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VALUING LiVES : ‘i’HE POLICY DEBATE ON PAT IENT CAR E
FINANCING FOR VICTLMS OF END—STAGE RENAL D1~~FASE

by
*Richard A. Rettig

INTRODUC T ION

In Public Law 92—603, the Social Security Amendments of 1972, Medica re

**health insurance coverage for end—stage renal disease was effectively

extended to more than 90 percent of the U.S. population . The 1965 law

which established Medicare provided health insurance coverage to the

aged—— those over 65 years of age, and this included coverage for renal

failure) Restrictive patient selection criteria for hemodialysis and

***renal transplantation patients , and limited knowledge of this specific

form of the general benefit , howeve r , resulted in relatively few individuals

receiving Medicare benefits for end—stage renal disease.

Public Law 92—603 , enacted on October 30, 1972 ,_ provided Medicar~

coverage to the under—65 population and did so in two ways. First , those

*The Rand Corpo ration , Wash ing ton , D.C.

**Chronic or end—st~z~
j
~ ~‘~naZ disease is that clinical condition reached

when an individual has experienced such a degree of irreversible detorior—
ation of kidney function that——without treatment——death will soon follow.
Renal means pertaining to the kidneys , f r om ren , the Latin word for kidney.

***Jlemod .alysis is the process by which me tabol ic was te prod ucts
normally cleared by the kidney through the urinary tract are “washed” from
the blood stream by means of an artificial kidney . f~r,~~1 ~~i m s ;  ~~~~
is tha t surg ical procedure by which a healthy kidney from one individual
is implanted in an individual with end—stage renal disease and the trans-
plan ted k idney functions as the ind ividual’s own kidneys once did .

Th is paper was pres en ted at the Duke Un ivers ity Confe r ence on Val uing Lives ,
Amelia island , Florida , March 11— 13 , 1976. It will appear with the other
conference papers in the Suimner 1976 issue of Law and Conteniporary Pr ob7.eris.
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individuals under age 65 who qualified for cash benef it s under social

security or th e railroad retirement system because of a ii~;ahility so

incapacitating that they were prevented from working became eligible ,

after a 24—month waiting period , for Medicare ’s hospital and supplementary

medical insurance protection .
2 

~~his protection included coverage for end—

stage renal disease.

A substantial number of potential end—stage renal disease patients ,

appr oximately 60 percent of the total , however , could not qualify for

Med icare on either the basis of age or entitlement to cash disability

benefits. Medicare coverage was extended to this larger group by Sec . 2991
~~ ‘ F

of the Act., Sec . 2991 stipulated that every ind ividual not yet 65 years

old , who was f ully or currently insured or entitled to monthly insurance

benefits under social security, or who was the spouse or dependent child

of such an individual , and who was “medically determined to have chronic

renal d isease” and to require hemodialysis or renal transplantation, shall ,

in the language of the Act , “be deemed to be disabled for purposes of

coverage under parts A and B of Medicare subject to the deductible , premium ,

and copyment provisions of Title XVIII.”3

What is the significance of Sec. 2991? Part of its significance lies

• in the extension of Medicare coverage for end—stage renal disease tc the

U.S. population on a near—universal basis , both by virtue of its own

coverage and by highlighting the benefits available to the aged and dis—

abled . It is also significant because it is a concrete instance of the

willingness of the national legislature to pay a very substantial pr ice to

preserve the lives of a very small number of ind ividuals.
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In the l9bOs , two therapies——hemodialysis and renal transplantation--

emerged having the capability of saving the lives of individuals with

chronic k idney failure . Clinically, the ar tif icial  kidney machine is the

first artificial substitute for a whole natural organ and kidney trans-

p lantation is the f irs t surg ical procedure for transplanting a whole

natural organ from one individual to another. These therapies are non—

elective procedures for those with end—stage renal disease; if they do not

receive this treatment they die .

The number of beneficiaries of end—stage renal disease treatment is

fa i r ly small relative to the population. The number of reported dialys is

pa tients alive in July 1970 , 1971, and 1972 was 2 ,874 , 4,375 , and 5,786

respectively.
4 The total number of kidney transplan ts repor ted for  1967 ,

1968 , 1969 , 1970, and 1971, respectively , was 428, 625 , 787 , 996 , and l ,l72.~

Bo th renal dialysis and transplantation are very expensive therapies ,

requiring resources normally well beyond the financial means of all but the

most affluent . A recent General Accounting Office (GAO) study of the costs

of dialysis, based upon 1972 data for 96 center dialys is programs in 11

states and 2 counties and 10 home dialysis programs in 6 states, ind ica ted

the follow ing: 6

Table 1
ANNUAL COST OF DIALYSIS

Cen ter Dialysis (96) Home Dialysis (10)

Total Hospital Non—Hospital
(96) (81) (15) 1st Year 2nd Year

Ave rage
Charge $30 ,100 $30 ,500 $27 ,600 $14 ,900 $7 ,000

Range 11,500— 12,800—
49 ,100 46 ,800

NOTE: Data are for 1972.
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The costs of transplantation are also significant. Charges for 1973

in 24 facilities analyzed by the GAO ranged from $5,500 to $20,500 and

averaged about $12 ,800. The Department of Health , Education , and Wel f a re

(DHEW) cited costs to the GAO of $14,000 for a living related donor trans-

plant. Included in costs were hospital room , board , anc illary charges,

and professional fees.7

The cos ts of therapy to a given ind ivid ual can vary subs tan tially

according to the therapy or combina t ion of therap ies received and a number

of other contingencies. The general poin t, however , is tha t nei ther

therapy is inexpensive , though a successful. transp lan t is by fa r  the leas t

costly and most satisfactory mode of therapy.

The extended Medicare coverage for end—stage renal disease went into

effect on July 1, 1973. The estimated incurred costs for the first year

of the program were $150 million for Sec. 2991 beneficiaries and an addi-

tional $100 million for  patients eligible under the aged and disabled pro-

visions. The estimated incurred costs for the first , second , third , and

fourth years for both Sec. 2991 and all Medicare renal patients , are shown

8
below.

Table 2
ESTIMATED MEDICARE INCURRED COSTS OF

END-STAGE RENAL DISEASE
(in millions)

Fiscal Year——

1974 1975 1976 1977

• Sec. 2991 patients $150 $225 $300 $360

All renal patients 250 350 500 600

•~~~~ -~~~ ~~~~~~~~~~~~~~~~~~~~~~ — ‘-- V .  
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• It is t’stimated that the annual costs for renal disease patients will

exceed $1 billion by 1984.

The number of renal disease pa tien ts who had qual if ied for  Med icare

coverage as of Mar ch 31, 1975 , under all three provisior1s, was 25 ,066 , of

whom 20 ,764 were living.9 Essentially 60 percent of the total was quali-

fied on the basis of Sec. 2991. Estimates are that the number of patients

al ive and receiv ing renal d isease benefi ts will rise to 50 ,000 to 70,000

by 1990.

It is interesting to note , by con tras t, the situation affecting

hemoph iliacs, a group for  whom Med icare coverage has no t ye t been made

available. Hemophil ia is a d isease whose central symptom is ser ious

bleed ing. The estimated number of patients is 100,000 , of whom approxi-

mately 25 ,000 are severely or modera tely severely affec ted)~
0 These

25 ,000 patients require continuous replacement of fresh whole blood ,

plasma , or clotting concentrates. Replacement materials costs from $2 ,000

to $5 ,000 per patient per year. Costs of replacement therapy, and of recon-

structive surgery for the most severely crippled , are rarely covered by

th ird—party payments. Therapy capable of preventing bleeding episodes

is far  more expensive and can range f r om $20 ,000 to $40,000 per year.

Leg islation has been introduced in recent Congresses to make financial

assistance for treatment payment available to hemophiliacs.

The prov ision of Med icare f inanc ing benefits to the victims of end—

stage renal d isease has been much discussed b y the ,.,ublic , the press ,

and policy officials. One main question has to do with the interpreta—

tion of the enactment of Sec. 2991. Was it another “chapter in the growing

history of Congressional fumbling with health matters , ” is The N ‘.~

‘ P 7 ’~ suggested edi to riall y?
H 

Was it a precursor of a categor ical disease
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approach to the coverage of catastrophic ilinoss , as an I n s t i t u t e  of

Medicine panel worried?
12 

Was it the result of astute inside lobbying

of the Congress by the  N at i o n a l  Kidney Founda t ion? 13 Was it , as Zeck —

hauser has argued , a “m y t h — p r e s e r v i n g  act ion ” d e m o n s t r a t i n g  the greater

will ingness of socie ty to expend resources for iden ti f ied lives than f or

statistical lives?
14 

Or was it the practically inevitable next step in

a series of par tial feder al government responses to the existence of

l i fe—saving therapies so expensive they were simply beyond the f ina ncial

rea ch of the vict ims?

In th i s  p a p e r  we examine the above questions and the decision to

enact Sec. 2991 in the light of the policy debate which preceded it.

Four characteristics of that debate are significant :

o Th e deba te was lengthy, beg inning in the early 1960s and

resolved in 1972;

o The critical importance of pay ing for  the cost of ther apy

was always clearl y understood ;

o Strong resistance to expanding the federal government ’s

respons ibi l ity to incl ude pa tien t care f inanc ing was

encountered at every major juncture in the debate ; and

o The resolution of the debate in the enactment of Sec . 2991

occ urr ed af ter very limited discussion and was inconclus ive

with respect to any definitive interpretation .

That the debate was lengthy and the issues clearl y understood from

the outset is thdicated in the next section . The factors affecting the

evolving policy debate over t ime are analyzed in Section II. The proce-
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dures by which the rosol u t  ion of the  deba te  o c c u r r e d  a c - -a t f o r t h  in

Sec t ion  I I I .  The implications of this case stud y a r c  discussed  in the

final section .

