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ABSTRACT

CLASHING CULTURES OR COLLABORATING NETWORKS: A STUDY OF 
ORGANIZATION CULTURE IN  BREAST CANCER PREVENTION 
Joseph Raffa, Ed.D., U n iversity o f San Diego, 1997.
D irector: Jerome Ammer, Ph.D.

This study explored organization cu ltu re  and policy w ith in  the 
com m unity/m etaorganization form ed by diverse arenas o f breast cancer 
prevention. The subject area o f breast cancer was chosen due to  its  social 

significance as a m ajor hea lth  issue. The phenomenon o f o rganization cu ltu re  
was chosen due to the in te rest o f the researcher, and the im p lica tions fo r 
collaborative leadership w ith in  the cancer prevention com m unity.

The com m unity/m etaorganization includes form al and in fo rm a l 

re la tionsh ips between organizations th a t have a role in  the prevention o f breast 
cancer. Included were ind iv idua ls w orking /vo lun teering  in  d iffe ren t arenas 
across organizations w ith  undefined lines o f a u th o rity  and com m unication. 
Four arenas o f involvem ent were determ ined sign ifican t: (a) p rim a ry prevention, 

(b) secondary prevention, (c) te rtia ry  prevention, and (d) advocacy. Q ua lita tive  
m ethodology was applied to develop a grounded theory inductive ly, p rim a rily  
from  interview s and a focus group.

The find ings o f the study suggest nine d is tin c t organization cu ltu res 

exist w ith in  the breast cancer prevention com m unity/m etaorganization. The 
cu ltu res observed related to  each o ther based on th e ir a lignm ent to  the three 
prevention policy arenas: prim ary, secondary, and te rtia ry . A dom inant cu ltu re  
emerged referred to as conventional wisdom. Em ergent was a s ig n ifica n t complex 

in te ractio n  o f conventional wisdom  w ith  the advocacy movement o f the early 
1990s. This in te raction consisted o f a clashing th a t resulted in  d iffe ren tia ted  
cu ltu re  outcomes fo r advocacy: m dical activism , po litica l activism, and  
outreacher.

The study presents examples o f both clashing cultures and collaborating 
networks, grounded in  the data collected from  partic ipan ts. Leadership emerged 
from  the data as a m ajor them e/category expressed in  d iffe ren t ways by 
pa rtic ipan ts from  d iffe ren t organization cu ltu re  perspectives.
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Chapter I: S tatem ent o f th e Problem

In trod uctio n

In  1971, the federal governm ent launched a program  to end cancer. A fte r 
tw en ly-fou r years, and tw enty b illio n  do lla rs expended, more than a thousand 

people s till die o f cancer every day in  the  U nited S tates. W hile m ost other 
diseases are on the decline, cancer is  on the rise: “I f  present trends continue, 
cancer w ill become the F irs t W orld’s leading cause o f death sometime in  the 
T w enty-first C entury" (Proctor. 1995, p. 1).

C on tribu ting  to the high incidence is  breast cancer. The Special 
Com m ission on Breast Cancer reported th a t du rin g  the 1970s and 1980s, 

breast cancer incidence rose by 21 percent among women o f a ll ages in  the 
U nited States (President’s Cancer Panel. N ational In s titu te s  o f H ealth report, 

O ctober 1993). These data have con tribu ted  to  a sense o f urgency to  find  
answers. The urgency, combined w ith  increasing fru s tra tio n  among breast 
cancer victim s (patients and fam ily) led to  a breast cancer advocacy movement 
in  the early 1990s. One m ajor outcome o f advocacy has been a renewed in te rest 
in  cancer prevention.

Breast cancer advocacy has reshaped cancer prevention. Before the 
successful launching o f advocacy, fund ing  levels fo r cancer prevention were 
meager compared to basic research and trea tm ent related funding. The focus 
change was based on the aggressive stance by activ is ts  on the eradication o f 
the disease. As new players in  the w orld  o f cancer prevention, they were not 

w illin g  to accept the status quo. They viewed the problem  as “life  and death” in  
con trast to entrenched in s titu tio n s  th a t are more conservative.

The breast cancer prevention com m unity (to  be referred to in  th is  study 
as the BCP com m unity) consists o f diverse organizations and discip lines. 
Examples are: (a) advocacy groups th a t prom ote awareness and funding, (b) 
cancer researchers, (c) cancer data co llecto rs/reporte rs, (d) federal and state 
pub lic  health o ffic ia ls , (e) fund ra is ing  organizations, and (f) healthcare

l
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providers. The com m on m ission o f these organizations is  to  decrease the 
m orta lity  and incidence (occurrence) o f cancer.

Many theories have been advanced as to  why these organizations have 
not been more effective in  achieving th e ir m ission. One theory is the 

insufficiency o f research funding. More fund ing  would increase the num ber and 
depth o f studies, increasing the like lihood  o f s ig n ifican t resu lts . Another theory 
is tha t the organizations in  the com m unity have co n flic tin g  charters, resu ltin g  
in  inefficiency. Schopler (1988) notes from  her research o f cancer organizations 

th a t d ifficu ltie s  e x is t in  coordinating organizational a c tiv itie s .
This study addresses the nature o f organizational in te raction  and other 

related issues th a t emerged in  the a c tiv ity  area defined as the BCP com m unity. 
Various arenas o f organizational involvem ent were te n ta tive ly  defined a t the 

in itia tio n  o f the research, and va lidated /updated in  the study. The study 
explores the in te ractio n  o f ind iv idua ls w orking and vo lun teering  in  these 
arenas creating an in fo rm al s tructu re  o f re la tionsh ips d is tin c t from  the form al 
organizations.

W ith in  th is  study, s ix  arenas o f organizational involvem ent were 
tenta tive ly defined to  operate in  the BCP com m unity: (a) p rim ary prevention.
(b) secondary prevention, (c) te rtia ry  prevention, (d) in fo rm a tio n  support, (e) 
funding, and (f) advocacy. These arenas and each organ izational e n tity  w ith in  
them  exh ib it characte ristics related to  cu ltu re , co llaboration, and policy 
shaping. Development o f an understanding o f the in te rre la tionsh ips and 
dynam ics w ith in , between, and among the various arenas and organizations 
was the centra l a im  o f th is  study.

Purpose o f the S tudy
The purpose o f th is  study is  to develop theory th a t m ay add new 

knowledge to the na ture  o f in te raction  w ith in , between, and among 
organizational arenas operating in  the BCP com m unity. The research seeks to 
explore the arenas and the nature o f cu ltu re , co llaboration, and policy shaping.

2
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The m ethodology Is qua lita tive  and n a tu ra lis tic , em ploying grounded 
theory techniques. D ata are collected p rim a rily  through in terview s w ith  

participants representing d iffe ren t arenas in  the BCP com m unity. The approach 
is grounded because it  seeks to  develop theory “grounded” in  the actua l 
experience o f the in d iv id u a ls  w orking in  the study a c tiv ity  environs. “A 
grounded theory is  one th a t is  inductive ly derived from  the phenom enon it  
represents" (S trauss, C orbin, 1990, p. 23). The phenomenon explored in  th is  
study is the in te ra c tio n  o f organizations w ith in  various fu n c tio n a l arenas th a t 

share the common m ission o f preventing breast cancer. The na ture  o f the 
in te raction relates to  cu ltu re , collaboration, and po licy shaping in  the context 
o f a dynam ic m etaorganization consisting o f diverse organizations and 
ind ividua ls a t d iffe re n t po in ts in  tim e.

Metaorganization fo r th is  study was perceived as the form al and in fo rm a l 
relationships form ed by the in te raction  o f ind iv idua ls from  d iffe re n t arenas and 
organizations. Organization culture was perceived in  th is  study as socia lly 
constructed rea lities th a t influence (and are influenced by) the language, 
values, norm s, fo lk lo re , and other social practices com m unicated w ith in  the 
organizational fram ew ork. Influence is considered dynam ic in  th is  d e fin itio n  
based on the assertion by Bohannan (1995) th a t unless a cu ltu re  is  changing, 
open to new in p u t and in fluence, it  is  a dead cu ltu re . Collaboration was 

perceived as u n ify in g  cooperation and com m unication th a t transfo rm s co n flic t 
in to  consensus, and con tribu tes to  m ission accom plishm ent.

Research Q uestions

Grounded theory qua lita tive  research dictates a certa in  type o f research 
question. Bowers (1988) suggests “general” research questions to  avoid 
specific ity th a t w ould assume the researcher already knows the na ture  o f the 
object or phenomenon. The general research questions fo r th is  s tud y were:

1. W hat are the  cu ltu re  re lations w ith in , among, and between the 
d iffe ren t arenas o f the breast cancer prevention com m unity?

3
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2. How is  po licy in fluenced by the cu ltu re  relations?
3. W hat sire the fo rm al and In form al organization s tructu re s th a t shape 

the re la tionsh ips?

S ignificance
Breast cancer is  a m ajor health issue w ith  s ign ifican t social 

im plica tions. The socia l im p lica tion s stem  from  the unre len ting  chronic nature 
o f the disease. There is  p u b lic  concern and growing d issa tisfaction  w ith  cancer 
organizations th a t are charged w ith  prevention.

Breast cancer advocacy has had a transform ing effect on the arenas o f 
prevention due to  the renewed a tten tion  by advocates. The advocacy movement 
has raised awareness o f the  increased need fo r research fund ing th a t is focused 
more on eradication o f the  disease.

Schopler (1988) in fo rm s us from  her research in  com m unity c lin ica l 
oncology program s th a t: “Cancer continues to  pose a m ajor hea lth  ris k  ... 
fu tu re  goals w ill not be m et w ith o u t a better understanding o f the social 

technology required to  coordinate in te r-organ izationa l ac tiv itie s  related to 
cancer research, trea tm ent, and prevention" (p. 1). Myers (1989) concluded from  
his research on organ iza tiona l co llabora tion th a t success in  form ing coa litions, 
w ith  a diverse m ix o f e n titie s  (m edical center, church group etc), is  influenced 
by the social s tru c tu ra l factors w ith in  the various groups involved.

Basic research and prevention research often represent com peting 
en tities fo r funding. In  addressing th is  co n flic t o f emphasis between basic 
research and prevention, P roctor (1995) states: “ ... the poverty o f prevention ,,, 
stems pa rtly  from  the fa c t th a t effective prevention requires changes no t ju s t in  
research p rio ritie s  b u t also in  deeply ingrained personal hab its and the logic o f 
business enterprise” (p. 266). He continues w ith : “knowledge about cancer is 
not in  very sho rt supply. W hat is  needed are though tfu l and confident steps to 
reorient cancer po licy” (p. 270). Proctor is  adding to the grow ing body o f 
concern th a t the na tion ’s research fund ing m ay not be allocated, w ith in

4
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cu rre n t po licy dictates, to  provide the optim um  re tu rn  from  the investm ent.
This study aim s to  develop theory about the nature  o f organizational 

in te ractio n  w ith in  the BCP com m unity re la ting  to cu ltu re , co llabora tion, and 
po licy shaping. Furtherm ore, th is  study may add to  the broader understanding 
o f how organization cu ltu res, and the nature o f th e ir co llabora tion , affect the 
operational effectiveness o f diverse organizations sharing a com m on m ission.

5
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Chapter II: Review of the Literature

In trod uctio n
The lite ra tu re  review suggests five research contexts th a t are 

foundationa l to the research: (a) organization theory, (b) organ iza tional cu ltu re  

and leadership, (c) organizational leadership in  the context o f cancer, (d) 
em pirica l research and cu rre n t views in  cancer prevention, and (e) trends and 
issues o f a cu ltu ra l and sociological nature re la ting to organization and 
society.

The review establishes foundational concepts w ith  theories th a t provide 
in s ig h t in to  the nature o f organization as a socia lly constructed means to 
achieving collective aim s. O rganization cu ltu re from  various perspectives w ill 
be exam ined to develop a broad encompassing view th a t w ill provide foundation 
fo r the study.

The review includes organizational leadership and change from  the 
context o f cancer. The breast cancer advocacy movement in troduced 
transform ing change to cancer prevention as w ell as other areas o f cancer. 

Therefore, it  is appropriate to  review  concepts o f organization change and the 
im p lica tions for leadership and cu ltu re .

The phenomenon being stud ied is  organizations in  a c tiv ity  arenas o f 
cancer prevention, w ith  a tten tion  to  breast cancer advocacy. Therefore, the 
review includes both em pirica l research on the subject a c tiv ity , and 
contem porary lite ra tu re  th a t provides current views from  the perspective o f 
p o litica l h istory, and breast cancer advocacy.

Lastly, the review includes a macro view o f the subject from  the 
perspective o f fu tu ris ts , sociologists, and anthropologists. These perspectives 
give in s ig h t in to  factors th a t affect the ac tiv ity  area being stud ied on a broader 
scale.

6
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O rganization Theory
O rganizational theorists offer m any perspectives on the ro le  o f 

“organization" in  creating and susta in ing  in d u s tria l society. M um by (1988) 
provides the grand perspective fo r view ing the role o f organization:

The m ain engine o f w estern c iv iliza tio n  ... is  a t once the m ost 
indispensable and the least celebrated. It is  not money, no r technology, 

nor even num ber. It is  not science . . . .  I t  is the concept o f organization, (p.
1)
The pervasiveness and im portance o f organization as a means fo r collective 
achievem ent is developed in  m any ways. O rganization has been defined in  the 
fo llow ing ways: a concept fo r m u tua l endeavor, a fram ew ork o f functions, a 
social construct o f ind iv idua ls, a h ierarchy o f w orkers w ith  defined spans o f 
contro l, a m ilita ry  model fo r w inn ing  wars. Theorists have taken d iffe ren t 
approaches to  understanding the nature o f organization and organizations.

Morgan (1986) provides a comprehensive theore tica l fram ew ork o f 
organizations by creating d iffe re n t images or lenses. He theorized th a t s ix 
m ajor images represent how organizations are perceived: as m achines, 
organism s, brains, p o litica l system s, cultures, and psychic prisons. He explains 
th a t the models are not so lita ry  actors; ra ther, a ll coexist in  some m anner in  
every organization.

The machine metaphor described by Morgan (1986) is  the classic model 
th a t evolved ou t o f the in d u s tria l era driven by sc ie n tific  m anagement. The 
fundam ental theory is th a t organ izational functions are analogous to  the parts 
o f a m achine. Each has a specific role o r task to  perform  to m a in ta in  overall 
operab ility . This is the basis o f the bureaucratic po licy and procedure model 
existing in  the m ajority o f organizations. The benefit is  efficiency, the  negative 

is the dehum anization o f the in d iv id u a ls  fillin g the roles o r boxes.
M organ develops the organism model based on the theory th a t a ll elem ents o f 
the universe can be reduced to  a cybernetic (systems theory) u n it. The u n it 
consists o f in p u t, process, o u tp u t, and feedback. An open system  is  one in

7
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w hich refreshed in p u t revita lizes the organism  and grow th is  possible. The 
benefits o f th is  m odel are the ins igh ts derived from  know ing how system s w ork 

and in te ract w ith  key im p lica tions in  adaptation to  in te rn a l and exte rna l 
environm ents. The p itfa lls  involve the esoteric nature o f the m odel and the 
d iffic u lty  o f p u ttin g  the  theory in to  practice.

The brain model, according to  Morgan (1986), views the organization as 

an in fo rm ation  processing system  w ith  decision-m aking a t the core o f change 
and grow th. A bene fit is  the em phasis on learning, and learn ing  to  learn w ith  

im p lica tions to  s e lf organization. Another benefit is  th a t th is  m odel 
incorporates cu rre n t com puting and telecom m unication technologies; i.e ., the 
technologies th a t presently “s it on ou r desks" make th is  m odel m ore feasible 
and iden tifiab le  in  post-m odern term s. The downside to  th is  m odel is  the 
oversim p lifica tion it  represents and the exclusion o f hum an factors.
The organization as politica l system model, as described by Morgan, is  grounded 
in  the re a lity  th a t in d iv id u a ls  and groups in te rna l a n d /o r external to  the e n tity  
w ill have in te rests, create con flic t, and exert power. P o litics is  cen tra l to  

organizational in te ra c tio n ; it  is  no t an “optional and dysfunctiona l extra ." I t  is 
there to  be reckoned w ith  as long as hum ans occupy those chairs and boxes 
w ith in  organizations. The benefit is  the recognition o f hum an behavior as it  
plays ou t in  organ izational settings, and the sim ple fa c t th a t it  often is  the way 
th ings get done. Therefore, an awareness o f the m odel allow s us to  w ork w ith  it  
and not to  deny it.

Morgan’s (1986) image o f the culture metaphor po in ts tow ard another 
means o f creating organized a c tiv ity  “by in fluencing the language, norm s, 

fo lk lore , cerem onies, and o ther social practices th a t com m unicate the  key 
ideologies, values, and beliefs gu id ing action" (p. 130). He describes how 
cohesive groups are those th a t arise around shared understandings, w hile  
fragm ented groups tend to  be those characterized by m u ltip le  rea lities . M organ 
does not view  cu ltu re  as s ta tic ; it  is  an active, liv in g  phenom enon th rough 
w hich people create and recreate the w orlds in  w hich they live. He poses cen tra l

8
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questions to  organ iza tiona l analysis th a t are rooted in  an understand ing th a t 
cu ltu re  creates system s o f shared m eaning: “W hat are the shared in te rp re tive  
schemes th a t make organ iza tion possible? Where do they come from ? How are 
they created, com m unicated, and sustained?” (Morgan, 1986, p. 131).

W ith one (M organ’s) theore tica l fram ework o f organization m odels 
developed, the concept o f cu ltu re  w ill now be expanded w ith  o ther perspectives. 
This is followed by d e fin itio n s  o f cu ltu re  in  the context o f organization.

One o f the firs t d e fin itio n s  o f cu ltu re  comes from  early an thropo log ist,
E. B. T ylo r (1871): “C u ltu re , o r c iv iliza tio n , ... is th a t com plex whole w hich 
includes knowledge, be lie f, a rt, law , m orals, custom , and o ther capab ilities and 
hab its acquired by m an as a member o f society” (reprinted in  Kroeber and 
K luckhohn, 1952, p. 81).

The fie ld  o f soc ia l science has given us another slant. The term  
“sym bolic in te ra c tio n ” was coined by B lum er in  1937, and posits a no tion  th a t 

re a lity  is socia lly constructed . Therefore, re a lity  and m eaning fo r an in d iv id u a l 
o r a collective o f in d iv id u a ls  “ is derived from , or arises ou t of, the socia l 
in teg ra tion  th a t one has w ith  one’s fellow s” (Blum er. 1972, p. 67). Schein’s 
(1985) d e fin itio n  re flects the existence o f a pattern o f basic assum ptions th a t 

are created and developed by an organization/group.
Deal and Kennedy (1982) are know n fo r popularizing the term  “corporate 

cu ltu re .” They include a num ber o f elem ents tha t make up organization 
cu ltu re : values, business environm ent, heroes, rites and ritu a ls , and c u ltu ra l 

netw orks (fo r organ iza tiona l com m unication) - w ith  values as the core elem ent. 
T ichy (1983) shared th e  view  th a t values is the essence o f cu ltu re . He defined 
the phenomenon as: “c u ltu ra l system s o f values w ith  shared sym bols and 
shared cognitive schemes w h ich tie  people together and form  a common 
organization cu ltu re ” (p. 7).
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O rganizational Culture and Leadership Theory

As a bridge between the review o f organization theory and leadership in  
the context o f cancer, a review o f the lite ra tu re  th a t in fo rm s us about cu ltu re  

and leadership in  the context o f o rgan iza tiona l/g roup settings follow s. The 
issue o f cu ltu re  emerged from  the find ings o f th is  research. The issue o f 
leadership emerged from  th is  research based on follow -up in terview ing, and the 
im plica tions for leadership in  the breast cancer advocacy movement.
Considered a social movement, breast cancer advocacy effected change in  many 
facets o f cancer w ork: research, prevention, therapy, and support. This research 

is focused on cancer prevention as one a c tiv ity  area affected by the movement.

O rganization C u lture  Defined
W hat is organization cu ltu re  and w hy is it  im portant? Schein’s (1985) 

d e fin ition  includes tw o basic elem ents: the need o f an organization to adapt to 
its  external environm ent, and its  need to  have in tegra tion  w ith in  the 

organization. He theorizes th a t an organ iza tion /group depends on basic 
assum ptions at a deep level to define how it  copes w ith  these tw o elements. H is 
d e fin itio n  is:

C ulture is a pa tte rn  o f basic assum ptions - invented, discovered, or 
developed by a given group as it  learns to  cope w ith  its  problem s o f 
external adaptation and in te rn a l in teg ra tion  - th a t has worked well 

enough to be considered va lid  and, therefore, to  be ta u g h t to  new 
members as the  correct way to  perceive, th in k , and feel in  re la tion to 
those problem s (p. 9).
Schein (1995) expla ins behavior th a t is  ineffective in  organizations, often 

threatening to  su rv iva l, w ith  th is  discussion o f cu ltu re :
I f  we understand the dynam ics o f cu ltu re , we w ill be less lik e ly  to be 
puzzled, . . . when we encounter the u n fam ilia r and seem ingly 
irra tio n a l behavior o f people in  organizations, and we w ill have a deeper
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understanding not on ly o f why various groups o f people or 
organizations can be so d iffe ren t b u t also w hy it  is  so hard to change 

them ." (pp 272-273)
He describes the role o f leadership in  the  context o f organization cu ltu re  

and change as the key elem ent th a t is responsible fo r “the creation, the 
management, and sometimes even the destruction  o f cu ltu re ” (p. 273).

The R elationship o f C u ltu re  and Leadership

The re la tionsh ip  between organization cu ltu re  and leadership is next 
explored in  more de ta il by Schein (1995). Schein defines the re la tionsh ip  
between leadership and cu ltu re  as follow s:

Neither cu ltu re  no r leadership, when one examines each closely, can 
rea lly be understood by itse lf. In  fact, one could argue th a t the on ly 
th ing  o f rea l im portance th a t leaders do is  create and manage cu ltu re  

and th a t the  unique ta le n t o f leaders is th e ir a b ility  to understand and 
work w ith  cu ltu re , (p. 273)

He fu rth e r develops th is  idea by sta ting  th a t leaders are not the on ly creators o f 
cu ltu re . C ulture, he says: “ is the re su lt o f a com plex group learn ing process 
th a t is only p a rtia lly  influenced by leader behavior" (p. 273). B u t he places 
leadership in  a responsible and pow erful role w ith  the statem ent:

. . .  if  the group’s surviva l is threatened . . .  it  is u ltim a te ly  the 
function o f leadership to  recognize and do som ething about the 
s itua tion . I t  is  in  th is  sense th a t leadership and cu ltu re  are 
conceptually in te rtw ined , (p. 273)

W ith the re la tionsh ip  between organization cu ltu re  and leadership established, 
leadership as a process requires de fin ition .

