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T h e  Organization of Self-help Groups fo r  Families of Children with Cancer  

Mark A. Chesler 
& 

Meg y o a k l  

T h i s  p a p e r  i s  a b r ie f  progress repor t  of our  ongoing study of self-help groups 

organized f o r  families of children with cancer.  The  study i s  n o t  c o m p l e t e ,  a n d  t h e  

f i n d i n g s  a n d  conclusions reported here  a r e  t en ta t ive .  However, w e  now can provide 

some feedback t o  t h e  many people who par t i c ipa ted  in  t h e  s t u d y ,  a n d  who  s h a r e d  

wi th  us the i r  views and  reaction^.^ 

The  focus  of th is  study is  on t h e  ways in which self-help groups fo r  families of 

children with cancer  a r e  organized, and t h e  ways in which they operate.  Our basic 

p u r p o s e  i s  t o  u n d e r s t a n d  what such groups do, how they  do these  things, and what  

environmental  or  organizational f ac to rs  help or  hinder them. We h a v e  n o t  t r i e d  t o  

f o c u s  upon why i n d i v i d u a l s .  b e c o m e  members of such groups, or  what benefits  and 

sa t is fact ions  they derive f rom them; such inquiry, while important  and interesting in 

i tself ,  addresses a di f ferent  set of problems and requires d i f ferent  methods. 

There  a r e  a number of theoret ica l  issues in t h e  development and utilization of 

coping resources and social support networks t h a t  t h e  study of these  part icular self- 
\ 

help groups should clarify. Moreover, as examples  of consumer-oriented or  consumer- 

d e v e l o p e d  p r o g r a m s ,  t h e s e  g r o u p s  a p p e a r  t o  h a v e  m u c h  i n  c o m m o n  w i t h  social  

movement  organizations and many other  fo rms  of grass-roots and voluntarist acit ivity 

in t h e  human services  and public sec to r  of our society. Thus, w e  expec t  t h e  results 

t o  be  useful t o  scholars, practi t ioners and heal th  c a r e  consumers. Moreover, when w e  

p i e c e  t o g e t h e r  t h e  m a n y  conversations w e  have had with self-help group members, 

fac i l i ta tors ,  supporters and leaders  w e  also hope t o  provide specif ic  suggestions family 

members  and professionals can  use as they help e a c h  o ther  deal  with t h e  psychosocial 



issues involved in childhood cancer.  

P e o p l e  who  wish  to r e a d  fur ther  on t h e s e  mat te r s ,  or  t o  t i e  our findings and 

ideas  t o  re la ted work, may consult  t h e  footnotes  and references  a t  t h e  e n d  of t h i s  

r e p o r t .  We would a p p r e c i a t e  r e c e i v i n g  any c o m m e n t s  o r  suggestions readers may 

have regarding these  issues and our in terpreta t ions  of.'.local groups' experiences. 

The Background of Stress and Social Support 
f o r  Families of Children wi th  Cancer  

People always have helped one another  in t i m e s  of advers i ty  o r  c r i s i s ,  a n d  i n  

t h e  search t o  c r e a t e  be t t e r  t imes  and situations. T h e  abil i ty of people t o  find support 

f r o m  others,  and to use th is  support  t o  stabil ize o r  enrich thei r  lives, is a n  essential  

ingredient in maintaining o r  improving thei r  quali ty of l i f e  and t h e  quality of l i f e  in 

thei r  community or society. Although mutual s u p p o r t  i s  a c e n t r a l  f e a t u r e  in  a n y  

socia l  system, i t s  more  formal  organization appears  t o  b e  a growing phenomenon in 

contemporary American life. Some observers have a t t r ibu ted  such growth t o  popular 

r e a c t i o n  t o  t h e  b u r e a u c r a t i z a t i o n  a n d  d e p e r s o n a l i z a t i o n  of l i f e  i n  o u r  m a j o r  

insti tutions and communities, while o thers  see it as a response t o  increasing s t resses  

and cr ises  of various sorts.3 Important t o  most of us, at any t ime,  help f rom others  

is especially cr i t ica l  in a crisis  or  stressful  situation. 

O n e  c i r c u m s t a n c e  readily identif iable as a crisis  is a t h r e a t  t o  t h e  heal th  and 

l i fe  of a beloved family member,  particularly a child. Recen t  research on childhood 

c a n c e r  has documented t h e  multiple and potent  ways in which such a crisis produces 

s t ressful  exper iences  for  patients,  parents  and  o t h e r  f a m i l y  m e r n b e r ~ . ~  A s  m o r e  

c h i l d r e n  w i t h  cancer  live longer and a r e  "cured" at a n  increasing ra te ,  pat ients  and 

the i r  families must deal  with t h e  illness, and potent ia l  r ecovery  o r  r e l a p s e ,  o v e r  a 

l o n g  p e r i o d  o f  t i m e  and must discover how to manage  long-term stress. Moreover, 

childhood cancer  not only th rea tens  t h e  l ife of t h e  young patient: it also challenges 



parents '  t radit ional  roles as protectors  of thei r  young; normal family pa t t e rns  c r e a t e d  

o v e r  y e a r s ;  ind iv idua l  a n d  f a m i l y  p lans  a n d  h o p e s  f o r  t h e  f u t u r e ;  role divisions 

between mothers  and fa thers ,  parents  and children; and accustomed relationships with 

family  members,  fr iends and neighbors.5 

Paren t s  and pat ients  cope  with t h e  s t resses  of childhood cancer  in a var ie ty  c.f 

ways. Some t ry  t o  a t t a i n  t ' i n t e l l e c t u a l  m a s t e r y t t  of t h e  d i s e a s e  a n d  t r e a t m e n t ,  

r e a d i n g  m u c h  t e c h n i c a l  m a t e r i a l .  O t h e r s  test a n d  o f t e n  re inforce  the i r  religious 

beliefs, calling upon these  resources t o  provide exis tent ia l  a n d  s p i r i t u a l  m e a n i n g  t o  

the i r  new roles and/or situations. Some respond by becoming asser t ive  par tners  in t h e  

c a r e  of thei r  children, even t o  t h e  point of i n t e r v e n i n g  in t r a d i t i o n a l  p a t t e r n s  of 

m e d i c a l  c a r e .  S o m e  d e n y  t h e  i l l n e s s  a n d  its s e r i o u s n e s s .  And s o m e  d i s t a n c e  

emotionally f rom family members  and  friend^.^ 

In these  coping effor ts ,  some parents  may seek  help primarily f rom professionals 

within t h e  medical c a r e  organization, s u c h  as d o c t o r s ,  n u r s e s  a n d  s o c i a l  workers .  

Others  seek help primarily f rom thei r  family  and friends, from t h e  "kith and kin" t h a t  

surround thei r  daily lives, and t h a t  help establish a meaningful and responsive social 

wor ld .  T h e  r e s e a r c h  on  soc ia l  support sys tems in general, and our own d a t a  f rom 

studies of families with childhood cancer ,  indicate  t h a t  this  process of helping (both 

g i v i n g  a n d  receiving help) is quite complex.7 Not  al l  find t h e  support they 

desi re  and need f rom o ther  family members,  nor f r o m  t h e i r  c l o s e  f r i e n d s  o r  f r o m  

heal th  c a r e  professionals. While many helpful acts occur,  parents  of ill children o f ten  

report ,  somet imes qu i te  poignantly, t h e  fa i lure  of some family members', friends' and 

professionals' well-intentioned e f fo r t s  t o  be  helpful t o  them. 
I 

One dist inctive source  of help and support  some parents  repor t  u t i l iz ing d u r i n g  

t h e  crisis of childhood cancer  i s  o ther  parents  of ill children. Especially where other  

families of children with cancer  have organized a self-help or  mutual  support  group, 



th is  may be  a part icularly important  resource f o r  p a r e n t s  s t r u g g l i n g  t o  c o p e  w i t h  

thei r  child's disease and t h e  problems i t  presents. 

The  NatureIRole of Health Re la ted  Self-Help Groups 

The scholarly l i t e ra tu re  on self-help groups in general  h a s  b u r g e o n e d  o v e r  t h e  

p a s t  s e v e r a l  yea rsw8 S e l f - h e l ~  groups have developed around human service  sys tems 

of a l l  sorts ,  and have become especially popular in t h e  health c a r e  field. As human 

service  sys tems continue t o  f a c e  cutbacks,  people desiring such services  will have t o  

draw more on non-professional and voluntary sources. And as more  a t t en t ion  is paid 

t o  t h e  r e l e v a n c e  of social  support  in helping people t o  cope  with medically re la ted 

stress,  such groups probably will continue t o  gain in popularity.9 People who share  a 

c o m m o n  p r o b l e m  o f t e n  can  provide unique fo rms  of information and support t o  one  

another.  They also can  provide a reference group, a m e a n s  of c o m p a r i n g  w i t h  a n d  

l e a r n i n g  f r o m  o t h e r s  u n d e r g o i n g  s imi la r  si tuations and problems. By pooling the i r  

information and energy, they may even be able t o  have a n  i m p a c t  on  t h e  m e d i c a l  

sys tem with which they in teract .  