I. THE LONG POLICY DEBATE

In order to understand how the society grappled with value—of—life

decisions posed by Sec. 2991, it is important to recognize that the nature

of the end—stage renal disease issue was clearly understood at least a

decade before the matter was resolved . The U.S. government did not move

quickly to the decision it made in 1972. It is also important to note

that althoug h the particular issue of the moment wore many faces specific

to particular federal policies and programs , the centrality of the patient—

care financing question was never in doubt.

The use of the artificial kidney machine for providing long—term

intermittent hemodialysis for preserving lives of individuals with end—

stage renal disease became possible in 1960. In that year , Dr . Beld in g

H. Scribner , a ph ysician at the University of Washington School of

Medic ine , and his colleagues invented a vascular access device known

as a cannulae and shunt. This device made it possible to hook patients

to the artificial kidney machine for the purpose of cleansing their

blood stream of the products of metabolic waste and then to unhook them at

the end of 10 or 12 hours of treatment.
15

Scribner inserted the cannulae and shunt in his first patient on

March 9 , 1960 , and immediately began dialysis. Scribner was so enthu-

siastic about his technique that he took ten “how to do it” kits to

Chicago the next month , where he demonstrated for his medical—scientific

__
~~~~~~~~~~~~~ • . ~~~~~~~~~~~~~~~~~~~~~~~ ~~ ~~~ .. -~~~~~~~-r-~~ .— .—. .41
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col ~~~~~~ the process of pa t i e n t cannulat i n . 16 Cl y de Shields , h i s

f i r s t  p a t i e n t , • i1 ~~o made the  t r i p .  Scribne r ’ s own account  of that meeting

ind ica tes  t h - i L  thcri’ was ~!,L-neraI agreement  tha t  the c a n n u l a t io n  technique

was promising but that considerable pessimism existed regarding the bio-

chemical aspects of dial ysis. Questions dealing with the potential

pa tien t load rev ealed subs tan tial d if f erences of op inion , but most thought

the load would be considerable. Efforts to determine that load were

deferred to a later date. “The ques tion of publ ic release of information

and f und ra ising was no t d iscussed in de ta il ,” Scribner wrote , “because

it is j u s t  too early to say much. ” 17

On May 19 , 1960 , Scribner wrote  George M. Wheatley , M .D . ,  a vice

pres ident of Metropolitan Life Insurance Company in New York City, to

inquire about prospective patient load data : “It is becoming more and

more clear that by this technique of continuous hemodialysis and the

technique of cannulation of the blood vessels , we are going to consider-

abl y alter the course of terminal illness in patients with chronic uremia .”8

Cl early, moving this new medical technique f r om cl inical research to

widespread medical use was of great importance to Scribner within weeks

of his first patient being placed upon the machine .

Cos ts al so came quickly into focus . July 1960 estimates by Scribner

of cos ts for  trea ting 15 pa tients came to $99,000——$l6,000 for equipment,

• $40,000 for once—a—week dialysis , and $43,000 for med ical personnel.19

Minus equipment , per patient costs were $5,533 per year . The recognition

that thrice—weekly d ialysis was medically more desirable later exposed

these estimates as quite low. Even so, it was clear that substantial

costs were associated with this new procedure .

$
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By 1962 , cost considerations and the related scarcity of facilities ,

permeated all discussions of dialysis. Harold Schmc-ck , writing in T~’~

~ y(~~~ Times about L i r e  Seattle experience , called the emergence of

hemod ialysis “one of the most dramatic stories of medical triump h and

traged y in recent history.”2° The triumph lay in the fact that “a

handf ul of men and women who should be dead , by normal med ical c rit eria ,

are living and leading nearly normal lives.” The tragedy lay in the

fact that “because facilities for cure are limited , inev itable dea th of

kidney disease was in store for thousands of others.” Annual costs of

treatment were estimated to be $10,000 per patient .

In early November 1962, a Life magazine arti L le by Shana Al exander

described the dilemma created by the existence of a life—saving therapy

and the  sca rc i ty  of f a c i l i t i e s  to p r o v i d e  it.
21 

Treatment costs were

es t imated  to be $15 ,000 per p a t i e n t  y ear. The a rt i ~~Ic wen t  on t o  desc r ibe

the anonymous , seven tr ember , lay conir~i t t ee in Se a t tl e  w l i L h  was charged

w i t h  deciding which i n d i v i d u a l s  shou ld  h ive ~ & ess to e he L i m i t e d  L imber

of machines aJ~~cz medical evaluation of pres~ ective pat ients. Factors

identified as important to th e committee i~ ta. ii determinations included

the p a t i e n t ’ s age and sex , m ar i t a l  s t a t u s  and number of dependents.

income , ne t  w o r t h , emot ional  s t a b i l i t y — — e s p e c i a l l y in - a  c~ - p t i ng t r e a t m e n t ,

educat ional  background , occupa t ion , past  p r  ferm i ii cc , f u t u r e  po t en t  f a t ,

and personal r e f e r e n c e s .  The v a l u e — o f — l i f e  dil ei ria was conv ’~yed in

s t a r k  terms to an audience  of m i l l i o n s .

At a j o in t  confe rence  in June 1973 be tween the  Amer i can  M e d i c a l

Assoc ia t ion  and the  Na t iona l  Kidney Disease F o u n d a t i o n , the  Seattle pre-

sentation enumerated “adequate funding ” and p r e p a r a t i o n  as the f i r s t  of

several  prerequisites for a successful hemodialysis treatment program .

-

~ 
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Costs , it was i n d i c a t e d , co uld  r each  “ u p a . - - ’  ~s of $2O , PC (~ or  pat  - -n t per

\ ‘oa r , ” and i n i t i a l  c a p i t a l  i z at i o n  fo r  a t en—bed  c e n t e r  was esi i~ - i t c d  t

be $300 , 000 to $500 ,000 . The f i n a n c i a l  workshop  r epo r t  i n d i c a t e d  t h t

i t  “has asked more ques t ions  than  it has been able to f i nd  answers  for

at t h i s  point . ” The workshop on soc ioeconom ic and moral  q u e s t i o n s , how-

ever , chaired b y a Jesuit  pr iest , put the p rob lem in clearer perspective :
23

At t h i s  moment there  are only a certain number of peop le who
- 

• are ab le  to be hel ped through the technique of hemodialysis.

* 
In the immedia te  f u t u r e , also , j u s t  a small number  of people
w i l l  be able  to be t r e a t e d .  No m a t t e r  what  the dec i s ion  of
our conferences  about the medical  and f i n a n c i al  f a c t o r s , the
imp l emen ta t i on  of a full—scale program will take a number of
years. Therefore , we in this country will be faced with the
moral problem of having at hand a method of saving l if e  wh ich
is not available to all who need i t .

Finally,  the implications of h e mo d i a l y si s  for  t he  f e d e r a l  govern-

men t were also recogn ized earl y. In 1964 , the Senate Appr opri.-ttions

Commit tee  indicated that  the Publ ic  Hea l t h  Service had the s t a t u t o ry

a u t h o r i t y  to p rovide demonstra t ion and t r a i n i n g  funds  fo r  a r t i f i c i a l

kidney programs . That a u t h o r i t y ,  however , did not e x t e n d  to p a t i e n t —

. .  24
care financing :

The Federal Government has borne the cost of treatment for its
legal beneficiaries and shared these treatment costs when it
has been in connect ion wi th  research  i n v e s t i g a t i o n  or d e m o n s t r a —
tion . Tradi t iona l ly ,  payment for  t r e a t m e n t  of i l lness has been
the respons ib i l i ty  of the  patient or the local communi ty .  If
the Federal Government were to share the f u l l  cost of l i f e t i m e
t rea tment  for a l l  who s u f f e r  from these chronic  d iseases  and

V - 
condi t ions , the f i nanc i a l  burden wou ld be exc ess ive.

This s ta tement  r e f l ec t ed  f u l l  compr ehen sion of the pol icy issue .

It should be clear from the above anal ysis that the value—of—life

issues raised by the emergence of hemod ialysis were understood generally

and with respect to their implications for the federal governmen t  e s s e n —
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t t a l l y a decade be fo re  t i re  passage of Sec . 299 1. Why then did i t  take

so long to reso lve  the  m a t t e r ?  In the f o l l o w i n g  se c t i o n , the  answer to

tha t  q u e s t i o n  w i l l  he developed t h rough  an anal ys i s  of the  f a c t o r s  influ-

encing the  po l i cy  deb a te .

I I .  MAJO~ FACTORS AFFECTING THE POLICY DEBATE

Six major f ac to r s  were important in affecting the lengthy pol icy

debate on patient—care financing. These factors were:

o The unfolding clinical development of the two life—saving

medical . ptocedures——dialysis and transplantation ;

o ti re chang ing distribution of power within the medical—

scientific community;

o the ‘technic~ 1 logic” of federal policy development;

o the evolution of the fed-aral role in health ;

o the  v i c i ss i t u d e s  of p o l i t i c s ;  and

o the  i m p o r t a n c e  of identified l ives .

A. The Unfolding Clinical Experience

The e v a l u a t i o n  of a new m e d i c a l  p r o c e d u r e  b y the  m e d i c a l — s c i e n t i f i c

community depends upon a number of factors . Those general factors that

have been identified as mos t, important to this case are the location of a

procedure  on the  ee~p er ~~~~ - - - m ~~ c c-:, the  q u a l i t y  of l i f e  pro—

• v i d e d  p a t  i e n t s  b y the pr oci - d i i r c - , t i r e  t h c r r p e i i t  ic  a l t e r n a t i v e s , and the

* a e s t het i c  n a t u r e  of t he  t h e r a p y .

Fox and Swazey have suggested t h a t  i t  is a p p r o p r i a t e  to speak of

an e x p e r i m e n t — t h e r a p y  c o n t i n u u m  fo r  any given medica l  p rocedure . 25 A

procedure  may be c l e a r l y e x p e r i m e n t a l  or clearl y an e s t ab l i shed  the rapy ,

~~~ _ L ”- :~~1~IT. -

~

‘ _ •~~~1~~ -



r : a - ~~ -—
-V

12

but new procedures are f r equen t ly in some intermediate position and moving

from the experimental  to the therapeutic. Clinical investigation , they

note , involves the interplay between res earch and therapy , and the balance

between the two “shif ts as the new treatment  evolves.”