Leadership Defined

Leadership may be necessary to  affect cu ltu re  in  organizations. B u t w hat 
specifica lly is leadership? Leadership has been researched from  various
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theoretical fram ew orks. A review o f the lite ra tu re  includes theories by G reenleaf 
(1977), Rost (1993), W atkins (1989), and Foster (1989).

G reenleaf (1977) characterized leadership as: “going out ahead to  show 
the way” (p. 96). He viewed great leaders as servants firs t. H is theory o f 

leadership extended to  everyone in  the organization, from  the ch ie f executive to 
the least sk illed  in d iv id u a l. In  con trast to m anagem ent and au tho rity , 

“leadership is  available to  everyone . . . who has the  competence, values, and 
tem peram ent fo r it"  (p. 96).

Rost (1993) provided a d e fin itio n  o f leadership, and a detailed 
arch itecture fo r understanding h is conception o f leadership. He theorized th a t 
leadership is  an in fluence re la tionsh ip , not a ttrib u ta b le  to  characteristics or 
tra its  o f in d iv idua ls. H is d e fin itio n  is :

Leadership is an in fluence re la tionsh ip am ong leaders and follow ers
who in tend rea l changes th a t reflect th e ir m u tu a l purposes, (p. 102)

He stated th a t fo u r elem ents are required fo r leadership to  exist, and defined 
sub-elem ent descriptions.

1. The re la tionsh ip  is based on influence.
2. Leaders and follow ers are the people in  the  re la tionsh ip .
3. Leaders and follow ers in tend real changes.
4. Leaders and follow ers develop m utual purposes.

A th ird  conception describes leadership as a “d ia lectic re la tionsh ip  in  the 
social construction  o f re a lity ” (W atkins, 1989, p. 27):

When seen as a d ia lectic, leadership im plies the presence o f considerable 
tensions and con trad ictions w hich, when resolved, lead to  the con tinu a l 
transform ation o f the re la tionsh ip , (p. 27)
W atkins’ view  o f leadership is  d is tin c tive ly  dynam ic in  nature, w ith  leaders 
com ing to  the “fo re fron t" to  resolve tensions as they arise. It is dynam ic in  the 
sense o f ongoing and transfo rm ing hum an in te ractio n .

W atkins responded to  the “tra d itio n a l fu n c tio n a lis t" view o f leadership 
in  h is research as no longer appropriate to the cu rre n t state o f organizations.
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He suggested th a t the m ore s ta tic  tra d itio n a l m odel rooted in  the in d u s tria l era 
be replaced w ith  a transform ative m odel to:

foster an organ izational com m unity in  w hich a ll the  members o f the 
organization have the capacity and op po rtun ity  to  be leaders and where 
there is  a common concern fo r empowerment and the betterm ent o f the 
hum an condition , (pp. 32-33)

Foster (1989) exam ined leadership in  the context o f com m unity. He 
described the search fo r com m unity as an “ongoing and creative enterprise in  
w hich . . . agents co n tin u a lly  re-create social s tru c tu re ” (p. 45). He related 
leadership to  com m unity:

The idea th a t leadership occurs w ith in  a com m unity suggests tha t 
u ltim ate ly, leadership resides in  the com m unity itse lF  (p. 49).

Foster suggested th a t:
It is  an enduring feature o f hum an life  to search fo r com m unity: to  
attem pt to  establish pa tte rns o f liv in g  based on m u tu a l need and 
affection, developm ent and protection.(p. 48)

He shared a be lie f s im ila r to  W atkins th a t the process is  ongoing, in teractive, 
dynam ic, and constantly recreating its e lf form ing new social s tru c tu re . He 

defined the conceptual dem ands fo r leadership th is  way: “leadership m ust be 
c ritica l, transform ative, educative, and eth ica l" (p. 50). Foster sum m arized 
leadership in  the context o f com m unity:

Leadership, in  the fin a l analysis, is the a b ility  o f hum ans to  relate 

deeply to each other in  the search fo r a more perfect un ion . Leadership 
is a consensual task, a sharing o f ideas and a sharing o f 

responsib ilities, where a leader is a leader fo r the m om ent only, where 
the leadership exerted m ust be validated by the  consent o f followers, 
and where leadership lies in  the struggles o f a com m unity to  find  
m eaning fo r itse lf. (Foster, 1989, p. 61)

Another perspective o f leadership in  the context o f com m unity and the 
common good is provided by Bryson and Crosby (1992) who in fo rm  us:
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We live in  a w orld where no one is  *in charge.’ No one organ iza tion or 
in s titu tio n  has the legitim acy , power, au tho rity , o r in te lligence  to  act 
alone on im p o rta n t public issues and s till make su b sta n tia l headway 
against the problem s th a t th rea ten us a ll.(p . xi)

Bryson and Crosby address the issue o f leadership in  modem society where 
com plexity and rap id  change are the ru le .

In  sum m ary, cu ltu re  and leadership are related. Leadership in  creating 
change w ith in  an organization, or a group o f organizations, requires an 

understanding o f the culture(s) o f those organizations. C u ltu re , as the basic 
assum ptions th a t underlie  an organization’s defin ing itse lf, is  fundam enta l to 
its  adaptab ility. A d a p ta b ility  is necessary fo r coping w ith  the externa l 
environm ent as w e ll as reconciling in te rn a l in tegra tion  issues.

Cancer Prevention E m pirica l Data and C urren t Views
Schopler’s (1988) research provides h is to ric  perspective and portrays the 

cu rre n t status o f experience in  the fie ld . She reports tha t organization policy 

form ulated by the N ational Cancer In s titu te  enta ils coordination among the 
m u ltip le  and diverse specia lty groups w hich are funded to conduct prevention 
research, and provide o ther related cancer services. She in fo rm s us th a t:

“Increasing a tte n tio n  given to  in te r-organ iza tiona l re la tio ns in  recent 
decades has ... led to  id e n tifica tio n  o f in te rn a l and exte rna l factors th a t 
appear to in fluence the adaptation and productiv ity o f these system s 
over tim e" (Schopler, 1988, p. 17).
Proctor (1995) provides insights on the cancer problem, s ta tin g : “The 

tragedy is m agnified by the fact th a t the causes o f cancer are la rge ly know n and 
have been fo r some tim e” (p. 1). He refers to  the environm ental factors, 
n u tritio n , d rin k in g  w ater, occupational issues, genetics, and the  “cu ltu re  in to  
w hich you’re bom " (p. 1). He poses certa in  questions tha t fo rm  the fram ew ork 
fo r h is c ritic a l analysis. These questions re late to  all scien tific endeavor, bu t 
w ith  applica tion here to  cancer policy.
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The three cen tra l questions Proctor (1995) poses are as follow s:
1) W hy do we know  what we kn o w , and why don’t  we know w hat we 

don’t  know?
2) Who gains from  knowledge (or ignorance!) o f a p a rticu la r so rt and 

who loses?
3) How m ight knowledge be d iffe ren t, and how should it  be d iffe ren t?  

W hat are the virtues o f looking a t u ltim a te  ra the r than proxim ate 
causes, fo r example, or o f seeking prevention ra ther than cure?
W hat are the social responsib ilities o f the cancer theo ris t o r fo r th a t 
m atter, o f the science theorist? (pp. 8-9)

In  the context o f research p rio rities, Proctor presents the notion th a t the 
decisions on w hat to  study, and w hat not to  study are subjective, and may be 

influenced by subjective ly created factors. The sc ie n tific  com m unity setting  
policy fo r cancer research funding may have the rig h t in tentions, b u t may be 
w orking w ith in  a c u ltu ra l paradigm  th a t in h ib its  the more optim um  so lu tion .

Sofia (1994) reports her experience as a breast cancer pa tien t and 
advocate:

“Breast cancer is managed by the m edical establishm ent w ith  little  
presum ption or hope th a t it  can be prevented . . . novel research 
projects and adequate funding have been absent because o f the lack o f 
pa tien t constituencies w illin g  to pu t them selves on the line  by speaking 
up fo r be tte r treatm ent, fo r better understanding o f the causes . . . and 
for prevention.” (p. 5-8)

She states, however, th a t th is  old model is now being challenged. She bases 
th is  on the grow ing breast cancer advocacy movement th a t may a t tim es be 
disorganized and lack consensus, bu t is heading in  the rig h t d irection .

Singer and G rism aijer (1995) posit th a t “cancer is a disease o f 
a lienation” (p. 170). T he ir general hypothesis is  th a t the root o f the problem  o f 
cancer is societa l a lienation. Their specific hypothesis is th a t bras can cause 
breast cancer. They state tha t we are alienated from  our bodies, ou r lifestyles,
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our environm ent, o u r cu ltu re . They ask: “W hat is  o u r cu ltu re  doing to our 
biology and environm ent” (p. 171)?

In  a chapter title d  “The Real Enemy.” S inger and G rism aijer, 1995) share 
th e ir fru s tra tio n  in  no t getting response from  experts in  the fie ld :

We trie d  to  n o tify  experts about our find ings. We wrote D r. Sam Broder, 
D irector o f the  N ational Cancer In s titu te . . . . We sent the same 
in fo rm ation  to  Kerrie W ilson. N ational V ice-P resident o f the  Am erican 
Cancer Society; D r. M. W ilson o f the P resident’s Cancer Panel; E. 
M cG rath, exec d irector o f the Am erican W omen’s M edical Association;
P. Ire land, president o f the N ational O rganization fo r Women; B.

Dooley. Exec D irector o f the Women’s Research and Education 
In s titu te ; . . . None responded. Not even the women’s groups. None. 
Whom can you tru s t when your cu ltu re  is  the  biggest enemy o f your 
health? (pp. 171-172)

T he ir experience illum ina tes the d iversity and num ber o f organizations involved 
in  cancer issues. S inger and G rism aijer (1995) are com m enting on the 

consistent lack o f responsiveness w ith in  the cancer com m unity, in  sp ite  o f the 
d ive rs ify  and num ber o f organizations.

Zakarian (1996) states, “cancer as a pu b lic  issue is  awakening from  its  
long sleep ..." (p. 20). She describes fou r m ajor reasons fo r the awakening:

There is more than one choice o f treatm ent/or many form s o f cancer. 
Patients are becoming educated to the im portance o f th e ir involvem ent 
in  the decision-m aking process. . . .
Delivery o f health care services is changing. The pu b lic  is losing con tro l 
over choice o f doctors a t the same tim e th a t it  is  becoming aware o f the 
need to  have th a t fle x ib ility . . . .
Medical advocacy is an idea whose time has come. A decade o f forcefu l 
AIDS activism  energized treatm ent activ is ts in  m any other diseases who 
recognized th a t health has become po litic ized . . . .
The nature o f cancer advocacy has changed. U n til now, advances in
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cancer trea tm ent have been driven by hea lth  o r socia l w ork 
professionals seeking funds to  discover the cure. For the firs t tim e, 

grassroots cancer organizations, w ith  a la rge r agenda, are dem anding 
a voice in  se tting  cancer policy and p rio ritie s , (p. 20)

Zakarian (1996) makes a com pelling case to  in sp ire  cancer pa tien ts to get the 
knowledge they need to  become th e ir “own expert” and tu rn  th e ir “personal 

advocacy in to  activism ” (p. 21).

O rganizational Leadership in  the C ontext o f Cancer
W illia m  Fishm an. Ph.D. founder and president em eritus o f the La Jo lla  

Cancer Research Foundation, personifies the na tu re  o f leadership th a t has 
dom inated the w ork o f cancer research. The significance o f h is life  w ork is  th a t 

it  is an exam ple o f how organizations have developed to  address the cancer 
problem  guided by certa in  leadership constructs: m ethods, styles, concepts, 
beliefs, cu ltu re .

The evo lu tion o f organizations th a t began w ith  the W ar on Cancer in  the 

1970s, and continues today, is based large ly on the leadership th a t dom inated 
the era. F ishm an is  one o f the pioneers th a t defined the organizations and the 
leadership th a t shaped present day cancer organizations. In  h is autobiography, 
Fishm an (1995) describes the “E volution o f the A dm in is tra tive  S tructu re  and 
S cien tific  Program s:”

Several p rincip les guided us. One was to  im pose the very m inim um  o f 

bureaucracy on the staff, to have the ad m in is tra tio n  serve the 
sc ie n tis ts ’ needs. . . . ind iv idua l scien tists were recru ited  w ith  great 

a tte n tio n  being paid to  th e ir fie lds o f in te rest in  order to  m atch them  
w ith  existing ones. . . . O ur firs t puta tive  program  leader d id  not w ant 
to  review  g ra n t applications . . . the In s titu te ’s prestige to  subm it on ly 
firs t-c la ss  app lica tions was a secondary consideration to  him . . . . H is 
place was taken by D r. E rkk i R uoslahti who was anxious to  advance 
the  fie ld  o f e xtra ce llu la r m a trix  in te ractions, (pp 157-160)
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Fishm an describes the components th a t made h is organization 
successful, in c lu d in g : Fund-ra ising patron program s, b u ild in g  programs, and 
technology tran sfe r. S ign ifican t in  th is  autobiographic sketch is  the emphasis 
on organ izational developm ent and leadership in  the  context o f “bu ild ing  an 
organization.” S ig n ifica n t as w ell is  the lack o f em phasis on accom plishm ents 
related to  the erad ica tion  o f cancer as a disease. The achievem ents are more in  
the realm  o f push ing the fron tie rs o f science in  cancer biology, ra ther than in  
find in g  the cause o f a chron ic disease.

In  con trast to  the  organizational leadership o f cancer scientists and 
executives is  the leadersh ip o f cancer patients th a t have also form ed 

organizations. B everly Zakarian, co-founder o f CAN ACT. has published her 
story. In  the te llin g  o f her story as a c tiv is t and cancer pa tien t, it  is  an en tire ly 
d iffe ren t perspective from  th a t o f Fishm an.

Zakarian (1996) describes a ll th a t is relevant to  coping and surviving the 
disease through em powerm ent and education. She states:

Being empowered perm its us to  participate in  o u r own im portan t 

decisions w ith  a sense o f contro l, as w ell as a ctu a l con tro l. 
Em powerm ent gives us the rig h t to assume resp on sib ilities for th ings 
th a t concern us. I t  enables us to act in  ou r own in te rests, whether we 
are ta lk in g  about cancer or doing som ething about it. (p. 20)

She im plies the need fo r leadership by invoking cancer pa tien ts to  recognize 
th e ir m u tu a lity : “we are people w ith  im portan t in te rests in  com m on” (p. 20). 

Zakarian (1996) posits a concern she calls professional:
The people m aking policy decisions about cancer are doctors, 

researchers, and even technicians; oncology nurses and social workers; 
executives o f d rug companies and o f health insurance companies; fund
raisers and lobbyists. These are the people s ittin g  on hosp ita l boards, 
and pharm aceutical company boards, the board o f the Am erican Cancer 

Society, the  boards o f the hundreds o f sm aller fu n d -ra is in g  
organizations. Is it  any wonder there’s no sense o f urgency about your
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life  or m ine? (pp 192-193)
These two examples o f leadership represent con trasting  views o f 

organizations th a t were form ed w ith  the  in te n t o f change and progress in  
cancer prevention. One is  sc ien tific , the o ther is grassroots advocacy. 
Theoretically they are both figh ting  ba ttles in  the same w ar — a w ar th a t is 
aimed a t cancer eradication.

The Grand Scope: Larger Issues and Trends

This section is a review  o f the lite ra tu re  th a t exam ines the larger trends 
and issues th a t affect the study popula tion. These are the g lobal o r grand scope 
factors tha t im pact the research a c tiv ity  area in  subtle b u t pow erful ways. 
Concepts such as com m unity, worldview , and societal transfo rm ation  are 
explored for th e ir relevance in  the study.

Lappe and Dubois (1994) provide an analysis o f cultured and social 
issues in  Am erica today and propose p o litica l action v ia  com m unity 
organizations. They id e n tify  sym ptom s such as homelessness, fa ilin g  schools, 
environm ental devastation, and the federal de fic it. They posit th a t the root o f 
the cris is  is society’s in a b ility  to  collaborate effectively: “we sis a people don’t  

know  how to come together to  solve these problem s” (Lappe and Dubois, 1994, 
p. 9).

G ou illa rt and K elly (1995) state:
It is tim e to  replace ou r m echanistic view ... w ith  a m ore organic one, 
and to endow the recently discovered biological na ture  o f our 
corporations w ith  a new s p iritu a lity  th a t recognizes the  san ctity  o f 
ind iv idua l hum an life  and has com passion for in d iv id u a ls  (p. 4).

Gam st (1995) offers the construct o f a “web o f rules" to  describe the work 

re la tions in  m echanistic in d u s tria l society and in  the new shaping o f post
in d u s tria l or postm odern organizations. He describes hum an w ork as a 

“sociocu ltura l process encom passing organizations, laws, practices, and 
custom s o f w ork” (Gamst, 1995, p. 149).
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B ellah, Madsen. S u llivan . Sw idler. and T ipton (1985) suggest a need to 
transform  Am erican cu ltu re  and society. They in fo rm  us th a t a transform ation 

would have to  take place a t a num ber o f levels: “I f  i t  occurred on ly in  the m inds 
o f in d iv idu a ls  ... it  would be powerless” (p. 286). They posit th a t personal 

transform ation among large num bers o f in d iv idu a ls  is essentia l, bu t the 
transfo rm ation m ust involve not only raised consciousness b u t in d iv id u a l 
action. I t  is  a notion o f tra n s itio n in g  the hum an fam ily  to  a new level o f social 
in tegra tion , a “newly v ita l socia l ecology.” W ithou t it. “there  m ay be very little  
fu tu re  to  th in k  about a t a ll” (p. 286).

These notions on a m acro level relate to  the need fo r new social 
technology, iden tified  by Schopler (1988) in  her d isserta tion  on oncology 
organizations. The larger im p lica tions o f these research find ings involve the 
need fo r change in  each m em ber o f an organization, as w e ll as the collective, to 
fin d  new ways fo r collaborative problem  solving in  order to  confron t the 
com plex issues o f society, issues such as cancer.

The concept o f com m unity is  often noted as a socia l construction  th a t 
w ill make it  possible fo r transfo rm ation to be realized. A d e fin itio n  o f 
com m unity is offered by S haffer and Anundsen (1993) as a:

. . . dynam ic whole th a t emerges when a group o f people: 
pa rtic ipa te  in  common practices; depend upon one another; make 
decisions together; id e n tify  themselves as p a rt o f som ething larger than 
the sum  o f th e ir in d iv id u a l re lationsh ips; and com m it them selves for 
the long term  to th e ir own. one another’s, and the group’s w ell being.
(p. 10)
It is  th is  sense o f com m unity th a t Cuomo (1995) heartens when he 

speaks o f the creation and susta in ing  o f Am erican Democracy. He contends 
th a t we, as a society, are facing the same core questions th a t have always 
defined and shaped societies:

Who are we as a people? W hat u ltim ate  values in fo rm  ou r in d iv id u a l 
souls? W hat values, i f  any, configure o u r soul as a nation? (p. 71)
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Cuomo places in d iv idu a lism  and com m unity in  perspective w ith  a discussion o f 
w hat made Am erica a great na tion :

As we grew and in du stria lized , we continued to  cherish  the strength  o f 
our democracy, o u r s p irit o f in itia tive  and personal drive, our sense o f 
daring and capacity fo r innovation, bu t we recognized th a t i f  we lim ite d  
ourselves to  old-fashioned ind ividua lism , we w ould be lim itin g  o u r 
nations’s strength  and o u r chance for progress. Seeing a ll th is , we 
added one more pow erful p rinc ip le  th a t subsum ed a ll the others and 
th a t helped us create the m ost successful na tion  in  w orld  h is to ry : the 
idea o f com m unity . . . .  (p. 72)

The idea o f com m unity in  organizational cu ltu res has been am plified  in  
the Mondragon experim ent. Foote W hyte and K ing W hyte (1988) describe a 
cooperative approach to  organizational operations. They draw  a d is tin c tio n  
between ethnic cu ltu re  and organization cu ltu re  in  s ta tin g :

. . .  we recognize th a t the leaders o f Mondragon have b u ilt a d is tin c tive  
organizational cu ltu re  and th a t we can better advance ou r 

understanding o f M ondragon by analyzing th is  cu ltu re  than by 
concentrating on the e thn ic cu ltu re  o f the Basque people, (p. 254)

They define cu ltu re  as a “system  o f w idely shared beliefs and values and a set o f 
characteristic behaviors used in  organizing social processes.” They continue 
w ith : “The cu ltu re  includes an ideology, a cognitive map, o r fram ew ork w ith in  
w hich people expla in th e ir own characteristics and th e ir re la tions to others o f 
d iffe rent cu ltu re s.”

It may be d iffic u lt fo r m any organizations to  meet these c rite ria . B u t in  
not developing shared values and m u tu a lity  sk ills , m any com plex m u tu a l co
endeavors invo lving m u ltip le  organizations may not succeed. The creation o f 

the Am erican democracy, and the success o f M ondragon are tw o examples o f 
com m unity values co n trib u tin g  to  societal growth and progress.

Some authors have addressed the need fo r change from  a w orldview  
perspective w ith  im p lica tions fo r c u ltu ra l transform ation. Harm an (1988)
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states:
Each o f us holds some set o f beliefs w ith  w hich we conceptualize o u r 

experience — beliefs about h is to ry , beliefs about th ings, beliefs about the 
fu tu re , about w hat is to  be valued, o r about what one ought to  do. W hat m ay 

be less obvious is th a t we have unconscious beliefs as w e ll as conscious ones, 
(p. 14)

M ollner (1992) defined tw o fundam ental worldviews: a m ate ria l age. and 
a re lationsh ip age worldview . The m ate ria l age worldview is  based on the b e lie f 
th a t the universe is composed o f separate parts com peting fo r s e lf in te rest. The 
re la tionsh ip w orldview  is  based on the be lie f tha t the universe is  composed o f 

“connected parts, each o f w h ich cooperates w ith  a ll other parts in  the in te re s t 
o f the universe firs t and on ly secondly cooperates o r competes in  the in te re s t o f 
its e lf o r any sub-group o f pa rts” (p. 97).

In  sum m ary, there are c u ltu ra l and sociological issues and trends o f a 
g lobal scope th a t in fluence the  nature o f organizations. Cancer organizations 
are not exempt from  these issues and trends. Issues such as the  g lobalization 

o f business enterprise, and trends such as coalition bu ild in g  to  address 
com plexity also im pact cancer organizations.