A self-help group c a n  be defined in di f ferent  ways, but most  l i t e ra tu re  focuses 

upon an identif iable group of people, in a similar stressful  si tuation or  with common 

needs, coming together  on a voluntary basis, t o  "do fo r  themselves" o r  t o  help each 

o ther  cope with a chronic problem. In dealing with health concerns, members  of self- 

help groups typically t r y  t o  lessen t h e  negative impac t s  or  ramifications of a disease 

process. Obviously, t h e  prevention or  buffering of secondary e f f e c t s  is a s  much of a 

c o n c e r n  as i s  r e m e d i a t i o n  o r  r e d u c t i o n  of a primary disease process. Within this 

definition t h e r e  is st i l l  g r e a t  variety,  but s o m e  of  t h e  h e a l t h - r e l a t e d  g r o u p s  m o s t  

o b s e r v e r s  would  a g r e e  o n  as f i t t i n g  t h i s  p r o t o t y p e  include: Reach for  Recovery, 

Mended Hearts,  Osto-mates,  Make Today Count, Living One  Day at a Time, etc. 



Some scholars have suggested t h a t  t h e  i n c r e a s i n g  b u r e a c r a t i z a t i o n  and  high 

technology of modern medical  c a r e  a l ienates  c l ients  o r  consumers from t h e  providers 

of care.  Thus, they  explain self-help groups as one  response t o  th is  depersonalization 

of c a r e ,  a n d  as a way  of e s t a b l i s h i n g  i n t i m a t e  c o n t a c t  with professional and lay 

helpers. In th is  context ,  t h e  mutuali ty of support  and help generated in typical  self- 

h e l p  g r o u p s  m a y  b e  a n  a n t i d o t e  o r  s u p p l e m e n t  t o  t h e  one-way or  non-reciprccal 

helping process pract iced by most  medical  a n d  s o c i a l  s e r v i c e  p rofess iona l s .  O t h e r  

s c h o l a r s  a r g u e  t h a t  d i s a t i s f a c t i o n  w i t h  c a r e  is n o t  r e l a t e d  t o  s e l f - h e l p  group 

membership, and t h a t  some people par t ic ipate  in  s e l f - h e l p  g r o u p s  as a a l t e r n a t i v e  

form of social  connection and mutual aid, not  as a compensation for  negative medical 

experiences. 10 

Regardless of one's position on this general  deba te ,  i t  appears  t h a t  some of t h e  

tradit ional  role relat ions established among medical  service  providers  a n d  c o n s u m e r s  

m a y  n o t  f i t  w e l l  i n  t h e  case of c h r o n i c  and  serious illness. People dealing with 

serious illness over  a long period of t ime, including a n  out-patient  t r e a t m e n t  regimen 

t h a t  disrupts family  life, must learn a grea t  deal  of what physicians and nurses know, 

and must  become ac t ive  care-providers themselves. As individuals, a n d  a s  m e m b e r s  

of a n  o r g a n i z e d  g roup ,  t h e y  m a y  c h a l l e n g e  s o m e  of t h e  a s s u m p t i o n s  underlying 

tradit ional  models of medical  c a r e  (e.g., physician author i ty  and impersonality, pat ient  

p a s s i v i t y  a n d  c o m p l i a n c e ,  s e p a r a t i o n  of m e d i c a l  i s s u e s  f r o m  psychosocial issues, 

etc.). 11 

The potential  roles of a self-help group as a n  aid, complement,  or  challenge t o  

cur ren t  fo rms  of medical  p rac t i ce  suggest a new f o r m  of partnership o r  collaboration 

b e t w e e n  o r g a n i z e d  g r o u o s  of f a m i l y  m e m b e r s  a n d  p r o f e s s i o n a l s  c o n c e r n e d  with 

e f fec t ive  care.  As in any collaboration, conf l ic ts  may  arise,  and all  par t ies  may need 

t o  l e a r n  n e w  r o l e s  a n d  relationships. Reformat ion of s o m e  of t h e  tradit ional  norms 



governing t h e  physician-patient relationship even m a y  lead t o  more  e f fec t ive  c a r e  fo r  

patients,  especially t o  more  e f fec t ive  forms of psychosocial care.12 

Self-help Groups fo r  Families of Children with Cancer  

There  is  relatively l i t t l e  research available o n  s e l f - h e l p  g r o u p s  o r g a n i z e d  f o r  

f a m i l i e s  o f  i l l  c h i l d r e n ,  a n d  e v e n  l e s s  o n  g r o u p s  f o r  f a m i l i e s  of c h i l d r e n  with 

c ~ n c e r * l 3  Informal reports indicate t h a t  s e l f - h e l p  g r o u p s  h a v e  b e e n  o r g a n i z e d  at 

m a n y  c e n t e r s  w h e r e  c h i l d r e n  w i t h  c a n c e r  a r e  t r e a t e d ;  i n  f a c t ,  r e c o r d s  of The 

Candlelighters Foundation (a national network of self-help and m u t u a l  s u p o r  t g r o u p s  

f o r  f a m i l i e s  of c h i l d r e n  w i t h  c a n c e r )  e s t i m a t e  o v e r  200 such groups currently in 

existence.  In t h e  absence of detailed repor ts  o r  d i r e c t  o b s e r v a t i o n s ,  it i s  h a r d  t o  

d i s t i n g u i s h  a m o n g  various kinds of self-help groups and professionally-led counselling 

or  discussion groups, group therapy sessions, informal  mutual support  groups, etc. For  

example,  in a recent  study, Stolberg & Cunningham (1980) repor t  t h a t  eighteen of t h e  

21 children's cancer  cen te r s  responding t o  t h e i r  i n q u i r y  h a v e  s o m e  kind of p a r e n t  

support  group, most of them init iated and s ta f fed  by professional social workers o r  

nurses. Our exper ience (and reports f rom The C a n d l e l i g h t e r s  F o u n d a t i o n )  s u g g e s t s  

t h a t  many o ther  groups exist  t h a t  a r e  not  in i t ia ted o r  led by professionals.14 

Our pilot research project  (Chesler et al., 1981) indicates some of t h e  specific 

ways in which a self-help group can be  useful and supportive t o  parents  of children 

with cancer.15 For  instance,  it can provide t h e m  with information of t h e  so r t  t h a t  

m e d i c a l  p r o f e s s i o n a l s  m a y  f i n d  d i f f i c u l t  t o  c o m m u n i c a t e  in  e v e r y d a y  language. 

Moreover, i t  may provide them with an iden t i f i ca t ion  o r  s e n s e  of c o m m u n i t y  w i t h  

o t h e r s ,  a n d  e m o t i o n a l  support  at cr i t ica l  s t ages  of thei r  a t t e m p t s  t o  cope with t h e  

illness and t rea tment .  As some parents in one group noted (Chesler, et al., 1981): 



I wen t  t o  t h e  SHARE meet ing and shared my experiences with them. When 
I see someone e l se  who is going through t h e  s a m e  thing I a m  and they can  
handle i t ,  then I can conquer i t  too. 

No one  e l se  knows what you're going through until they've been there.  You can 
te l l  someone who's been through i t  how you f e e l  and ask, should you o r  do you 
have t h e  right t o  f e e l  th is  way. 

SHARE meetings a r e  really good. The f i r s t  f e w  t o r e  m e  up when everyone 
was talking and I found o u t  I was in t h e  s a m e  boat  a s  them. Then I 
thought I was lucky because some had i t  so bad. 

In those  instances where a hospital or  m e d i c a l  c e n t e r  p r o v i d e s  l i t t l e  i n f o r m a t i o n ,  

s u p p o r t  o r  counse l l ing ,  t h e  role of a self-help group may be  even more  cr i t ica l  in 

helping families deal  with t h e  illness and i t s  consequences. 

Other  recen t  research discussing t h e  positive benefits  of self-help support  groups 

in te rp re t  them as p a r t  of a "doing defense1', as a n  expression of a n  a c t i v e  s t y l e  of 

c o p i n g  w i t h  s t ress  and feelings of helplessness. In t h e  s a m e  context ,  several  authors 

draw at tent ion t o  t h e  "helper-therapist" principle, whereby p e o p l e  who  g i v e  h e l p  t o  

o thers  gain s t rength  themselves.16 Indeed, parents  who reach o u t  t o  others,  who c a n  

share  o r  give a par t  of themselves, may be  behaving in ways t h a t  indicate  they have 

s p a r e  r e s o u r c e s ,  a n d  t h a t  t h e y  a r e  n o t  - to ta l ly  b e r e f t  of coping energy and skills. 