The precise location of a new medical procedure along this continuum ,

quite obviously, will have a large bearing upon the policy debate about

how the federal government should react to the procedure. If it is ex-

perimental , then research is clearly indicated . If it is established

therapy , however , other responses might and probably will be called for.

But the position of a given procedure on this continuum at a particular

time is difficult to establish.

Two sources of ambiguity complicate this assessment. First , Fox and

Swazey po int out, there are semantic difficulties : “Physic ians do not

have standardized and unevocative terms to designate the stages of devel-

opment of a new therapy clearly and objectively.”
26 

No a priori criteria

exist by which the medical community can make such judgments.

Second, clinical investigators confront a role of structural ambi-

valence created by their dual orientation to the provision of therapy to

sick patients and their conc urrent commitment to “the advancemen t of

scientific understanding” of clincial medicine . Clinical, investigators

differ markedly in their emotional involvement in both the investigative

and therapeutic aspects of their dual role. The dilemma confronting the

clinical investigator has been described in this way:
27

The research physician ’s attempt to equilibriate his clini-
cal and investigative responsibilities is related to a basic
problem : . determining how experimental and/or therapeutic a
new operation, drug , or other procedure is at a given time in
its development and for a given class of sick persons .

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~ r~~i:,:: ~~~~ 
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Con sequent] ,-
, among ci ir r i ca l  inve st  i g at or s  t h e  “ sc i ent  1st ” is l i k e l y

to emp lr~is ize  t i r e  u n k n o w n s  and u n c e r t a i n t  ies of a new p rocedure , to

s t r e s s  the l i m i t s  of knowled ge , and to regard  it. as experimental for a

longer t ime than a “phy s i c i a n . ” By con t ras t , the “ p hy s i c i a n ” is l ike ly

to emp has ize  the pros j i ~-c t’ i ye benefit s o I a new p r o c e d u r e  and de~ jp liiis i ze

the associated uncertainties.

The policy debate over end—stage renal disease was affected by dif-

ferences of opinion within the medical—scientific community as to where

the therap ies of dial ys is  and t r a n s p l a n t a t i o n  were along the  experiment—

therapy continuum . For instance , when Scribner first introduced his

cannu la tion  techni que in 1960 , John P.  M e r r i l l , M . D . ,  who had extensive

ex pe r i ence  w i t h  dial y s i s  i n  connec t i on  w i t h  the  t r ansp l a n t a t i o n  program

at Peter Bent Brigham Hospit -il in Boston , suggested that patient wei ght

loss and m e n t a l  d e t e r i o r a t i o n  were  l ikely to  occur  on long—term d i a l y s i s .

George  E. Schreiner , M.D., of Georgetown U n i v e r s i t y ,  one of the pioneers

in the use of dial y s i s  w i t h  a cu t e  renal f a i l u r e , s u p p o r t e d  M e r r i l l ’ s v iews .28

Subsequen t l y ,  many ph y s i c i a n s  a t t e m p t i n g  to rep l i c a t e  the  Sea t t l e  experi-

en ce were unable to do so. Charges were made that Scribner ker- t his

patients alive only by heroic dedication and energy and not by clinical

understanding of the dial ysis experience.

In June 1963 , at tire meeting sponsored by the AMA and the National

Kidney  Disease Founda t ion  m e n t i o n e d  above , M e r r i l l  e s sen t i a l l y announced

that hemodialysis could be regarded as an established t h er a p e u t i c  pr o c e d u r e .

He said:
29

My colleagues and I at Peter Bent Brigham and others have used
• Dr. Scribner ’s techni que and while difficulties were encountered

at first , we have found that it is new possible to use this
m e t h o d .  I t  is i m p o~ m t  to  emp h a s i z e  this fact about h e m o d i al y— 
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sis because it is no longer in the experimental stage. It is
now a prac tical method, as far as some physicians are concerned ,
by which to keep chronic uremia patients alive . I believe the
problem of hemodialysis must be looked at in this li ght.

Schre iner , however , speaking at this same meeting , was far more conser—

vative. “So at the outset ,” he said , “le t me emphasize that no matter

wha t you have read or heard , there are problems connected with the use

of these techniques , both in a research setting and on a community—wide

basis.”3° The medical problems he identified were hype rtension , psychia-

tric problems , metastatic calcification , peripheral neuropa thy, resistant

anemia—repeated transfusions that had raised “concern among pro fess ional

men in the field.” Tirne community was hardly of one mind on the status

of hemodialysis. Since that conference considered the financial ques-

tions posed by dialys is, as well as its moral—ethical implications , dif-

ferences of opinion within the medical—scientific community entered

direc tly into the policy debate.

The differences between Merrill and Schreiner can be explained in

large measure as a function of their differing orientations to kidney

transplantation. Renal transp lants , initially on identical tw ins , were

pioneered at Peter Bent Brigham in Boston beginning in the earl y l950s.
31

In 1963 , it was realized that the use of immunosuppressive drugs could

aid in the immunological rejection problem confronting transplants that

involved a cadaveric rather than a living—related kidney. It did not

take the transpianters long to recognize that dialysis was capable of

• keeping potential transplant recipients——who had experienced loss of

kidney function-—alive while waiting for a cadaveric kidney to become

available. 
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The development of kidney transplantation also raised the question

of where tha t procedure was on the experiment—therapy continuum . The

imp l ications of the status of both dialysis and transp lantation were

addressed in an editorial in Modern Medicine .32 The editor , Irv ing H.

Page , M.D., described chronic dialysis as “an interesting and important

experiment.” (italics added) He also stated categorically “that it

should be perfec tly clear that we are not ready for large—scale kidney

transplantation” until the rejection problem had been overcome . He was

ex cep tionally critical of recent initiatives within the Public Health

Service and the Veterans Administration to establish dialysis centers

around the country . Then, to his physic ian audience , he argued: “We

have a responsibili ty to help guide other human beings through life

and not to hold out hope of a normal life—span when this hope is not

. . ,,33
3uStified. (italics added)

The debate was not settled in late 1964. In an article primarily

describing the Seattle experience with home dialysis , Medical World News

quoted Norman C. Levinsky, M.D., director of Boston City Hosp ital ’s renal

service: “Chronic dialysis is properly considered a clinical experiment

rather than an established mode of treatment at this time.”34 Levinsky

went on to describe dialysis as a stopgap treatment to keep patients

alive while they awaited transplantation or some other form of treatment .

-: The experiment—therapy discussion was not confined to the medical—

scientific community but entered directly into the public debate of the

issues posed by dialysis and transplantation . In 1965 , in hear ings before

the House of Representatives Appropriations Committee , Congressman Melv in

Laird asked a phys ic ian witness , Dr. Edward Kass , “Do you cons ider dialy—

sis a research program or a treatment program?”
35 Kass responded : “I

~ 
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would consider dialysis now at the point in between-—I think it ’s what

I would call pilot plan or operational research program.” Laird turned

*to a Philadelph ia physician, Dr. Theodore Tsaltas , and asked h im if he

agreed . “I believe that chronic dialysis has gone beyond the actual

experimental stage,” Tsal tas replied, “and it is now at the point where

we can appl y it to save lives. The kidney m a c h i n e  is no l onge r  an experi-

ment——it can no longer be classified as an experiment because it works——

it is now a scientific fact not a theory——it keeps people alive .”

Not until late 1967, in the report of the Gottschaik Committee ,

did both dialysis and transplantation receive “official” medical—scientific

sanction as established therapies. The report stated : “The Committee

believes that transplantation and dialysis techniques are suff iciently

perfec ted at present to warrant launching a national trea tment pr ogram

and urges th is  course of action. ”36

The debate described above indicates that both dialysis and trans-

plantation were evaluated in reference to the experiment—therapy continuum .

Consensus was a long time in developing. Among the clinical investigators ,

Scribner represented the polar extreme of the “physic ian” committed to

providing therapy to dying patients while Levinsky represented the “sci-

entist” given to see ing the limitations of the dialysis procedure. Also

suggested is the dimension of conflic t , not fully articulated here , be—

tween those committed to hemodialys is as a major mode of therapy and

those who saw it as basically an adjunct to transplantation .

*Tsaltas’ own life was being sus tained by the ar tif ic ial kidney and
the physic ian administered the hemodialysis treatment directly to himself.

~~
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Another issue in the debate within the medical—scientific community

was the quality of life provided to patients by these procedures. Were

these therapies “life saving” as the ir proponents argued , conveying to

benef iciaries a new lease on normal life? Or were they merely “life

prolonging ,” as their critics claimed , hav ing a number of unre so lved

associated clinical problems created by the ministration of therapy?

On this matter , as well , the medical—scientific community was divided.

A third issue raised by the emergence of dial ysis and transplanta-

tion , bu t espec ially by d ial ysis , focused on preventive versus treatment

approaches to end-~stage renal disease . The scien tificallv - rientcd

members of the community were greatly concerned with the emphasis upon

the curative or palliative approach and urged that there be an appropri—

ate research investment into the etiology of end—stage renal disease that

would lead to effective means of prevention. The basic weakness of this

argument was that it involved a trade—off between the future promise

of prevention and the existing reality of treatment. Great uncertainty

existed regarding when that promise might be redeemed , and medical scien—

tists advocating the research approach were vulnerable to charges of

self—interest in advancing it.