O rganizations, a t a ll levels and com plexity, are challenged w ith  the need 
to collaborate and form  coa litions w ith  o ther organizations th a t are adapting 
to  a rap id ly changing global society. One may theorize th a t o u t o f th is  change 
w ill emerge new organization s tru ctu re s and forms th a t w ill fa c ilita te  so lu tions 
to  the complex issues o f society.
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Chapter ED: Research D esign and M ethodology

In troduction
The design and m ethodology section outlines the research process and 

the specific options taken to  sa tis fy  the purpose and goals o f the study. The 

study aim  was to develop an understanding o f the in te rre la tionsh ips and 
dynam ics w ith in , between, and among the various arenas and organizations 
th a t collectively represent the study a c tiv ity  context.

The data were collected from  interview s w ith  partic ipan ts representing 
d iffe ren t arenas and organizations, a focus group in te raction , observations a t 
conferences and sem inars in  w hich in fo rm ation  was shared, and w ritte n  
m aterials com m unicating in fo rm ation  re la tin g  to the study.

Figure H I-1 depicts the steps in  the research process. The researcher firs t 

posed general research questions and developed an in terview  guide. D ata 
collection then commenced, follow ed a fte r each interview  w ith  analysis to  
define/code categories. Memos were docum ented during the anafysis to  capture 
w ork-in-process ideas and concepts. A fte r com pletion o f the in terview s, the 

form al w rite -up began to  describe the find ings based on the discovery process.
Chapter IV  describes organization cu ltu re  categories and connections 

emergent from  the data. This chapter responds to the research questions posed 
in  th is  study re la tin g  to  the na tu re /type s o f cu ltures uncovered, and the  
re lationsh ips between cu ltu res and prevention policy. Chapter V expands on 
the m ajor categories o f organization cu ltu re  and leadership, w ith  exam ples 
from  the data o f clashing cu ltu res and collaborative networks. Also included 
are examples o f leadership expression linked  to  cu ltu re  based in te rp re ta tions. 

C hapter VI develops theory related to  cu ltu res observed, nam ely -- the 
in te raction  o f breast cancer advocacy w ith  the conventional w isdom  o f cancer 
prevention. C hapter V II provides the perspective o f the researcher w hich 
includes a key m etaphor perceived from  the data.

23

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



BCP Culture/Leadership

Methodology Overview

The research conducted was n a tu ra lis tic  and qua lita tive . I t  sought to 
collect, document, codify, analyze, and make meaning o f the perceptions o f 
ind ividua ls th a t have experience as employees o r volunteers in  the study 
a c tiv ity  context o f breast cancer prevention. The focus was on the phenomenon 

o f organizational in te raction  w ith in  various arenas o f breast cancer prevention. 
The arenas th a t were the m ain focus o f the research are the three p rin c ip a l 

prevention strategies employed in  cancer w ork: prim ary, secondary, and te rtia ry  
prevention.

The methodology chosen fo r the study was a blend of: (a) grounded theory 
(Schatzman, S trauss 1973), (S trauss, 1987), (b) in te rpre ta tion  (Schatzm an, 
S trauss 1973), (W olcott, 1994), and (c) I-w itnessing (W olcott, 1994). G rounded 
theory is a qua lita tive  m ethodology th a t bu ilds theory inductive ly from  the 
phenomenon it  represents. The approach is designed to  generate the discovery 
and conceptualization o f com plex in te ractiona l processes. Theory th a t is 

“grounded” is discovered, developed, and provisionally verified through 
system atic data collection and analysis o f data pertain ing to th a t phenom enon. 
“ One does not begin w ith  a theory, then prove it. Rather, one begins w ith  an 
area o f study and w hat is relevant to  th a t area is allowed to  emerge” (S trauss & 
C orbin, 1990, p. 23). Therefore, th is  study iden tified  an a c tiv ity  context and 
allowed what was relevant to  the organizational in te raction, w ith in  the a c tiv ity  
context, to emerge.

C haracteristics o f grounded theory th a t were incorporated in to  the study 
include: (a) inductive, (b) in te rpre tive , (c) discovery oriented, (d) emergent, and 
(e) theme focused. The em phasis is  on in te rp re ting  the data to  discover 
inductive ly th a t w hich provides sym bolic m eaning for organizations and 
ind iv idua ls expressing cu ltu re  w ith in  the s tudy activ ity  context.
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S tudy A ctiv ity  C ontext

The a c tiv ity  context fo r th is  s tud y was the in tersection o f three a c tiv ity  
elem ents: (a) cancer prevention strategy, (b) breast cancer advocacy, and (c) 
organization cu ltu re . F igure HI-2 portrays the in tersecting o f these three 
separate elements to create a new com bined study a c tiv ity  context. The research 
involves organization cu ltu re  in  the context o f cancer prevention strategy where 
breast cancer advocacy has been in troduced as new organizational phenomenon. 
This combined a c tiv ity  context is  called in  th is  study: the breast cancer 
prevention (BCP) com m unity (or m etaorganization).

This s tudy in itia lly  id e n tifie d  s ix  arenas in  the BCP com m unity: (a) 
prim ary prevention, (b) secondary prevention, (c) te rtia ry  prevention, (d) 
in form ation support, (e) fund ing, and (f) advocacy. Each arena was hypothesized 
to e xh ib it values and beliefs th a t affect the nature o f policy shaping w ith in , 
between, and among organizations in  the BCP com m unity. As the study 
unfolded, the m ain focus became the three prevention arenas and the advocacy 
arena. The rem ain ing arenas (in fo rm ation  support and funding) were not 
s ign ifican t in  the study based on, o r grounded by, the in te rview  data. Therefore, 

they were not included in  the analysis and in te rp re ta tion .
Prim ary prevention is considered in  th is  study to be cancer prevention 

aimed a t uncovering the cause o f the disease, and thereby e lim in a tin g  the 
incidence o f cancer. Secondary prevention is considered in  th is  s tud y to  be 
cancer prevention aim ed a t reducing the m o rta lity  o f the disease usua lly 
through a physical in te rven tion , such as surgery or m am m ography. T ertia ry 

prevention is  considered in  th is  study to  be cancer prevention aim ed a t reducing 
incidence and m o rta lity  th rough education and counseling. C ollectively, they 
represent key arenas in  the study a c tiv ity  context th a t in te ra c t w ith  breast 
cancer advocacy.
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R esearch D esign

D ata C ollection
Entre was accom plished through professional and personal contacts, and 

from  m eeting p a rtic ip an ts  a t conferences. P artic ipants were selected based on 

th e ir arena representation, and sa tisfy ing  the c rite ria  o f having worked or 
volunteered in  cancer prevention d ire c tly  o r in d ire c tly  fo r a t least one year. The 
goal, th a t was achieved, was to have representation from  a ll the  arenas o f 
prim ary, secondary, te rtia ry , and breast cancer advocacy.

The data were collected from  the fo llow ing sources: tw en ty-fo u r semi- 
structu red  one-on-one interview s w ith  sixteen pa rtic ipan ts, in c lu d in g  two from  
the European research com m unity, over a period o f ten m onths; a focus group 
o f s ix  pa rtic ipan ts (fou r who were one-on-one also); a press conference; an 
education conference; an a lte rna tive m edicine sym posium ; reports, articles, 
memos, and o ther docum entation re la tin g  to  cancer prevention.

The one-on-one interviews consisted o f an in itia l in te rview  (in  person 
a n d /o r telephone) w ith  sixteen pa rtic ipan ts th a t represent d iffe re n t arenas, and 
eight follow up interview s w ith  the same group. The follow up in terview s were 
focused on new questions th a t emerged from  the analysis and va lidations on 
find ings.

The focus group data consists o f a fo u r-h o u r discussion by s ix  participants 
representing fo u r arenas. The researcher asked each pa rtic ip a n t to  share th e ir 
experience in  cancer prevention w ith  the group. The pa rtic ipan ts were: a breast 

cancer a c tiv is t and founder o f the Breast Cancer Action G roup (BCAG); a w rite r 
and board member o f BCAG; two cancer researchers; the D irecto r o f the Naval 
H ealth Research Center, and; a board m em ber/activ ist o f the Am erican Cancer 
Society. Each o f the pa rtic ipan ts in  the focus group were also interview ed in  the 
one-on-one form at. The purpose o f the focus group was to  co llect data in  a
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group setting consisting o f pa rtic ip an ts o f diverse arenas.
The press conference was conducted by the Am erican Cancer Society 

(ACS), and co-sponsored by the N ationa l Cancer In s titu te  (NCI) and the Centers 
fo r Disease C ontro l/P reven tion  (CDCP). One purpose o f the press conference 
was to  present find ings from  a study by the U niversity o f Alabam a. A nother 
purpose was to  in itia te  a co llaborative process among the m ajor organizations 
represented.

The education sem inar was sponsored by the San Diego based Y-ME 
organization and the W omen’s Cancer Task Force. Four researchers made 
presentations: three specia lizing in  basic research, one in  in fo rm a tion  support. 
The purpose o f the sem inar was to in fo rm  partic ipan ts on cu rre n t breast cancer 
research.

The alternative medicine symposium  was attended by the researcher and 
two partic ipan ts o f the focus group. The purpose o f the sym posium  was to share 
in fo rm ation  and experience re la tin g  to  the applica tion o f a lte rna tive  o r h o lis tic  
approaches to healing.

The reports and docum ents ranged from  o ffic ia l reports from  the federal 
governm ent to  in fo rm a l memos sta ting  p o lity  on cancer prevention by a c tiv is t 
groups. An example o f an o ffic ia l report o f strateg ic significance is  the N ationa l 
S trategic Plan fo r the E a rly  D etection and C ontro l o f B reast and C ervical 
Cancers.

S a tu ra tion  was reached a fte r eleven interview s. This was based on the 
researcher’s judgem ent th a t in terview s twelve through sixteen, as w e ll as 
fo llow up interview s, d id  n o t y ie ld  new categories outside the fram ew ork o f the 
analysis. New data from  each in te rview  were compared w ith  existing  categories 
and themes defined. The categories and them es stabilized a fte r the eleventh.
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Interviews
Twenty-four interview s were conducted w ith  sixteen pa rtic ipan ts from  

organizations representative o f the arenas. The c rite ria  for selection o f 
pa rtic ipan ts was th a t they had held a position  in  an organization, o r served 
w ith in  one o f the arenas, fo r a t least one year. E ight o f sixteen partic ipan ts 
partic ipated in  a fo llow -up in terview .

D ata were collected th rough taped interview s, and then transcribed to 
hardcopy fo r memoing and coding. Memoing in  the form  o f observational, 
theoretica l, and m ethodological notes was employed in  the recording and 
docum enting o f the process. The study follow ed e th ica l procedures involving 
con fide n tia lity  and protection o f hum an subjects. A fte r I com pleted a ll 
tran scrip ts , I destroyed the tapes.

The follow ing questions guided the firs t interview :
1. W ould you describe you r position  w ith  th e _______ organization?
2. How does you r organization f it  w ith in  the breast cancer prevention 

com m unity?

3. Could you describe you r re la tionsh ips w ith  other organizations th a t 
collaborate in  you r work?

4. How do you com m unicate w ith  these organizations?
5. W hat is the nature o f the in te ractio n  w ith  organizations th a t would be 

included w ith in  the BCP com m unity?
6. Could you describe how these organizations are grouped?
7. W hat are the values, beliefs th a t are shared (not shared) in  the BCP 

com m unity?

8. How are these shared values and beliefs expressed by the com m unity?
9. How are goals and po licy th a t guide action formed?
10. Could you describe the in fo rm a l structu res and re la tionsh ips th a t you 

have experienced?
The follow ing questions guided the fo llow -up interview :
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1. The follow ing cu ltu res emerged from  the firs t interview s. W ould you 
com m ent on them ?

2. The issues o f co llabora tion and leadership emerged from  the firs t 
interview s. W ould you comment on you r views o f these issues?

Protection o f Hum an Subjects

The partic ipan ts were given consent form s p rio r to  being interview ed. They 
read and signed the inform ed consent form  as per the guidelines in  the D octora l 
Handbook (1995) published by the School o f E ducation. U niversity o f San 
Diego. A copy o f th is  form  is  contained in  Appendix B. Approval by the 
com m ittee on the protection o f hum an subjects was obtained.

The participants a n d /o r the organizations involved were not a t ris k  
beyond norm al fatigue experienced in  an in terview . Anonym ity was m aintained 
by using fic titio u s  names. Interview s were taped, and the tapes were destroyed at 
the end o f the study.

Data Analysis

Overview

The analysis applied grounded theo iy to  uncover categories from  the  data. 
The resu lts o f th is  analysis w hich includes organization cu ltu re  categories, and 
connections between the categories, is in  chapter IV . Key categories emerged 
from  the discovery process. These key categories are explicated in  chapter V w ith  
illu s tra tive  examples from  the  data. The analysis also uncovered a special 
in te raction  between the dom inant organization cu ltu re  and the breast cancer 

advocacy movement. This in te ra c tio n  involved a com plex series o f processes, a 
tim e dim ension, and tu rn in g  po in t outcomes. This Is described in  chapter V I.

In  add ition  to Schatzm an and Strauss (1973), and Strauss (1987), the
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analysis was guided by the fo llow ing objectives o r purposes o f grounded theory 
(GT):

1. To study fundam ental pa tte rns know n as basic social-psychological 
processes w hich account fo r va ria tio n  in  in te raction  around a 
phenomenon or problem  (C henitz &  Swanson, 1986).

2. To discover and conceptualize the essence o f com plex in te ra c tio n a l 
processes (H utchinson, 1986); where process has a tim e dim ension, 
stages, and tu rn in g  po ints (Fagerhaugh, 1986).

3. To generate theory about socia l and psychological phenomena (Chenitz 
&  Swanson, 1986). GT attem pts to  b u ild  theory “from  the ground up,” 

theory “grounded in  the lived experience o f the subjects (H utchinson, 
1986) (Bowers. 1988). G rounded theory does not ju s t report on o r give 
voice to  w hat is heard, b u t also in te rp re ts  w hat is observed, heard, or 
read (Strauss & C orbin 1994).

G rounded theorists believe th a t research should focus on how people view 
th e ir circum stances, how they in te ract, and how these processes change (W ilson 
&  H utch inson, 1991). The m eaning o f the event o r phenomenon m ust be 
understood from  the perspective o f the p a rtic ip an ts  (Chenitz &  Swanson, 1986).

Applied M ethodology

The applied methodology fo r analysis follow ed m ost closely the approach 
to  “discover and conceptualize the essence o f com plex in te ractiona l processes” 
(H utchinson, 1986). Diverse organizational cu ltu res and connections between 
cu ltu res were discovered from  conceptualizing the com plex in te ractio n  o f the 
organizations studied. Observed were in te ractions where complex processes had 
a tim e dim ension, stages, and tu rn in g  po in ts (Fagerhaugh, 1986).

An example o f complex processes w ith  a tim e dim ension and stages was 
the in te ractio n  between the breast cancer advocacy movement o f the 1990s and 

the conventional wisdom cu ltu re . Em ergent from  the data was a tim e dim ension
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w ith  stages representing the co llis ion  o f the cu ltu res and the  resu lting  
outcomes. A lso, there was a tu rn in g  po in t in  w hich advocacy experienced 

changes in  its  c u ltu ra l id e n tity . The breast cancer advocacy movement, and the 
outcomes generated by the movement, had tim e dim ensions and tu rn in g  po in ts. 
Therefore, grounded theory was applied to the processes experienced by breast 
cancer advocacy as it  in teracted w ith  the conventional w isdom  in  cancer 

prevention, generating a tu rn in g  po in t in  the advocacy movement.
F ina lly , the perspective o f the researcher was added to  provide a 

personalized connection. The researcher’s four years as a cancer reg istry d irecto r 
and three years as a breast cancer a c tiv is t met the c rite ria  imposed in  the s tudy 
for pa rtic ip a tio n . This m ethod was guided by I-w itnessing  m ethodology (W olcott. 
1994). A key linkage o r m etaphor was sought by the researcher th a t in tegrated 
the unique perspectives o f the partic ipan ts.

Summary
T w enty-four interview s were conducted w ith  analysis guided by a blending 

o f grounded theory procedures, refocus on in te rp re ta tio n , and I-w itnessing. 
Coding o f the data to  uncover categories began a fte r th e  firs t interview , 

in itia tin g  an ite ra tive  (or concom itant) approach to  da ta  co llection  and 
analysis. Each new in te rview  provided new data to  code and contrast against 

existing data. The re su lts /fin d in g s  and discussion follow ed the  analysis.
F urther analysis (a re tu rn  to  the data) was necessary d u rin g  the cra fting  and 
w rite -up process. The research was n a tu ra lis tic  and q u a lita tive  to develop 
grounded theory re la tin g  to  workers and volunteers p a rtic ip a tin g  in  d iffe ren t 
arenas w ith in  the breast cancer prevention com m unity.

31

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



BCP Culture/Leadership

Chapter IV: Cultures: Descriptions and C onnections

In troduction
This chapter includes the follow ing: (a) s um m ary o f find ings; (b) cu ltu re  

descriptions; (c) organ izational form al connections; (d) support connections; 
and (e) cu ltu ra l actors and crossovers. The organization cu ltu re  descrip tions are 
followed by a discussion o f the connections observed between cu ltu res and the 
phenomenon o f crossover actors.

Sum m ary o f F indings
The find ings from  the study are summarized as follow s:
1. The breast cancer prevention com m unity is  made up o f diverse 

organizations th a t appear to  serve in  s ix  arenas as defined in  chapter one. Three 

o f the arenas represent prevention policy strategies: prim ary, secondary, and 
te rtia ry . The three o the r arenas represent: o rg an iza tions/ind iv idua ls th a t 
provide in fo rm ation support (arena 4), organizations th a t perform  funding 
activ ities (arena 5), and o rgan iza tions/ind ividua ls th a t perform  advocacy (arena
6). C ertain organizations and ind iv idua ls represented in  the study appear to  
conduct a c tiv ity  in  m ore than one arena. Therefore, m u tu a l exclusivity d id  no t 
appear to exist re la ted to  arena involvem ent. D e fin itions o f the arenas are 
provided in  Chapter One.

2. The pa rtic ipan ts from  the s ix  arenas th a t were interview ed o r observed 
seem to have unique perspectives on the efficacy o f prevention policy and 
practice. The unique perspectives re flect d iffe rent cu ltu re s  th a t in  the m a jo rity  
o f cases observed, appear to  be in  con flic t relative to  the conduct o f research 
and prevention strategies.

3) The fo llow ing cu ltu res emerged from  the in terview s:
(a) business, (b) c lin ic a l m edicine, (c) patient care, (d) conventional wisdom , (e)
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rad ica l activism , (f) p o litica l activism , (g) outreacher. (h) h o lis tic , and (i) 
research idealism .

4. The diverse cu ltu res appear to  spawn c u ltu ra l “actors." These are key 
ind iv idua ls who speak, act, and in itia te  policy positions w ith in  arenas sam pled. 
The actors are observed to  represent, on occasion, more tha n  one cu ltu re . 
Observed was a phenomenon th a t is  described by th is  research as a “crossover.” 

The crossover actor is one th a t takes on a hybrid c u ltu ra l character. The hybrid  
or crossover actor has characte ristics o f m ultip le  cu ltu res. The m edical 

p ractitioner who is appointed to  an executive position  is an example. As an 
executive, the physician m ust practice business m ethods as w ell as m edical 

procedures. Therefore, the executive-practitioner w orks in  both cu ltu res.
5. The arenas and cu ltu res observed exhibited re la tionsh ips o r 

“connections." Connections are the special types o f re la tionsh ips between and 
among organizations and in d iv id u a ls  th a t were found to  be form al and in fo rm al. 

The form al connections are the re lationships form ed by organization charters. 
The support connections take a d iffe ren t form , in te rre la tin g  arenas and 
cu ltures, and emerge as possib ly presenting the more m eaningful connections. 
The support connections represent alignm ents in  ideology and belie f systems. 

Figure IV -1 relates the nine cu ltu res and the s ix  arenas observed in  the study. 
The connections are of a fo rm al o r m ission-oriented organizational nature.

6) The existence o f co llabora ting networks was observed in  various 
settings. A collaborative netw ork was an observed co n d itio n /a c tio n  process in  
w hich ind iv idua ls or organizations were engaged in  a cooperative e ffo rt to 
achieve a shared vision o r goal. The data suggest, however, th a t clashing 

(differences in  be lie f systems) was more reflective o f the  in te raction  between 
cultures.

7) The m a jo rity o f p a rtic ip an ts  agreed th a t cancer prevention activ ities 
transcend organizational boundaries, and include m any diverse en tities from  
d iffe ren t arenas. However, a t issue was the characterization o f these diverse
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organizations as representing a tru e  com m unity o r a m etaorganization. 
M etaorganization appears to  be more appropriate due to the observed lack o f 
cohesiveness among arenas.

C u ltu ra l D escriptions
The business cu ltu re  was defined as the cu ltu re  o f “econom ic pragm atism ” 

by a pa rtic ipan t. The philosophy underlying th is  cu ltu re  is  the be lie f th a t a ll 
elements o f an organ iza tional e n tity  should contribu te to the fin a n c ia l health o f 
the to ta l organization. Therefore, a ll elem ents are evaluated based on th e ir 
potentia l to  create fin a n c ia l gains - tu rn in g  cost centers in to  p ro fit centers. The 

business cu ltu re  is  invested in  secondary prevention based on the p ro fit 
potentia l inherent in  th a t arena. Mammography, fo r example, is  an area o f 

secondary prevention th a t can be a p ro fit center fo r the health  care providers 
and m anufacturers o f the equipm ent.

The business cu ltu re  is  also involved in  in form ation creation and 
dissem ination th a t w ould be u tilize d  to  plan for services. For example, 

in form ation on the num ber o f breast cancer cases predicted fo r a geographic 
area would enable the business p lanner to  define the m arket fo r services such as 

mammography. As one p a rtic ip a n t related:

This can have both good and bad outcomes. Its  good to  be organized 
and m arket oriented, b u t when th a t goes too far. the w elfare o f the 
pa tien t is a t ris k .

Another p a rtic ip a n t stated:

The business cu ltu re  has moved in to  the health arena. M edicine has 
become a fo r-p ro fit operation: the rea l money is being made by HMOs and 
insurance com panies. Who is  se tting  the policy, d riv in g  - steering the 
wheel in  th is  d irection? Its  an avalanche.