A c t i n g  "as i f"  t h e y  a r e  p o t e n t ,  in  t h e  m i d s t  of a n  o t h e r w i s e  d e b i l i t a t i n g  a n d  

d i s e m p o w e r i n g  e x p e r i e n c e ,  p a r e n t s  m a y  o v e r c o m e  s o m e  of t h e i r  f e e l i n g s  of 

helplessness and reestablish a sense of emotional and pract ica l  control  of their  lives. 

As paren t s  share  information, support  and o ther  resources with e a c h  other ,  they may 

a l l  learn  more  a b o u t  how t o  g e t  t h e i r  n e e d s  m e t  -- in  a n d  o u t  of t h e  m e d i c a l  

system. 

Given  t h e  p a u c i t y  of informat ion available on self-help groups f o r  families of 

children with cancer ,  and t h e  need fo r  more  adequa te  in format ion  in  t h i s  a r e a ,  w e  

a t t e m p t e d  t o  develop a broader information base on such groups and thei r  operations. 

In t h e  next sections of th is  repor t  w e  indicate  what  information we sought, how w e  



gathered i t ,  and what  appear  t o  b e  some of t h e  preliminary results. 

The Foci of This Study and Our Methods of Inquiry 

In our a t t e m p t  t o  learn  about  t h e  organization of self-help groups f o r  f a m i l i e s  

o f  c h i l d r e n  w i t h  c a n c e r ,  w e  decided t o  examine several  re la ted issues. On all t h e  

following dimensions, we also wanted t o  g a t h e r  as m u c h  p r a c t i c a l  i n f o r m a t i o n  as 

poss ib le ,  t h e  b e t t e r  t o  s h a r e  in format ion  and advice  with o ther  groups around t h e  

country. A t  t h e  outse t ,  w e  wanted t o  know what  kinds of ac t iv i t ies  d i f ferent  groups 

e n g a g e d  in ,  a n d  how t h e y  organized t o  conduct the i r  business. The concern about  

groups' ac t iv i t ies  i n v o l v e d  i n q u i r y  i n t o  t h e  k inds  of s e r v i c e s  g r o u p s  p rov ided  t o  

f a m i l i e s  a n d  t h e  k inds  of e v e n t s  o r  programs they  sponsored. Concern about how 

groups were  organized led t o  a focus  on groups1 c h a r t e r s  and by-laws, t h e  degree  of 

formal i ty  evident in meetings, and membership p a t t e r n s  and leadership functions. Of 

course, these  act iv i t ies  and organizational pa t t e rns  may  change over  t h e  course of a 

group's existence,  so w e  of ten asked about  d i f ferences  in t h e  group over t ime. 

We ant ic ipated t h a t  two  o ther  fac to rs  in t h e  self-help group's relationship wi th  

t h e  e x t e r n a l  c o m m u n i t y  o r  medical environment might be  re la ted t o  these  in ternal  

organizational fo rms  and act iv i ty  patterns.  First ,  w e  knew t h e r e  e x i s t e d  a n a t u r a l  

d iv i s ion  b e t w e e n  grouDs t h a t  were  invented, in i t ia ted,  l'runl' or  faci l i ta ted by heal th  

c a r e  p r o f e s s i o n a l s  a n d  t h o s e  t h a t  w e r e  i n i t i a t e d ,  r u n  a n d  c o n t r o l l e d  by f a m i l y  

members  themselves. Of course, divisions of th is  s o r t  a r e  never nice and neat ,  and 

many groups had and have a mix of professional and parent  leadership, perhaps even  

shift ing over  t ime. Moreover, this  is only one piece  of a larger  issue - t h e  na tu re  

and degree  of collaboration and support  existing be tween  a s e l f - h e l p  g r o u p  a n d  t h e  

local  medical  s taf f  and t r e a t m e n t  facility. We ant ic ipated t h a t  this distinction would 

b e  important  in understanding t h e  kind of program o r  act iv i t ies  a group sponsored and 

t h e  kind of f o r m a l  organizational s t ruc tu re  they adopted. We also anticipated t h a t  



groups would di f fer  t o  t h e  e x t e n t  they were  o r g a n i z e d  a r o u n d ,  o r  l o c a t e d  n e a r ,  a 

m a j o r  m e d i c a l  c e n t e r ,  p e r h a p s  o n e  f o c u s i n g  o n  c h i l d r e n ' s  c a n c e r  t r e a t m e n t ,  as 

compared with o thers  located i n  o r  n e a r  a s m a l l e r  a n d  m o r e  g e n e r a l  c o m m u n i t y  

hospital. This distinction, we assumed, would a f f e c t  t h e  local  pat ient  load, and thus  

. t h e  s ize  of t h e  group and t h e  kind and amount  of medical  and community resources 

i t  c o u l d  d r a w  upon. I t ,  too, might have i m p a c t  on a group's in ternal  program and 

organizational structure.  

In addition t o  these  four major factors ,  w e  wished t o  understand how each  group 

developed i t s  own s e t  of norms and common values. Al though  e a c h  g r o u p  m a y  b e  

formed primarily by t h e  combination of ex te rna l  f a c t o r s  noted above (relation t o  t h e  

m e d i c a l  s t a f f  a n d  c h a r a c t e r  of l o c a l  f a c i l i t y )  a n d  its i n t e r n a l  p r o g r a m  a n d  

o r g a n i z a t i o n a l  s t r u c t u r e ,  i t  a l s o  s e e m s  possible t h a t  ac t ive  members may develop 

unique "rules" about wha t  kind of people should o r  shouldn't be  members, how people 

ought t o  cope,  wha t  behavior is appropr ia te  in t h e  group, etc. 

Our general  concerns can be  i l lustrated in t h e  following diagram: 

External  
Fac to rs  

Organizational 
F a c t o r s  

Professional 
Staff 

Group Values * Local Community 
& Trea tment  

a n d  Norms 

Structure  of Activit ies ' 
Operations & Programs 

Members  
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Our in te res t  in learning about  these  issues in self-help g r o u p s  f o r  f a m i l i e s  o f  

c h i l d r e n  w i t h  cancer  required personal visits and conversations with people ac t ive  in 

them. To da te ,  w e  have visited with 30 such groups, in al l  pa r t s  of t h e  nation. We 

have ta lked with (or interviewed) over 200 people, including approximately 150 parents 

current ly  or  formerly  ac t ive  in these  groups and 60  professionals working in or  with 

them. We expec t  t o  complete  d a t a  gathering visi ts  by May 1983, adding perhaps 3-4 

more  groups and 30 people t o  th is  sample. 

G ~ O U D S  w e  visited w e r e  identified f i rs t  f rom lists  provided by The Candlelighters 

Foundation, t h e  Children's Leukemia Foundation of Michigan, and a n u m b e r  of o t h e r  

national and regional networks and t r e a t m e n t  centers .  As noted above, decisions about  

which-  groups t o  visit were  made  with a n  e y e  t o  varying ce r ta in  characterist ics:  level  

of p r o f e s s i o n a l  i n v o l v e m e n t  i n  t h e  g r o u p  a n d  t y p e  of c o m m u n i t y  and t r e a t m e n t  

sett ing.  