A final consideration should be raised , namely, the aesthetic eval-

uation of the therapies. Lewis Thomas, M.D., has written of the “h igh

• technology ” and “half—way technology” of medicine . The former “comes

as a result of a genuine understanding of disease mechanisms , and when

it becomes available , it is relativel y inexpensive , relat ively s impl e ,

and relatively easy to deliver .”
37 

Half—way technology , however , is

represented by “the kind of t i r i n g s  t h a t  m u s t  he done after the fact , in

~~~~~
I, 

~~~~~~~~~~~~~~~~~~~~~~~~~ :~ -V - -~~

, 
-~~~~ ~~~~~~~~~~~~ 

-V• V. 



18

an effort to compensat for the inc ;rpaeltat ing & - ~ ect  -~ of  ‘ o r  t a m  dis-

eases whose courses we are  u n a b le  t o  do V o l  - - ow-h  ,l~o - u t  . It is a t o

nology designed to make up for disease or to postpone death. ”

Thomas categorizes both hemodialysis and renal transp lanta tion as

half-way technologies. Most physicians would agree. Beyond this , esp-

ecially with respect to dialysis, many would liken the ar ti f ic ial kidney

mach ine to the “iron lung” stage of treating poliomyelitls. The polio—

myelitis story involved the development of a vaccine capable of prevent-

ing this viral—caused disease , a vaccine that made obsole te the clumsy

technology of iron iongs.38 This experience, it should be recognized ,

has a profound aesthetic attraction for the medical—scientific community.

It demonstrates for many the absolute superiority of scientific solutions

over technological fixes in medicine . Attitudes toward the artificial

kidney , this author believes, have been shaped in large measure with that

analog in mind.

What should be done about patient—care financing for victims of end—

stage renal disease? The medical—scientific community ’s orien tation to

the question depended heavily upon its assessment of the clinical experi-

ence with both therapies. One reason the overall pol icy debate took as

long as it did was related to the time required to secure sufficient

consensus within the medical—scientific community to sanction act ion by

the government .

B. Changing Power Distributions Within
the Medical—Scientific Community 39

It should he remembered that no therapy existed for end—stage renal

disease prior ~o 1960. Those interested In the kidney——its functions

~ 
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and pathologies-—were p r imar i ly  research—oriented medical sc ien t i s t s .

The prevailing view of dialysis among the research—oriented members of

the medical—scientific community was that the procedure was experimental ,

the quality of life provided by it was highly unsatisfactory, and it

represen ted the “iron lung” phase of med icine . These views are still

prevalent among many medical—scientists today .

In the early 1960s , the medical— -scientists exercised dominance

over all the relevant medical—scientific institutions within which the

policy debate over the implications of dialysis and transplantation took

place. For instance , within the National Institutes of Health key lead—

ersh ip posit ions were occupied by research—oriented renal physiologists

and the relevant NIH study sections were dominated by those who were

strongly committed to medical research. The influence of these indivi-

duals extended to the major voluntary health associations , including

the renal section of the American Heart Association and the National

Kidney Disease Foundation (later the National Kidney Foundation). And

they made their influence felt in these various medical—scientific

councils.

The research—oriented group was aided for a time by the d if f icul t ies

that other physicians had in replicating the Seattle results. When

Scribner and his colleagues first began using the artificial kidney,

Seattle was the only medical center in the country where such trea tment -
‘

was available. Although the Seattle group was successful from the outset

in sustaining the lives of patients , other groups in the 1960 to 1962

*
• Renal physiolog ists , in f a c t , included among their ranks some very

prominent men of academic medical science , many of whom emerged in the
1960s in positions of leadership in major medical schools.

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~ ~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~ ~~~~~~~~ - -V
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period had d ifficulty replicating their experience . Charges were made

that Scr ibner inves ted so heav ily in “tender loving care” for his patien ts

that the Seattle experience did not constitute a scientific test of the

new procedure. From the Seattle perspective , fa ilure by others to repli-

ca te their successful experience was attributed to a greater orientation

toward research than toward patient—care or, conversely, the lack of

strong interest in establishing long— term hemodialysis as a reality .

From late 1962 through the mid—l960s, a number of young physicians

trekked to Seattle to learn how to perform dialysis. Frequently, these

younger men were less strongly committed to academic medicine than the

renal physiology research community that dominated the scene. These

younger physicians believed that lives could be prolonged through hemo—

di alysis and they wanted to participate. The institutional impacts of

this were substantial . A program of delivering dialysis therapy to

eligible veteran beneficiaries was initiated within the Veterans Admin— - ‘

istration in 1963, and a number of VA physicians received on—site train—

ing in Seattle. Similarly, by the time the Public Health Service initia—

ted a grant program to support center dialysis facilities in 1965, a

number of the physicians heading up those twelve grant—supported projects

had been to Seattle to learn how to dialyze patients.

From approximately 1962 through 1966 , it is possible to observe

differentiation of medical—scientific community along four dimensions. 
*

In functional terms, a predominantly research—oriented community now

included a significant and growing number of clinicians who were providing

dialysis therapy. In terms of age , a younger group of physicians were

coming Into pohitions of importance within the kidney d isease field.

Rela t ive to major  medical centers~ movement was away from the university
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research centers and toward treatment—oriented centers located in close

relationshi p to a university medical center. Finally ,  in specialty

terms , nephr ology emerged as a clinical and academ ic spec ialty alongside

the academic specialty of renal phys iology .

A similar pattern can be observed relative to renal transplantation.

The surgical techniques of transplantation were established in a few major

centers like Peter Bent Brigham in Boston , Medical College of Virginia

in Richmond, and the University of Colorado in Denver.40 
Important dif-

ferentiation , however , followed the introduction of immuno—suppressive

drugs for control of the rejection phenomenon in 1963—1964, and there

emerged a number of major “second generat ion” tran splan t cen ters , such

as , the University of California at San Francisco , Stanford University,

and , somewha t la ter , the University of Minnesota.

What effect did this differentiation have on the policy debate?

First, the differentiation of the medical—scientific community occurred

as bo th therap ies became increas ingly regarded as es tablished , rather

than experimental , procedures. Second , the differentiation of the

professional community from one dominated by researchers to one having

an increased number of clinicians meant that there was a concommitant

s h i f t  in values from a science—oriented to a p a t i e n t — o r i e n t e d  view of

the clinical situation. Finally, this complex pattern of differentiation

• meant that there was an increasing number of “identified physicians” d is—

tributed broadly across the country who were beginning to interact as

constituents with the political—administrative community as participants

in the pol icy debate . In the main , they tended to be advocates for an

expanded governmental role.

‘
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As professional differentiat ion occ urred wi th the development of

the two therapies , the institutions of medical—science changed also.

The 1963 joint American Medical Association—National Kidney Disease

Foundation conference constituted an ad hoc arena for discussing the

issues that had been raised by Shana Alexander ’s Life magazine article.

The conference was sponsored by the AMA , an organization not known for

favoring government intervention in the financing of medical care, and

by the N.K.D.F., which tended to be dominated by its Scientific Advisory

Board. Although there was substantial discussion of establishing a

series of dialysis research and treatment centers, the conference ad-

journed without making any recommendations on this matter to the federal

government.
41 

Conservatism toward dialysis as a treatment was the pre—

vailing view.

In November 1964, the National Institutes of Health held a confer-

ence “to elucidate the technical aspects of hemodialysis in which improve—

ments could be made.”
42 

Slightly more than 40 persons attended and the

emphasis was clearly on research . Interestingly enough , two prominent

clinicians——Scribner and Merrill——were not present , the former because

he had not been invited . In response, Scribner , w ith suppor t from a

local Seattle manufacturer , hosted a “Working Conference on Chronic

Dialysis” one month later, which approximately 160 people attended .43

The composition of this conference and the nature of its agenda indicate

a far stronger orientation toward patient—care problems than characterized

the NIH meeting.

These three meetings represented an ad hoc response to the need for

inst~ ’:utional arenas in which to discuss the problems created by dialysis.

Permanent institutional changes were also sought . For examp le, in 1969

• .
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a Medical Advisory Board wa3 created within the National Kidney Founda-

tion , in large measure to offse t the resear ch infl uence of the Sc ienti f ic

Advisory Board . As another example , dissatisfaction in the early 1970s

within the American Society for Artificial Internal Organs at the limited

por t ion of the agenda allocated to dialysis and renal transplantation

led to the es tablishment of the Counc il on Dialysis and Transplantation.

This free—floating group later attached itself to the National Kidney

Foundation.

These changing patterns of organization within the medical—scientific

community represent various factors at work. One important factor was

the  manifest desire of clinicians to address the patient—oriented prob—

lems of dialysis and transplantation in settings that were not dominated

by the research—oriented members of the community. Secondarily, they

reflect the des ire to establish various platforms from which representa-

tions can be made to the political—administrative community . Over time ,

these changes altered the power balance among scientists and clinicians

and led to increased demands for government provision of treatment services

from the interested clinician community .

C. The “Technical Logic” of Federal Policy Development

In retrospect , one can observe a logical development of both dialy-

sis and transplantation as each emerged from biomedical research and was

introduced into patient care. That “logic” can be seen with respect

to research and development , demonstrat ion and training , and capacity—

building within the Department of Health , Education , and Welfare (DHEW).