Clinical medicine (CM) was observed as the cu ltu re  o f m edical care
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in s titu tio n s . I t  is  the classic model o f hea lth  care practiced in  m ost hospitals 
and c lin ics . This cu ltu re  practices rig id , c le a rly  defined beliefs and methods in  

the conduct o f the  m edical professions, and in  th e ir re la tionsh ips w ith  patients. 
The beliefs include th a t patients w ill benefit best by the  pre-ordained 
m ethodology th a t has served the classic m edical model. I t  is  characterized by 
“the physician know s w hat is  best fo r the pa tien t, and the pa tien t should 
com ply.” C lin ica l m edicine is  heavily invested in  secondary prevention: 
prevention th rough adm in istering treatm ents th a t reduce m o rta lity .

A p a rtic ip a n t had the follow ing to  say about c lin ic a l m edicine (CM):

They (CM) are slow  to  embrace sharing. The idea o f in te r-in s titu tio n  
co llabora tion is  no t w orking. Physicians are threatened by change.
They w ant to  keep th e ir ‘products’ to  them selves — th e ir patients,
th a t is.

This p a rtic ip a n t’s perspective is th a t c lin ic a l m edicine has not embraced the 

business cu ltu re  su ffic ie n tly . He believes th a t good business practice w ill ensure 
continued success.

They (the in s titu tio n ) s till have the m ind set of: “we need to  spend $3000 
by the end o f the year to ju s tify  ou r budget."

In the op in ion o f the pa rtic ip an t, th is  po licy has con tribu ted  to  the 

in s titu tio n ’s fin a n c ia l sh o rtfa ll. In  con trast to  th is  exam ple, m any health care 
in s titu tio n s  have em braced the business cu ltu re  to  be com petitive and survive 
financia lly .

An a rtic le  in  the Atlantic Monthly, title d  Good News and Bad News about 
Breast Cancer by D avid P lotldn, M .D ., defends the case fo r c lin ic a l m edicine.
The basic ra tiona le  is th a t the m edical profession is  doing a ll i t  can possibly do, 
and th a t “a ll” is  no t as bad as it  is  portrayed by activ is ts  and the media. P lo tkin 
states:

I f  the im provem ents in  women’s lives have in d ire c tly  prom oted breast
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cancer, then it  is  unhe lp fu l to  c a ll the  grow th in  its  incidence an 
epidem ic. In  m edical term s, an epidem ic is  the sudden outbreak o f a 
generally rare condition , such as the deadly spread o f cholera in  a c ity  
w ith  contam inated water, and should be stopped by s trik in g  a t its  source. 
U nfo rtunate ly the enormous p u b lic ity  accorded the rise in  breast cancer 
incidence has obscured the fact th a t the disease is not the  leading k ille r 
o f women.

He defends cla im s by the m edical profession w ith :

. . . the increase in  cures precisely canceled ou t the increase in  incidence, 
leaving the  overall death rate unaffected. W hen my colleagues claim  th a t 
we are cu rin g  breast cancer, they are im p lic itly  endorsing th is  view. And 
why not? . . .  a sm aller percentage o f th e ir patients are dying. (June,
1996, p. 58-60)

The focus o f c lin ica l m edicine, as characterized by P lo tk in . is  on the 
treatm ent o f the  disease. And although the term s “prevent" and "cure” are 

applied, they mean the prevention o f death — w hich is secondary prevention — 
not the prevention o f the disease as a com plete cure (or eradication), which 

w ould be p rim ary prevention. P lo tkin ’s case is  typ ica l o f the be lie f system shared 
by the clinical medicine cu ltu re . It sincere ly believes th a t it  is  doing w ell in  
serving the c lin ic a l needs o f patients. T he ir tra in in g  is in  p rovid ing treatm ent 
protocols (secondary prevention), and therefore, th e ir practice is  focused on 
secondary prevention.

Patient care is  the cu ltu re  created and now embodied by the  Am erican 

Cancer Society (ACS). I t  is a cu ltu re  o f believing th a t the pa tien t needs support 
through the c ris is  o f cancer, and th a t healthcare should cooperate in  providing 
support th a t extends beyond the p rim ary trea tm ent such as surgery. The patient 
care cu ltu re  is  a proponent o f early detection through m am m ography, which is 
secondary prevention.
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The ACS has adopted early detection as a pragm atic approach to 
decreasing m o rta lity . I t  is based on the belief th a t i f  the  tum or is  detected early 
through mammograms, then the pa tien t has an increased chance o f surviva l. 
Survival data does no t va lidate th is  belief, b u t th e ir po licy is based on the be lief 
th a t the patien t’s care and su rv iva l is  param ount.

Conventional wisdom  embraces parts o f w hat is found in  the firs t three 
cultures defined. A  fo u rth  dom inant element th a t characterizes th is  cu ltu re  is 
“good science.” Good science is  about follow ing sc ie n tific  m ethods and 
quantita tive m odels th a t are considered proven and accepted by the scien tific  
com m unity, and th a t involve little  o r no risk. This cu ltu re  is  embodied in  the 
National Cancer In s titu te  (NCI), b u t also permeates m ost o f the old line  cancer 
worker com m unity in te rn a tio n a lly  — especially the cancer in fo rm ation 
registries. This is a cu ltu re  th a t depends on peer review  as the decision and 
approval model to  determ ine who gets the resources. It is  considered to  be the 

dom inant cu ltu re  by the m a jo rity  o f participants, based on its  power resources 
in  funding and in fluence. A p a rtic ip a n t stated:

Because o f the com plexity o f society, we now need science. Science is
king.

Radical activism  is  the cu ltu re  th a t emerged from  the  discontent o f breast 
cancer victim s (pa tien ts and th e ir fam ilies) and the urgency created by alarm ing 

incidence and m o rta lity  rates. It is  outside the scope o f th is  study to conjecture 
why th is cu ltu re , w hich some describe as a social m ovement, took place. The 
cu ltu re was described in  the words o f a participant as, “ im p a tie n t” and “w anting 
answers now.” Insp ired  by AIDS activism , th is group became vis ib le  and 
provoked th e ir p o litic a l representatives to in itia te  leg is la tion . They were 
successful in  increasing the levels o f breast cancer research funding, and by 
taking the disease o u t o f the closet and onto the covers o f magazines. Never
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before had women such as fash ion models “bared th e ir chests" to  expose the 
experience o f breast cancer. They wanted to be known, accepted, and even 
adm ired fo r th e ir courage and in te g rity . They were successful as a movement to  
change pub lic op in ion and fun d in g  policy.

However, as the m ovem ent m atured, the social dynam ics resu lted in  
power Issues. One a c tiv is t p a rtic ip a n t shared tha t, “it  became a contest to  see 
who would become the big ch ie f."

Radical activism  is involved in  arenas 3 and 6 (te rtia ry  prevention and 
advocacy). An a rtic le  th a t appeared in  the January, 1991 issue o f Time magazine 
described the launch ing o f the  a c tiv is t movement:

In recent years a ground sw ell o f breast cancer v ic tim s, fem in ists and 
legislators, insp ired  by the  success o f the AIDS lobby in  b ring ing  a tten tion  

and funds to  th a t epidem ic, have been pushing fo r be tte r regu la tion  o f 
mammography standards, fo r m andatory insurance coverage o f 
mammograms, and generally fo r more research in to  the s till m ysterious 
roots o f breast cancer. They p o in t ou t th a t the US governm ent spends 

only $77 m illio n  a year investiga ting  ways to prevent the illness, against 
$ 648 b illio n  on heart-disease prevention, (p. 52, Reported by J . M adeleine 
Nash/Chicago and Jam es W illw erth /L .A .)
O ut o f pure activism , th a t was in itia lly  rad ica l in  na ture , came another 

form  o f advocacy: Political activism . This cu ltu re  believes th a t rad ica l change is 
not feasible because it  threatens the conventional w isdom . Therefore, the stance 
or policy position o f th is  cu ltu re  is  th a t o f more moderate change aligned w ith  
the ongoing established policies espoused by the conventional w isdom . P o litica l 
activism  is more active ly involved w ith  in form ation support and fund ing  as w ell 
as advocacy. This cu ltu re  has no t aligned its e lf w ith  the a lte rna tive  m edicine 
approach (arena 3).

P o litica l advocacy embraces d iffe ren t more aggressive strategies fo r fund 
raising. An example o f the sta te  o f the a rt in  fund-ra is ing  w ith in  th is  cu ltu ra l
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arena is an event sponsored by the  Susan Komen B reast Cancer Foundation. An 
a rtic le  in  the  New York Times Magazine (December 1996) title d  How Breast 

Cancer Became this Year’s Cause included the fo llow ing:
The 2100 guests a t the Susan G. Komen’s B reast Cancer Foundation’s 
c h a rily  gala in  Dallas in  O ctober expected a luncheon. W hat the y got was 
an extravaganza. . . .  A b it m uch? Perhaps. B u t a ll p a rt o f w hat it  takes to 
become the cause in  the com petitive w orld o f causes; to  rem ain the 
disease in  an era when everyone, p a rticu la rly  d u rin g  th is  season o f giving, 
is try in g  to get a tten tion  fo r his o r her disease.

The th ru s t o f p o litica l advocacy is  in fluence and power, in  contrast to  grassroots 
activism  w hich is about changing the consciousness o f v ictim s and society.

The outreacher cu ltu re  was iden tified  and described by a veteran patient 
care cu ltu re  executive. The outreacher, according to  the pa rtic ip an t, is  e ithe r a 
cancer pa tien t, friend, or fam ily  m em ber th a t has been touched by the disease; 
th a t wants to  help other cancer v ic tim s, but then desires to  re tu rn  to  th e ir 
“norm al” lives. This d iffe ren tia tes them  from  activ ists. They are active on ly 
during the outreach and in  a nonvisib le  m anner. They do not share the  passion 
to make rad ica l change or create p o litic a l influence. The arena involvem ent is 

secondary and te rtia ry  prevention, as w ell as the dissem ination o f in fo rm ation  
to support cancer victim s.

The three cu ltures, radical activism , political activism , and outreacher, are 
re lative ly new to  the cancer prevention com m unity. Ten years ago, they d id  not 

exist — not in  the form s they do today. This is  in  con trast to  the previously 
described cu ltu res th a t have been in  th e ir cu rren t form s fo r a t least tw en ty 
years. However, in  a re la tive ly sh o rt period o f tim e, th e ir in fluence has been 
effective to  create change.

The holistic cu ltu re  was id e n tifie d  by a p a rtic ip a n t from  the te rtia ry  
prevention arena, an oncology socia l w orker who used the term  to  characterize 
the w orld o f a lte rna tive  m edicine. I t  is  grow ing and becom ing more accepted by
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the m ainstream  m edical com m unity. Also referred to  as com plem entary 
m edicine, th is  includes a w ide range o f healing and support m ethodology from  
counseling to s p iritu a l healing. In  the  context o f th is  research, th is  is  a cu ltu re  
th a t is embraced by o ther cu ltu re s  discussed, nam ely, rad ica l activ ism  and 

outreacher. The arena fu n c tio n a l a c tiv ity  is  lim ite d  to  te rtia ry  prevention.
The holistic cu ltu re  is exem plified in  the m ission statem ent o f the 

Planetree organization taken from  the proceedings o f the firs t A lte rna tive  
Therapies Symposium (January. 1996):

O ur m ission is to  create healthcare environm ents th a t sup po rt and 
nu rtu re  healing on a ll levels -- physical, m ental, em otional, and s p iritu a l. 
Planetree encourages consum ers to become active pa rtic ipan ts in  
decisions re la ting  to th e ir trea tm ent and care. (Proceedings, p. 11)

The diverse nature o f the cu ltu res is  described in  a statem ent from  the 
Sym posium  proceedings by La rry  Dossey, M .D .: “Perhaps the prim ary 
characteristic th a t d istingu ishes a lte rna tive  and conventional therap ies is  the 
role accorded to  m ind o r consciousness" (p. 45, Proceedingsfrom A lternative  
Therapies Symposium. January, 1996). The reference to  “conventional therapies” 
w ould be considered the c lin ic a l m edicine and conventional w isdom  cu ltu res as 
they are defined in  th is  study.

Dossey (1993) relates h is experience in  discovering scien tific  stud ies 
supporting the power o f prayer. H is experience provides a contrast between the 
h o lis tic  and c lin ica l m edicine cu ltu re s , b u t beyond th a t, provides in s ig h t in to  
the influence o f conventional w isdom  on a ll cu ltu res:

I found an enorm ous body o f evidence: over one hundred experim ents 
exh ib iting  the c rite ria  o f “good science,” m any conducted under s tring en t 
laboratory conditions, over h a lf o f w hich showed th a t prayer b rings about 
s ign ifican t changes in  a va rie ty  o f liv in g  beings. . . .  I came to  realize the 
tru th  o f w hat m any h is to ria ns o f science have described: A body o f 
knowledge th a t does no t f it  w ith  p reva iling  ideas can be ignored as i f  it
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does not exist, no m atter how sc ie n tifica lly  va lid  it  m ay be. (p. xv)
The “prevailing ideas” referred to here by Dossey is  the conventional wisdom 

cu ltu re  in  the context o f th is  study. This is an example o f the be lie f by certa in  
pa rtic ipan ts th a t conventional w isdom , as the dom inant cu ltu re , guides the 
decision m aking and policy shaping w ith in  the m etaorganization th a t includes 
cancer prevention organizations.

Lastly, the cu ltu re  th a t conducts prim ary prevention is researcher 
idealism. This cu ltu re , consisting m a in ly  o f epidem iologists, believe th a t the 

cause o f cancer could be found if  a coordinated, dedicated, and funded attack 
were launched. I t  is  th e ir belief, however, th a t other cu ltu res, m ost s ig n ifica n tly  

conventional wisdom, no longer believe th a t cancer can be conquered. Research 
idealism  believes th a t conventional w isdom  contains a credo th a t cancer is a 
perm anent condition in  society, and therefore m ust be endured. Im p lic it in  
conventional w isdom  according to  the  researcher id e a lis t, is the ob ligation o f 
society to  support cancer organizations in  order fo r them  to susta in  the 
ongoing, never-ending battle.

O rganizational Connections

A ll cultures observed in  the s tud y were found to  have re la tionsh ips o r 
connections to the three prevention arenas (prim ary, secondary and te rtia ry). 
Two types of connections were observed: the fo rm a l/fu n c tio n a l connection, and 
the in fo rm a l/su p p o rt connection. The fun ction a l connection is  a form al 

organizational re la tionsh ip . The sup po rt connection is an in fo rm a l re la tionsh ip  
th a t is  formed by shared values, beliefs, and ideology. F igure IV -1 provides a 

m a trix  in te rre la ting  s ix  arenas w ith  the cu ltu res th a t were found to  be form ally 
connected w ith. Figures IV -2 and IV -3 po rtray the in fo rm a l support connections. 
The follow ing is a descrip tion o f the  form al connections.

Prim ary prevention is conducted by the conventional w isdom  and 
researcher idealism  cu ltu res. An exam ple o f conventional w isdom  is  the
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N ational Cancer In s titu te  (NCI) th a t includes p rim ary prevention in  its  o ffic ia l 
funding so licita tions. P rim ary prevention is conducted by the researcher 
idealism  cu ltu re observed.

Secondary prevention was observed to  have form al connections th a t 
included the follow ing cu ltu res: business, pa tien t care, c lin ica l m edicine, 
conventional wisdom, and outreacher.

Tertiary prevention was found to be fo rm a lly  connected to  the c lin ica l 
m edicine, outreacher, and h o lis tic  cu ltures. C lin ica l m edicine typ ica lly  w ill 
house an oncology social w orker to  counsel patients. O utreachers are often 
assigned as volunteers to th is  arena. The h o lis tic  cu ltu re  is dedicated to 
education and healing through counseling.

The in form ation support arena appeared to  have form al connections w ith : 

business, patient care, conventional wisdom, rad ica l activism , p o litica l 
activism , and outreachers. This was not su rp ris in g  in  view o f the  renewed focus 
on education and empowerment o f consum ers to have in fo rm ation  to assist in  
decision making.

The funding arena is  fo rm ally connected, as would be expected, to  those 
cu ltu res th a t are chartered to  fund projects. Examples are: conventional 

wisdom , business, and pa tien t care to a lesser extent.
Lastly, the advocacy arena is form ally connected to rad ica l activism , 

outreacher, and p o litica l activism . These cu ltu res bom  from  advocacy would 
include salaried s ta ff o r vo lunteer workers.

In  sum m ary, the connections are the form al organizational re lationships 
between ind ividuals and th e ir jobs th a t place them  in  a certa in  arena. A form al 
connection most like ly  represents an organizational setting in  w hich a member 
o f the cu ltu re  is employed o r volunteered fo r service.

The functiona l grouping is in  contrast w ith  the next category th a t also 
represents connections. B u t these connections are in fo rm al and ideology-based. 
The next category o f re la tionsh ips among organizations and arenas are
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connected no t by organization charts, bu t by shared po licy beliefs th a t form  
in fo rm a l re la tionsh ips.

In fo rm a l S upport Connections

Figures IV -2 and IV -3 po rtra y in form al support connections. These 
connections are observed as supporting  based on the beliefs and a ttitud es 
expressed by pa rtic ipan ts grounded in  the data. This is  in  contrast to  the form al 
connections d icta ted by organization charts and m ission statem ents. Figure 

IV -2 provides the cu ltu re  connections to  prim ary, secondary and te rtia ry  
prevention. Figure IV -3 provides the cu ltu re  connections to  advocacy.

Radical activism  and research idealism  support the  notion th a t prim ary 
prevention is s till possible. Therefore, both cu ltu res support the po licy o f 

increased resources fo r p rim ary prevention. Radical activism  is sym bolized by 
the breast cancer pa tien t who takes an active and aggressive role in  changing 
the cu rre n t be lie f systems and policy dictates w hich are m aintained by the 
dom inant cu ltu re  (conventional wisdom). These are the fro n t-lin e s who a ttack 

the low  fund ing levels fo r breast cancer, and who question the a lloca tion  o f 
resources. They w ant answers now. I t  is life  or death fo r them . They are the 
creators o f organizations such as Y-ME and ONE in  NINE. They are fo r the 
eradication o f cancer, and the re in  is th e ir support lin k  to  research idealism .

B oth cu ltu res, rad ica l activism  and researcher idealism , share the be lie f 
th a t eradication is  possible. This common vision a ligns these two cu ltu res. The 
researchers tend to  be epidem iologists — researchers th a t study disease in  the 
popu la tion w ith  the u ltim a te  goal o f find ing  the cause. Diseases such as 
cholera, sm all pox. and pellagra were eradicated th rough the w ork o f 
epidem iologists. Radical activ is ts  and research idea lists share the b e lie f th a t 
o ther cu ltu res, dom inated by conventional wisdom, “have given up” on prim ary 
prevention. The conventional w isdom , according to  three o f the researcher 
pa rtic ipan ts, is  to  invest in  stud ies th a t w ill y ie ld  in  the  sho rt term  v is-a -v is
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secondary prevention.
Secondary prevention is  supported by the fo llow ing cu ltu res: patientcare, 

outreachers, business, po litica l activism, clinical medicine, and conventional 
wisdom. Each o f these cu ltu res has arrived a t th is  stance o r be lie f paradigm  fo r 
d iffe ring  ra tiona les. This paradigm  is based on the b e lie f th a t the greatest re tu rn  
on invested resources w ill be derived by focusing on decreasing m orta lity . This is 
in  ardent con trast to  those th a t support p rim ary prevention, where eradication 
o f incidence is  the goal.

From  the  data, there does no t appear to  be a m u tu a lity  o r co lleg ia lity 
between these tw o groups (prim ary and secondary). Each believes they are on 
the rig h t course. The environm ent is no t one o f com plem entary co lleg ia lity or 
cooperation, b u t com petition. The so lu tion  from  each perspective can be 
characterized sis m u tu a l exclusivity, as compared to  cooperative in c lu s iv ity .

Clinical medicine supports secondary prevention because it  fits  the classic 
healthcare m odel th a t trea ts the cancer w ith  m edical in te rven tion  (surgery, 
rad ia tion, chem otherapy) to  decrease the p ro b a b ility  o f m o rta lity . New 
approaches embraced by managed care systems th a t support non-invasive 
prevention m ethods are somewhat threaten ing to  th is  group.

The patientcare  m odel has been adopted by cu ltu res such as the Am erican 
Cancer Society and outreachers, based on the philosophy th a t deceasing 
m orta lity  can make a difference “today" in  the life  o f a cancer v ic tim . This is the 
rationale fo r m ajor resources and energy being expended in  the area o f early 
detection. E a rly  detection prevention is  definable and doable. Therefore, these 
cu ltures believe they can help the pa tien t best in  th is  arena.

The business cu ltu re  has also adopted secondary prevention, but fo r a 
d iffe ren t ra tio na le . Here the rationale is  based on the  question: W hat w ill b ring  
the greatest re tu rn  on investm ent? The answer consistent w ith  the business 
p ro fit model is  to  tre a t patients w ith  procedures th a t can be b ille d  a t a p ro fit. 
This is the same business model th a t w ould apply to  any p ro fit oriented
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endeavor.
T ertia ry prevention is  supported by rad ica l activism  and outreacher 

cu ltu res. T ertia ry prevention does not address incidence or m o rta lity  d irectly. 
The strategy is based on the be lie f th a t counseling and education can lessen the 

im pact o f the disease, and possibly prevent m o rta lity  i f  in te rven tion  is early in  
the process. The professionals involved in  th is  arena are typ ica lly  oncology 
social workers.

There is another dim ension evolving o u t o f th is  arena th a t is  given 

various names: a lte rna tive  m edicine, com plem entary m edicine, h o lis tic  therapy, 
a n d /o r s p iritu a l healing. The researcher has chosen to  call th is  cu ltu re  hoUstlc. 
This is a cu ltu re  th a t is  grow ing ra p id ly  based on the m em bership sta tis tics 
quoted a t a firs t in te rn a tio n a l conference held in  January. 1996, title d : Creating 
Integrated Healthcare.

Two partic ipan ts in  th is  research representing the rad ica l activism  and 
outreacher cu ltures have become active in  a lte rna tive  m edicine. They have 
integrated ho lis tic  cu ltu re  as a te rtia ry  strategy in  a program fo r cancer victim s 

called: Healing Legacies. T h is consists o f com bining a rt and education to inform  
and transform  ind iv idua ls  th a t are im pacted by the disease. The hope is tha t 
th is  approach w ill no t on ly help those recovering from  the physica l and 
em otional scars, bu t also reach ou t to  those who are a t risk. In  reducing the 
im pact o f the disease by provid ing education and counseling, te rtia ry  prevention 
has a defined role as a prevention strategy.