Our typical  procedure was  t o  send e a c h  group w e  were  in teres ted in visiting a n  

informational l e t t e r ,  and t o  follow t h a t  up with a phone c a l l  i d e n t i f y i n g  o u r s e l v e s ,  

d e s c r i b i n g  t h e  s t u d y ,  and  a r e q u e s t i n g  information about  t h e  grbupls in teres t  in a 

potent ia l  visit. A t  t h a t  t i m e  a local  c o n t a c t  person was established in each  group: in 

m o s t  cases t h i s  w a s  a n  ac t ive  parent ,  but somet imes  a social  worker or nurse was 

t h e  pr ime contact .  l7 

In m o s t  i n s t a n c e s  w e  c o n d u c t e d  group interviews with ac t ive  members of t h e  

local  self-help group, and usually with some persons who had  b e e n  a c t i v e  m e m b e r s  

o n c e  b u t  w e r e  s o  no longer .  In th i s  way, w e  were  assured of learning about  t h e  

group's history, as well as i t s  current  operating p r o c e d u r e s .  W h e n e v e r  poss ib le ,  w e  

a l so  talked with health c a r e  professionals (social workers, nurses, physicians, child l i f e  

workers) who were  involved with t h e  local  group. All interviews were  conducted in 

s m a l l  g r o u p  s e t t i n g s ,  w i t h  f r o m  1-10 p a r t i c i p a n t s .  In no cases were  parents  and 



heal th  c a r e  professionals interviewed together.  Interviews were  conducted in families'  

homes, Ronald McDonald houses, hospital offices,  and somet imes over lunch o r  dinner 

in a restaurant.  Almost a l l  interviews were  tape-recorded,  w i t h  t h e  p e r m i s s i o n  o f  

part icipants,  and with t h e  assurance t h a t  al l  comments  would be  kept  confidential  and 

anonymous. In addition, each  person interviewed was asked t o  fill ou t  two  checklists: 

o n e  asked fo r  a description of t h e  act iv i t ies  of t h e  local group; t h e  o ther  asked fo r  

judgements of parenta l  sa t is fact ion with t h e  h e a l t h  c a r e  s e r v i c e s  p r o v i d e d  by t h e  

t r e a t m e n t  center(s)  involved. The major topics covered in t h e  interviews included: 

1. history of t h e  group and changes over  t i m e  

2. current  membership - s ize  and character is t ics  

3. act iv i t ies  or  programs t h e  group runs o r  sponsors 

4. leadership pa t t e rns  - who exer t s  leadership, for  how long, and how 

5. organizational s t r u c t u r e  - how formally incorporated t h e  group is, 

how meetings a r e  run 

6 .  the  grouD cul ture  - norms and values about  self-help, about  what  

should go on in t h e  groups, and beliefs about  why ce r ta in  

families a r e  involved and others  not  

7. linkages t o  o ther  community groups 

8. relations with t h e  hospital and t h e  medical  s taf f  

9. evaluation act iv i t ies  and advice  t o  o ther  groups 

A f t e r  c o m p l e t i o n  of a v i s i t ,  o u r  s t a f f  at t h e  Cen te r  f o r  Research on Social 

Organization l istened t o  t h e  t apes  of each  interview, a n d  m a d e  c o p i o u s  n o t e s  t h a t  

r e c o n s t r u c t e d  ( n o t  transcribed,  but captured meaning and i l lustrat ive comments) t h e  

interview session. Out  of e a c h  set of interviews we c r e a t e d  a p r o f i l e  a n d  c a p s u l e  

description of each  local  self-help group. These descriptions now a r e  being compared 

and  t h e  major themes  a r e  being analyzed across  groups. 



D u r i n g  s o m e  i n t e r v i e w s  and  v i s i t s  w e  w e r e  a s k e d  t o  s h a r e  o u r  g r o w i n g  

k n o w l e d g e  of o t h e r  s e l f - h e l p  groups ,  and t o  help  a local  group re f l ec t  cn  its own 

act iv i t ies  or problems. We t r ied  t o  respond t o  t h e s e  r e q u e s t s ,  e v e n  t h o u g h  a l l  t h e  

d a t a  h a d  n o t  b e e n  a n a l y z e d ,  b e c a u s e  of o u r  gener 'al  c o m m i t m e n t  t o  sharing t h e  

results  of th is  study with o ther  people ac t ive  in o r  concerned about  such groups, and 

with t h e  improvement of groups1 operations. 

Preliminary Findings: Issues o r  Di lemmas F a c e d  

by Self-help Groups of Families of Children with Cancer  

Although our analysis of these  groups' exper iences  is not  complete ,  some issues 

a r e  b e c o m i n g  c l e a r .  There  a r e  severa l2  key problems most groups appear  t o  f a c e  at 

some t i m e  during thei r  history and development. While t h e r e  is no single pa t t e rn  of 

so lv ing  t h e s e  issues,  the i r  part icular solution undoubtedly a f f e c t s  o the r  aspects  of a 

group's development. Thus, i t  seems  best  t o  r e f e r  t o  a ser ies  of issues o r  d i l e m m a s  

t h a t  most  groups must deal  with. 

What kinds of ac t iv i t ies  or programs do groups undertake? 

Different  groups emphasize  di f ferent  activit ies,  and under take di f ferent  programs 

they s e e  a s  benefit t ing members. Five di f ferent  kinds of ac t iv i t ies  seem t o  be  most  

popular: information/education,  emot iona l  s h a r i n g ,  s o c i a l  s u p p o r t ,  f u n d - r a i s i n g  a n d  

making changes in t h e  medical  ~ ~ s t e m . 1 8  

I n f o r m a t i o n a l  a n d  e d u c a t i o n a l  a c t i v i t i e s  a r e  most  common, and appear  t o  be  

undertaken by a lmost  a l l  groups, at l eas t  f o r  s o m e  t i m e  d u r i n g  t h e i r  h i s to ry .  T h e  

f o c u s  of t h e s e  p r o g r a m s  may be on t h e  na tu re  of childhood cancer ,  new t r e a t m e n t  

regimens, hospital procedures, ways of dealing w i t h  y o u n g  c h i l d r e n ,  etc. In s o m e  

cases, p a r e n t s  e d u c a t e  e a c h  o t h e r  i n  t h e s e  s e t t i n g s :  in  o t h e r  cases a n  outside 

speaker lexper t  a d d r e s s e s  t h e  g roup .  T h e  i n v i t a t i o n  of l o c a l  p h y s i c i a n s  g e n e r a l l y  



represents  a part icularly popular option, one t h a t  o f t e n  is used t o  a t t r a c t  previously 

n o n - a c t i v e  p a r e n t s  t o  a m e e t i n g .  M o r e o v e r ,  s u c h  i n v i t a t i o n s  may help link t h e  

t r e a t m e n t  c e n t e r  and t h e  medical  staff  more  t ight ly  with a larger  group of parents. 

S h a r i n g  f e e l i n g s  a n d  s u p p o r t i n g  o t h e r  p a r e n t s  emotionally also is a focus of 

many groups' activit ies.  H e r e  t h e  o b j e c t i v e  i s  t o  p r o v i d e  a n  a r e n a  w i t h i n  which  

p a r e n t s  c a n  s h a r e  t h e i r  joys a n d  pa ins ,  t h e i r  hopes and despairs, and discuss t h e  

problems they  exper ience in dealing with childhood cancer.  These problems may cover 

qu i te  a range: dealing with spouses' and family members '  feelings, preparing for  death,  

fighting depression, coping with diagnosis and/or re lapse ,  r e l a t i n g  w i t h  t h e  m e d i c a l  

s t a f f ,  b e i n g  a f r a i d  of t h e  f u t u r e ,  "br inging up" an  ill child, dealing with siblings, 

finding t i m e  f o r  intimacy, etc. The topics of s o m e  of these  m e e t i n g s  m a y  b e  q u i t e  

similar t o  t h e  information/education sessions above,  but t h e  purpose and s ty le  is qui te  

different:  h e r e  t h e  g o a l  is f o r  p a r e n t s  t o  s h a r e  t h e i r  e x p e r i e n c e s ,  f e e l i n g s  a n d  

s u g g e s t i o n s  w i t h  one another.  In some cases, paren t s  do th is  work with one another 

directly;  in o ther  cases a social worker, nurse o r  psychologist "facilitates" discussion 

and promotes  openness and sharing among group members.  

A third major focus  of group act iv i ty  is s o c i a l  s u p p o r t  a n d  f r i endsh ip .  S o m e  

groups f e e l  the i r  primary act iv i ty  is t o  provide a n  a r e n a  within which ~ e o p l e  with a 

similar exper ience can gather  and talk with one  another.  Groups do th is  by arranging 

p i c n i c s  a n d  holiday celebrations,  pot-luck dinners, informal get-togethers and part ies 

o r  special  ac t iv i t i e s  (movies, field trips, recreat ional  events)  f o r  t h e i r  ch i ld ren .  By 

s taying at a "lighter" level  than t h e  emotional sharing repor ted above, people may ask 

f o r  help if they wish, but also can concen t ra te  on keeping in touch and in having a 

good t i m e  with one  another.  