In addition to these stages of development within DHEW , we must ment ion

the activities of the Veterans Administration . Finally , we take account

~~~~~~~~~~~~~~~~~~~~ ~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~ ~~~~~~~~~~~~~~~ _ _ _ _ _ _ _
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of the situation that this policy development produced on the eve of

enactment of Sec. 2991.

1. Research and Development

The support of biomedical research has long been a widely sanc-

tioned role for the federal government in health .
44 

In the mid—l960s ,

soon af ter dialysis and renal transp lantation appeared , “identified”

research programs were es tablished within the National Institutes of

Health.

The possibility of using immunosuppressive drugs to control the

rejec tion by the host of a transplanted kidney was suggested to the

scientific community in 1959 and was taken up quickly by medical scien-

t i s t s  engaged in experiments with kidney t r ansp l an t a t i on.45 The f i r s t

a p p l i c a t i o n  to humans was in 1961 . With in  a short time, control of the

immunolog ical re jec t ion  phenomenon in kidney t r ansp lan ta t ion  by immuno—

suppress ive  drugs had displaced the earlier use of whole-body i r r ad ia -

t ion in clinical research. In 1964 , as a result  of th i s  work , t he Com-

mittee on Appropriations of the House of Representatives added $2 million

to the budget request of the National Institute of Allergy and Infectious

Diseases “to star t a real program in the study of immunological defens e

mechanisms as they relate to the re jec t ion , b y one person ’s bod y ,  of

transplanted tissues from the body of another person .”
46 

The Senate Appro—

p r i a t i on s  Commit tee  of tha t  same year concurred : “This r e j e c t i o n  phen—

omenon ,’ it noted , “rather than surgical technique, is today the most

ser ious obs tacle to successf ul organ transplant s .”4~ The Transplant

Immunology Program , wi th in  NIA ID , was established in direct response to

the  i m p l i c a t i o n s  of research results and in an effort to pursue those

implications.
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The e s t a b l i s h m e n t  of the A r t i f i c i a l  K i d n e y/ C h r o n i c  Uremia (AK/CU )

Program w i t h i n  the Na t iona l i n s t i t u t e  of A r t h ri t i s  and Metabolic Diseases

(NIAND ) occurred more slowl y .  Scr ibner  t e s t i f i e d  in 1962 about  the  need

fo r  research funds  to improve hemodialysis , and the Senate did add an

addi t iona l  $1 m i l l i o n  to the N IA~’1D f i sca l  1963 budget  request  “ f o r  ex—

pati ded research in diseases of the kidney .” 48 It also recommended tha t

“a considerable portion” be devoted to further research on the artificial

kidney .  A l t h o u g h the 1962 Senate Appropria t ions  Committee report  des-

cribed hemodialys is as a “br illiant triumph of medical research ,”
49 

its

1963 report  more modest l y r e f e r r e d  to it as “an excellent exampl e of

p rac t i ca l  accompl i shmen t . ”50 Nei ther  the Senate nor House a p p r o p r i a t i o n s

commit tees  saw f i t  in ei ther  f i sca l  1964 or 1965 to take addi t iona l

ac t ion .

Substantial pressures were brought to bear upon both the Congress ,

the Nat iona l  I n s t i t u t e s  of Hea l th , and the  execu t ive  branch dur ing these

years to create a program of research on the artificial kidney . Finally,

in connection with the fiscal 1966 ap~J ropr ia t ion , the House recommended

$2 m i l l i o n  more than the NIAMD bud get request , for “the development of

a b ett ~-r ~i r t i f i c ia l  k idney than  the  machines which now e x i s t. ” 51 The

Senate  A p p r o p r i a t i o n s  Commit tee , impressed with the  need fo r  “ s impler

and less cost l y techni ques , added an addi t ional  $1 mi l l ion  to the House

• 
al lowance to enable resea rch  and development work to proceed “wi th  all

• poss ib le  speed. ” 52 Not even for  research and development for a better

d i a l ysis  machine , however , did the federa l  government  move very qu ick l y .

2 .  D e m o n s t r a t i o n  and T r a i n i n g

A t h o r n i e r  pol icy  ques t ion  arose in connec t ion  w i t h  f u n d i n g  d i a l ysis

ce nt er s  th rough  P u b l i c  H e a l t h  Service f u n d s .  Scribner and his colleagues

_ _ _  
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in Seat t le  had es tabl i shed  a community t r e a t m e n t  cen te r  in 1962. Throug h

a combinat ion of support from private philanthropy and community fu nd-

raising, an active dialysis  center was in ex is tence  when the 1962 J ~iJ ~.

magazine article appeared. In 1963, a Public Health Service grant was

made to this center  to assist it in meet ing i t s  f i n a n c i a l  o b l i g a t i o n s .

The policy discussion generated by this  PHS grant dealt wit h several

cons idera tions , two of which were addressed by the Senate A p p r o p r i a t i o n s

Committee in i ts  report  on the f iscal  1965 appropr ia t ion . Firs t , the

comm ittee pointed out that chronic illness and aging formula grant funds

were available “for the States to use at their discretion for the support

of community dialysis centers” ; furthermore , the Public Health Service

had the  autho~ity under the Community Hea l th  Services and F a c i l i t ie s  Act

of 1963 to use funds  for  community  di~ilysis  c e n t e r s .  Second , the committe e

report made clear tha t  such funds  were leg i t imate  fo r  d e m o n s t r a t i o n  and

t ra in ing but not for  payment for  t rea tment  of i l lness .53

There was an u n d e r l y ing issue that t roubled the  Senate  Appropr ia-

t ions Committee . The two grants that had been awarded before 1964 , one

to Seat t le  and the  o the r  to Downstate  Medica l  Center  in Brookl yn , we re

• s t ep—funded  over a t h r e e - y ear  per iod so PH S f un d s  would he phased out

dur ing  that time . It was assumed by PHS officials that community finan—

cial support  would be e s t ab l i shed  at the end of the  th ree  v. -ars . The

• Senate , espec ia l ly  Sena to r  L i s t e r  Hi l l  ( D — A l a . ’~, was skep t i c a l  that com—

mu n i ty  suppor t  wou ld be f o r t h c o m i n g .  In 1964 , the c o m m i t t e e  i n d i ca t e d

tha t  it had decided a g a i n s t  an amendment  proposed by Senator  Henry  M.

Jackson ( D — W a s h . )  to p rov ide  $1 m i l l i o n  fo r  two a d d i t i o n a l  c e n t e r s .

In 1965 , in connec t ion  w i t h  the f i s c a l  1966 a p p r o p r i a t i o n , t h e

House Appropriations Committee recommended an addition al $2 million 

-:1~~~L.~~ ~~~~~~~~~~~~~~~~~~~~~~ 
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beyond the bud get request  of $1.4 mi l l ion  for supporting hemodialysis

cen te rs .  The committee ’s report  noted that this amount fell short of

the $5 million recommended by the PHS advisory groups. The Senate com-

mittee concurred with the House in providing a total of $3.4 million

for the suppor t of 14 community dialysis centers.

The members of the House and Senate appropriations committees , wh ere

much control over federal gover nment health policy resided in the l960 s,

knew what they were doing . They were prompted to action in 1965, in

par t, by the knowledge that NBC Television was preparing a documentary

program for release that fall which would contrast the millions of

dollars being spent on the space program with the apparent unwillingness

to spend money to save lives on earth.54 Howev er , the Senate , in setting

f o r t h  the legal a u t h o r i t y  fo r  PHS act ion , l i m i t i n g  the  scope of that

ac t ion  to demons tration and training , and providing modest funds for 14

communi ty  dial ysis centers reflected great reluctance to accept federal

government r e s p o n s i b i l i t y  fo r  pay ing  fo r  the co s t s  of t r e a t m e n t .

Indeed , the  federal government moved to further limit i ts i n v o l v e —

meat in communi ty  dialysis centers in 1968 and 1969 . The Heal th  Serv ice

and Mental Hea l th  A d m i n i s t ra t i o n , under whose a u t h o r i t y  the k i d n e y  ren-

ters program was then being administered , took action to terminate grant

suppor t .  A May 1969 memorandum from the director of t he  Kidney Di sease

Contro l  Program to 1-ISMHA indicated that support had terminated for four

cen te r s , one o ther  center  was soon to go o f f  fed er a l  f u n d i n g ,  fourth—

year funding extensions to the original three—year grants had been

nego t i a t ed  w i t h  seven c e n t e r s  on the  c o n d i t i o n  t h a t  t h i s  ~iI p p o r t  w .~s to

be terminal , and f o u r t h — y e a r  support  was not a n t i c i pated  f er  two o the r

55cen te rs .
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3. Capacity—Building

The development of hemodialysis centers around the country led to

streams of legislative proposals for expanding federal government pro-

grams from 1965 onward . Senator Jackson was the foremost advocate of

such legislation in the Senate; Representative Roybal , among others ,

in the House. But this flurry of proposed legislation literally went

nowhere. No hearings were held on any leg isla tion during the period

from 1965 through 1969. All leg islat ive ac tion was effec tively channeled

throug h the appropriations committees.

Reluctance to see an expanded role for  the federa l  government in

hemodialysis was not l imited to the legislat ive branch, as the above

analysis may suggest. In early 1969 , the director of the Regional Medi-

cal Programs Service , in a memorandum to the Deputy Administrator of

HSMHA, wro te the follow ing in response to a request for comments on

proposed legislation to support treatment of end—stage kidney disease:
56

I judge that the major question we should ask ourselves as we
review the proposed legislation is this: “Can we and should
we at this time make an all out effort to establish facilities
for the t reatment  of a l l  pa t i en t s  wi th  end—stage  kidney dis-
ease who can benef it from hemodialysis?” My answer is no.

Af ter recommending a strategy directed at prevention , earl y detection ,

and early t reatment of kidney disease, this official described the pro—

posal to finance treatment of end—stage renal disease through Social

Secur ity as “qu ite unsound .” He cogently summar ized h is v iews on the

central issue :57

Our present sys tem of health care con trols cos ts in cases like
this by sett ing up barr iers to adequate care by making accessi—
bili ty and f inancing difficult or impossible. The cost in
dollars , facilities , and h e a l t h  m a n p o w e r  of a n it  tonal kidn -v
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program which would remove these barriers to patients with end—
stage kidney disease are so great that for the t ime being we
may have to leave them erect.

No clearer statemen t of the nature of the policy debate within the bureau-

cracy is to be found .

Kidney disease legislati on was f i n a l ly enacted in 1970. The legis—

la t ive author i t y  for the Regional Medical Programs Service was amended

to read , “The Heart Disease, Cancer , Stroke , and Kidney Disease Amend-

ments of 1970.” (italics added) The DHEW kidney disease program initia-

ted in the chronic diseases division of the PHS in 1965 was now legally

nestled in RNPS, where it had been administratively lodged since 1969 .

This established a means whereby community dialysis centers could receive

financial support through the 55 regions of the RNPS. Pol icy control

was centralized , hut funds for centers were allocated on a decentralized

basis through the reg ions. The net effect of this arrangement was to

increase the dialysis - . ij -  ~ - t~’i at the local community l evel , even though

there remained great reluctance at the highest levels of the federal

government  to adopt  l e g i s l a t i o n  that would provide directly for patient—

care financing.

The apparent progression from research and development through demon-

stration and training to capacity—building is obviously a recons tru ct ion

of events. Obviously, the “technical log ic ” of I2HEW policy development

looks more rational in retrospect than it did at the time . It is true ,

however , tha t  federal  hea l th  policy w i t h i n  the  s t a t u t o r y  framework of the

P u b l i c  Heal th  Service Act was s t rong ly o r i en t ed  toward med ical res earch

and concur ren t ly  engaged in a search fo r  effective means to bring the

results of research into medica] practice. Within this framework , policy

_V.1 ~~~~ -V
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consistently stopped short of assuming a federal  government role for

payment of p a t i e n t  t reatment  costs.  Policy toward end—stage renal dis-

ease was clearly constrained by these broader considerations.

4. The Veterans Administration

The U.S. Government did assume responsibility for  trea tmen t paymen t

for veterans who were eligible for medical benefits from the Veterans

Administration . In 1963, the VA announced the initiation of a program

to es tablish dialysis units in thirty VA hospitals around the country .
58

This was done over the next few years and by July 1, 1972, the VA was

dialyzing 16 percent of the total reported dialysis patients in the
59

country .

The VA reached the decision to provide dialysis treatment largely

within its own organization . It did request apportionment of cons t ruc t ion

funds for refurbishing hospitals to create dialysis units , h’wever,

from the Bureau of the Bud get (BOB) in 1965. This prompted much dis-

cussion within BOB about the implications of the request. Consultations

between BOB and the Office of Science and Technology led to a decision ,

implemented in 1966 , to establish a committee of experts to advise the

Bureau on government—wide policy toward dialysis and transplantation .

This group , known as the Gottschalk Committee , after its chairman ,

Carl V. Gottschalk, M.D., of the University of North Carolina , issued

its report in September 1967.
60 

The report , among other things prov ided