F igure IV-3 portrays the  in fo rm al connections to  breast cancer advocacy.
A d is tin c tio n  is made here between advocacy as a socia l m ovem ent/action arena 
and the cultures th a t were created by advocacy. As has been stated, three 
cu ltu res were an outgrow th o f advocacy: rad ica l activism , p o litic a l activism , and 
outreacher. Portrayed in  th is  figure is th a t a ll three continue to  support 
advocacy. Jo in ing them  are pa tien t care and research idealism , observed from 
the data, grounded in  the pa rtic ip an t perspectives.
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C u ltu ra l Actors and Crossovers

C ultures observed in  the study have ind iv idua ls th a t p lay dom inant roles 
in  the development and susta in ing  o f the cu ltu re , as noted earlie r. These 
dom inant role players are called “actors” in  th is  study. Furtherm ore, the study 
resulted in  defin ing actors th a t were hybrids o f two d iffe ren t cu ltu res. These are 
called crossover actors in  th is  study.

The follow ing crossover actor categories were found: executive 
practitioner, executive researcher, ho listic a c tiv is t, conventional wisdom  
researcher, conventional w isdom  advocate, pa tien t care executive. The 
varia tions developing from  the crossover com binations con tribu te  to  the 
com plexity o f the cancer prevention arenas as w ell as to  the whole cancer 
com m unity.

The executive p ra c titio n e r is an actor th a t dom inates the business and 
c lin ica l m edicine cu ltu res. These cultures come together in  the example o f one 
p a rtic ip an t who is c lin ic a l d irecto r o f a m edical c lin ic . The p a rtic ip a n t follows 

the rules and d icta tes o f c lin ica l medicine in  trea ting  patien ts, bu t is  aware o f 
the business acumen necessary to  survive in  the changing environm ent o f 
managed care. Therefore, both cultures are enacted in  the practice o f the 
profession o f caring fo r patients. The partic ipan t stated:

Medicine is  in  a  c ris is  s itu a tio n . We have had reform  w ith  a sm all T.’ We 
m ust convert to  being an HMO, and deal w ith  a ll the fin a n c ia l headaches 
now on top o f the  m edical issues.

An exec, researcher p a rtic ip a n t shared how he m ust balance the research 
conducted w ith  the constan t need to  ju s tify  h is organization’s existence. He 
sp lits  his tim e between presentations in  W ashington to  report w ork 
accom plished, and conducting “good science" research.

A ho lis tic  a c tiv is t p a rtic ip a n t has moved from  rad ica l activism  to the 
healing arts. She was a leader in  the movement to  get breast cancer more
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v is ib ility  vis-a-vis increased funding. As she describes, the m ovem ent evolved to 
a po in t where the dynam ic changed from  un ified  action aga inst the 
establishm ent to  d iffe re n t form . In  the evolved form , the m ovem ent began to 
fragm ent: one faction  became more po litica l; another faction  became more 
pa tien t and outreacher oriented; s till another rem ained ra d ica l to  create change. 
The pa rtic ipan t th a t rem ained rad ica l became discouraged and u ltim a te ly  found 

another m edium  to  express her activism . This m edium  is the  healing a rts, which 
consists o f in te g ra ting  the experience and the expression o f cancer victim s in  

the medium o f a rt. One such exh ib it in  a museum  was called: H ealing Legacies.
The executive-patient care partic ipan t has moved up th rough the ranks o f 

a national organization th a t combines fundra ising and p a tien t support services. 
He is very active in  early detection in itia tives. In  th is  secondary prevention 
mode, he finds he m ust collaborate w ith  business and c lin ic a l m edicine. A ll 
three o f these cu ltu res support early detection policy, b u t fo r d iffe re n t reasons. 

H is m otivation as a key actor o f pa tien t care, is  not p ro fit. He believes strongly 
th a t early detection w ill save lives.

Summary
The data present perspectives from  partic ipan ts in  various organizational 

m ilieus o f cancer prevention. The perspectives appear to be cu ltu re  based, and 
therefore are grouped as nine d is tin c t organization cu ltu res. The cu ltu res 

observed are: business, c lin ica l medicine, pa tien t care, conventional wisdom, 
researcher idealism , h o lis tic , rad ica l activism , p o litica l activ ism , and 
outreacher. Furtherm ore, these cu ltures appear to have linkages, o r alignm ents, 
between and am ong diverse organizations. These linkages are observed to 
influence policy in  support o f p rim ary/secondary/te rtia ry prevention strategies. 
Each cu ltu re  appears to  be aligned w ith  one or more prevention strategies.
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Chapter V: Clashing Cultures, Collaborations, and Leadership

In trod uctio n

This chapter addresses three key categories o r themes em ergent from  the 
data: clashing cu ltu res, co llabora ting  networks, and leadership. The data from  

interview s provide examples o f the three themes observed. The clash ing cultures 
are based on observed differences in  policy regarding prim ary, secondary, an d /o r 

te rtia ry  prevention: o r re la tin g  to  how in form ation is  co lle c te d /u tilize d , how 
fund ing  is conducted, or how advocacy is pursued. The co llabo ra ting  networks 
are based on observed cooperation and shared vision. Data from  the  study 
related to leadership expression are linked to  leadership theory to  understand 

the nature o f leadership in  the a c tiv ity  area/context. The d iscussion concludes 
w ith  a synthesis o f organization cu ltu re , cu ltu re  surviva l, and leadersh ip. Four 
examples were selected from  the data for each o f the three them es.

Clashing Cultures

Research Idealism  vs C onventional W isdom

C lashing cu ltu res were evident from  m any o f the in te rview s w ith  
pa rtic ipan ts. An example o f co n flic t between a researcher representing research 
idea lism  and a researcher representing conventional w isdom  is  the fo llow ing.

D r. B and D r. G, had co n flic t in  th e ir be lie f regarding the  efficacy o f 
p rim ary prevention. D r. B (conventional wisdom) was o f the b e lie f th a t prim ary 
prevention was no t a feasible endeavor to be included w ith  the  o the r prevention 
strategies. This perspective clashes w ith  researcher D r. G, (research idealism ) 
who reported a perspective th a t prim ary prevention can re su lt in  cancer 

eradication. P rim ary prevention advocates believe th a t th e ir la ck  o f success in
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find in g  the cause o f cancer is due to  inadequate fund ing fo r long-term  
epidem iologic studies.

The researcher p a rtic ip a n t. D r. B, questioning the fe a s ib ility  o f p rim ary 
prevention due to con tro l group issues, and the nature o f m igrant popu la tions 
th a t create d iffic u lty  fo r p rim a ry prevention studies. He stated:

Prevention needs con tro l attached to  be rea lis tic . (There is) no such 
th in g  as prevention in  the con text o f cu rre n t research and c lin ic a l 
practice. . . . We’ve given up  on prevention.

D r. G representing the researcher idealism  cu ltu re  would characterize the 

perspective o f D r. B as conventional w isdom . The fo llow ing passage from  D r. G 
dem onstrates a clash by the researcher idea lism  cu ltu re  w ith  the conventional 
wisdom  cu ltu re . The censure is  d irected to  arena 4 (in form ation support) and 
arena 5 (funding), considered conventional w isdom  by the pa rtic ip an t:

There is  not a com m onality w ith  the fund ing  sources [arena 5]. There, the 
desire is  to  keep the process o f fund ing  alive, so th a t both the funders and 
the recipients o f the fun d in g  have a common objective o f keeping each 
o ther operating. And the research resources like  cancer reg istries [arena 4] 
rea lly  are not m otivated to  collaborate because they compete w ith  other 
researchers fo r fund ing. T he ir objective is m aintenance o f records, not the 
conquest o f disease.

In  the next passage, D r.G  continues to  express concern about the  nature 
o f conventional wisdom and expla ins w hy idealism  gives way to “econom ic 

pragm atism .” This provides in s ig h t in to  the genesis o f the business cu ltu re  
w hich is driven by the econom ics he refers to  here*.

Research in  the w orld  o f breast cancer s ta rts  ou t w ith  idealism  b u t th a t 
ra p id ly  vaporizes and is  replaced w ith  an economic pragm atism . W hat the 
researcher learns is  th a t there  is  a strong bias against innovation from  
fund ing  sources. So th a t the  secret to  succeeding is to  do som ething th a t 
is no t ideas about the etio logy o f the  disease, and essentia lly n o t rocking 
the boat. . . . The vast b u lk  o f the sc ie n tific  com m unity lives by o ther 
ideals — to m ain ta in  the business o f research, to  keep the technicians
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employed, to  keep the PI [p rin c ip a l investigator] employed.

The follow ing passage from  D r.G  adds to the nature o f the business cu ltu re :

The [cancer in fo rm ation ] reg istries are created o u t o f idealism . Legislators 
and others believe th a t knowledge can cause an advance to prevention or 
cure, bu t th a t ra p id ly  becomes in stitu tion a lize d  . . . and becomes a 
business o f ta k in g  care o f in form ation.

The significance in  th is  clash is  the c u ltu ra l issue th a t predisposes a 
certain be lie f system  on the  pa rtic ip an t, and goes to  the very heart o f the 

research re la ting  to the nature o f cu rren t dom inant c u ltu ra l paradigm s. This is 
not a clash between p rim ary and secondary prevention strategies. I t  appears 
more to be a clash among researchers who have d iffe ren t cu ltu res. One has 
accepted the conventional w isdom  regarding prevention strategy, the o ther has 

not. The other m ain ta ins a fervent dedication to p rim ary prevention as the 
u ltim ate weapon fo r erad ication o f the disease.

P artic ipant researcher M r. E w orking on his Ph.D. in  Public H ealth had 
opinions on w hat he called “the conventional w isdom .” He stated:

There is a be lie f by the conventional wisdom  th a t it  (cancer) can not be 
prevented. It ’s (the research effort) not directed a t cause, they have given 
up on cause.

When asked w hat characterizes th is  conventional w isdom , he stated: “aversion 
to risk ." He is o f the op in ion  th a t the focus on treatm ent and drugs is  due to  an 
aversion to risk . In  adopting the more accepted approach w hich is secondary 
prevention, there is low er ris k  and a perceived faster pay-back. M r E stated:

I am isolated as a researcher. There is  no sharing. C ollaborators are 
reviewers m ain ly. There is  little  collaboration th a t share in te re st in  cause. 
A sm all percentage o f cases are gene oriented. W hy a ll the tim e and effort? 
. . . The cu ltu re  has given up. They can’t  tackle the question. Cancer is 
too big a question fo r them . Therefore - they are adverse to ris k .
. . . I f  a researcher proposed a study to prevent breast cancer, (he or she) 
would not be taken seriously.

50

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



BCP Culture /  Leadership

M r. E contrasts ris k  aversion by conventional wisdom  w ith  advocacy groups 

early on (early 1990s):

They wanted answers now! They were w illin g  to take risks. They had 
nothing to pro tect.

However, his com m ent as to  the present status o f advocacy was:

Advocacy now  is adopting the same conventional wisdom  type philosophy 
(tha t is) - prevention o r cause determ ination is no t feasible. Therefore the 
focus is on w hat sho rt term  re su lt is achievable.

He is referring to the  p o litica l activism  sub-cu ltu re o f activism  th a t has taken a 
more p o litica l in fluence posture, compared to the more rad ica l ac tiv is ts .

Radical Activism  vs C onventional W isdom
Stabiner (1997) describes a strategic meeting in  1993 between then 

D irector o f the N ationa l Cancer In s titu te  (NCI), Sam Broder. and F ran Visco, 
President o f the N ationa l Breast Cancer C oalition (NBCC). Fran states:

‘We feel we have fo r the firs t tim e ever gotten a s ig n ifican t am ount o f 

money fo r breast cancer research,’ she said. ‘W hat are you going to do 
differently?’

Broder was a  tw enty-tw o-year veteran a t the NCI, the head o f the research 
team th a t in  1985 had discovered the therapeutic effects o f the  drug AZT 
in  trea ting  AIDS patients. He had been the NCI's d irecto r since 1988, and 
as a lo ya lis t believed th a t the $210 M illio n  appropria tion . . . belonged 
w ith in  the (NCI). . . .  He said noth ing fo r a long m om ent, and then 
explained th a t the NCI was a huge battleship. He could not tu rn  it  on a 
dime. (p. 64)
One p a rtic ip a n t th a t m aintained the rad ica l activism  stance is  Ms. G. She 

participated in  the focus group sharing her concerns about the fu tu re  o f the
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movement to transform  breast cancer research. She commented, in  a fo llow up 
in terview , on her fe llow  a c tiv is t board members who “lacked m oral resolve:”

They are in  a fragm ented su rv iva l mode. Money has become so m uch an 
issue. Also, lack o f honest con fron ta tion  and com m unication o f w hat the 
problems are so th a t they can be solved together in  a un ified  m anner, not 
in  a combative mode.

R eferring to the na tiona l a c tiv is t groups, and the com petition th a t developed 
among leaders o f the various leading groups, she states: “I t  became a ba ttle  o f 
who w ould be in  charge.”

These are examples o f clashing — w ith in  one a c tiv is t board o f d irecto rs in  
tra n s itio n , and — between d iffe re n t views a t the nationa l leadership level. It 
would appear th a t the sub -cu ltu res o f p o litica l influence and rad ica lism  were 

b a ttlin g  for suprem acy. However, there is another in te rp re ta tion  th a t is  offered 
here. Observed is th a t p o litica l activ ism  accepted the conventional w isdom  as a 
means o f susta in ing the advocacy movement. Therefore, the clash is  between 
rad ica lism  and the sta tus quo — conventional wisdom.

Business vs C lin ica l M edicine

P articipant M r. T is  an oncology social worker. He provides psycho-social 
services to patients and th e ir fam ilies. He used the term  “te rtia ry ” in  the context 
o f prevention fo r the firs t tim e in  the study. He considers w hat he does, as w ell 
as o ther oncology counseling services, to  be te rtia ry  prevention. This is  
prevention aimed a t educating the in d iv id u a l and fam ily so th a t they can best 
deal w ith  the ris k  o f disease, the diagnosis, and the trea tm ent and healing. He 
pointed ou t th a t cancer is  unique w ith  the statem ent:

Fear o f cancer is  hard to  overcome. It ’s hard to  get m otivated about 
som ething th a t k ills .
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It is h is b e lie f th a t the  1980s ushered in  a business cu ltu re  to  m edical practice. 
H ospitals now compete fo r contracts in  ways they never did before. Managed 

care and o th e r cost conta inm ent methods are being imposed on m edical 
professionals.

This new business approach com bined w ith  the rapid change in  ou r 
society has created new pressures on a ll groups th a t m ust w ork together. He 
stated:

The em phasis is  on care and treatm ent and drugs, not on research and 
prevention.

This is p a rtia lly  why m any patients and p ra ctition e rs are looking fo r new 
healing so lu tions. The “care and treatm ent and drugs” referred to  by M r. T is 

secondary prevention. H is reference to “research and prevention” is p rim ary 
prevention. M r. T believes the  ho lis tic  m ovem ent has picked up m om entum  due 
to these issues.

Business vs O utreacher/P a tien t Care
An outreacher p a rtic ip a n t Ms J who is a w rite r alluded to  the po ten tia l 

clash between the business cu ltu re  and the cancer com m unity. She expressed 
concern over the issue o f p ro fit in  a nonp ro fit environs. She asked:

W hat are the im p lica tion s o f a llow ing p ro fit to  be an incentive o r 
o rien ta tion  in  hea lth  and human services? . . . This 
is  a m ajor po licy issue o f our tim e.

It was her b e lie f th a t business has moved in to  healthcare in  a m ajor way. She 

stated:

The rea l money in  hea lth  is made by the insurance companies and the 
HMOs. Who is  se ttin g  the policy, d riv in g /s te e rin g  the wheel in  th is  
d irection? Its  an avalanche. . . .
We’ve lo s t ou r com m on sense and replaced it  w ith  science. Does ou r 
com plex w orld  now necessitate science to  solve problem s in  lieu  o f people,
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and common sense.

Her concern was th a t we, as a society, are rep lacing our in tu itive  a b ilitie s  w ith 
scien tific  dependence. She high lighted a m ajor po licy clash regarding 
mammography:

We s till don’t  know  w hat causes the disease (cancer). The NCI and the 
ACS send d iffe ren t messages. One says mammography a t 40. The other 
says 50. W hat do people do?

This outreacher p a rtic ip a n t is  lyp ica l o f those observed th a t are fru s tra te d  w ith 
science, ye t a t some level feel a dependence on it, Ms. J stated:

The center o f the wheel is  sc ien tific  research. Once we solve the hum an 
genome, w e 'll have answers. In  the m eantim e, ind ividua ls need basic 
common sense. I f  you m a in ta in  diet and exercise, I th in k  you go a long 
way. . . .  Its  like  a wheel w ith  many spokes. You have the extrem e 
activ is ts , determ ined in  th e ir life  tim e to  fin d  a cure. The m edical 
com m unity are baffled. The treatm ents have not changed in  the la s t th irty  
years.

She sum s up her thoughts on collaborations w ith :

There is  a w orship o f ind ividua lism . We have a long way to  go u n til people 
w ill w ork together.

Ms. J  represents the outreacher cu ltu re  th a t w ants to  make a co n trib u tio n , but 
does not have the “life  o r death" evangelism  o f the rad ica l a c tiv is t.

A pa tien t care cu ltu re  executive pa rtic ip an t M r. D expressed the need for 
co llabora tion :

There is  a need fo r collaboration . Papers are presented, bu t no 
co llabora tion . There is  little  im plem entation. (They) go from  m eeting to  
m eeting, n o t m uch happens as a resu lt o f it. There is no fo llow up and 
effective com m unication, coordination. D iverse cu ltures do ex is t th a t have 
d iffic u lty  co llabora ting . . . . There is a struggle here due to  egos and 
diverse agendas o f d iffe ren t organizations.

54

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



BCP Culture/Leadership

M r. D’s p a rtia l so lu tio n  to  collaboration was to innovate in  those areas 

th a t h is organization has con tro l over, based on th e ir m ission th a t is  patient 
care /support. An example is  by “getting w ith in ” the com m unities they serve, 
they have been able to create a constituency o f volunteers and w orkers th a t are 
com m itted to  helping cancer patients.

Collaborating Networks

The prem ier example o f collaboration was observed in  a press conference 
hosted by the Am erican Cancer Society (ACS) in  November. 1996. The theme o f 
the conference was the in itia tio n  o f co llaboration between and among the m ajor 
organizations o f cancer. O ther examples were: G rassroots collabora tion among 
activ ists; the ACS and com m unities collaborating in  early detection 
in terventions; and a San Diego c lin ic  and loca l com m unity collaboration .

A C ollaborative In itia tive

The on ly example o f v is ib le  collaboration between m ajor organizations 
observed du ring  the study was the press conference in  November 1996 hosted by 
the Am erican Cancer Society. The purpose o f the  press conference was to 
present find ings from  a study conducted by the  U niversity o f Alabam a. The study 
indicated a decrease in  overall cancer m o rta lity  over the la s t tw enty years, 
m ain ly due to the decrease in  sm oking among men.

The significance o f the  conference was th a t it  was the firs t event in  which 
the three m ajor cancer organizations collaborated in  presenting in fo rm ation  to 
the pub lic. John Seffrin, Executive Vice President o f the ACS, announced: “This 
is a firs t report card to the Am erican people. We prom ise it  w ill no t be the la s t.” 
Hellene Brown, advocate w ith  UCLA Cancer Center, made a statem ent reference
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school education program s. It  was an appeal to reach o u t fo r help to  the 
com m unity: “We are no t ge tting the  message across . . .  I f  anyone has ideas on 

hum an behavior m odels, please share them  w ith  u s.”
Proposed by NCXs d irecto r D r. R ichard K lausner was the establishm ent o f 

a nationa l advisory board on po licy th a t would provide consisten t policies on 
m ajor issues th roughou t the cancer com m unity. He stated: “ th is  board w ill 
create a neutra l fo rm  to  s it together on policy form ation . . .  we need national 
standards.” The president o f the Am erican Cancer Society, M yles Cunningham , 
stated: “Everybody’s got to  be p a rt o f it  to make it  w o rk.” John S e ffrin  ended the 
conference w ith : “We have a challenge. We ask the am erican pu b lic  to  help us. I f  
we w ork collaboratively, we can best serve the p u b lic ."

G rassroots A ctivism
Observed were examples o f collaboration th a t dem onstrate the role of 

breast cancer activ ism  as change agency. P artic ipan t M r. D stated:

Breast Cancer has changed the cu ltu re . People are ge tting  together 
now, com ing together on common ground, acknow ledging th e ir cancer 
and bonding to  make change.

The paradigm  has sh ifted since activism  has taken hold. A breast cancer 
patient who, in  1988, was u n w illin g  to  participate in  a research study, was 
posing in  a magazine fea tu ring  breast cancer v ic tim s in  1995. Women, who 
believed they m ust rem ain qu ie t in  the past and ju s t take th e ir chem otherapy, 
were beginning to  ask: Why? Is there a more effective trea tm ent fo r me, and my 
specific cancer?

The roots o f th is  activism  came from  grassroots organizations throughout 
the nation th a t dem onstrated a w illingness to take action. They were no longer 
rem aining s ilen t. They were organizing and p itch ing  in  to  the  na tion a l cause. 

P articipant, M s J  provided a m etaphor o f co llabora ting  netw orks w ith  her
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description o f concentric circ les: “You drop a stone in  the w ater creating 
concentric c irc les.” She was re fe rring  to  the im pact th a t a ll can make 
collective ly by th e ir con tribu tion s. As an outreacher. she had experienced 
collaboration between cancer pa tien ts, museums, and sponsoring corporations. 
Together they created an exposition title d  "healing legacies.” It was an effective 
way o f expressing feelings re lated to  the disease, and thereby prom oting healing.

Observed were examples o f fo rm al organizational in itia tive s  designed to 
provide com m unication and coord ina tion  among breast cancer advocates. The 

na tiona l action plan fo r breast cancer is  such an organ ization. C haired by a 
breast cancer su rv ivo r/ p o litic a l a c tiv is t, th is  group was form ed to  b ring  together 
the pub lic and private sectors in  a dialog. According to  p a rtic ip a n t D r B. a 
member o f the action plan, the  organization is m ore in fo rm ation  sharing than  
leadership.

