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CANCER DECISIONS - WHAT PATIENT? WHAT ThERAPY?

When faced with the diagnosis of cancer , what should a patient do?

Should he be t reated in his local community? Should he go to a major

center? Should he go to a university hospital? Are these the alter-

natives? Why is It that the more physicians and laymen one asks, the

more opinions one gets? These are questions which I try to answer two

to three times a week as a volunteer consultant to the Leukemia Society

of America. It usually takes more than an hour .

About one—half the time is spent discussing the particular Illness

of the particular individual; however , there is a central theme to every

conversation which touches on a critical issue of biomedical communica-

tion : the communication between the scientificall y and technologically

qualified personnel of the health care system and the individual layman.

To jump ahead to the conclusion , it appears that we need an ombudsman ,

as in many other areas of modern society . A great deal has been made

of the user of health services as ;i consumer. When faced with serious

illness most of us are reluctant consumers . If possible , one would prefer

to be an investor. Whatever we do will cost money, time , effort , and

persona l discomfort. We do not wish to consume medical services . We

wan t to invest in them , and we hope for some return on our investment .

By design or default , the cancer patient is an investor who may seek to

minimize his immediate losses In terms of discomfort , i1lnes~
,, or short-

e’n’~d life span - or he may seek to maximize his long term gains and accept

a iitgher intermediate risk. We need an investment counselor who can

assIst the individual in dec~dtng how he should L z;vest his energy and

his life given a serious medical threat. The choice among these alter-

natives should be based on the risk preferences o~ the patient , not

those of a particular physician . This is not , however , generally the case.

The layman comes to the diagnosis of cancer with some general Impres—

stons , commonly a mixture of experience , folklore , and ce r t a in  h i g h l i g h t s
treated in the press. He relies heavily on his physician for advice . A

paralysis of personal judgment is not uncommon. In my advisory position

to the Leukemi a S oc I et y  of America I hear from that group o I people’ who
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respond to crises by seeking information. They are dissa ti sfied by

advice dogma t i ca l  l y g iven and look l or  some persper t I ye on t he~ Er  d i  l enuna .

Many are m e r e l y  a c t i n g  p ruden t  l v  . One group of t he  int l lv i d u a  I s  t h a t  I

advise are manager ia l  or p r o f e s s i o n a l  and b y na tu re  are r e l u c tan t  t .~
accept u n v e r i f i e d  advice .  Others  f ee l  t h a t  they have been den i ed such

perspec t ive  by t h e i r  phys icians  or by the heal th care sys t em.  For

examp le , they are commonl y denied the use of hosp i t a l  l i b r a r y  services .

Some ca l l  ea r ly  a f t e r  a diagnosis  and apprec iate  tha t  dec isions  once

taken are not l i gh t l y changed. Another group c a l l s  l a t e  in the d i sease ’

course when most fruitful options have disappeared.

For those who call earl y 1 out l ine  the a l t e rna t ive  approaches which

responsible medicine takes and give these a l te rna t ives  some thema t i c

meaning in terms of investment opportunities. I also t r y  to shed some

light on arguments about therapy which I consider to be minor  d l f fer e m ’ e s

of opinion. In short , I try to describe how our Pluralistic m e d i c a l

system works in this area, and how its specialized jargon can be interpreted.

Despite all that has been said and written about cancer , cancer

research , and medical advances, it Is surprising how few peop le are aware

of the orderly process of research and development which generates present

and future therapies. Patients are generally unaware that they can choose

to par t ic ipa te  or not to pa r t i c ipate in such a program. This research and

development process generates the a l te rna t ives  and gives each their par-

ticular character.

I describe the treatment alternatives as follows : one part of the

health care system follows the established odds as the most reliable means

of treating a particular cancer. The objective is to minimize complica-

tions and to match risk to generally available facilities . The hor i zon

for the future is generally short—term and the approach is s i m i l a r  to

coastwise navigation ; minimize the difficulty of arriving at the next

checkpoint and the long—term results will take care of t h e mse l v e s .  This

is the approach usually found in private practice , in ins tit utIona l pt a’—

tice such as the militar y, and in prepaid health care group pra ( t h’o.

The choice follows the rule that what is familiar is the safest. The

choice is neither right nor wrong, it merely minimiz es short—term risk

and as far as possible early catastrophic loss. It generally minim i ze’s
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cost. High cost complica tions are de ferred as are often high cost

services . If deferred long enough , the patient ’s instability can be so

great t h a t  such serv ices  are only needed fo r  a very shor t  t ime . By

the same token , in t he  shor t  run , a nea r l y  u n i n t e r r u p te d  l i f e  may be

possible .

The greatest contrast to this approach is represented  by those

major cancer centers in the country which have as their objective ,

beating the present odds . These programs are properly called ~~y~j~j~—

mental and not ~~~ erimen tal — if only because in layman eyes to be

“experimented upon” in either some form of wild—catting or something

akin to a horror movie . Experiments are done in the laboratory prior

to therapeutic development in man . The sequence of events which lead

to a new therapeutic approach must be pointed out to demonstrate the

disc ip line and control involved in beating the odds. To organize a

program to beat the odds is no more accidental or arbitrary than

organizieg to win the Indianapolis 500. To beat the odds is to have

a longer productive life. However , like the Indianapol is 500, the risk

that something may go wrong is greater . To beat the odds is to achieve

a closer match between diagnosis and therapy. To beat the odds is t~~

be prepared for success. To beat the odds requires a focused , single

minded team, logistic support , and patient physician collaborati on.