BOB with a basis to urge combined dialysis and transplantation units

within VA hospitals and to promote home dialysis——a less costly mode

of treatment——as an alternative to hosp ital—based dialysis. The legal

basis of VA action in providing dialysis treatment was clear . To reverse
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the VA policy decision once it had been made would have been a momentous

political task. Even so, the VA action was greeted with some scrutiny

by the Bureau of the Budget and stimulated BOB to explore more fully the

policy implications of available treatment for end-stage renal disease.

D. The Evolution of the Federal Government ’s Role in Health

The policy debate on payment for treatment of end—stage renal disease

occurred in parallel to the larger deba te about the appropriate role of

the federal government in the provision of health services. This larger

debate , moreover , occurred not within the framework of the Public Health

Service or the  V ete rans  A d m i n i s t r a t i o n  but w i t h  respect  to the Social

Security system . In 1965, Congress added Titles XV1II and XIX to the

Soc ial Sec urity Ac t , thus establishing Medicare and Medicaid programs

and the princi ple that the aged and indigent deserved government—financed

health insurance. This major policy departure in the  federal health

policy was necessary , but not sufficient , to provide a statutory bas is f or

patient—care financing for end—stage renal disease.

In 1967 , the Gottschalk Committee recommended financ ing patient—

care for end—stage kidney disease patients through an amendment to Title

XVIII (Medicare) of the Social Security Act.
61 The Committee argued that

the general recommendation by the Johnson Administration on disability

be the basis for inclusion of payment for kidney disease patients , although

the disability recommendation was not enacted in 1967. The disability

re commenda tion did resul t , however , in a s tudy be ing under taken within

the Social Security Administration in 1968. This study laid the ground-

work for prov iding Medicare health insurance benefits to the most severely

disabled .
62 The provision of benef its to the mos t severely disabled did

~ 
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not occur , however , until  the passage of the Social Security Amendments

of 1972, the same legisla t ion that included Sec. 2991.63

The language of Sec. 2991 reflects the importance of this expansion

of the federal health insurance role. After stipulating the conditions

of eli gibility——under 65, full y or currently insured or entitled to

monthly benefits , medically determined to have chronic renal disease——

the provision said such individuals shall be deemed to be disabled for

purposes of coverage under Medicare. It is quite unclear what formula

the lawyers might have required had not the expansion of Medicare bene-

fits to the disabled been occurring simultaneously.

It should also be remembered that Senator Russell B. Long, cha irman

of the Senate Finance Committee , was then, as now , advocating health

insurance for catastrophic illness. Kidney disease was seen as a catas—

trophic ill ness , easily exhaus ting the f inancial resources of all who

required therapy.
64 

Therefore, in addit ion to being included under the

general language of the disability provision , financing of treatment for

end—stage renal disease was also seen as the first step toward providing

catastrophic medical insurance through Medicare.

As long as kidney disease program s were au thor ized  and f u n d e d  unde r

the authority of the Public Health Service Act , it was possible to con-

tain the government’s responsibility to activities that stopped short

of patient—care financing. It was necessary to shift the context of

the pol icy debate from that framework to that provided by Title XVIII

of the Soc ial Security Act. Even this was not sufficient to ensure the

commi tment made in Sec . 2991. The ability of the Congress and i t s  s t a f f

to relate end—stage renal disease to disability and prospectively to

ca tas trophic health insurance was also necessary. Looking backward over

~ 
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the entire debate that preceded Sec. 2991, the policy consensus at any

given time on the appropriate federal government role in health must be

seen as constraining or facilitating value—of—life decisions like that

of Sec. 2991.

E. The Vicissitudes of Politics

The policy debate described here was pervaded at all times by poli—

tical considerations. For example , in late 1965 , Neal Bricker , M.D.,

then of Washington University in St. Louis, was elec ted chairman of

the Scientific Advisory Board (SAB) of the National Kidney Disease

Foundation. Reflecting the priorities of the research—oriented community,

Bricker and the SAB took a series of steps that indicated strong oppo-

sition to the endorsement of community dialys is centers by the NKDF.65

In Oc tober 1965, Bricker wrote the SAB outlining his future plans and

made essentially no mention of dialysis treatment centers. In December ,

he announced that the SAB had voted to discontinue the newsletter “Devel-

opments in Dialys is,” then being published .and distributed under NKDF

auspices. And in January 1966, Bricker and the SAB f ired the exec utive

direc tor of the NKDF, who had become controversial through his advocacy

of expanding dialysis treatment centers. In late March , however , the

SAB met and considered the legislation sponsored by Senator Jackson ,

which would substantially expand community d ial ysis centers. The group

voted to endorse community dialysis centers. “What brought us around?”

Brieker was quoted as saying. “Reality. The realities are that there is

probably going to be an extension and expansion of dialysis activities by

Congress , and if the foundation put itself in the opposition , that would

be bad .”
66 Physicians, like the Supreme Court justices obviously are

attentive to political events. 
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Politics intruded Into the work of the Gottschalk Committee iii

several interesting ways. One of the reasons conveyed to the committee

for under taking the 1966 study was that dialysis was seen by BOB and

the White House as a potential post—Vietnam spending initiative if peace

should break out !67 
Another interesting sidelight is that the committee

was not asked to do a cost-benefit study of providing treatment for end-

stage renal disease , but a cost—effectiveness study of how to provide

such treatment.
68 

BOB saw the experts as having competence on the latter

ques tion , while the former ques tion was to be reserved for senior policy

makers.
S

F. The Importance of Iden t i f ied  Lives

It has been argued that identified lives call forth substantially

greater investment of public resources than statistical lives. While

this clearly appears to be the case , it is nevertheless worthwhile asking

how a particular set of identified lives come to be important in this

way . The fact that hemophiliacs are treated differently from victims

of end—stage renal disease by the government , as indicated above , suggests

that some attention should be directed to the processes by which identi—

fled lives lay claim to government resources.

The pol icy  debate preceding the enactment of Sec . 2991 does not

reveal an automatic reflexive response by the government to the victims

of end—stage renal disease. Rather , it suggests a “tipping process” at

work. Specif ically, it appears that publicity of lives lost for the

lack of scarce medical resources had to occur , including specific drama-

tization of identified lives. Beyond this , it was necessary for the

cumulative effect of an increasing number of government programs to he
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f e l t .  F i n a l l y ,  t he num b~ r of p a t i e n t s  being kept  a l i v e  l id to inur ’

to the  point where they s impl y cou ld  not be ign ored . Ti n- g r e a t e r  ~o r t i o n

of t h i s  paper has been addressed to the  second f a c t o r , so the  f i r s t  and

third factors need only be mentioned , and briefly, here .

Publicity of the situation of kidney disease victims was essential

to the process of their identification . But it was not sufficient .

Scribner , for instance , thought that the effects of the 1962 Life maga-

zine article and 1965 NBC documentary would be immediate and would gener-

ate intense public demand for a strong federal government commitment to

providing treatmeht to those with chronic kidney failure . The limited

response in both cases came as a great surprise to him . It should also

be men tioned , however, that there was over these years substantial local

newspaper and telev ision coverage which further publ ic ized the plight

of the individual with end—stage kidney disease.

Publicity included dramatization of particular identified lives.

In 1965 , Dr. Theodore Tsaltas , the Philadelph ia ph ysician who was

dialyzing himself , testified before the House Committee on Appropr ia—

tions to great effect , testimony later seen on the NBC TV documentary .
69

In 1966 , on a visit to Seattle , Representative John E. Fogarty, cha i rman

of the House committee , observed Mr. Ernie Morelli dialyz ing himself in

his home . In November 1971, Mr. Shep Glazer , of New York City, testi—

• fied and was dialyzed before the House Ways and Means Committee in Novem—

ber 1971 and apparently contributed to the willingness of Representative

Wilbur Mills (D—Ark.) to support a kidney disease amendment to Medicare .7°

Withou t  ques t ion , the p u b l i c i t y  and d r a m a t i z a t i o n  of these i d e n t i f i e d

lives affected the policy debate , the extent of their influence with leg—

islators at any given t ime is unclear.

~ 
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How many patients were dialyzed prior to tii ~- 1972 l e g i s l~~t ion ?

The Go t t s cha lk  Commit tee  had da ta  on 247 i n d i v i d u a l s  who had begun

dialysis treatment in PHS—supported programs from 1960 to March 1967 ,

of whom 42 , or 17 percent , had died .71 
The committee estimated that

this number amounted to one—fourth to one—third of all those who had

begun t rea tment  since 1960 , or roug hl y 750 to 1,000 p a t i e n t s .  Using

the 17 percent mortality rate , the estimate was that approximately 620

to 830 dialysis patients were alive in March 1967.

Data from the National Dialysis Registry for  the ye ar s ending June

30 , 1970 , 1971, and 1972 indicate the numbers of patients being kept

a l ive  on d i a lysis :
72

Table 3
ESTIMATED P~\ i  I l-Nf S A LI V E ON D IALYSIS

1970 2 ,874

1971 4 , 375

1972 5 , 786

The ques t ion is: when and under what c i r cums tances  do e - . the  n u m b e r  ef

i d e n t i f i e d  l ives become so large tha t  p a t i e n t — c a r e  f i n a n c i n g  becomes an

impera t ive?

The p r i o r  anal ysis  has indica ted  a number of the factors which

i n f l u e n c e d  the  extended po l i cy  de b a t e  on p a t i e n t — c a r e  f i n a n c i n g  f o r  end—

stage renal d i sease .  The evidence  reveals grea t  r e l u c t a n c e  b y t h e  govern—

ment  to assume the  f i nanc ia l  r e spons ib i l i t y  for  p a y i n g  p a t i e n t  t r e a t T ~i-nt

costs .  I t  is u s e f u l , t hen , to tu rn  to the  manner  in w h i c h  t he  p o l i cy

debate was resolved.
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III. RESOLUTION OF THE DEBATE

ro ot r l y 191 1 , a t  the outset of the 92nd Congress , the Nixon

Administration proposed a number of major amendments to the Social

Security Act. The bill which was introduced in the House of Represen-

t atives as H.R. 1 dealt with consolidation of 54 federal—state programs

for the needy aged , blind, and disabled , the establishment of more effec-

t ive cost controls on Medicare and Medicaid , the provision of health

care to Medicare and Medicaid recipients through health maintenance

organizations , and var ious modif ications of the soc ial security benefit

structure . But “by far the most significant and the most needed provi-

sions of H.R. 1,” in the words of Elliott Richardson , then Secre tary

of Health, Education , and Welfare , were “those which ref orm the famil y

welfare system and replace it with a new national program .”73

The welfare ref orm deba te was very pro trac ted, espe cially in the

Senate.
74 

In addition to the Administration ’s proposal , Senator Russell

B. Long (D—La.), chairman of the Finance Committee , was advocating a more

conservative welfare reform bill and Senator Abraham Ribicoff (D-Conn.)

was proposing a more liberal version. None of the three parties had

the votes to prevail over the other two, nor were any two able to corn—

promise differences. By mid—summer 1972, it was clear that welfare

re f orm legislation had e f f e c t i v e l y  been killed .

The prolonged debate on welfare reform had cousuri-ed so much time

that  passage of any bill was threatened. Since H.R. 1 contained many

impor tant prov isions beyond welf are ref orm , no one w ished the Congr ess

to fail in enac ting legislation. This commitment to have a bill was

reinforced by the desire to avoid the experience of 1970. Then the House

had refused to meet with the Senate in a joint conference committee late

I
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in the session because there  was so litt le time to negotiate important

d i f f e r e n c e s  pr ior  to the November e lec t ion . This t ime , both  House and

Senate were determined to have legislation on the President ’s desk be fo re

e lect ion day , November 7 , 1972.

At no point in the extensive hearings on H.R. 1 did either the

House or the Senate hear testimony on renal disease. It is true , how-

ever , that the House Ways and Means Committee heard testimo~iy in Novem-

ber 1971, in connection with hearings on national health insurance ,

which urged that end—stage renal disease be inc l uded in any such program.

Moreover , in December , Representative Mills introduced a bill that would

have amended the Social Security Act to provide patient care financing