Another new ly form ed organ izational in itia tiv e  by the nationa l breast 
cancer coa lition  is Project LEAD. LEAD has two m eanings. The firs t being the 
obvious m eaning th a t invokes leadership and action. The le tte rs stand fo r 

Leadership. Education. Advocacy, and Development; su b title d : An innovative 
science program  fo r breast cancer activ ists. The president o f the na tiona l breast 
cancer coa lition  (NBCC), Fran V isco, states the v is ion  o f the organization on 
the brochure cover:

Money alone is not enough to  end the breast cancer epidem ic. We need to 
bring the perspective o f the  pa tien t, the breast cancer activ is t, to  the table 
where breast cancer research decisions are being made.
(Project LEAD brochure 1996 /97 , N ational B reast Cancer C oalition  Fund)

Project LEAD, a form al organ iza tiona l program , has been form ed w ith  the 
m ission o f creating educated advocates. I t  appears to  be an example o f fig h tin g  
entrenched organizations w ith  a new organizations. A lthough th is  appears to  be 

an example o f co llaboration on the  surface, and possib ly it  may be w ith in  the 
breast cancer organization, b u t it  also is an example o f the activism  cu ltu re
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clashing w ith  the  existing  dom inant conventional w isdom . C onventional 
wisdom is  w hat is  referred to  as “the table” where a ll the decisions are made.

A C om m unity C lin ic
An exam ple o f co llabora ting  networks w ith in  the secondary prevention 

arena e xh ib itin g  the c lin ic a l m edicine cu ltu re  is a com m unity c lin ic  in  an 

under-served popu la tion  area o f San Diego. D r. H. m edical d irector o f the  c lin ic  
offered the fo llow ing  example:

We have a netw ork o f com m unity educators th a t p re tty  m uch have a 
pipeline in to  the com m unity through ESL classes, neighborhood agencies, 
th a t a llow  o u r educators to  go in to  the com m unity to  do education. We 
have been doing it  fo r so long th a t it  does n o t involve th a t m uch . . . they 
know  o u r s ta ff and they know  the k in d  o f w ork we do.

As an exam ple o f an acto r in  the context o f th is  research. D r. H ill w ould be 
described as a executive -clin ic ian . She is a physician faced w ith  the need to be a 
manager as w ell. She provides care to  her pa tien ts, bu t m ust also deal w ith  
resource issues, decision m aking, and com m unity re la tionsh ip  bu ild ing .

“G etting W ith in ” the C om m unity
P a rtic ipan t M r. D, pa tien t care executive, described how the Am erican 

Cancer Society is  qu ite  effective in  conducting ea rly  detection and education 
program s in  e th ica lly  diverse com m unities. He ca lled it  “getting w ith in ” the 

com m unity by h irin g  a s ta ff person o r a volunteer who is  o f the same e th n ic ity  
as the com m unity. This m ay appear obvious, b u t i t  was no t practiced 
h is to rica lly . The person speaks the language, knows the cu ltu re , and therefore 
can relate effective ly to  members o f the com m unity a t ris k  o f disease.
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Leadership Expression and Theory

Em ergent from  the data was the theme o f leadership. There appeared to be 

various perspectives o r in te rp re ta tions o f w hat “type” o f leadership was needed 
to improve the effectiveness o f organizations and cancer prevention. Leadership 

was often connected w ith  in fo rm ation  sharing, co llaboration, and cooperation. 
Leadership experienced a n d /o r perceived a n d /o r desired by participants is 

described in  th is  section, and then linked  where relevant to  leadership theories.
Four examples o f leadership experience is  presented here: leadership as 

“tip  o f the arrow ,” leadership as “Project LEAD,” leadership as “common sense,” 
and leadership as “getting the product to  m arket.” The leadership experienced is 
developed w ith in  the frame o f the pa rtic ipan t’s cu ltu re . The leadership 
experience is then related to  leadership theory to  enhance an understanding o f 
the nature o f leadership in  each c u ltu ra l fram ework.

Leadership as “T ip  o f the Arrow ”
Leadership as “tip  o f the arrow ” was expressed by M r. D, executive-patient 

care p a rtic ip a n t who made the  fo llow ing statem ent:

There is  a need fo r co llabora tion. Papers are presented, bu t no 
co llabora tion . There is  little  im plem entation. (They) go from  m eeting to 
m eeting, no t m uch happens as a re su lt o f it. There is no follow up and 
effective com m unication, coordination. D iverse cu ltu res do exist th a t have 

d iffic u lty  co llabora ting .
. . . There is  a struggle here due to egos and diverse agendas o f d iffe ren t 
organizations.

When asked w hat is  m issing, he responded w ith :

W hen you have a collaborative effort, someone has to take the lead, if  no t 
it  flounders. . . . Some o f the collaborative efforts I have been involved in  -- 
they failed, because an organization d id  not take the lead.
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He then described his m etaphor for leadership:

I f  you p ic tu re  an arrow , on the tip  there is the leader, and the other 
groups fo llow ing. A ll are im portan t to  the process, b u t one up fro n t who 
takes the lead. No question, there is  somewhat o f a void there now.

G reenleaf (1977) characterized leadership as: “going ou t ahead to  show 
the way” (p. 96). He viewed great leaders as servants firs t. H is theory o f 
leadership extended to  everyone in  the organization, from  the ch ie f executive to 
the least sk illed  in d iv id u a l. In  con trast to management and a u tho rity , 

leadership could be practiced by any one in d iv id u a l or any one organization in  
a com m unity o f organizations.

The cancer prevention com m unity is  a com m unity (or m etaorganization) 
o f diverse organizations. M r. D in fe rs th a t one o f these organizations w ith in  

the com m unity m ust take the lead in  order fo r collaborative leadership to be 
effective. H is “tip  o f the arrow ” m etaphor fo r leadership th a t “shows the way” is 
consistent w ith  G reenleaf‘s (1977) theory o f leadership.

Leadership as “P roject LEAD"
Leadership as “Project LEAD” is expressed by the program  developed by 

the N ational B reast Cancer C oa lition  (NBCC). Project LEAD (Leadership, 
Education, Advocacy. Development) is  described by the NBCC lite ra tu re  as an 

innovative science program  fo r breast cancer activists. F ran Visco, president o f 
the NBCC, states in  the Project LEAD brochure:

Money alone is  not enough to  end the breast cancer epidem ic. We need to 
bring  the perspective o f the pa tien t, the breast cancer a c tiv is t, to  the 
table where breast cancer research decisions are being made.

We w ant P roject LEAD graduates to  be everywhere th a t decisions about 
breast cancer are made.

Ms Visco has been effective a t b u ild in g  coalitions th a t resu lted  in  sign ifican t
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funding increases fo r breast cancer research. The leadership observed here is 
one o f creating re la tionsh ips o f in fluence to  be applied to  th e  problem .

Bum s (1978) and Rost (1992) theorized th a t re la tio nsh ips o f influence 
were at the core o f the  p o litica l m odel o f leadership. B um s w rites th a t 
“extensive analysis suggests th a t p o litica l leadership emerges from  a broader 
set o f m otivations" th a n  ju s t quest fo r power, fo r exam ple. He includes in  these 
m otivations: “se n s itiv ity  to  group a ttitudes, and acceptance o f responsib ility  fo r 
meeting group desires” (Bum s, 1978, p. 106). Leadership in  th is  p o litica l 

context is com prehending and em pathizing the needs o f 
fo llow ers/constituen ts/co llabo ra to rs, and acting to  serve th e ir needs.

Rost (1992) theorized th a t leadership is an in fluence re la tionsh ip , not 
a ttrib u tab le  to  characte ristics o r tra its  o f ind iv idua ls. H is d e fin itio n  is: 
Leadership is an in fluence re la tionsh ip  among leaders and follow ers who intend 
real changes th a t re flect th e ir m u tu a l purposes (p. 102).

Based on the fo u r elem ents required fo r leadership to  ex is t by Rost’s 
de fin ition . Project LEAD would be practic ing  leadership: The re la tionsh ips are 
based on influence, leaders and fo llow ers/co llaborators (pa tien ts, activists) are 
the people in  the re la tionsh ip , leaders and followers in tend  rea l changes (to 
prevent breast cancer), and the leaders and followers are engaged in  m utual 
purposes. The p o litic a l activism  cu ltu re  o f Project LEAD is  consisten t w ith  the 
theories re la ting  to p o litica l leadership.

Leadership as “C om m on Sense"

P articipant, Ms J  provided a m etaphor for leadership as “Common Sense” 
w ith  her descrip tion o f concentric circles: “You drop a stone in  the  water 
creating concentric c irc les .” She was re fe rring  to  the im pact th a t a ll can make 
collectively by th e ir con tribu tion s. As an outreacher, she had experienced 
collaboration between cancer pa tien ts, museums, and sponsoring corporations. 
Together they created an exposition title d  “healing legacies." I t  was an effective
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way o f expressing feelings re lated to  the disease, and thereby prom oting 
healing.

This outreacher p a rtic ip a n t is  typ ica l o f those observed th a t are 
frustra ted w ith  science, ye t a t some level feel a dependence on it.  Ms. J  stated:

The center o f the wheel is  sc ie n tific  research. Once we solve the hum an 
genome, we’l l  have answers. In  the meantime, in d iv id u a ls  need basic 
common sense.
. . . There is  a w orsh ip o f in d iv idu a lism . We have a lo ng  way to  go u n til 
people w ill w ork together.

Leadership as “com m on sense,” as Ms. J  describes it, is  in te rpre ted as the 
com m unity m odel o f leadership. She, like  many, hope to  see the  cancer 
com m unity act as a com m unity. The ind iv idua lism  she refers to  is  consistent 
w ith  the com petitiveness experienced in  o ther cu ltures observed in  th is  
research.

Foster (1989) provides a com m unity model fo r leadership. He described 
the search fo r com m unity as an “ongoing and creative en terprise  in  w hich . . . 
agents con tinu a lly  re-create socia l s tru c tu re ” (p. 45). He re la ted  leadership to  
com m unity:

It is an enduring feature o f hum an life  to  search fo r com m unity; to 
attem pt to  estab lish pa tte rns o f liv in g  based on m u tu a l need and 
affection, developm ent and pro tection. . . . The idea th a t leadership 
occurs w ith in  a com m unity suggests th a t u ltim ate ly, leadersh ip resides 
in  the com m unity its e lf, (p. 48 - 49)
The outreacher cu ltu re  appears to  f it  the com m unity m odel best. When 

Ms. J  speaks o f “common sense," her examples exem plify a sense o f w orking 

together w ith  com m onality o f purpose fo r the w ell being o f a ll.

Leadership as “G etting the P roduct to  M arket"
Leadership as business management o r “G etting the P roduct to  M arket” 

was expressed by a re se a rch e r/s ta ff sc ien tis t. Dr. R, fo rm erly w ith  the N ational
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Cancer In s titu te , P a rtic ipan t D r. R emphasized the com petitiveness o f 
researchers w ith in  the In s titu te  as an im pedim ent to  co llabora tion .

Inform ation sharing was de fic ien t due to  the desire o f each researcher and each 
departm ent u n it to  get fund ing , and the prestige th a t w ould come w ith  being 

“the firs t.” She com pared the com petition in  cancer w ith  th a t in  AIDS research 
du ring  the in itia l phases.

She expressed the na ture  o f the com petition w ith  the fo llow ing:

The word colleague was som ewhat a rtific ia l. . . .  The com petition 
was ju s t so in cred ib ly  fierce, in  an area o f science th a t was so 
exiting, th a t it  took away from  the science. Money is  p a rt o f it, 
bu t prestige, I th in k , a t th is  level o f science was upperm ost in  th e ir 
m inds.

D r. R described the nature o f co llaboration experienced:

There was some co llabora tion , b u t in  m y division, it  was no t a llo t. . . .  I 
th in k  it  was dependent on how im portan t it  (the research) was. I f  it  d id  
not make a difference in  who you were going to be in  life , ok, (there was 
collaboration), where as w ith  the level o f science a t NCI, its  where it  was 
a t th a t po in t in  h is to ry .

The degree o f co llaboration was dependent on the im portance o f the research. I f  
the im portance was s ig n ifican t, o r i f  the pro ject was m eaningfu l and could 
re su lt in  im portan t find ings, then there was less collaboration or sharing.

D r. R expanded on the na ture  o f sharing in form ation:

You would present yo u r research in form ation a t conferences, etc. 
supposedly to people o f s im ila r in te rest, bu t it  was selected. There were 
certa in th ings you w ould no t release . . . you d idn ’t  w ant someone else 
getting there before you.

When asked about a characte riza tion o f the organization cu ltu re  she 
experienced. D r. R provided the fo llow ing:

I t  strikes me as being so rt o f a business setting. You’ve got a product,
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and you wanted to  get the product ou t to  m a rke t. . . and then getting 
the cred it fo r it. That’s why they d id n 't w ant to share.

D r. R believes th a t the p a rticu la r leadership or d irection  heading up the 
d iffe ren t departm ents determ ined the am ount o f co llaboration . And th is  was 
based on the d iscretion o f the leaders re la ting  to  the im portance o f the project 
and the need to derive cred it. She shared th a t her love o f science inspired her 
to  jo in  the NCI. However, she was unable to  continue based on the 
organizational conditions th a t detracted from  the pure science.

The discussion o f cu ltu re  and collaboration rem inded D r. R o f a 
contrasting organizational example where positive co llabora tion is the norm. 
She described a friend’s environm ent employed in  research a t Scripps 
Oceanography:

There is trem endous collaboration there. She (the frien d ) trave ls to v is it 
colleagues to share and w ork together. . . .  Its  prestige. W hether the 
person in  charge is tru ly  in terested in  the project, fo r the project, or fo r 
the project fo r where it  w ill get him .

A conclusion from  the in te rview  is  th a t the cu ltu re  o f the  organizational 

u n it is  linked to  the leadership experienced by members o f the organization. 
This is consistent w ith  Schein’s (1987) theory th a t cu ltu re  and leadership are 

in tertw ined. Com petitiveness voids the possib ilities fo r leadersh ip to  flou rish . 
W hat is observed here is  not leadership, based on the d e fin itio n s  offered in  

chapter-two; instead we have an example o f management d irec tio n .
The c ritic a l issue in  procla im ing the d e fic it in  leadership is  th a t change, 

a t the transform ational level, occurs through leadership. O rganizational 
renewal, providing openness fo r new ideas to  expand the v istas o f an 
organization, would be considered transform ationa l in  na ture . Management, in  
contrast to leadership, provides increm ental change th a t re su lts  in  optim um  
u tiliza tio n  o f resources.

Therefore, an organization cu ltu re  th a t does not encourage o r experience
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leadership Is one th a t m ay be stagnant, possib ly even, dead. Bohannon (1995) 
in form s us th a t unless a cu ltu re  is changing, it  is  a dead cu ltu re . A  dead 

cu ltu re  is one th a t is s ta tic  and unable to  adapt to  changing requirem ents and 
conditions in  the environm ent it  serves.

M ollner (1992) defined two fundam ental worldviews: a m ate ria l age, and a 
re la tionsh ip  age worldview . The m ateria l age w orldview  is based on the be lie f 
th a t the universe is  composed o f separate parts com peting fo r se lf in te rest. The 
re la tionsh ip  w orldview  is based on the b e lie f th a t the universe is composed o f 
“connected parts, each o f w hich cooperates w ith  a ll other parts in  the  in te rest 
o f the universe firs t and on ly secondly cooperates o r competes in  the  in te rest o f 
its e lf o r any sub-group o f parts" (p. 97). C learly, the partic ipan t D r. R had 
experienced an organization cu ltu re  a t the NCI th a t typ ifies the m ate ria l age 
model o r worldview.

The m aterial age w orldview  is a m odel fo r business enterprise. C lassically, 
a business is concerned w ith  products, com petition, and perform ance. The 
perform ance is measured in  p ro fit for private sector corporate enterprise. In  
governm ent, perform ance is  measured in  "getting there firs t" and “ge tting  the 
c re d it.” as Dr. R stated. However, th is  o ld /c la ss ic  w orldview  is  being 
challenged.

A new w orldview  based on re la tionsh ips (M ollner. 1992; Rost. 1992), and 
based on com m unity values (Foster, 1989) is  em erging th a t prom ises to replace 
the old models. This discussion o f the tw o w orldview s provides the fram ew ork 

fo r m aking the d is tin c tio n  between com m unity and m etaorganization.
A com m unity o f organizations w ould aspire to  the leadership conceptions 

o f Foster (1989), and have a worldview  based on the “connected pa rts" 
philosophy described in  M ollner’s (1992) re la tio nsh ip  age. A m etaorganization, 
in  contrast, w ould be based on M ollner’s m a te ria l age. Each organization 
w ith in  the m etaorganization is com petitive w ith  the other, and does no t share 

a common vision w ith  the collective. The organizations w ith in  the
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m etaorganization are more concerned w ith  th e ir in d iv id u a l su rv iva l th a n  w ith  
the surviva l o f the whole.

O rganization C u ltu re  and S urviva l
The differences in  prevention strategy philosophy are fundam ental 

differences in  b e lie f system . Schein (1885) defines cu ltu re  as the basic 
assum ptions and beliefs th a t are shared by members o f an organization. He 

states th a t these deeper level basic assum ptions and beliefs operate 
unconsciously, and define “an organization’s view  o f its e lf and its  

environm ent.” These are learned responses to a group’s need fo r su rv iva l in  its  
external environm ent, as w e ll as its  issues o f in te rn a l synthesis (p. 6).

It appears from  the data th a t the root cause o f the com petition, o r 
clashing, is  cu ltu re  differences th a t invoke a ce rta in  policy about prevention. 

W ith Schein’s view  o f cu ltu re  in  m ind, there could be more deeper issues th a t 
invoke the clash ing - nam ely, cu ltu re  surviva l. The cu ltu res th a t are invested in  
secondary prevention may view  the prim ary prevention com m unity as a th rea t 
to th e ir su rv iva l. The same m ay be va lid  in  reverse. The clashing does no t seem 

as severe w ith  te rtia ry  prevention. Possibly, th is  is  due to the perceived re a lity  
by prim ary and secondary groups th a t te rtia ry  is no t threatening to  th e ir 
survival. T e rtia ry  prevention may be viewed as com plem entary to  o ther 
prevention strategies. Therefore, no t com petitive, and not a replacem ent fo r 

prim ary or secondary th a t w ould threaten th e ir su rv iva l.

Summ ary

Em ergent from  the data are themes or action processes th a t are described 

by the researcher as “clashing cu ltu res" and “co llabora ting netw orks.” I t  
appeared in  num erous examples th a t the cu ltures id en tified  were in  a 

com petitive /con tra rian  mode. This is  contrasted to  the cond ition  o f co n flic t. 
C onflict presum es the presence o f open com m unication and a common 

v is io n /b e lie f system . C o n flic t is  defined in  th is  s tudy as disagreem ent
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su rround ing  a course o f action fo r a problem .
Based on the assum ption th a t in d iv id u a ls  o r groups in  c o n flic t share the 

same be lie f system , the condition o f co n flic t was observed in  the  da ta  re la tin g  
to  one m ajor issue: mammography policy. C o n flic t perta in ing to  th is  issue was 
observed between the N ational Cancer In s titu te  (NCI) and the Am erican Cancer 
Society (ACS). In  th is  case, both the NCI and the ACS share the  b e lie f th a t 
secondary prevention offers the greatest po ten tia l benefit fo r pa tien ts. The 
co n flic t therefore is over a pu b lica lly  recommended policy on how  often women 

should have m am m ography interventions.
C lashing in  contrast to  con flic t, in  the context o f th is  s tudy, w ould be a 

case where the NCI supported prim ary prevention, and the ACS supported 
secondary prevention. The clashing would be due to differences in  beliefs about 
prevention th a t go deeper than  a policy in  w h ich the basic assum ptions 
between groups (or cu ltures) are aligned. I t  was observed in  the s tud y th a t 

secondary prevention is the accepted dom inant strategy by both the NCI and 
the ACS. Therefore, they may be in  co n flic t re la tin g  to  the m am m ography 
pub lic  po licy, b u t they share a common be lie f th a t m am m ography -- as a 
secondary prevention strategy — is the rig h t approach.

Three examples o f clashing are noted here th a t appear to  be the m ost 
s ig n ifica n t observed. The c rite ria  fo r significance is  based on the  researcher’s 
assessm ent o f the  im pact th a t each has had on the sta tus o f prevention po licy 
and p o te n tia l change.

The firs t is  one based on belief system  differences observed between two 
researchers th a t represent d iffe ren t prevention strategies. D r. G and D r. B both 
appeared to  be com petent, w e ll m eaning p a rtic ip an ts  th a t held strong beliefs on 
how cancer research should be focused. D r. G expressed a  strong be lie f th a t the 

cause o f cancer could be discovered through p rim ary prevention. This is 
described in  th is  study as research idealism  cu ltu re . D r. B expressed a strong 
be lie f th a t p rim a ry prevention research was no longer feasible. H is a tten tion
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was on secondary prevention as it  is  defined in  th is study. This is described as 
conventional wisdom  cu ltu re  in  th is  s tudy because it  is  the accepted po licy by 
the m ajor in s titu tio n a l organizations.

The second is  the m ajor “co llis io n ” th a t took place when BC advocacy 
firs t emerged in  the early 1990s. The conventional wisdom  in s titu tio n s  d id  not 
accept the rad ica l change proposed by the movement. This was apparent from  

the m any hearings th a t took place to  debate policy re la ting  to  breast cancer.
The clash was based on the be lie f by conventional wisdom  th a t research 

fund ing  was being spent appropriate ly, defending its  po licy on funding basic 
research and secondary prevention related programs. The breast cancer activ ists 
questioned these status-quo beliefs, offering new in itia tive s  focused on p rim ary 
prevention and eradication o f the disease.

The th ird  example o f clashing was observed re la ting  to  vision and 
d irection  w ith in  breast cancer advocacy organizations as the movement 
m atured. One a c tiv is t pa rtic ipan t Ms S. shared her anger and fru s tra tio n  th a t 
resulted from  her Board o f D irectors not confronting the serious issues d iv id ing  
its  members. She stated:

There is  a lack o f m oral resolve on the part o f Board members. . . . They 
are in  a fragm ented surviva l mode.

It appears th a t a s p lit occurred, a t some po in t in  the process, between advocates 

desiring to accept the conventional w isdom - and those th a t d id  not. The 
advocates who accepted the conventional wisdom through a po licy o f w orking 
w ith in  the system  — are named in  th is  study: po litica l activ is ts . Project Lead, 
created by p o litica l activ ists, is  an exam ple o f a program th a t attem pts to  create 

power and influence through a p o litic a l process.
P o litica l activ ists have adopted the long term  resu lts and benefits strategy. 

Therefore, th is  means they have accepted the direction o f the  conventional 
w isdom , w hich also means th a t have accepting secondary prevention as a
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strategy.
The rad ica l activ is ts  clash w ith  these beliefs and policies by the p o litica l 

activists. They believe th a t new m odels and methods are c ritic a l to  make sw ift 
change to  save lives — now. They have reached out to  a lte rna tive  m edicine and 
the arts to  fin d  collaborators and innovative ideas fo r change.