F u n d - r a i s i n g  is  a f o u r t h  major act iv i ty  in which many groups a r e  involved. I t  

generally is a way of gathering resources in order  t o  provide d i r e c t  ( and  m a t e r i a l )  



service  t o  families. However, fund-raising is not  undertaken by all  groups, and even 

t h o s e  who  d o  s o  m a y  v a r y  g r e a t l y  i n  t h e i r  a p p r o a c h .  S o m e  groups raise small  

amounts  of money, in casual ways, mostly t o  support  thei r  own news le t t e r s ,  c o f f e e ,  

s o c i a l  e v e n t s ,  etc. O t h e r  g r o u p s  m a y  r a i s e  m o r e  substant ia l  funds, primarily t o  

purchase prostheses for  children without adequate  insurance, t o  buffer t h e  high cos t s  

of transportation,  parking o r  child-care for  families,  o r  t o  pay fo r  in-room television 

f o r  hospitalized patients.  Still o the r  groups raise considerable f u n d s  i n  o r d e r  t o  a i d  

famil ies  transporting children t o  specia l ty  t r e a t m e n t  centers ,  t o  build "parent houses", 

o r  t o  dona te  funds t o  support  research at t h e  m e d i c a l  c e n t e r .  F o r  e x a m p l e ,  o n e  

g r o u p  w h i c h  s o u g h t  f a c i l i t a t o r s  f o r  i t s  p a r e n t  sharing and co-counselling program 

decided they did not want  t o  use a member  of t h e  hospital s taf f  fo r  th is  purpose. In 

o rder  t o  p r o t e c t  thei r  privacy and Itget awayw f rom t h e  hospital, they raised funds t o  

hi re  a psychologist t o  work directly with thei r  group f o r  a period of several  months. 

Several  o the r  groups were  faced  with what  they f e l t  was  a shor tage of social workers 

available f o r  thei r  children and themselves (not a n  uncommon problem). They raised 

e n o u g h  f u n d s  t o  s u p p o r t  p a r t  of s u c h  a person's sa lary  fo r  a period of t ime, and 

o f fe red  t o  donate  these  funds t o  t h e  hospital f o r  thHt purpose if t h e  hospital would 

p i c k  u p  t h a t  s a l a r y  i n  s u c c e e d i n g  y e a r s .  T h e  h o s p i t a l s  invo lved  agreed t o  th is  

innovative funding pattern! 

A f i f th  ca tegory  of ac t iv i ty  s o m e  groups engage in involves a t t empt ing  t o  make  

changes  in t h e  operation of t h e  medical staff  or  t r e a t m e n t  center .  Groups embarking 

on this agenda usually work in close collaboration wi th  heal th  c a r e  professionals as in 

t h e  above example  of expanding (or al tering) s t a f f ing  patterns.  However, on occasion 

s e l f - h e l p  g r o u p  m e m b e r s  a d v o c a t e  c h a n g e s  d e s p i t e  p r o f e s s i o n a l  r e l u c t a n c e  o r  

resistance.  In most  instances of th is  sor t ,  both professionals and parents r e p o r t  t h a t  

they eventually a r e  pleased with t h e  collaboration such advocacy generates,  and with 



t h e  outcomes of changed procedures. However, o n e  of t h e  dangers of these  actions 

is t h a t  they may provoke negative reactions and f e a r s  among professionals, t h e  s a m e  

f e a r s  t h a t  make  some professionals wary of a c t i v e  parent  groups in t h e  f i r s t  p l a c e .  

O u r  o b s e r v a t i o n  is t h a t  s e r i o u s  a l i e n a t i o n  s e l d o m  o c u r r s  as a result  of parents'  

c h a n g e - o r i e n t e d  a c t i v i t i e s ,  b u t  t h i s  f e a r  a n d  t h e  r e s u l t a n t  d i l e m m a  r e m a i n s ,  

nevertheless.  

Which of these  act iv i t ies  works best? Which a r e  most important  t o  undertake? 

What is t h e  c o r r e c t  balance among them? Each of these  a c t i v i t i e s  r e s p o n d  t o  t h e  

d i f f e r e n t  s t r e s s e s  a s s o c i a t e d  w i t h  ch i ldhood  c a n c e r ,  and di f ferent  ways in which 

paren t s  of seriously and chronically ill children wish t o  cope  with s u c h  s t r e s s .  F o r  

i n s t a n c e ,  s u b s t a n t i a l  r e s e a r c h  i n d i c a t e s  t h a t  s o m e  parents  of children with cancer  

cope  with s t ress  by seeking a g r e a t  deal  of information: f o r  these  parents  information 

s e s s i o n s  m a y  b e  most appropriate.  Other  parents  have difficulty managing t h e  many 

prac t i ca l  and ins t rumental  tasks  associated with t h e  t r e a t m e n t  of childhoood c a n c e r ,  

a n d  w i t h  t h e  a t t e m p t  t o  n o r m a l i z e  f a m i l y  life. For these  parents,  advice  on how 

o t h e r s  have managed these  processes, gained e i t h e r  f r o m  p r o f e s s i o n a l s  o r  d i r e c t l y  

f r o m  p a r e n t s ,  may be  most appropriate. For  s o m e  who find themselves o r  o thers  in 

d i re  f inancial  straights,  fund-raising act iv i t ies  may b e  most i m p o r t a n t .  P a r e n t s  w h o  

wish t o  share ,  express, and re f l ec t  upon thei r  feelings may be most desirous of group 

act iv i t ies  t h a t  promote  emotional sharing and i n t i m a t e  engagement. 

In addition, each  act iv i ty  may be  more  o r  less  appropriate,  or  needed in g rea te r  

o r  lesser amount,  by parents  in di f ferent  t r e a t m e n t  cen te r s  or  in d i f f e r e n t  k inds  of 

communities.  Depending upon t h e  kinds of social  services an  institution provides, o r  

t h e  type  and quali ty of available care ,  parents  m a y  genera te  or  par t ic ipate  in a self- 

h e l p  g r o u p  d e s i g n e d  t o  " f i l l  t h e  gaps"  i n  a v a i l a b l e  p s y c h o s o c i a l  c a r e ,  m e d i c a l  

information or social services. Moreover, t h e  availabil i ty of some kinds of community 



services  (e.g. Ronald McDonald Houses, American C a n c e r  S o c i e t y  f u n d s )  m a y  m a k e  

fund-raising act iv i t ies  less  important  fo r  parents  who live in communities where  they 

a l ready have access  t o  needed servcies. 

S i n c e  d i f f e r e n t  g r o u p s  emphasize  di f ferent  kinds of activit ies,  each may appeal 

most  t o  parents  who want o r  need those  pa r t i cu la r  a c t i v i t i e s .  F o r  i n s t a n c e ,  if a 

parent 's  primary desire is t o  ta lk  with o thers  about  t h e  pain and s t r e s s  of parenting a 

seriously a n d  c h r o n i c a l l y  i l l  c h i l d ,  a n d  t h e  l o c a l  g r o u p  i s  c o m m i t t e d  t o  c a s u a l  

c o n v e r s a t i o n ,  socializing and fund-raising, t h a t  pa ren t  is not likely t o  become act ive  

in t h a t  group. By t h e  s a m e  token, a parent  who wants  information about t h e  disease 

a n d  t r e a t m e n t ,  and who does not  want t o  "get depressed" by talking about  feelings, 

will not  g e t  his or  her  needs m e t  in a group t h a t  focuses on sharing deep feelings. 

A s i d e  f r o m  t h i s  self-selection process, a more  subt le  process of socialization o r  re- 

orientation may occur, whereby parents  who e n t e r  a group fo r  one  purpose may learn  

f r o m  o t h e r s  t o  a d o p t  n e w  w a y s  of coping.  In a d d i t i o n  t o  this process of peer- 

modeling, some parents  may become qu i te  in terdependent  with o r  "bonded" t o  o t h e r  

members  and t o  t h e  group, and as a result  a l t e r  the i r  needs o r  coping s tyles  in order 

t o  f i t  with t h e  dominant ac t iv i ty  pa t t e rns  in t h e  group. Some parents,  upon get t ing 

involved in a group and becoming commi t tea  t o  i t s  ac t iv i t ies  and o ther  members,  may 

discover a need or  des i re  fo r  d i f ferent  activities. They may t r y  t o  change o r  expand 

t h e  r a n g e  a n d  p r i o r i t i e s  of g r o u p  activit ies,  e i the r  with t h e  willing cooperation o r  

against  t h e  res is tance of group leaders  and collaborating professionals. Some groups 

d e a l  w i t h  t h i s  i n f l u e n c e  p r o c e s s  s i m p l y  by e x p a n d i n g  a n d  d e v e l o p i n g  d i f f e r e n t  

specializations within t h e  organization, while o the rs  make  a fo rmal  division or  radical 

c h a n g e s  i n  t h e  way  t h e  g r o u p  functions. The  membership of a group may remain 

s tab le  t h r o u g h  a n y  a n d  a l l  of  t h e s e  c h a n g e s ,  o r  t h e r e  m a y  b e  a h igh  t u r n o v e r  

resulting in a newly const i tu ted leadership and membership. ' 



Some groups deal  with t h e  problem of a t ta ining a balance among these  act iv i t ies  

by forming several  d i f ferent  sub-groups, some of which m e e t  (perhaps once a month) 

t o  receive  information,  some of which m e e t  (every t w o  weeks or  so) t o  share  feelings 

o r  problems, and s o m e  of which mee t  (once o r  t w i c e  a year)  t o  socialize and have a 

holiday par ty  or  summer picnic. A t  a more  formal  level, s o m e  g r o u p s  i n c o r p o r a t e  

s e p a r a t e  f u n d - r a i s i n g  o r g a n i z a t i o n s ,  p a r a l l e l  t o  b u t  w i t h  di f ferent  administrat ive 

s t ruc tu res  than t h a t  pa r t  of t h e  group t h a t  shares  informat ion and discusses feelings. 