for chronic renal disease patients , a bill more notable for signaling

Mr. Mills ’ intentions than for the care with which it was drafted. But

neither the Ways and Means Committee hearing nor the Mills legislative

proposal was part of the legislative history of H.R. 1. Furthermore ,

there was no activity within the Senate Finance Committee during this

time which remo tely related end—stage renal disease to H.R. 1.

The end—stage renal disease amendment was not considered until the

provisions of the entire H.R. 1 bill were being debated seriatim on the

Senate f l o o r .  On a Saturday morning , hardl y a normal l eg is la t ive  work-

day , September 30 , barely one month before  the November e lec t ion , Senator

Vance Hartke (D—Ind.) was recognized at 11:30 a.m. to propose an amend-

men t on chronic renal disease. Thirty minutes of time was allocated to

the immediate consideration of the kidney amendment . During the brief

deba te on the Senate -floor , only Senator Wallace Bennett (R—Utah ) spoke

against the provision. With nearly half of the Senate absent , th e mea—

sure was adopted by a vote of 52 “Yeas” and 3 “Nays.”
76
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1~te r o i l  i i i  iug St  o t l ie leg  i s  l i t  ive p ro ces s  were  t r av e r se d  w i  th

ctw i).ir abl c ~in- -d . The & - ‘nfcr ~-n~ e committee of t h e  h I o n - -o - Ways  and M t - ;iii ~

(o~ I Ii i  j t t  -o and the Senate Fl  nali ce Committee met f o r  o n l y  a s ing le  day

to COD S I b r  d i  f f o r i - n c e s  on the e n t i r e  b i l l .  The k i dn e y  d i sease  amendmen t

received no more t h a n  ten  m i n u t e s ’ d i s c u s s i o n  and the  Sena te  proposal

~‘as accepted  in i ts  essen t ia l s  w i t h  a slight m o d i f i c a t i o n  in one provi-

s ion.  Both House and Senate accepted the c o n f e r e i  -e commi t t ee  repor t

on Oc tober  17 , and Pres ident  Nixon signed H . R .  1 i n t o  law as Public Law

92—603 on Oc tober  30 , 1972. The kidney disease provis ion  was included

as Sec. 2991. In~ th is  way,  the n a t i o n  resolved an extended po l i cy

deba te over k i d n e y  d isease  tha t  reached back  a decade or m o r e .

IV. IMPLICATIONS

What interpretation is to be placed upon the extended debate on

pat ient  care f i n a n c i n g  for  end—stage  renal disease and on the manner

of its resolution? The New York Tim es viewed the enactment  of Sec.

2991 as an episode in which the Congress did not really know what it

was doing . Tm a news story of January 11, 1973 , it quoted Senator

Hartke ’s remarks of Sep tember 30 , 1972 , on the floor of the Senate. At

the time the Senator said:
77 “Final cost estimates for this vital amend—

mont are now being worked out. Preliminary estimates indicate an annual

cost of approximately $250 million at the end of 4 years with the first

full—year cost at about $75 million .” The Senator also said : “The

$90 to $110 million that this amendment will cost each year is a minor

cost  to m a i n t a i n  l i f e . ”

R i c h a r d  0. Lyons , a ~~~~~ r e p o r t e r  who had been I )r imcd by l) HE W o t f i —

d a i s , c h a l l e n g e d  the  Sena to r ’s e s t i m a t e s .  He wrote: 78
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Original cost estimates ranged from $35 million to $75 m i l l i o n
in the I ir s t  f i sca l  y~~~r of op e r a t i o n .  The d e b a t e  record  iii
both houses shows that the highest  e s t i m a t e  was $250 m i l l i o n
in the fourth year. Yet calculations made by Federal experts
after passage set first year costs at $135 m i l l i o n , r i s ing  to
$1 bill ion annually a decade from now.

Lyons quoted several prominent Senators and Representatives to the effect

that they would not  have supported the provision had they known the full

magn i t u d e  of the  a n t i c i p a t e d  costs .

This story was the basis for a Sunday editorial on January 14 , 1973 ,

in which the Times criticized the Congress for not knowing what it was

doing and for not recognizing the implications of its decision.79

The point is not tha t victims of renal disease are unworthy
of help, but the Government resources have to be allocated
to meeting many needs. If a billion dollars has to go to
prolonging the lives of thousands of kidney disease victims,
that is a billion dollars that cannot go to eradicating slums ,
improving education or find ing a cure for cancer.

The editorial concluded by stating that “society has a right to expect

that the legislators will understand what they are doing and know the

magnitude of the commitment they are making when they pass special

interest legislation , whether for kidney disease sufferers or anybod y

else .”

The imp lication that Congress was not fully informed in its action ,

though challenged by the National Kidney Foundation , has ach ieved some

• C l r r i - n rv .  A report in 1975 by the Subcommittee of Health and the Sub-

committee on Oversigh t of the House Ways and Means Committee developed

h d a t - i  c i  t e d  ;ibove in Tabi o 2 on i ncu r r ed  c o s t s  of the end—st igc r~- i s I

d i sease  p rog ram , costs s u b s t a n t i a l ly grea ter  than  e s t ima ted  by S e n at or

• H ar l k e . 8° A f u r t h e r  r e p o r t  by t h e  S u b c o m m i t t e e  on O v e r s i g h t  expi  i c i t l y
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jux taposed  the  e s t  m a t e s  fo r  Sec. 299 1 onl y ,  w h i c h  w on - a v a i l a b l e  to  the

c o n fer c e s  and those then  av a i l a b l e  to  the subcommittee for the 3rd and

4th years of the program in the following manner:8’

Table 4
ESTIMATED INCURRED COSTS OF SEC . 2991

THIRD AND FOURTH YEARS

______ 
1972 1975

Data available Revised
to conferees latest estimate

Fiscal Year (cash disbursement) (incurred cost)

1976 $198 ,000 ,000 $300 ,000 ,000

1977 $252 ,000,000 $360 ,000,000

The underestimation of costs has been clearly established. The implica-

tion remains that the Congress did not fully understand what it was

doing in the passage of Sec . 2991.

Another interpretation of the events surrounding the passage of

Sec. 2991 is that it was the work of the National Kidney Foundation.

There is substantial evidence indicating this to be the case.
82 From

1969 onward , when Dr. George E. Schreiner became president of the NKF ,

the organization has employed a Washington representative, Mr. Charles

Plante, to promote the interests of the NKF on Capitol Hill. After

Senator Long introduced his proposal for catastrophic health insurance

in 1970 , Schreiner , Plante , and others were instrumental in persuading

him that it required modification for kidney disease patients. Though

the catastrophic proposal was never part of H.R. 1, the chairman of the

Sena te Finance Committee was favorably predisposed to do some thing for

end—stage renal disease well before September 1972. NXF officials ,

moreover , were personally involved in drafting the language of the Hartke

amendment which became Sec. 2991.
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At the micro level , it is clear that Congressional propone nts of

the end—st age renal disease provision miscalculated first and subse-

quent year costs. It is far from clear that the Congress was ignorant

of the implications of what it was doing . There had been an extended

policy debate on patient care financing , as indicated in this paper , to

wh ich many members of Congress had contributed. The National Kidney

Foundation had , with others , done much to inform the Congress of the

need for financ ial coverage for renal disease victims from 1969 onward .

It is difficult indeed under the circumstances to presume the Congress

unaware of the implications of its action , even though the procedures

by which it did ac t hardly constitute a model of thorough legislative

deliberation .

kt a higher level , however , the question of how to interpret the

meaning of Sec . 2991 remains. Zeckhauser has argued that the end—stage

renal disease provision represented an instance in which society demon—

• . . . 83
strated itself unwilling to sacrifice lives for dollars. He writes:

The a t t rac t iveness  of a process fo r  making pol icy choices
will be enhanced the more closely it accords with valued
b e l i e f s .  When risks of lives are involved , an important
valued belief is that society will not give up a life to save
dollars , even a grea t  many d o l l a r s .  Rare ly  is t h i s  b e l i e f ,
widely held albe it mistaken , put to a clear test. When it is ,
it may be des i rab le  fo r  socie ty  to spend an i no rd ina t e  ~i ;~i ou n t
on each of a few lives to preserve a comforting myth. Such a
m y t h — p r e s e r v i n g  ac t ion was taken when the federa l  government
assumed the costs of renal dialysis. The specific individuals
who would have died in the ahs &-ncu of the govL-n n :nont program

were known. The lives at stake in this policy context were
i d e n t i f i e d  l ives .  They can be contras ted wi th  the nonperson —
al ized , statistical lives that are saved , for  examp le , by
expendi tures  to construct highway safe ty barr iers. If lives
are sacrific ed for  dollars , the valued belief that society
will not make such sacrifices is more likely to be jeopardized
when the specific identities of the victims are known. An
effor t to preserve this valued belief may explain in part the
frequently noted d i fference between the resources expe nded to

- dIe,,. .. - - ,- . - • - — -  - - ._.~~~ —n_ _ _— - _ - - S - — - — p - • --—. ._ - . - •  
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s iv c st ii is tic il iii- . i d e n t i f i e d  l i v e s .  - ; o c l - t y ,  oc t in g colic- c—
t icc t y , shows its&- if -.~i II ing to pay much fllO~~~ p - to Cj v e  t he  l a t t  r

are two problems -4ith this interpretation . First , no evidence is

cited to establish sec. 2991 as a ~v th—p ccso rv b n ~~’ a c t i o n .  Second ,

no c r i t e r i a  Ice provided to enable us to judge  what  c o n s t i t u t e s  a “clear

t e st ” of the wil l ingness  of the government to s a c r i f i c e  d o l l a r s  for  l ives.

A more complex interpretation is suggested by the discussion of the

liartke amendment on the Senate floor.
84 

A central concern was that

access to life—saving therapy was denied to many because of lack of

dollars . A ‘ tragic irony” of this particular situation was that the

life—saving therapies had been developed by federal government invest-

ment in medical research. The end—stage renal disease provision would

remove inequities between the wealthy and those unable to pay for therapy ,

and between eligible workers and their spouses and children . It would

al so remedy the curren t law und er which one could become d isabled by

virtue of the disease but be denied disability status because of the need

for dialysis therapy. The nature of end—stage renal disease , moreover ,

was such that it struck without warning and without reference to barriers

of age , sex , rac e, or geography . More affirmativel y ,  many afflicted with

end—stage renal disease could be rehabilitated and returned to work. The

performance of the therapies was steadily improving. The costs , it was

argued , were not unreasonable , and unit costs of therapy were improving.

In a more fundamental vein , the Senate recognized an opportunit y to

compensate for the past and a need to realistically confront an inevitable

future. Senator Jackson (D—Wash.), referring to the Seattle expi-rience

in allocating scarce dialysis resources , expres sed the hope “that we would

make an effor t here , at least a beginning , to approve the amendment , so

~ 
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tha t  we cail do b e t t o r  than we have done b c f o r &  ,, 85 
Lives had prev iounlv

been sacri ficed for  do! l ar s  bu t  t h a t  si t i - i t  lo l l  sh in  I d  now be changed .

Senator Bennett , arp iod against the provisi on on the gr iind that i t

added further costs to H.R. 1, alnc id y an c:-~pe[is i v -  b i l l , and that “a

more reasonable way to handle this ir- i .-iidin ent would have been to d e l ay

action until it can become a part of a broader hea lth insurance bill .”
86

Senator Long , responding to Bennett , commented on t h e futuro :
87

The next Congress will tackle health insurance issues , and I
am sure d u r i n g  t ha t  deba te  we will deal with health i n~-~ir i n i -e
problems in general , and I hope that specificall y we will deal
with the problem of insuring against catastrophic illness. I
am -osponsoring this pnol)k)nal at this t ime because thcse \i- r \
unfortun att-~~. itiz e fls with chronic renal failure cannot s - l i t
for C o n g r e s s  to debate the~ c broader issues. They i d  h e l i - — —

— i t  is critical——and that help must come now — is mans  of  them ,
with out assistance , simp l y wil l~ not be alive for coot tie r 2 -ears.

That the  -ud—si ge renal disease provision might be an ent cri~1~i wcd~ c i n

t h e  d e b a t e  in catastrophic hea l t h  i n s u r a n ce  did not I i S S e  0 t h e force of

the  Senator ’s argument.

Several s t r o n g  impress ions  of t h i s  d chit e on pat icnt - - a r e  f i nanc in ’

f o r  e n d — s t a g e  renal  d i sease  stand out in retrospect. First , over thc - —

e n t i r e  l eng th  of the  p r o t r a c t e d  deba te  t h e r e  vere  al s - avs  s t ron g  vo i c e s

of pp os I t i o n  to i t r e a t m e n t  payment pr)gra . These v o i c e s  wer - f ound

within the medical—scientific communi t ’ , t I l e -Sc- -n t ive branch . ai’ t the

l e g i s l a t i v e  b ranch .  Their  o p p o s i t i o n  is eloquent. testim ony to the fa ct

t h a t  poi i cy—makers  are not  alwa~-s p r e p ar e d  to save I ives a t  w v  c ost

Second , a basic ; i s v m m c t  rv i - c s  m i n i  1 - .~m - d t h i - - i  d i -  ‘ ‘ i t  t h i s  eo’:ip l i c at  - I

po l icy  d e b a t e .  The p roponen t s  of an expanded f o b - c a l  ~ov.-rnmc n t role

were able to c a r r y  t h e i r  case to  the public in a V a n i t y  of ways , ~d i I ~

the  opponents  made t h e i r  case in ‘so~ to voce ” f a s h i on . Th i s  as- - fl in t n-

