi th  mob i l i t y  today. I n i t i a l  improvements i n  

mobi l i ty  r e f l e c t  i n  muscular recovery t h e  impact of r e h a b i l i t a t i o n  and 

c o r r e c t i v e  surgery  t ak ing  p l ace  i n  f i r s t  yea r s  of recovery. L a t e r  improvements 

i n  mobi l i ty  s t a t u s  r e f l e c t  changes i n  equipment and environmental adapta t ions .  

Among t h e  r e s p i r a t o r y  p a t i e n t  cohor t ,  12-14% of t he  respondents reported recent  

d e c l i n e s  i n  mob i l i t y  s t a t u s  during t h e  1970-1980 per iod .  I n  t h e  non-respiratory 

follow-up, we ended up wi th  530 respondents  inc luding  21% of p a t i e n t s  with 

bulbo-spinal  impacts ,  13% with bulbar  involvement, 42% wi th  s p i n a l  involvement 

and 24% wi th  no p a r a l y t i c  involvement i n  t he  immediate pos t  a c u t e  s t a g e .  

F i f t y - s i x  percent  of t he  respondents repor ted  s i g n i f i c a n t  p a r a l y s i s  i n  t h e i r  

lower l imbs dur ing  t h e  acute  s t a g e  and e a r l y  r e h a b i l i t a t i o n  s t a g e  of t h e i r  

i l l n e s s .  I n  c h a r a c t e r i z i n g  t h e i r  c u r r e n t  s t a t u s ,  only about 37% of t h e  t o t a l  

respondents  i nd ica t ed  t h a t  they s t i l l  had s i g n i f i c a n t  major p a r a l y s i s  i n  

t h e i r  lower l imbs and 25% f e l t  t h a t  t h e  lower limb d i s a b i l i t y  imposed l i m i t a t i o n s  

on mobi l i ty .  Approximately 40% repor ted  major upper body o r  limb p a r a l y s i s  during 

t h e  a c u t e  phases of po l io .  Today, 20% repor t ed  cont inuing  impairment of upper 

l imbs,  bu t  only 12% of t he  t o t a l  sample f e l t  t h a t  t h i s  phys i ca l  impairment 

imposed func t iona l  l i m i t a t i o n s  i n  t e r m s  of performing a c t i v i t i e s  of d a i l y  l i v i n g .  

I n  looking a t  t h e  impact of t h e  f u n c t i o n a l  impairment f o r  mob i l i t y ,  only 32% 

of t h e  non-respiratory sample r a t e d  themselves a s  having r e l a t i v e  ease  of 

independent mob i l i t y  dur ing  t h e  f i r s t  yea r .  This  propor t ion  r o s e  t o  48% during 

t h e  immediate recovery period t o  75% today. Thie propor t ion  of respondents t o t a l l y  

dependent upon a h e l p e r  o r  unable t o  perform b a s i c  mob i l i t y  func t ions  themselves 



inc luded  36% of respondents  du r ing  t h e  acu t e  phases of  po l io  and dropped t o  

14% fol lowing the  i n i t i a l  r e h a b i l i t a t i o n  phase and included only 4% today. 

IMPLICATIONS FOR HELPING SERVICES AND INFORMAL NETWORKS 

The imp l i ca t i ons  f o r  t h e s e  changes i n  mobi l i ty  and a b i l i t y  t o  perform 

a c t i v i t i e s  of d a i l y  l i v i n g  a r e  c l e a r  i n  terms of both t h e  provis ion  of 

formal  he lp ing  s e r v i c e s  and t h e  a v a i l a b i l i t y  of  in formal  he lpe r s .  Twelve 

pe rcen t  of t h e  non- resp i ra tory  ca se s  i nd i ca t ed  t h a t  they requi red  s i g n i f i c a n t  

h e l p  with a c t i v i t i e s  of d a i l y  l i v i n g  and mobi l i ty .  I n  most c a s e s ,  t h i s  he lp  

w a s  n o t  provided by s t a t u a t o r y  s e r v i c e s  i nc lud ing  pe r sona l  c a r e  a t t e n d a n t s ,  

home nu r s ing  s e r v i c e s  o r  a t t e n d a n t s  pa id  by t h e  i n d i v i d u a l s  themselves,  b u t  