Who a r e  these  groups for?  Who is not pa r t  of such groups? 

In addition t o  t h e  issue of matching coping s tyles  and act iv i ty  patterns,  a s  above, 

i t  is c lea r  t h a t  s o m e  parents  do no t  wish t o  be involved in any self-help group. They 

may not  want  t o  "identify" themselves publicly as a paren t  of a c h i l d  w i t h  c a n c e r ,  

m a y  n o t  f e e l  c o m f o r t a b l e  d e a l i n g  with these  issues wi th  strangers,  or  may be too  

isolated geographically t o  g e t  t o  meetings, .etc. Moreover, some may receive all t h e  

support  they f e e l  they  want o r  need f rom other  sources  (family, friends, church, etc.). 

Many groups wrest le  with t h e  question of w h e t h e r  o r  n o t  p a r e n t s  of d e c e a s e d  

children with cancer  should b e  encouraged t o  be  o r  t o  remain active.  In some groups 

parents  of deceased children a r e  ac t ive  alongside pa ren t s  of living children. In o ther  

g r o u p s  p a r e n t s  of deceased children dominate  and set t h e  tone  for  t h e  group - and 

fo r  members  whose children may b e  l iving.  In s t i l l  o t h e r  cases p a r e n t s  a r e  n o t  

e x p e c t e d  o r  encouraged t o  be  ac t ive  a f t e r  thei r  child dies (although they never a r e  

formally excluded). Arguments in favor of both sets of p a r e n t s  b e i n g  p a r t  of t h e  

s a m e  s e l f - h e l p  g r o u p  inc lude :  p a r e n t s  of d e c e a s e d  children s t i l l  have ties t o  t h e  

hospital and t o  o ther  parents,  and they would be s a d d e r  a n d  l o n e l i e r  if t h e s e  t i e s  

w e r e  cut ;  parents  of deceased children have organizational skills and energy t h a t  t h e  

group needs; parents  of deceased children can  help p repare  o thers  fo r  t h e  potential  of 



death;  parents  of living children can benef i t  f rom t h e  model of parents  of deceased 

children - t h a t  l i f e  continues even a f t e r  t h e  d e a t h  of a child. The major arguments  

agains t  such in tegrated groups appear t o  include: pa ren t s  of newly diagnosed children, 

e s p e c i a l l y ,  m a y  b e  f r i g h t e n e d  by meet ing many paren t s  of children who have died; 

parents  of deceased c h i l d r e n  m a y  b e  at d i f f e r e n t  s t a g e s  of t h e i r  l i v e s ,  a n d  n o t  

in teres ted in talking about  t h e  s a m e  things as paren t s  of living children with cancer ;  

it may be too  painful for  parents  of deceased children t o  m e e t  with and see parents  

of living children; and it may b e  too guilt-provoking for  parents  of living children t o  

t a k e  joy in the i r  si tuation in f ron t  of parents  of deceased children. We do not  know 

w h a t  t h e  "best" answer t o  th is  question is. However, i t  is important  t h a t  groups deal  

with th is  issue explicitly and not avoid it.  When t o o  m a n y  i s s u e s  of t h i s  s o r t  a r e  

s w e p t  u n d e r  t h e  rug  i n f o r m a l  n o r m s  a r e  c r e a t e d  t h a t  d e c i d e  t h e  group's f a t e  - 

somet imes without t h e  group ever  being a w a r e  t h a t  such decisions have been made. 

O u r  d i s c u s s i o n s  with parents  and professionals involved in these  self-help groups 

also suggest  t h a t  in very f e w  cases a r e  members  of black o r  h i s p a n i c  c o m m u n i t i e s  

a c t i v e .  And,  in  v e r y  f e w  cases a r e  p a r e n t s  f r o m  v e r y  low i n c o m e  backgrounds 

involved. There  a r e  exceptions, t o  be  sure, but th is  is a s t rong impression f rom t h e  

visi ts  and interviews.19 Why should th is  be  t h e  case? We do not  know at present,  

but some possibilities do suggest  themselves. O n e  is t h a t  minority parents  may e l e c t  

d i f f e r e n t  c o p i n g  m e t h o d s ,  o n e s  t h a t  do not  include s i t t ing and talking with others  

(non-family members  or  strangers)  about dealing wi th  childhood cancer. Moreover, if 

o n e  o f  t h e  a p p e a l s  of a s e l f - h e l p  g r o u p  i s  t h a t  p e o p l e  t a l k  w i t h  " o t h e r s  l i k e  

themselves", minority group members a r e  cer ta inly  no t  "like" w h i t e s ,  a1 t hough t h e y  

a r e  l i k e  a l l  o t h e r  p a r e n t s  o f  c h i l d r e n  w i t h  c a n c e r  i n  m a n y  r e s p e c t s .  A n o t h e r  

possibility is t h a t  these  parents  a r e  not made  t o  f e e l  welcome by t h e  white majori ty 

in  m o s t  s e l f - h e l p  g roups .  A f t e r  a l l ,  rac ia l  separat ion and exclusion is a common 



phenomenon i n  t h i s  s o c i e t y ,  a n d  e v e n  p e o p l e  of good  wi l l  m a y  n o t  b e  a b l e  t o  

overcome t h e  weight of this historic tradition. We a r e  not suggesting del ibera te  acts 

- of exclusion: indeed, our impression is qu i t e  t h e  contrary.  But despi te  people's best  

e f f o r t s ,  i t  s i m p l y  m a y  b e  too  difficult  t o  overcome these  s tereotypes  and barriers, 

even in t h e  f a c e  of t h e  common crisis  of childhood cancer.  Other  possibilities have 

b e e n  s u g g e s t e d :  a l t e r n a t i v e  fo rms  of family, neighborhood, and church support may 

exis t  and be  utilized in minority communities; low income people and minority people 

m a y  h a v e  a c c e s s  t o  d i f f e r e n t  h o s p i t a l s ,  o r  m a y  b e  e x c l u d e d  f r o m  s o m e  major  

t r e a t m e n t  centers;  they may l ive in di f ferent  communities,  t o o  f a r  f rom t h e  group's 

m e e t i n g  p l a c e ;  t h e y  m a y  l a c k  as much available t i m e  and energy, o r  t h e  financial 

resources t o  make  t i m e  and energy fo r  group i n v o l v e m e n t  a v a i l a b l e ,  etc. A t  t h i s  

t i m e  w e  d o  n o t  h a v e  t h e  a n s w e r  t o  t h i s  p u z z l e ,  a n d  c a n  d o  no  m o r e  t h a n  

acknowledge i t s  exis tence and importance.  

How formal  should be  t h e  organization of a self-help group? 

Different  groups make d i f fe ren t  decisions abou t  how formally organized they want  

t o  be. For  instance,  some groups a r e  comprised of several  parents  who g e t  together  

every o ther  week t o  s i t  and talk. They m e e t  informally over cof fee  o r  lunch, or in 

o n e  of t h e i r  h o m e s ,  a n d  don't rely on organizational tools such as minutes, reports 

and c o m m i t t e e  agendas. Other  groups a r e  semi-formally organized: they have regular 

m e e t i n g s  a n d  n o t i c e s  of t h e s e  m e e t i n g s  a r e  s e n t  o u t  t o  o ther  parents. Generally 

these  meetings a r e  held in a community cen te r  o r  t h e  hospital, but s o m e t i m e s  t h e y  

a r e  i n  peop le ' s  homes .  In s o m e  cases they even have a char ter .  Still o the r  groups 

a r e  organized qu i te  formally: they  not only have a char te r ,  but f o r m a l  by- laws a n d  

e v e n  s y s t e m a t i c  m e m b e r s h i p  c r i t e r i a .  S o m e  h a v e  a c t i v e  commi t tees  which give 

regular repor ts  at large  group meetings. Meetings o f ten  a r e  held in a hospital, and 



a r e  chaired by a des igna ted  o r  e l e c t e d  o f f i c e r .  Many  of t h e s e  g r o u p s  a l s o  h a v e  

applied fo r  non-prof i t  and tax-exempt s ta tus ,  an impor tan t  issue whenever fund-raising 

act iv i t ies  a r e  involved.20 

The degree  of formal  organization of a group appears  t o  b e  re la ted t o  t h e  nature  

of its activit ies.  As noted, tax-exempt s t a tus  and  m o r e  f o r m a l  p r o c e d u r e s  b e c o m e  

especially important  when fund-raising is involved. For  groups t h a t  m e e t  just t o  talk, 

especially if they a r e  small, a very informal o rgan iza t ion  m a y  b e  q u i t e  s u f f i c i e n t .  