Three examples o f po ten tia l netw orks o f collaboration are: (a) the 
November 1997 press conference announcing the collaborative goals by the three 
m ajor cancer organizations, (b) co llabo ra tion  between a com m unity c lin ic  and 
com m unity leaders to  educate the  pu b lic  on early detection, and (c) the in itia l 
grassroots phase o f the breast cancer advocacy movement.

O ther themes th a t emerged from  the data are the need fo r more 
in fo rm ation sharing, cooperation, co llabora tion and leadership. Frequently 
observed were differences in  p h iloso ph y/b e lie f system, o r fru s tra tio n  w ith  how 
things are done, o r where there is  no open com m unication. These are in terpreted 
in  th is  research as com peting ideas, o r clashing, because the apparent means o r 
concern fo r co llabora ting through co n flic t was not apparent.
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Chapter VI: Transform ative Change Theory

In trod uctio n
Chapter IV  described nine organization cu ltu res observed in  the study, and 

the connections between the cu ltu res. The connections were based largely on the 
prevention policies shared by the p a rticu la r cu ltu res. For exam ple, observed was 
the connection between researcher idealism  and rad ica l activism . This 
connection was based on the shared be lie f th a t p rim a ry prevention is key to 
cancer eradication, and therefore, should be given m ore fund ing . Chapter V 

illu s tra te d  the nature o f dis-connections between cu ltu re s  characterizing them  
as clashing phenomenon.

This chapter develops theory re la tin g  to a m ajor dis-connection or “clash” 
between cu ltu res observed. S pecifica lly, the in te ractio n  o f the  dom inant cu ltu re  
observed (conventional wisdom ) and the cu ltu res contained in  the breast cancer 
advocacy movement. Suggested from  the research was th a t th is  in te raction  
involved complex organizational processes, a tim e dim ension, and stages th a t 
resu lted in  a s ig n ifica n t tu rn in g  p o in t fo r cancer prevention po licy. This 
p a rticu la r clashing phenomenon is  the focus o f the theory developm ent in  th is  
chapter because it  relates d ire c tly  to  the study a c tiv ity  context o f the research,
i.e ., the in tersection o f cancer prevention policy, organization cu ltu re , and breast 
cancer advocacy.

Theorized is th a t the tu rn in g  p o in t driven by the clash ing o f conventional 
w isdom  and advocacy resulted in  a transform ation in  the study a c tiv ity  context. 
A d is tin c tio n  is  made here between transform ative change and increm ental 
change. Increm ental change occurs w ith in  the boundaries defined by 
conventional wisdom . Transform ative change is change th a t generates a tu rn in g  
po in t, m oving outside the boundaries o f conventional w isdom . This type o f 

change can renew /redefine the paradigm s and m etaphors th a t se t/unde rlie  the
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boundaries o f a dom inant cu ltu re . For exam ple, transfo rm ative  change cou ld 
lead to  the  re fo rm u la tion  o f cancer prevention po licy.

The theory developed in  th is  study is  th a t breast cancer advocacy 
influenced transform ative change in  cancer prevention policy. This change 

resulted in  a s h ift from  a policy o f secondary prevention exclusively to  a po licy o f 
renewed in te re s t in  p rim ary prevention, and increased levels o f funding fo r breast 
cancer research.

The chapter firs t b rie fly  describes the advocacy movem ent o f the ea rly 

1990s th a t set the scene fo r the in te ractio n  and change. Then, the clash between 
the cu ltu re s  is  explicated, followed by a descrip tion  o f the outcomes, and 
concluding w ith  a sum m ary o f the theory developm ent key elements.

The Advocacy Movement
B reast cancer (BC) advocacy had existed in  some form  p rio r to 1990. 

However, a series o f events and factors (outside the  scope o f th is  research) led 
early in  the 1990s to  a form idable coa lition  o f concern about breast cancer 
incidence and m orta lity , redefin ing advocacy in to  a serious and pow erful force for 
change. The concern became m anifest in  the fo rm a tion  o f m any grassroots 
organizations such as Y-ME, ONE in  NINE, the  B reast Cancer A ction G roup, 
and the W omen’s Cancer Task Force. U ltim a te ly , th is  led to  the form ation o f the 

N ational B reast Cancer C oalition (NBCC) w h ich  became a h igh ly  visib le  and 
respected venue fo r p o litica l action. The p a tie n t aw akening, pub lic  op in ion 
m om entum , and eventual change resu lts  q u a lify  the  phenomenon as a 
“m ovem ent;” possib ly w ith  the passing o f tim e, it  w ill be considered a m ajor 
social m ovem ent depending on w hat unfo lds in  th e  next phase o f the movement.

One o f the factors in  the awakening was the  insistence by BC advocates to 
a tta in  accurate in fo rm ation  on the s ta tis tics  o f breast cancer. This data became 
the basis fo r the battleground. For the firs t tim e, women were inform ed o f the 
d isconcerting re a lity  o f the disease w ith  facts such as: breast cancer incidence
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rates have stead ily increased since 1973, BC Is the leading cause o f death fo r 
women aged 35-54, 75% o f new cases are diagnosed in  women w ith  no fam ily 

h isto ry o f breast cancer (Cancer Facts and Figures 1996, N ationa l Cancer 
In s titu te ).

An item  th a t insp ired p o litica l action was th a t in  1990, the do lla r value o f 
medical care fo r the na tion ’s breast cancer patients was estim ated a t over $6 

b illio n  — ye t fund ing  fo r breast cancer research equaled on ly  6.7% o f th a t cost 
(Cancer Facts and Figures 1996, N ational Cancer In s titu te ). Becom ing inform ed 
opened the eyes o f m any fo r the firs t tim e, and th is  led to  action. In  1991, 
funding fo r breast cancer was $ 92.7 m illio n ; by 1993, fund ing  had reached 
$196.6 m illio n .

The BC advocacy movement was about creating change. The issue 
addressed in  th is  research is the in fluence and in te raction  o f the movement w ith  
the existing cu ltu re  establishm ent th a t was the recip ient o f the  change request: 
the conventional wisdom.

The In te raction  and Outcomes from  C lashing C ultures
The m om entum  o f BC advocacy, w ith  a resolute agenda fo r change, clashed 

w ith  the conventional wisdom (CW) w h ich represented the s ta tus quo. The 
in te raction  o f the transform ative change engine o f advocacy clash ing w ith  a 
dom inant, entrenched cu ltu re  resu lted in  two s ign ifican t outcom es. The firs t was 
a positive transfo rm ation  th a t resu lted in  increased fund ing levels fo r breast 
cancer research, and renewed in te rest in  prim ary prevention research. However, 
the resistance sustained by the conventional wisdom  cu ltu re  resu lted in  a 
second outcom e th a t involved a fragm enting o f BC advocacy. Advocacy 
constituent organizations had to  choose between short term  pressure on the 

establishm ent fo r im m ediate change, o r alignm ent w ith  CW fo r long term  
change. This s p lit in  strategy by BC advocates generated the outcom es portrayed 
in  figure V I-1.
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New cu ltu res were created from  the  clashing described, they are: rad ica l 
activism , p o litic a l activism , and outreacher. Figure V I-1 portrays the 

differentiated outcomes resu lting  from  the breast cancer advocacy movement, 
and the re su lta n t c u ltu ra l alignm ents. P rio r to  the movement, the dom inant 

support from  the conventional wisdom cu ltu re  was to secondary prevention. The 
change th a t resulted from  the onset o f the movement was the  creation o f three 
new cu ltu res th a t supported d iffe rent prevention strategies. R adical activism  
supported p rim ary and te rtia ry  prevention. P o litica l activism  supported 
secondary prevention. O utreacher cu ltu re  supported a ll three prevention 
strategies. The alignm ents w ith  other cu ltu res were not always exp lic it, and are 
inductive in  nature. Radical activism  appeared to be aligned w ith  ho lis tic  and 
researcher idealism  cu ltu res. P o litica l activism  appeared to  be aligned w ith  
conventional w isdom  and c lin ica l m edicine cultures. O utreacher appeared to be 
aligned w ith  pa tien t care and ho lis tic  cu ltu res.

As activism  in  the early advocacy stages m atured, it  was shaped by m any 
forces. These forces are discussed here in  the context o f a process th a t unfolded 
between 1990 and 1995. W ith in  th is  tim e-fram e, BC advocacy changed from  
many loosely form ed grassroots a c tiv is t organizations to  fewer form al 

organizations. The theory offered in  th is  study, grounded by interview s w ith  a 
sample o f pa rtic ip an ts and observations o f the researcher, is  th a t a process took 
place du ring  the tim e-fram e defined — th a t generated changes in  the 
organizational cu ltu re  (or m etaorganizational cu lture) o f cancer prevention.

O ut o f the context o f cancer prevention policy, and in fluenced by the 
“combat" o f advocacy, the action processes th a t resulted were a clashing o f 
cultures. The consequences from  the action process are: d iffe ren tia tion  o f 
cultures, assim ila tion  o f cu ltu res, su rv iva l o f cu ltu res, and po ten tia l extinction  
o f cultures.
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Sum m ary o f Theory Elem ents
The transform ative changes in  the cu ltu re  and policy o f cancer prevention, 

influenced by breast cancer advocacy, are sum m arized as follow s:
1. The dom inant and exclusive po licy o f cancer prevention was no longer 

secondary prevention fo r breast cancer as a resu lt o f breast cancer advocacy 
influence. P rim ary prevention emerged d u rin g  the process as a renewed candidate 

fo r higher fund ing .
2. D uring  the in itia l stages o f the process, BC activ ists were un ited in  

changing the “o ld m odels” th a t dom inated a ll po licy re la ting to  breast cancer 
(which w ould im pact a ll cancers) as a chronic disease.

3. As the  process o f transform ation evolved, a d iffe re n tia tio n  began w ith in  
the ranks o f the BC advocacy movement as a whole. B elief system s th a t were 

un ified and in te rn a lly  integrated w ith in  the movement started to  break down.
4. The conventional wisdom  during th is  process rem ained steadfast in  th e ir 

beliefs and assum ptions regarding secondary prevention.
5. Three d iffe ren tia ted  outcomes observed resulted from  a co llis ion  w ith  the 

dom inant conventional wisdom . These outcomes are viewed as d is tin c t cu ltures 
in  th is  study based on Schein’s (1987) d e fin itio n  o f cu ltu re  in  organizations.

6. Three cu ltu res emerged from  the process, as observed in  th is  study: 
rad ica l activism  aligned w ith  prim ary and te rtia ry  prevention, p o litic a l activism  
aligned w ith  secondary prevention, and outreacher aligned w ith  a ll three 
strategies.

Summary

Theorized is th a t the influence o f BC advocacy on the conventional wisdom 
o f cancer prevention policy, in  the early 1990s, was to effect po licy on the 
prevention strategies o f p rim ary and secondary p rim arily . Furtherm ore, the 
im pact o f advocacy “co llid in g ” w ith  conventional wisdom resu lted in  three 

d iffe rentia ted cu ltu res: rad ica l activism , p o litica l activism , and outreacher. Each
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o f the three cu ltures form ed special alignm ents w ith  the prevention strategies. As 
a re su lt o f the new alignm ents, connections were made w ith  other ex is ting  

cu ltu res.
The new cu ltures th a t were spawned from  the power o f the m ovem ent have 

d is tin c t beliefs and values. Each has its  c u ltu ra l alignm ents w ith in  the 
com m unity. Each supports one o r more prevention strategies. The advocacy 

movement transform ed the arenas o f prevention from  a to ta l focus on secondary 
prevention to  a renewed focus on p rim ary and te rtia ry . The cu ltu res m ost 
responsible fo r the change are rad ica l activism , and outreacher. P o litica l 
activism  m aintains support fo r secondary prevention.
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Chapter V II: Researcher’s Perspective

Mv Role as Cancer R egistry Manager and A c tiv is t

My involvem ent began in  1984 as a re su lt o f a diagnosis o f cancer in  my 
fam ily. However, m y m otiva tion transcended concern fo r m y fam ily ’s health. I 

was driven by a desire to share a vision fo r cancer research, a vis ion based on the 
idea th a t im proved sharing o f in fo rm ation could im prove cancer outcom es.

A t the tim e. I was pro ject manager o f a w orldw ide in fo rm ation  system  th a t 
u tilized  data bases in  extraord inary ways, to  solve age old problem s in  a n ti
subm arine w arfare. The Rapid Feedback System, as it  was called, was a big 
success. I t  sh ifted paradigm s on w hat made torpedoes ineffective a t catching 
subm arines. I had firs t hand knowledge o f w hat system s and teams could do 
when designed rig h t. It was th is  knowledge th a t I could con tribu te  to  the 

so lu tion o f a m uch more serious problem . Saving lives seemed a better use o f my 
expertise than saving torpedoes, and I believed th a t the cancer com m unity would 
embrace th is  knowledge.

A fte r serving in  volunteer roles in itia lly . I eventually was asked to develop 
the proposal fo r the San D iego/Im peria l C ounty O rganization fo r Cancer C ontrol 
(SANDIOCC), and became its  firs t program  manager in  1987. In  retrospect, they 

(the cancer estab lishm ent/conventiona l w isdom ) rea lly  d idn ’t  know  how to  deal 
w ith  me. They needed my sta te-o f-the-art knowledge to  design cancer registries, 
but I was an ou ts ide r w ith  p o litica l connections.

A cancer reg istry manager was usually a career cancer type, no t an 
engineer w ith  a m aster’s in  management, and sophisticated experience in  the 
outside w orld. I also came w ith  a rea l success story. I had designed and managed 
a model fo r data base management th a t could be replicated fo r cancer registries. 
In  my naivete, I d id  no t prepare m yself fo r the battle  (or the clashing o f cultures)
I would encounter.
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This research has provided me w ith  a fram ework to  understand more o f 
w hat was tak ing  place du ring  those years o f m y involvem ent. I had an in tu itive  

and experientia l sense o f w hat happened, bu t now it  has shape and de fin ition . 
Some o f my beliefs have been validated, others have changed. I concur personally 
w ith  the data in  th is  study. I discern now how the cu ltu res were operating, and 
how conventional w isdom  was the prevailing force th a t d icta ted po licy th in k in g , 
and how colleagues viewed each other.

My understanding o f leadership now integrates both theory and practice. 
V isions rem ain on ly  visions, w ith ou t effective leadership. Leadership means 
bu ild ing  re la tionsh ips th a t support a vision. Leadership means susta in ing  the 
relationships and renew ing the vision w ith tim e. Leadership means being 
patient, fo r vis ions do no t happen in  the near term .

I f  I had rem ained in  m y form al role, I would like ly  have embraced 
conventional w isdom  to  survive in  the cu ltu re th a t provided fina nc ia l support 
and prestige. I was m oving gradually to a philosophy o f increm ental change. I 
w ould do my best to  make change, bu t w ith in  the accepted constra in ts o f the 
system — w ith in  the  boundaries o f the dom inant cu ltu re  o f conventional 
wisdom. Two leaders o f the breast cancer advocacy movement were faced w ith  

th is  choice. One opted fo r rad ica l activism  resu lting  in  re je c tio n /e x tin c tio n ; the 
other fo r p o litica l activism  resu lting  in  acceptance/survival. B oth served an 
invaluable service to  breast cancer patients — past, present, and fu tu re . Both 
created leadership -- bu t, based on different paradigm s, and w ith  d iffe ren t 
outcomes.

S tabiner (1997) describes various perspectives o f cancer o ffic ia ls  in  her 

recent book To Dance W ith the Devtb The New War on B reast Cancer. Examples 
are: Donna S hala la (H ealth and Hum an Services Secretary) who believes in  
management by forced cooperation, and Harold Varm us (D irector, N ational 
In s titu te s  o f H ealth) who believes in  what he called “creative chaos." S tabiner 
te lls  us th a t D r. Varm us d id  not believe in  coordination, o r in  an “orchestrated”
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research plan o f action . He believed in  com petition and “su rv iva l o f the fitte s t” 
as a paradigm  fo r research.

I respond to  th is  w ith  concern and a request th a t D r. V arm us review  the 
h is to ry  o f disease prevention and m ajor program achievem ents. I f  NASA worked 
w ith  the Varm us paradigm , entrenched in  M ollner’s “m ate ria l age" o f com peting 
parts, we would s till be hoping to  reach the moon. I respectfu lly  subm it th a t Dr. 
Varm us, and others o f the conventional wisdom, re v is it th e ir w e ll in tentioned 
m otivations. It is  m y be lie f th a t conventional wisdom  is  d riven by a quest fo r 

organizational cu ltu re  surv iva l. “S urviva l o f the fitte s t” w orked w e ll fo r prim itive  
beings, bu t it  does no t w ork w e ll in  a civilized society. “S u rv iva l o f the fitte s t” is 

rea lly about “su rv iva l” — surv iva l o f one cu ltu re  over com peting cu ltu res.
Solving the cancer puzzle w ill require more th a t in d iv id u a l achievem ent 

and ego g ra tifica tio n . I t  w ill require a dedication to the collective whole. Those 
a fflic ted  by cancer, and those a t ris k  o f a fflic tio n  (a ll o f us) deserve more from  
ou r pub lic o ffic ia ls . In  a tim e when taxpayers are angry w ith  those on welfare, 
rebuked fo r exp lo iting  society: it  is  rem arkable th a t we accept the  non 
perform ance o f cancer research. The im pact o f cancer on ou r society, in  term s of 
cost and hum an su ffe ring , is  m uch greater than welfare.

D id We Take the W rong Turn?

O ne-hundred years ago, another chronic disease plagued society: pellagra. 
Pellagra was a disease th a t was viewed very m uch as cancer is  today. There was 
no cure. C lin ics were established to  trea t those a fflicted  w ith  the  dreaded disease 
th a t ravaged the body, and in  some cases, caused in sa n ity  in  its  v ictim s.

We never learned the fundam ental biology o f pellagra. We never expended 
b illio n s  on research. We never created in s titu tio n s  and in d u strie s  to  tre a t the 
disease. B ut, pellagra no longer exists. Pellagra was solved as o the r chronic 
diseases had been solved like  cholera, and sm all pox. Joseph G oldberger, a 
pub lic health epidem iologist, was assigned the task. W ith in  five  years, he had
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determ ined th a t pellagra was caused by a n iacin  deficiency. In d u s tria l society 
had designed m achinery to  process wheat. In  th is  in d u s tria l process, n iac in  was 

removed from  the wheat fibe r. Therefore, replacem ent o f n iacin  in to  bread 
production  was the in te rven tion  and so lu tion  th a t eradicated the disease.

We m ust ponder th is , and go deeper, to understand the significance o f 
pellagra prim ary prevention in  o u r present context. Provoking questions could 
have been raised a t the tim e to  stim u la te  sc ie n tific  research about pellagra.
W hat is  the nature o f th is  disease th a t a fflic ts  some, and no t others? W hat is 

the difference in  th e ir cell biologies? How does pellagra function  and grow  in  the 
body?

However, the in te lle c tu a l ca p ita l o f the tim e, and in d u s tria l 
entrepreneurship was not in terested in  these issues o f the pellagra disease. They 
were focused on other projects re la tin g  to  science and engineering in  an emerging 
in d u s tria l society. Therefore, we never came to learn more about the disease o f 

pellagra. We know  m uch more about cancer, possib ly m uch more tha n  we need 
to  know, i f  eradication is the goal. Is  it  possibly th a t a t some po in t in  tim e, we 
took the wrong tu rn  on the road to  solving cancer. Are we using the rig h t 
approach? O r viewed another way: Are we w orking w ith in  the rig h t paradigm , the 
rig h t m etaphors?

Paradigms. M etaphors, and Meanings
Paradigms and m etaphors assist in  defin ing cu ltu ra l/co n ce p tu a l 

fram eworks w ith in  w hich problem s m ay be understood and u ltim a te ly  solved. A 
paradigm  is  the idea l model, exam ple, standard th a t a ll is  measured against to 
discern appropriateness. Foster (1986) offers:

The paradigm  . . . defines w hat are researchable questions and 
acceptable answers; it  provides the boundaries fo r investigation in to  the 
area o f concern. A paradigm  also governs the dom inant m etaphors in  a 
fie ld  o f study.
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M etaphors are images, sym bols, allegories th a t help us to  understand th a t w hich 
we are try in g  to  com prehend. Schatzm an (1973) suggests the use o f m etaphor to 
assist in  defin ing the key linkage and m eaning in  data collected.

Foster (1986) develops fo u r paradigm s th a t m ay be operating in  a fie ld  o f 
research or c u ltu ra l se tting : fu n c tio n a l, in terpre tive, ra d ica l hum anism , and 
rad ica l s tru c tu ra lism . I w ill d iscuss the three th a t best apply to  the data in  th is  
research: fun ction a l, in te rp re tive , and rad ica l hum anism .

The fun ction a l paradigm  is  based on the assum ption th a t the socia l w orld 
is objective, and concrete. The sc ie n tis t can stand outside o f it  and m easure it. 
A ll has a purpose in  th is  paradigm , a ll serve some u ltim a te  in te rest. I consider 
the functiona l paradigm  to  be th a t o f conventional w isdom  (CW) and “good 
science.” There is  a m ind-set in  the  cancer m etaorganization driven by the 
C W /fu nctio na lis t paradigm  th a t “we a ll have our jobs to  do, and we m ust do 
them  w ell; don’t  question, don’t  rock the boat, be cautious o f outsiders, be loya l 
to  each other; the pa tien t is ou r custom er, cancer is not a good th in g , b u t — we 
m ust a ll die o f som ething."

The in te rp re tive  paradigm  is  based on the assum ption th a t the 
organization is a social construct, no t objective rea lity . Ind iv id ua ls  are the 

rea lity , and are capable o f con structin g  and in te rp re ting  m eaning. This is a 
paradigm  o f questioning the accepted rea lity . I believe th a t rad ica l activ ism  was 
driven by th is  paradigm . U n w illin g  to  accept the objective, accepted standards set 
by CW. they rebelled to  transfo rm  organizations based on a new paradigm  o f 
changing the “o ld  m odels.”

Radical activ ism  evolved in to  p o litic a l activism  fo r some in  the advocacy 
movement a fte r the clashing w ith  conventional wisdom. The movement 
fragm ented in to  d iffe re n t c u ltu ra l outcom es. The fragm entation was due to  the 
clash w ith  CW, b u t may have been fueled by a paradigm  difference as w ell. I 
believe the p o litica l activ is ts  embrace a d iffe ren t paradigm  and assum ptions from  
the rad ica l activ is ts . The rad ica l hum anism  paradigm  more closely fits  the
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evolved assum ptions o f p o litic a l activ is ts . This paradigm  shares m uch in  
common w ith  the in te rp re tive . However, in  th is  paradigm , ind iv idu a ls  certa in ly 

create th e ir own w orlds, b u t those w orlds assume a h is to rica l s tructu re  in  w hich 
arenas o f power, and thu s dom ination, become a m ajor factor. In  other words, 

the p o litica l ac tiv is t believes you have to  w ork w ith in  the power s tructu re  to  get 
resu lts.