~~~~~~~~~~~~~ ~~~~~
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nay be a p a s s  log i i i  St r i  i i  phenomenon and we ni — iy iii w he c Ot  or log a 
~

‘ -  r —

iod in which poi i c y — m a k i n g  ol  f ic ials  are more w i l l  l a g  t o  d e b a t e  t u t u

sides of v a l u e — o f — l i f e  issues in f u l l  view of the  pub li c. G i v e n  f i n i t e

scarce r e-sources, it would seem s a l u t o r y  if such a development were

occurring.

Finally ,  in the instance of end—stage renal disease , it seems onl y

reasonable to conclude that the enactment of Sec . 2991 was the near—

inevitable outcome of a whole series of federal government ac tions which

occurred prior to 1972. While it was not inevitable that the end—stage

renal disease provis ion be passed in 1972 , the prior commitment of the

federal  government to R&D , demonst ra t ion , and c a p a c i t y — b u i l d i n g  w i t h i n

DHEW , and to patient care financing of eligible veterans meant that

sooner or later the decision would be taken . Though one could hope fo r

more thoroughness in the deliberative process by which the Congress

reached this decision , it is pure speculat ion whe ther the outcome wou ld

have been any different. That speculative task , however , is a worthwhile

e f f o r t  for  all those concerned about s i tuat ions  similar  to end—stage

renal disease which may arise in the future .
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vided by the National Science Foundation (Grant No. GI—39327) while
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