To be first is to be a test pilot. It is not for everybody. Here the

co’~ts are greatest , but the overall program is most heavily subsidized ,

and over the long run some of those who have participated in such pro-

grams have achieved the most striking results .

There is an in termediate choice — the hi ghly formalized clinical

trial carried out by universities and collaborating institutions . There

is an important distinction here which must be emphasized. The proto—

typing institutions and programs also run c lini cal tria l s, but here ,

al though the vocabulary is the same , the oblective and p h i  l~isuph y is

differen t. The objective of most clini cal trials Is dependent upon the

clinical environment. Thus , the intermediate choices are those programs

which are eva l uating the best of the prototypes — how successful is a

therapeutic program when carried out by well informed staffs in well

equipped hospi tals? Is the promise of improvement sustained? Here the
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emphasis is on orde’ r Ii ness and eva 1 ua t ion , and here I a ~ i t ’ - t  t e~ r r I g I ch it  v

thati  in eithe r of the’ o t h e r  cho ice ’s. I n  g en e r a l , thEa c h t o i  cc ’ t ends t o

tnt roduce - no re’ t e’ chno 1 ogv e a r l i e r  and tnt r odue’es me’ re at t I vt ’ I n I e rye ii t i on

us ing  e’hemo t h e r a p y  and ~‘tbe r moda l i t  I e’a t h a n  i n  p r i v a t e ’ p r ae  t Ice . ( t i

t a in lv  a d i  uvan t car lv che’mo t he ’ r _ t p v  t o  r it I e ’as t e a t l e e ’ r i ~~ ati  e’ xamp Ic  . Ru

t h e r e  are n ’  t ;th 1 e exce’ t I ems . I n  smo ide ’ r i n g  I euke~m (as  • i n  c’e r t i i i  non—

H o d g k i n ’ s I vinphomas . and i i i  h a t  i v  cc ’ I 1 I e’uke - m (as , th e ’  mor e :i t lv an c e -d t i t t  i i  ‘‘

tends to m i n i m i z e  a c t i v e ’ t r e a t m e n t

These skt ’t clii ’s do not  do us t i t ’e to t he’ ma b r  I lieme’ a o I c ’ane ’er I c - a t —

me’nt , hut they do p r o v i d e ’ perspec t Ev e  . I hav e ’ not d is cu sse d  ma rg i L I I  I

med I cal ud gmen t and pr ac  t I c e  nor t h e  eve r— p r t ’se ’nt some t l i i  ng— o r — n o t  h lu g

p r op o s a l s  o I t he  eane’e r fa di  st  s . l’hes e’ 1.i t t e~ r t eed upon var i o t i s  k i n d s

of e’onnflUn I cat  ion failure and c’onunun I cat  ton pa t  ho 1 ogv i n  t h e ’ rt ’spons i It I t ’
c o m m u n i t y  . l.i ke disease’ i t  Se’ I f  , t he’v w i l l  sure  I v  not  c~ ’ .iwav . The’ i

c h o i c e - is  a t a I lure of medica l  gu i  dance ’ and t i- us t

I t ~~ my vi e’w that t he p at  tent and tilt ’ pa tent ‘a I ant Iv shou it! have

the’ oppo r t unt t v to  choose ’ the k I ntIs of t h e r a py  t hey w a n t  according t e

their own risk pre t e ’r en t ’e’s . I t is my vi e’w t h a t  I e’de ’ I . i l  p rograms , pt  L V I  t t ’

i nsu r a n c e  and prac t I t’ I ng physicians shou Id not t r i p  i nd lv i elua I a In te l

c-h t tos  I ng one kind of program or a n o t h er  e’ i th e  r b v man i ~~U 1 at tug i I~C cit t i \e S

or by m a ui  PCI I at  1mg i nt o  m a t  ion .  ‘I’h c ht ’zi i t  Ii e’a re’ SV St ciii shiou d p roy I tIe

t he  t i mc , the i nformat I on • the’ compass ion , and the ’ tie ’e e S S  a t - v p i t t t  c ’S a t ona l

modes o t re’ Ic rra I to m a t c h  pat lent s to I he I r I t’~~ i t  ( m at  e’ e ’X pe ’e I a t  t o ns .

I touch upon t h i s  p r o b l e m  today  n ot  het’.ttise’ I have’ au e’a5V an sWt ~ t5

h u t  ra t  he’ r because i t  ou t s  the’ focus  o I our  dI s cu s s ion  hevonu  e’c lt~to ~‘gv

and beyond the’ t at ’ t I es o I the’ p te ’se’nt . .\s we disc usa t’ommun I eat  ion anti

b ioscience , we w i l l  he I orced to deal  concre ’te lv wit Ii nar rower  i s sue -s

As we talk about techno l ogv and about d e c i s  lonmak t u g ,  a d  about

comTnnun I cat  i o n  • I t w I II Se ’ ry e  US w e l l  to  t l i i  nk about  t echno l og le a 11

assIsted dec i s ion’- , and to cons ider  c o m m u n i c a t i on a I els t o  t he p Foci ’- , o

~ec is tonmak I ng in such a way that t hi’ means clot’ s HO I e ’S c-apt ’  t lit’ purpose’
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