was provided by members of t h e  family grouping. Spouses (11% dependence) and 

c h i l d r e n  (12% dependence) were t h e  most s i g n i f i c a n t  he lpe r s .  Spouses were 

more l i k e l y  t o  be  des igna ted  as "c ruc i a l  he lpe r s "  wi thout  whose a s s i s t a n c e  

independent func t ion ing  would be  impossible .  Nonkinship, unpaid h e l p e r s  formed 

t h e  primary suppor t  f o r  only 5%. Although home care--which w i l l  be d i scussed  

by Theresa Ducharme on Sunday, provided some s e r v i c e s  t o  56 o r  n e a r l y  one-third 

of  t h e  r e s p i r a t o r y  p a t i e n t s ,  on ly  about 5% of t h e  non- resp i ra tors  rece ived  home 

c a r e  s e r v i c e s .  

A FINAZ, NOTE ON FAMILY IMPACTS 

Pre l iminary  a n a l y s i s  f o  t h e  d a t a  5or non- resp i ra tory  p o l i o s  

Among t h e  r e s p i r a t o r y  group, a  t h i r d  of t h e  marr iages  which e x i s t e d  be fo re  

p o l i o  onse t  ended i n  d ivorce ;  80% of t hose  divorced a sc r ibed  t h e  end of t h e i r  



marriage t o  po l io .  Less  obvious is  the  impact of p o l i o  i n  decreas ing  t h e  

oppor tun i t i e s  of  younger p a t i e n t s  t o  become married. Assuming t h a t  t h e  ch i ld ren  

and t h e  s i n g l e  a d u l t s  c o n s t i t u t e  a  group which was p o t e n t i a l l y  e l i g i b l e  t o  

marry; only 46% d i d  i n  f a c t  become marr ied.  The people  i n  t h e  young a d u l t  

group a r e  less l i k e l y  t o  be dependent on r e l a t i v e s  a s  h e l p e r s  than a r e  t h e  

middle and o l d e r  a d u l t  groups. 
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The University of Manitoba 
Faculty of Medicine 

CONFIDENTIAL 

Polio Survivors and Their Health 
~ a i ;  Follow-up Questionnaire 

Your health and life experience following polio are very 

personal matters. If you agree to complete and return this 
questionnaire, all your answers will be treated with the 

strictest confidence. 
If you have any problems or queries about the study or 

you require a translation of this questionnaire, please 

telephone 786-3798 or 786-3677. 

Return this questionnaire to: 

Dr. Joseph Kaufert 

Katherine Wong 
Research Coordinator 

Department of Soclal 
and Preventive Medicine 
University of Manitoba . 

750 Bannatyne Avenue 
Winnipeg, Manitoba 
Canada, R3E OW3 



POLIO SURVIVORS AND THEIR HEALTH 

INSTRUCTIONS 

Most'questions can be answered by placing a check in the appropriate or by 
entering a number on the lines provided. A few questions require that you 
write in your answer. Some questions have more than one part; please follow 

the arrows provided to see which part you should answer. If you wish to 

comment on any questions or ' t o  qualify your answer, please feel free t o  use 

the margins or t o  write on a separate sheet. 

1. In what year did you develop polio paralysis and/or symptoms of polio? 

2. What was your age a t  the onset of polio paralysis and/or i t s  symptoms? 

YEARS OLD 

3. How much do you remember a b o u t  the time when you developed polio? 

Do you remember.. . 
[ ] ALMOST EVERYTHING 

[ ] SOME THINGS BUT NOT EVERYTHING 

[ ] VERY LITTLE 

[ ] NOTHING 

4. Has anyone told you since what happened when you developed pol io? 

[ I  NO 

s--[ YES 
Who told you most about this time in your 1 i fe?  

Do n o t  write 
in this 
col umn 



During the acute  phase i n  your i l l n e s s  w i t h  polio,  did you have any 

respi ratory para1 ysi s ?  

[ ] NO ----) GO TO QUESTION 8 

r--[ ] YES 

Did y .k u require  any form of resp i ra tory  support ( i  .e.  an i ron lung, 
a rocking bed)? 

C l  NO 

I: I YES 

After the  acute  phase of your i l l n e s s  was over did you have any r e sp i r -  

a tory  support ( i  . e .  an iron lung, a rocking bed)? 

[ I  NO 

[ I YES 

We would l i k e  t o  know about your present s t a t e  of health.  