O n e  of t h e  a d v a n t a g e s  of m o r e  f o r m a l  organization is  t h a t  i t  may help designate 

responsibility f o r  ce r ta in  tasks, a n d  l o c a t e  s p e c i f i c  p e o p l e  w h o  wil l  d o  t h e m  a n d  

repor t  back t o  o thers  on a regular basis. On t h e  o ther  hand, most  people f e e l  the re  

is l i t t l e  sense in inves t ing  t i m e  a n d  e n e r g y  in  f o r m a l  c h a r t e r s  a n d  b u r e a u c r a t i c  

procedures if they a r e  not  called for. 

H o w  d o e s  a g r o u p  o p e r a t e  w h e n  p o t e n t i a l  m e m b e r s  a r e  s p r e a d  o v e r  a l a r g e  

geographic area?  

Self-help groups located in a l imited geographic a r e a  generally c a n  s t a y  in touch 

with members  and potent ia l  members  on a phone or  face-to-face basis. This is most 

l i k e l y  in  a l a r g e  c i t y  o r  even in a small  c i t y  wi th  a community  hospital. However, 

when a g r o u p  i s  o r g a n i z e d  a r o u n d  a l a r g e  t e a c h i n g  h o s p i t a l  o r  r e g i o n a l  c a n c e r  

t r e a t m e n t  center ,  o r  when t h e  a r e a  is very sparsely populated and rural, families may 

be  spread over g r e a t  distances. How then can people s t ay  in touch with one  another? 

P h o n e  c a l l s  a r e  expensive ,  and face-to-face meet ings  also require substantial  t ravel  

t i m e  and expense. 

Some groups a r e  t ied t o  t r e a t m e n t  c e n t e r s  serving a large  and diverse population, 

a n d  h a v e  t o  f a c e  t h i s  p r o b l e m  d i r e c t l y .  O n e  i n n o v a t i v e  s o l u t i o n  is t o  u s e  a 

n e w s l e t t e r ,  a n d  t o  m a i l  m o n t h l y  n o t i c e s  a n d  repor ts  t o  members  living in widely 



separated areas. Another i m p o r t a n t  i n n o v a t i o n  is t o  e s t a b l i s h  a n  o r g a n i z a t i o n  of 

o r g a n i z a t i o n s  with a "wheel and spoke" design. For  instance,  in one case a cen t ra l  

g r o u p  n e a r  t h e  m a j o r  t r e a t m e n t  f a c i l i t y ,  t h e  h u b  of t h e  w h e e l ,  g e n e r a t e s  a 

n e w s l e t t e r ,  s e r v e s  as a n  information clearinghouse, and coordinates t h e  act iv i t ies  of 

several  outlying or  sa te l l i t e  groups which form t h e  spokes of t h e  wheel. In one small  

town, f i f ty  miles away f rom this center ,  t h e r e  is a local  group with 4 - 5 families as 

members. Another local  group, f i f ty  m i l e s  a w a y  i n  a n o t h e r  d i r e c t i o n ,  r e p r e s e n t s  

another  spoke. And so  on. In this way people who live near  one  another  m e e t  and 

c a r e  fo r  one another,  o r  par t ic ipate  in fund-raising programs, without travelling long 

distances. On t h e  o ther  hand they do not  have to exis t  alone: they a r e  t ied t o  o ther  

groups by t h e  cen t ra l  coordinating agency. On a regular basis, leaders  of each of t h e  

s a t e l l i t e  g r o u p s  m e e t  wi th  t h e  cen t ra l  cordinating group t o  make  sure  they a l l  a r e  

working together.  In t h e  case of large  fund-raising effor ts ,  picnics, and major events  

a t  t h e  hosp i ta l ,  large  meet ings  a r e  called once o r  twice  a year, and everyone f rom 

al l  t h e  sa te l l i t e  groups is invited. 

How does a group sustain itself over  t ime? 

Many  s e l f - h e l p  g r o u p s ,  l i k e  s m a l l  voluntary organizations in  al l  sectors  of our 

society,  have a fairly shor t  ac t ive  life-span. They may s t a r t  up with g r e a t  energy, 

w o r k  a c t i v e l y  f o r  2 o r  3 years, and then slowly lose  energy, cease generating large  

meetings, and slowly fade.21 Somet imes ac t ive  members  wa tch  o r  par t ic ipate  in th is  

p r o c e s s  w i t h  f e e l i n g s  of fai lure and guilt. Our visi ts  with self-help groups indicate 

t h a t  most of t h e m  encounte red  a l e a d e r s h i p  c r i s i s ,  a n d  a c r i s i s  of c o n t i n u a t i o n ,  

a p p r o x i m a t e l y  f o u r  o r  f ive  years a f t e r  initiation. Some of t h e  ear ly  members who 

"grew up" together  became t i red and wanted t o  move on t o  o ther  issues in thei r  lives 

( i n d e e d ,  s o m e  of t h e i r  children died, and o ther  children completed t rea tment ,  years 



ago). A t  t h e  s a m e  t ime, parents  of children diagnosed more  recent ly  have not "taken 

over" these  groups and  made  them theirs. Newer famil ies  somet imes repor t  t h a t  they 

f a c e  a well-entrenched clique of older members  who will not  l e t  go of t h e  reins t h e  

g roup .  In s o m e  cases newly diagnosed families have not  bonded together  tightly in 

t h e  ways t h e  older parents  have; as such they c a n  n o t  rely on  e a c h  o ther  f o r  support  

and organizational accountabil i ty as can  t h e  original members. 

How do those  groups t h a t  have exis ted f o r  s e v e r a l  y e a r s  c r e a t e  a p a t t e r n  of 

s u c c e s s i o n  a n d  c o n t i n u a t i o n ?  S o m e  g r o u p s  d e a l  w i t h  t h i s  t r a n s i t i o n  by s lowly 

in tegrat ing newer families in to  positions of responsibility a n d .  leadership, thus bridging 

t h e  generat ional  gap. Other  groups help newer famil ies  organize  and m e e t  separate ly  

f o r  a while, until parallel  operat ing groups c a n  m e e t  toge ther  on a s o m e w h a t  e q u a l  

bas is .  S t i l l  o t h e r  groups uti l ize t h e  social  worker o r  s t a f f  nurse as a linking agen t  

between t h e  "oldtt self-help group and t h e  "new" self-help group. St i l l  o t h e r  g r o u p s  

d o  n o t  d e a l  w e l l  w i t h  th i s  potential  crisis, and f a l t e r  f o r  months  or  years, or  even 

die  off ,  perhaps t o  be  born again when another  new group of families feels  t h e  need 

t o  s t a r t  a self-help group.22 

Who should be  responsible f o r  t h e  group, or  lead it - parents  o r  professionals? 

Groups di f fer  widely in t h e  degree  t o  which  t h e y  o p e r a t e  w i t h  d i r e c t i o n  a n d  

leadership f rom parents,  with leadership f rom professionals, or  with some integrat ive  

mix. Thus, professionals' roles range f r o m  s p e a k e r s  o r  a t t e n d e r s  a t  a p a r e n t - r u n  

g r o u p ,  t o  ful l  part icipants,  t o    facilitator^^^ of parents '  discussions, t o  organizers and 

leaders  of a hospital-run group e s t a b l i s h e d  f o r  p a r e n t s . 2 3  In s o m e  cases, g r o u p s  

t h e m s e l v e s  m a k e  choices on these  issues: in o ther  cases, s c a r c e  resources or  a lack 

of energy and imagination make  few op t ions  a v a i l a b l e ;  t h e n  c h o i c e s  a r e  m a d e  by 

whatever  in teres ted and skilled people a r e  available. 



