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Patient Rights 

Dear Editors: 

article by George Annas, 1.D.. M.P.H., 
How to Make the Massachusetts Pa- 
tients' Bill of Rights Work, published 
in the February, 1980 issue of 
MEDICOLEGAL NEWS. 

As responsible and enjoyable as I 
have found Professor Annas' writing in 
the past, it is with great disappointment 
that I must write a critique of this 
example. Specifically, I find great fault 
with his comment regarding the integ- 
rity and applicability of patient repre- 
sentative programs. As a former pa- 
tient representative, it was my job not 
only to advocate but equally to edu- 
cate, and who could miss the chance of 
educating, or attempting to educate, 
the "father of patient rights." Alas, my 
humble attempt. 

In his article, Mr. Annas states that 
"patient representative programs are 
usually little more than public relations 
ploys," with limited job descriptions. 
While this statement could bc indica- 
tive of the performance level of some 
patient representative programs, to 
make the statement that "current pro- 
grams usually" reflect this approach is 
totally unfair and, quite possibly, an un- 
researched premise. 

It has become apparent in New 
York State (iffor no other reason than 
unrest among their own ranks), that the 
"professional" patient representative 
program, with its flexible institutional 
advocacy style, has come into its own. 
As an example, I know of few patient 
representatives who do not deal with 
quality of care issues within their or- 
ganizational frameworks. This can be 
directly attributed to an upsurge of 
patientlcommunity identification with 
the patient representative function and 
a realization by administrators and the 
medical community of the value of 
using a "professional communicator." 
Many patient representatives now re- 
port to top administration and have be- 
come important catalysts for change in 
their individual hospitals. 

Additionally, the JCAH Standards 
on Quality Assurance, as Well as self- 
administered hospital based risk man- 
agement programs, have gven a new 
impetus to including the patient's 
voice, through the patient representa- 
tive, in major hospital decision making 
and planning. 

I have been forwarded a copy of an 

Without challenging Mr. Annas un- 
duly concerning the formulation of his 
opinions, let me end by asking him to 
take a more conscientious look at the 
role of the hospital based patient rep/ 
advocate. If you desire, I would be 
most pleased to provide the names of 
numerous individuals who, as profes- 
sional patient representatives, are truly 
responsive to the multiple and complex 
needs of their patients, physicians, 
hospitals, and communities. 

Having just come back from a dif- 
ficult physicianlpatient confrontation 
(dealing with the patient's right to re- 
ceive medical information), I found our 
new patient representative victorious, 
but not unscathed. I asked him to take a 
few minutes to read your article and, if 
he would, to comment on it. He did, 
and laughed, and moved on to the next 
"public relations ploy." 

Bruce E. Payton 
Quality Assurance Coordination 
Ellis Hospital 
Schenectady, New York 

Professor Annas responds: 
Mr. Payton's reaction to my single 

sentence about patient representatives 
in a 2,500 word article about the Mas- 
sachusetts Patients' Bill of Rights is in- 
structive for two reasons. First, it 
again indicates the type of anecdotal 
evidence that is relied upon in this 
field. The last formal study of patient 
representatives, which Mr. Payton 
must be aware of, was commissioned 
by HEWS Malpractice Commission. 
That study of 2.200 major health care 
institutions found that of the 1,oW that 
responded. 462 had a "patient repre- 
sentative." Their typicaljob descrip- 
tion was: "a  patient representative's 
primary assignment is to serve as man- 
agement's direct representative to pa- 
tients."' The point is not that such a 
person can never get involved in pa- 
tient care issues on an institutional 
level, but that they are not representa- 
tives of patients -they are the admin- 
isrration's representatives to patients. 
Individuals generally get to choose 
their own representatives (e.g., 
lawyers, Congressmen). I f the purpose 
of patient representatives (or advo- 
cates, the term I prefer) is to help the 
patient exercise his or her rights in the 
hospital setting, the representatives 
must be responsible to the patients they 
serve, not to "top administration." 

Secondly, Mr. Payton and his laugh- 
ingfriendseem to be personally of- 

fended at my characterization of the 
majority of patient representative pro- 
grams as "usually little more than pub- 
lic relationsploys." This was not the 
point of the sentence. There are a 
number of extraordinary individuals 
who can function with some degree of 
success in this mode. A few superstars 
come immediately to mind: Anne Cote 
of New York. Lydia Espinoza of 
California, and Kathleen Countryman 
of Minnesota. I have nothing but re- 
spect and admiration for a person who 
can work for hospital administration 
and yet effectively help patients exer- 
cise their rights. But this is asking too 
much. Patient representatives should 
have significant individual authority to 
help patients exercise their rights. and 
should have sufficient job security and 
independence to enable them to help 
patients without risking their own jobs. 
As a rule, current models simply do not 
permit this. 

I accept Mr. Payton's invitation and 
look forward to receiving his list of "re- 
sponsive" patient representatives; I 
want to write them all and learn of their 
experiences. I am in the process of re- 
vising and updating THE RIGHTS OF 
HOSPITAL PATIENTS (Avon, 1975). and 
an important pait of that revision con- 
cerns the growth and development of 
patient representative programs over 
the past decade. Readers are encour- 
aged to send me their own experiences 
as patient representatives, or their ex- 
periences with patient representatives. 
Perhaps it is time for another national 
survey. 
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Comments on Terminally I11 
Patient Conference 

Dear Editors: 
At the Society's recent conference 

in Chicago, Legal and Ethical Aspects 
of Treatment for Critically and Termi- 
nally Ill Patients, the principal discus- 
sion surrounded identification of the 
decision maker. It was the general con- 
sensus that personal autonomy should 
prevail completely as long as the pa- 
tient was competent. Only in decisions 
involving the incompetent or the never 
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