How would you descr ibe your present s t a t e  of health? I s  i t . .  . 
[ ] EXCELLENT 

[ ] GOOD 

6 ] FAIR 

[ ] POOR 

I f  you compared your health w i t h  the  health of o the r  people of your age, 

would you say your health i s . .  . (Check one only) 

[ ] BETTER THAN AVERAGE 

[ ] AVERAGE 

[ ] WORSE THAN AVERAGE 

Do you have any d i s a b i l i t y  i n  your r i g h t  upper limb ( i  .e.  i n  your arm, 

your hand or your shoulder)? 

6 ] NO ----) GO TO QUESTION 12 

I--[ YES 
Does t h i s  d i s a b i l i t y  a f f e c t  your day t o  day a c t i v i t i e s ?  

6 1  NO 

e I YES 

lo not wr i te  
i n  t h i s  
201 umn 



Do no t  w r i t e  
i n  t h i s  
co 1 umn 

16. Do you have any u r i n a r y  problems? 

6 1  NO 

[ I YES 

17. D o y o u  r e q u i r e  r e s p i r a t o r y s u p p o r t  ( i . e .  i r o n  lung, r ock i ng  bed, IPPE, 

m in i  -1 ung) 

[ ] NEVER NEED RESPIRATORY SUPPORT 

[ ] ONLY WHEN TIRED OR I L L  i .e. WHEN YOU HAVE FLU OR 
PNEUMONIA 

[ ] NEED RESPIRATORY SUPPORT ON A DAILY BASIS 

What type o f  r e s p i r a t o r y  equipment do you need? 

How many hours a day do you use i t ?  

shortness of breath,  emphysema)? I 
18. Do you have problems w i t h  your  b rea th ing  ( i  .e. asthma, ch ron ic  b ronch i t i s ,  

19. Do you o f t e n  f e e l  ti r e d  o r  l a c k i n g  i n  energy? 

45 

20. Do you t h i n k  t h i s  t i redness  i s  r e l a t e d  t o  any problems w i t h  your  breath ing? 

[ I  NO 

47 



24. Some people who had p o l i o  have d i f f i c u l t y  g e t t i n g  around. L i s t e d  below 

are  l e v e l s  of performance t o  be used f o r  the f o l l ow ing  s i x  quest ions - 
(24a t o  24f) . PLEASE READ CAREFULLY. 

EASILY = C o n s i s t e n t l y  f r e e  from pa in  
A c t i v i  t i e s  done f r e e l y ,  n a t u r a l  l y  and spontaneously 
Not hu r r i ed ,  anxious, o r  strenuous 

WITH DIFFICULTY BUT WITHOUT HELP = A c t i v i t i e s  done independent ly  b u t  
i n  va ry i ng  degrees. There a re  some d e f i n i t e  problems w i t h  
cons is tency  of performance. 

WITH SPECIAL EQUIPMENT, BUT NO HELP = No requirement o f  personal 
ass is tance b u t  t he re  i s  a dependence upon wheelchairs,  
c rutches,  ca l  i pers, s p l  i n t s  , orthopaedi c support ,  e t c .  , 
and o t h e r  manipu la t ions of environmental  s t r u c t u r e s  and 
suppor ts .  

WITH HELP FROM SOMEONE = Able t o  accomplish task o n l y  w i t h  some 
personal assistance. 

COMPLETELY UNABLE TO DO THIS = Personal ass is tance i s  r equ i red  w i t h  
t h e  ass is tance assuming the  accomplishment of the  task .  
One i s unable t o  accompl i s h  tasks independent ly.  

- - -  - 

24 a )  How would you have descr ibed your  general  o v e r - a l l  a b i l  i t y  t o  ge t  

around j u s t  a f t e r  t he  pe r i od  i n  which you developed symptoms o f  p o l i o ?  

(General a b i l i t y  t o  g e t  around inc ludes  such i tems as g e t t i n g  i n  and 

o u t  of bed, s i t t i n g  i n  a c h a i r ,  managing a f l i g h t  of s t a i r s ,  e t c . )  

Easi l y  [ 3 
With d i f f i c u l t y  b u t  w i t h o u t  he1 p [ 3 
With spec ia l  equipment, bu t  no h e l p  [ 1 
With h e l p  f rom someone .[ 3 
Completely unable t o  do t h i s  [ 1 
Other ( e x p l a i n )  6 3 

Do n o t  w r i t e  
i n  t h i s  
co 1 umn 



Are you p r e s e n t l y  exper ienc ing  any recen t  changes i n  you r  hea l t h  t h a t  

you b e l i e v e  cou ld  be r e l a t e d  t o  hav ing had p o l i o ?  