Ind ividuals and groups form  conceptual fram eworks, derived from  basic 
assum ptions and beliefs, in  order to  operate and relate to  each other in  the 
process o f problem  d e fin itio n /so lu tio n . G roups, th a t consciously or 
unconsciously agree on basic assum ptions and beliefs, form  cohesive cu ltu res. 
Cohesive may be a redundant adjective in  describing cu ltu re  because a cu ltu re  by 
d e fin itio n  is a cohesive “body."

Key Linkage: The Expanding Collage

D uring the data analysis, the question th a t surfaced was: W hat does th is  
data rea lly represent? S trauss (1987) asks: W hat is rea lly  going on here? 
Em ergent from  th is  research study is th a t the data are unique perspectives from  
d iffe ring  functiona l arenas and c u ltu ra l orienta tions. This was followed by: W hat 

is the meaning o f these data? W hat is  the key linkage? W hat m etaphor would 
fa c ilita te  an understanding o f how the data form s a m eaningfu l whole?

The over-arching them e o r m etaphor fo r th is  research is an expanding 
collage. Figure V I-1 p ictu res the d iffe ren t perspectives from  the data th a t make 

up a collage. A collage is  defined by W ebster’s as “an assem bly o f diverse 
fragm ents.” The im agery o f the collage fits  the data because the unique 
perspectives are diverse fragm ents th a t once assembled form  the p ictu re o f a 
breast cancer prevention (BCP) m etaorganization o f d iffe ren t organizations and 
ind iv idua ls th a t are in fo rm a lly  linked .

The concept o f m etaorganization is more appropriate th a n  com m unity 
based on the chosen m etaphor o f a collage. The concept o f com m unity conjures a
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sense o f wholeness th a t was no t found in  the data. The m etaphor fo r com m unity 
would m ore like ly  be an orchestra, where the whole is more than  the  sum  o f its  

parts. This is  not the case w ith  the data from  th is  study. The data are diverse 
c u ltu ra lly  based perspective fragm ents. Together they are no t more th a n  the sum . 
There is som ething m issing th a t w ould create a wholeness. Therefore the  collage 
is  chosen to  comprehend the nature o f the data in  its  to ta lity .

Another in te rp re ta tion  is  th a t the collage represents diverse fragm ents th a t 
collectively don’t  te ll a sto ry because they are no t un ified. A d is tin c tio n  can be 
made between the collage as m etaphor and a more desirable cond ition : a unified 
vision. The diverse fragm ents o r elements are the d iffe ren t c u ltu ra lly  based 
perspectives. The collage then sym bolizes the random  assembly o f the diverse 
cultures/perspectives th a t co llective ly is the breast cancer prevention 
m etaorganization.

W hat is the m eaning o f the expanding collage m etaphor in  the context o f 
th is  research? W hat are the im p lica tions o f the expanding collage as m etaphor? 
How does the war on cancer and cancer prevention as a collage o f perspectives 
com pare/relate to o ther social and governm ental projects o r phenomenon?

The Apollo project o f the 1960s and the S ilicon Valley phenom enon provide 

contrasting m etaphors th a t give in s ig h t as to the appropriateness o f the cancer 
prevention collage m etaphor V arious m etaphors f it  the Apollo pro ject: a laser 
beam, o r target end po in t consisting o f d iscip lines focused on one u n ify in g  
vision; an orchestra based on the m asterfu l coordination o f diverse elem ents: and 
the torpedo m etaphor based on the  honing in  on the target w hich was the moon.

The s ilicon  valley phenomenon was a technological explosion th a t can be 

characterized as an expansive collage o f eclectic ideas, com peting visions, and 
personalities. They were, and are, m any organizations — a m etaorganization 
possibly, th a t can be characterized as an explosion o f products in  an ever 
expanding industry. This in d u s try  was created and continues to  expand based on 
innovation, com petition, and demand fo r new products.
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The w ar on cancer is  com parable to  the s ilicon  valley phenomenon. Both 
exh ib it characteristics o f com petition, innovation, and “getting the p roduct to  

m arket." Both are driven by p ro fit and prestige (ego). However, the difference is 
the nature o f the dom inating cu ltu res. C onventional wisdom, in  the context o f 

cancer, guides the expansive collage o f perspectives/approaches w ith  a ris k  
adverse m ind-set. The s ilicon  va lley collective cu ltu re  is driven by a conventional 
wisdom th a t a ll is  possible, innovation is  king, ris k  is not only good, b u t 
necessary fo r success. We m ust ask: Is th is  the appropriate m etaphor fo r cancer 
prevention, and does conventional w isdom , as the dom inant cu ltu re , serve the 
goals o f preventing cancer.

Leadership, C u lture , and Change

Schein (1985) te lls  us th a t a m ajor purpose o f leadership is to  change 
cu ltu res th a t no longer serve the whole. H is d e fin itio n  o f cu ltu re  again was: 

C u ltu re  is a pattern o f basic assum ptions - invented, discovered, o r 
developed by a given group as it  learns to  cope w ith  its  problem s o f 

exte rna l adaptation and in te rn a l in tegra tion  - th a t has worked w ell 
enough to be considered va lid  and, therefore, to be taught to new 

members as the correct way to  perceive, th in k , and feel in  re la tion  to  those 
problem s (p. 9).

Leadership and cu ltu re  are in te rtw ined . They rea lly  cannot be separated as 
you can no t separate the cake from  its  ingredients and recipe. C u lture  includes 
leadership, and leadership includes cu ltu re . C u lture  is the end re su lt — the 
m anifested product from  leadership. When I fa iled to  do leadership du rin g  m y 
cancer reg is try  reign, the re su lt was -- no cu ltu re . The re su lt o f a ll the 
presentations and visions d id  no t produce a definable cu ltu re  th a t included a ll o f 
the organizations pa rtic ipa ting .

The cu ltu re  th a t emerged and survived is th a t o f a sm all group o f 

“believers" — rad ica l activ ists and research idea lists. We have a cu ltu re , we have
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a vision and a sou l, b u t we have not, as yet. expanded o u r v is ion  to  bu ild  
constituents th a t w ould represent a renewed quest fo r preventing cancer. This 

would take a renewed leadership, and changing cu ltu res — ours, and the irs .
Leadership is  hard. Leadership means tu rn in g  the organizational “sh ip ’s 

wheel” in  a storm  to  avoid co llis io n , o r d iscerning th a t the  co llis ion  should take 
place to break the cu ltu re . O rganizations m ust create, o r break cu ltu re  based on 
issues o f com m unity wholeness: W hat are the needs o f a com m unity, and how 
are the needs best served?

Toffler’s (1980) T h ird  Wave theory th a t in s titu tio n s  are no t serving us any 
longer, and S inger &  G rism aijer’s (1995) statem ent th a t “we can’t  tru s t ou r 
cu ltu re ” are aligned. Because the cu ltu re  dom inated by m ate ria l age paradigm s — 
conventional w isdom  -- is  doing a ll it  can, in  desperation, to  survive in  a 
changing w orld . A new model based on re la tionsh ips, co llabora tion , and 
com m unity offers prom ise, as we enter the tw e n ty-firs t cen tury, to  overcome the 
“m aterial age” entrenched conventional wisdom.

Foster (1989) suggests th a t it  is  an enduring feature and need o f hum an 

life  to search fo r com m unity, and th a t leadership lies in  the struggles o f a 
com m unity to fin d  m eaning fo r itse lf. The cu ltu re  ba ttle  o f cancer is a m icrocosm  
o f the battle pervading societies. It is  a ba ttle  fo r the hearts and m inds o f the 
collective hum an consciousness. Do we as a people re tu rn  to  the “m aterial age" 

o f com petition, w ar, and death — or do we evolve the hum an species to  higher 
form s o f com m unity — in  w hich life  is  valued.

The cancer m etaorganization is  dom inated by a cu ltu re  th a t lacks 
leadership. The cu ltu re  o f conventional wisdom  based on con tro l, closed systems, 
and surviva l is  d riven  by a form  o f “m ateria l age” m anagem ent d irection. 
Leadership does no t reside in  th is  m ilieu . Leadership im plies change, openness, 

m u tua lity , and the sharing o f ideas fo r the  benefit o f the  whole.
There is hope, however, in  cu ltu res such as pa tien t care and ho listic, th a t 

are open to  change and have embraced the breast cancer advocacy movement.
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There is  hope as w ell in  th e  hum an po ten tia l o f those in d iv id u a ls  trapped in  
conventional wisdom  and classic c lin ica l m edicine m ind-sets — to  break away 

from  the  existing paradigm s, and jo in  others in  creating new com m unities th a t 
com bine the best o f the o ld  w ith  new visions.
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Chapter V III: Sum m ary, Conclusions, Im plications, Recommendations

Summary

Chapter IV described nine organization cu ltu res observed in  the study, and 
the connections between the cultures. The connections were based on the 
prevention policy shared by the particu la r cu ltu re . For example, observed was the 
connection between researcher idealism  and rad ica l activism . This connection 
was based on the shared be lie f tha t prim ary prevention is key to  cancer 
eradication, and therefore, should be given more funding.

Chapter V illu s tra te d  the nature o f dis-connections between cultures 
characterizing them  as clashing phenomenon; and provided examples of 
collaboration as w e ll as clashing between cu ltu res. Expressions o f leadership as 
experienced by p a rtic ip an ts  were explicated.

Chapter V I developed theory re lating to the dis-connections between 
cu ltu res. S pecifica lly, the in te raction  o f the dom inant cu ltu re  observed 

(conventional w isdom ) and the cultures contained in  the breast cancer advocacy 
movement. Suggested from  the research was th a t th is  in te ractio n  involved 
complex organizational processes, a tim e dim ension, and stages th a t resulted in  
a s ig n ifican t tu rn in g  p o in t fo r cancer prevention. The tu rn in g  p o in t included a 
refocus on prim ary prevention and eradication o f cancer, and away from  
secondary prevention as the exclusive focus o f funding. The “co llis ion " between 

conventional wisdom  and advocacy, over the prevention policy, resulted in  a 
fragm entation o f advocacy in to  three diverse cu ltu res: rad ica l activism , po litica l 
activism , and outreacher. Radical activism  connected to  researcher idealism  
rem ained steadfast in  th e ir beliefs regarding p rim ary prevention policy. P olitical 
activism  adopted a m ore aligned posture w ith  conventional w isdom , supporting 
secondary prevention policy. The outreacher cu ltu re  rem ained more neutra l in  

support o f policy, b u t was differentiated from  the other tw o cu ltu res by not
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adopting e ither posture, and rem ain ing in  a support role to  cancer patients. 

Conclusions
1. The breast cancer prevention com m unily is not a “com m unity” as it  is 

defined in  th is  study. R ather, it  is  an assem bly o f diverse organizations and 
ind ividua ls th a t are involved form ally, o r in fo rm a lly, in  various aspects/arenas 
o f prevention. The term  “m etaorganization" more accurately characterizes the 
nature o f the organ iza tional m ilieu . A  com m unity, as defined in  the  study, has 
common shared visions, beliefs, and a cohesiveness. The m etaorganization o f 
breast cancer prevention consists o f d iffe ren t visions, beliefs, and is  no t cohesive 
o r aligned. The lack o f alignm ent is  due to  the existence o f d iffe re n t cu ltu res th a t 
exh ib it d iffe ring  visions and beliefs regarding prevention strategy,

2. The dom inant cu ltu re  conventional wisdom  dictates the po licy d irection 
o f breast cancer prevention. That po licy a t present is based on a m ajor 
com m itm ent to secondary prevention. Conventional wisdom  is  supported in  th is  
policy by other cu ltu res: c lin ica l m edicine, business, pa tien t care, and to  a lesser 
degree — p o litica l activ ism  and outreacher. I t  is  clear from  the position ing  o f 
these cu ltures th a t the fu tu re  o f cancer prevention lies in  a prevention strategy 
th a t prevents m o rta lity  — no t m orb id ity  (incidence). Prevention research, aimed 
a t eradication o f the disease, is supported by research idealism  and the new 

breast cancer activism  cu ltu res. I t  does not appear like ly  th a t these cu ltu res 
have the power to  im pact the long te rm  d irection  o f policy.

3. The breast cancer advocacy movement made a sho rt te rm  im pact on 
cancer policy th a t included s ig n ifican t increases in  funding fo r breast cancer 

research. The advocacy movement lo s t m om entum , however, due p a rtia lly  to 
cu ltu re  differences th a t resulted from  the clashing w ith  conventional w isdom . 
Activism  was s p lit between p o litica l and rad ica l activism , lessening the im pact o f 
the movement to  change prevention strategy from  secondary to  p rim ary.

4. Various expressions o f leadership were observed, not observed was a
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un ifying  leadership focused on creating consensus, and in tegra ting  the  d iffe ren t 
cu ltures. There is  a need fo r collaborative leadership in  the cancer 
m etaorganization stud ied.

Im plications
The im p lica tio n  o f a dom inant po licy o f secondary prevention is  the 

continued sanction o f cancer and cancer’s organ izational support system s in  
society. Cancer w ill continue to  be a m ajor hea lth  risk , and the organizations 
supported by cancer w ill continue to  grow. Therefore, we as a society, can expect 
to “live w ith ” o r “die from ” cancer in  our life -tim e . The “urgency to  fin d  answers” 

by breast cancer advocates has been impeded by the co llis ion  w ith  conventional 
wisdom. An im p lica tio n  is  th a t the advocacy m ovem ent has been neutra lized, at 
least fo r now. H opefully, th is  is  a short term  cond ition  th a t w ill be follow ed by 
renewed leadership.

The im p lica tions from  the research, in  the context o f organization cu ltu re , 
is th a t cu ltu re  plays a m ajor ro le  in  the developm ent, management, and 

leadership o f organizations. The in te r-re la tio n sh ip  o f the cu ltu res, in  an 
organizational se tting , d icta te  the policy fo rm u la tio n  and long term  d ire c tio n  o f 

the organization a n d /o r the group o f organizations th a t have a com m on lin k . 
The cu ltu re  is  defined by the  basic assum ptions and beliefs o f the collective, th a t 
includes the need to  in tegrate in te rn a lly  and exte rna lly  fo r surviva l o f the  
organization.

The im p lica tions fo r fu tu re  research re la tin g  to  the breast cancer advocacy 
movement and organization cu ltu re  are based on certa in  new questions posed: 

W hat issues -- organ izational, cu ltu ra l, p o litica l, socia l, psychological, 
contributed to  the three d iffe ren tia ted  advocacy cu ltu res th a t resu lted from  the 
clash w ith  conventional wisdom? In  other words, w hat caused advocacy to  s p lit 
in to  three d iffe re n t factions? W hat are the fu tu re  plans o f advocacy to  address 
these issues? W ho are the new players in  advocacy? Is there renewed leadership

88

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



BCP Culture/Leadership

expression? W hat con tribu tes to  the dom inant na ture  o f conventional wisdom?

Recommendations
In 1962, P resident Kennedy gave a speech th a t launched the APOLLO 

program and the crea tion o f NASA, He said in  th a t speech:
“We choose to  go to  the m oon, and in  the decade, no t because it  is  easy — 
but because it  is  hard .”

This challenge propelled and susta ined the NASA com m unity to  achieve the 

vision o f reaching the moon before the end o f the decade. W ith  cancer posing a 
chronic and epidem ic th re a t to  o u r society, we need leadership a t the highest 
levels to sum m on the same type o f challenge. The leadership m ust be aware o f 
the cultures th a t presently exist, and be prepared to  change them  — and possib ly 

break the dom inant cu ltu re  — to  create the un ifie d  v is ion  necessary fo r success 
in  a complex m ission.

Recommended is  the establishm ent o f a NASA type leadership 
organization, ou tside the N ationa l In s titu te s  o f H ealth , w ith  the a u th o rity  and 
funding power to  red irect the diverse organizations presently involved in  cancer 
prevention. The N ationa l Cancer In s titu te ’s cu ltu re  and research policy o f 
secondary prevention, does no t in sp ire  the leadership th a t w ill u ltim a te ly  re su lt 
in  the prevention o f cancer. A ll ex is ting  organizations w ould provide advisory 

roles to the lead organization — responsible and accountable fo r success. This 
w ill provide the organ iza tiona l “body” w ith  a “head" and a un ifie d  vision th a t it  
presently does no t have — capable and w illin g  to  create a com m unity focused on 
the eradication o f cancer. Recommended is a m aster p lan developed and signed- 

o ff by a ll stakeholders as the firs t ta sk  fo r the leadership e n tity .
As a key com ponent o f the  m aster plan, recommended is an educational 

and cu ltu ra l awareness program , aim ed a t core w orkers in  cancer organizations 
— to in itia te  a transfo rm ation  in  consciousness. The m alignan t tum or, no longer 
in  alignm ent, and com m unicating, w ith  the body system  — is  alienated and
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insecure. It is no longer programmed, as are healthy cells, to  con tribu te  to  the 
w ell being o f the to ta l body community. “S urviva l" is provoking its  aggressive 

movement. E xisting organizations th a t support cancer are threatened by the 
possib ility  o f e lim ina tion  — i f  cancer were to  be eradicated. Therefore, they are 
no t in  alignm ent w ith  the  w e ll being o f society. This program  w ould be designed 
to  address the issues o f those who have dedicated th e ir careers to  cancer w ork.

Recommended is renewed collaborative leadership in  breast cancer 
advocacy to bring together the three cu ltu res. This would renew the issue o f real 
intended change in  conventional w isdom , and support the transfo rm ation  
necessary to create rea l progress in  cancer prevention.
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University of San Diego 
CONSENT TO ACT AS A RESEARCH SUBJECT

Joseph Raffa is conducting a research study to gather information regarding organization 
culture, communication, and policy in breast cancer prevention, through interviews with 
representatives of the community. Since I have been selected to participate in this study, I 
understand that I will be interviewed. I further understand that the interviews may be taped with no 
inclusion of names or identifiers.

This data collection will take about 2-3 hours over a period of 8 weeks. Participation in the 
study should not involve any added risks or discomforts to me except for possible minor fatigue.

My participation in this study is entirely voluntary. I understand I may refuse to participate 
or withdraw at any time without jeopardy.

I understand my research records will be kept completely confidential. My identity will not 
be disclosed without consent required by law. I further understand that to preserve my anonymity 
only group data will be used in any publication of the results of this study.

Joseph Raffa has explained this study to me and answered my questions. If I have other 
questions or research-related problems, I can reach Dr. Jerome Ammer at (619) 260-4538.

There are no other agreements, written or verbal, related to this study beyond that 
expressed on this consent form. I have received a copy of this consent document

I, the undersigned, understand the above explanations and, on that basis, I give consent to 
my voluntary participation in this research.

Signature of Subject Date

Location

Signature of Witness Date

Signature of Researcher Date
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Appendix C : Definition of Terms

D efin ition  o f Term s
The term s used in  th is  proposal are defined as follow s:

Cancer m ortality: Deaths due to  cancer m orb id ity.
Cancer m orbidity: The incidence o f cancer in  the population.
Cancer incidence: The occurrence o f a cancer (tum or) in  a pa tien t.
Breast Cancer: Cancer th a t occurs in  the breast as a prim ary tum or.
Organization Culture: S ocia lly constructed rea lities th a t in fluence, and are 
influenced by, the language, values, norm s, fo lklore, and other social practices 
th a t com m unicate the constructed re a litie s  in  the organizational environs. 
Organization Communication: The means, mechanisms, and sym bols th a t transfe r 
ideas, values, norm s, and beliefs th a t in fo rm  and form  the cu ltu re  in  an 
organizational se tting .
Collaboration: The u n ify in g  cooperation and com m unication th a t transform s 
co n flic t in to  consensus, and con tribu tes to  m ission accom plishm ent.
Policy : The stra teg ic o r ta c tica l philosophy, scheme, method th a t guides 
decision-m aking in  a p a rticu la r organ izational setting.
Primary Prevention: Prevention w ith  the goal o f determ ining causal factors and 
u ltim a te ly  e lim in a tin g  the disease.
Secondary Prevention: Prevention w ith  the  goal o f determ ining means and 
intervening to  decrease the m o rta lity  o f the disease.

Tertiary Prevention: P revention th a t decreases the im pact o f the disease on the 
pa tien t and the fam ily, and con tribu tes to  decreasing m o rta lity  th rough 
counseling and in fo rm ation .
Epidemiologist: A  researcher th a t stud ies disease in  the popu la tion w ith  a focus 
on prim ary prevention (discovery o f causal factors).
Oncology Social Worker: A counseling professional th a t specializes in  patients 
and th e ir fam ilies th a t have experienced cancer or who have concerns re lated to 
the disease, e.g., due to  sym ptoms, a n d /o r ris k  factors.
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Appendix D : Background o f R esearcher

The researcher’s professional involvem ent w ith  cancer prevention began in  

1985 when he volunteered to assist the U n ive rsity o f C a lifo rn ia , Irv ine , to plan 
and design the system m odel fo r statew ide m andatory cancer reporting. As a 
m em ber o f the task group to  p lan the San Diego and Im peria l counties regional 
cancer reg istry, he developed the  proposal to  the State H ealth departm ent, and 

became the region’s firs t program  m anager.
In  1990, the researcher collaborated in  establishing the firs t national 

cancer incidence and treatm ent da ta  base, funded by the Am erican Cancer 
Society, and managed by the College o f Surgeons. He co-presented a paper on the 

app lica tion  o f in fo rm ation technology in  support o f cancer prevention a t a 1988 
in te rn a tio n a l conference in  Venice. Ita ly .

The researcher conducted grounded theory in  breast cancer survivorsh ip  in  
the spring  o f 1995 as a doctora l s tuden t in  leadership. The in te re s t generated 

from  h is  doctoral w ork in  social, c u ltu ra l and organizational issues has merged 
w ith  h is experience and in te rest in  cancer prevention research, re su ltin g  in  th is  
d isserta tion  subject.

P rio r to  1985, the researcher held management and system s engineering 

positions w ith  A rinc Research Corp. and G eneral Dynam ics. H is education 
includes an M.S. in  In d u s tria l M anagem ent/O perations Research from  
Polytechnic U niversity, N.Y., and a B.S. in  In d u s tria l Engineering from  P ratt 
In s titu te . N.Y.
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