[ 1 NO ----- GO TO QUESTION 26 

L--[ I YES 

What a re  these changes? 

I n  c a r r y i n g  o u t  your  d a i l y  a c t i v i t i e s ,  do you need he lp?  

[ I  NO 

$--I YES 
Do you rece i ve  any he lp  f rom your  husband/wife? 

[ I  NO 
r--[ ] YES 

+ [ ] NOT MARRIED 

How impor tan t  i s  t h e i r  h e l p  t o  your  d a i l y  a c t i v i t i e s ?  

[ ] VERY IMPORTANT 

[ ] SOMEWHAT IMPORTANT 

[ ] OF NO IMPORTANCE 

Do you rece i ve  any h e l p  from any of your  c h i l d r e n ?  

C l  NO 

r - - [ ]  YES 

[ ] NO CHILDREN 

How impor tan t  i s  t h e i r  h e l p  t o  your  a c t i v i t i e s  of d a i l y  l i v i n g ?  

[ ] VERY IMPORTANT 

[ 3 SOMEWHAT IMPORTANT 

[ ] OF NO IMPORTANCE 

Do n o t  w r i t e  
i n  t h i s  
c o l  umn 

'2 

'3 0 

'4 0 

?5 0 

'6 

30 



Are you a  member of  any o rgan iza t ions  o r  assoc ia t ions  t h a t  are r e l a t e d  

t o  your  d i  sab i  1  i t y ?  ( i  .e. , Manitoba League of the  P h y s i c a l l y  Handi - 
capped, Canadian Parapleg ic  Assoc ia t ion,  Manitoba Soc ie ty  f o r  C r i pp led  

Ch i ld ren  and Adul ts ,  e tc . )  

[ I  NO 

r--I YES 
Please s p e c i f y  the  assoc ia t i on (  s ) .  

Do you rece i ve  any magazines o r  news le t t e r s  by o r  about d isab led  people? 

[ I  NO 
C 9 YES 

Please s p e c i f y  . 

Do you have con tac t  w i t h  people who had p o l  i o? 

Are these contac&rnaintained by your  involvement w i t h  p o l i o  o r  

d i s a b i l  i t y - r e l a t e d  o rgan iza t ions  o r  assoc ia t ions?  

If no, p lease e x p l a i n  o the r  con tac ts .  

Do n o t  w r i t e  
i n  t h i s  
co 1  umn 



Do n o t  w r i t e  
i n  t h i s  
co 1 umn 

38 c )  I f  separa ted ld i  vorcedlwi  dowed, f o r  how 1 ong? YEARS I 9 0 0  

39 a)  How many c h i l d r e n  do you have? 1 0 0  

39 b )  For each o f  t he  f o l l o w i n g ,  please g i v e  t he  number who 1 i v e  w i t h  you. 

NUMBER OF DAUGHTERS 

NUMBER OF SONS 

NUMBER OF OTHER FEMALE RELATIVES 

NUMBER OF OTHER MALE RELATIVES 

NUMBER OF NON-RELATED FEMALES 

NUMBER OF NON-RELATED MALES 

40. What i s  your  p resen t  l eve1 o f  educat ion? 

ELEMENTARY SCHOOL (GR . 1 -6) C I 
JUNIORHIGH SCHOOL (GR. 7-9) [ I  
SENIOR HIGH SCHOOL (GR. 10-12) [ ] 
TECHNICALIVOCATIONAL 1 1  
COMMUNITY COLLEGE 1 I 
UNIVERSITY YEARS 

BACH ELBRS 6 I 
MASTERS [ I  
PH. B. I:] 

OTHER (Exp la i n )  6 I 
-- 

NEVER WENT YO SCHOOL [ 1 

41 . Are you c u r r e n t l y  employed? 

[-' -----> IE; FULL TINE 

[ ] PART TIME 

How l ong  have you been employed a t  t h i s  j ob?  4 9  OD 
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