The  dilemma of t h e  degree  of professional involvement, c o l l a b o r a t i o n  a n d  e v e n  

c o n t r o l  o f  c o n s u m e r  self-help o r  mutual  support  groups has been discussed in much 

prior l i tera ture .  Many medical  and social work professionals, and some parents,  a r e  

c a u t i o u s  a b o u t  se l f -help  groups and prefer  a s t r o n g  professional presence. Some a r e  

concerned t h a t  parents  might hur t  each  o ther  - unintentionally of course. Some a r e  

c o n c e r n e d  t h a t  p a r e n t s  m i g h t  s h a r e  m i s i n f o r m a t i o n .  a n d / o r  g e n e r a t e  support f o r  

cur ren t  f a d s  in the- t r e a t m e n t  of children with cancer .  In addition, some professionals 

a r e  c o n c e r n e d  t h a t  p a r e n t s  m i g h t  c r e a t e  a n o r m  of a n g e r  a n d  opposition t o  o r  

cr i t ic ism of t h e  medical staff .  In a very d i f fe ren t  vein some p r o f e s s i o n a l s  s u g g e s t  

t h a t  o n  t h e i r  own parent  discussions may s tay  on  a superficial level, offering social 

fr iendship and support  i n s t e a d  o f  " m e a n i n g f u l  e m o t i o n a l  work". Obvious ly  t h e s e  

d i f f e r e n t  c o n c e r n s  r e f l e c t  s o m e  very di f ferent  agendas  o r  programs people have in 

mind f o r  these  groups. Whatever t h e  part icular caution,  many professionals and some 

paren t s  f e e l  t h a t  if professionals a r e  in leadership roles in self-help group meetings, 

t h e s e  problems can  be prevented o r  dea l t  with be fore  they g e t  serious.24 

On t h e  o ther  hand, many parents  and s o m e  professionals fee l  t h a t  parenta l  needs 

can  be  m e t  well by parents  conversing and  sharing with one  a n o t h e r ,  a n d  t h a t  a n y  

real is t ic  potent ia l  f o r  harm is qui te  minimal Moreover, some f e e l  t h a t  professionals1 

presence is likely t o  be  intimidating o r  limiting, and  t h a t  t h e r e  a r e  t h i n g s  p a r e n t s  

m i g h t  n o t  f e e l  c o m f o r t a b l e  in talking about  wi th  a professional present. Obviously 

th is  view is not  a cri t icism of any p a r t i c u l a r  p r o f e s s i o n a l  b u t  a s t a t e m e n t  a b o u t  

p e o p l e ' s  d i f f e r e n t  r o l e s  a n d  c o m m i t m e n t s .  S o m e  parents  and professionals argue,  

moreover,  t h a t  i t  is especially important  fo r  pa ren t s  t o  run thei r  own self-help group. 

O n e  b a s i s  f o r  t h i s  bel ief  i s  t h a t  t h e  d i a g n o s i s  o f  childhood cancer  is itself dis- 

empowering; t h a t  is, parents f e e l  helpless in.  t h e  f a c e  of serious illness t o  thei r  child, 

a r e  r e l a t i v e l y  h e l p l e s s  t o  c r e a t e  a cure,  and a r e  rendered passive by many of t h e  



operations of t h e  medical  s y s t e m .  U n d e r  t h e s e  c o n d i t i o n s ,  i t  m a y  b e  e s p e c i a l l y  

important  for  parents  t o  regain thei r  own sense  of control ,  ef f icacy o r  empowerment.  

O n e  way f o r  th is  need t o  be  expressed is through t h e  abil i ty t o  render helpful service  

t o  o t h e r s  ( s i m i l a r  t o  t h e  "he lper - the rapy"  principle discussed earlier), and through 

the i r  ac t iv i ty  t o  build and d i rec t  a group of thei r  own, on the i r  own. Another major 

a rgument  in support  of groups operat ing without professionals is t h a t  t h e  basic need 

of pa ren t s  may be  f o r  support, and not fo r  t h e  deeply emotional counselling fo r  which 

p r o f e s s i o n a l s  are  un ique ly  q u a l i f i e d .  As o n e  social  worker w e  interviewed stated:  

"Parents  know what  they need, and it's support  f r o m  o ther  parents  - not  therapy." 

T h e  m a j o r  d i f f e r e n c e s  in views abou t  t h e  relationship between professionals and 

self-help groups a r e  no t  always between professionals and parents; some -professionals 

a n d  p a r e n t s  f e e l  o n e  w a y  a n d  s o m e  f e e l  a n o t h e r  way. T h e r e  i s  s u b s t a n t i a l  

d isagreement  among parents,  and among  p r o f e s s i o n a l s ,  on  t h e s e  m a t t e r s  a n d  t h e y  

c a u s e  i n t e r n a l  s t r i f e  f o r  s o m e  groups .  Moreover, underlying any  and a l l  of these  

d i f fe ren t  views is t h e  reali ty of what parents  and professionals can d o  i n  a n y  l o c a l  

si tuation,  with a l imited set of resources. Thus, while anyone - parent  o r  health c a r e  

p r o f e s s i o n a l  - m a y  h a v e  a n  i d e o l o g i c a l  p r e f e r e n c e  f o r  o r  a g a i n s t  p r o f e s s i o n a l  

involvement in self-help groups, o r  fo r  o r  agains t  any  part icular kind of professional 

involvement in a part icular group, t h a t  ideology o f t e n  is a l t e red  o r  suppressed  when  

people actual ly  t r y  and build a group together ,  and  deal  with the i r  rel iance upon o n e  

another.  

T h e  Difference Professionals Can Make 

I t  seems  c lea r  t h a t  t h e r e  a r e  . some important  roles professionals c a n  and do play 

in t h e  init iat ion and maintenance of parent  self-help groups. In most  l o c a l e s ,  s o m e  

d e g r e e  of pa ren t -p rofess iona l  partnership is cr i t ica l ,  and professionals1 a t t i tudes  and 



act ions  make a dif ference in t h e  operation and  f u t u r e  of l o c a l  s e l f - h e l p  groups .  A 

p h y s i c i a n  c a n n o t  l i t e r a l l y  k e e p  p a r e n t s  who w a n t  t o  get t o g e t h e r  f r o m  get t ing 

together,  but he  o r  s h e  can  make  i t  eas ier  o r  m o r e  di f f icul t  f o r  t h e m  t o  f ind  a n d  

rely upon o n e  ano ther  (Chesler & Barbarin, 1983). Indeed, some parents  report  t h a t  

physicians and o ther  health c a r e  professionals explici t ly advise them against  meetings 

a n d  t a l k i n g  w i t h  o t h e r  p a r e n t s  of children with c a n c e r  -- in cl inics o r  in self-help 

groups. Medical staff  members,  -especially physicians, a r e  in ve ry  p o w e r f u l  pos i t ions  

wi th  respec t  t o  pa t i en t s  and pat ient  families. They a r e  perceived (often rightly so) t o  

have l i fe  and dea th  power over  children with cancer ,  and s o m e  parents  repor t  being 

a f r a i d  t o  chal lenge,  confront o r  displease them, fea r ing  recrimination t o  thei r  child. 

Medical staff  members  also control  key resources essent ia l  f o r  self-help groups. These 

r e s o u r c e s  i n c l u d e  a c c e s s  t o  l i s t s  of newly diagnosed patients,  permission t o  uti l ize 

hospitals o r  medical  faci l i t ies  as meet ing places, f inancial  a id  and human energy fo r  a 

v a r i e t y  o f  t a s k s  s u c h  as m a i l i n g  m a t e r i a l s ,  support  fo r  t h e  general  legit imacy o r  

credibil i ty of t h e  self-help enterprise,  and linkage t o  o t h e r  m e d i c a l  a n d  c o m m u n i t y  

agencies. 

S o m e  c o n c r e t e  e x a m p l e s  f r o m  o u r  i n t e r v i e w s  i l l u s t r a t e  t h e  k e y  r o l e s  a n d  

I 

I b e h a v i o r s  invo lved  i n  g e n e r a t i n g  a c o l l a b o r a t i v e  a p p r o a c h  a m o n g  p a r e n t s  a n d  
I 

! 
i p r o f e s s i o n a l s  w o r k i n g  i n  s u c h  groups .  F o r  i n s t a n c e ,  o n e  p a r e n t  w i t h  a c l o s e  

relationship with t h e  medical  s taf f  secured support  f o r  a meet ing be tween  t h e  s t a f f  

a n d  t h e  s e l f - h e l p  g r o u p  t o  g o  t h r o u g h  a l i s t  of parent  grievances and complaints 

abou t  t h e  t r e a t m e n t  center .  Although parents'  c o m p l a i n t s  t h r e a t e n e d  t h e  m e d i c a l  

s t a f f ,  a n d  m a n y  p a r e n t s  w e r e  nervous about  expressing them,  t h e  heated exchange 

c l a r i f i e d  s o m e  i m p o r t a n t  i s sues .  B o t h  p h y s i c i a n s  a n d  g r o u p  m e m b e r s  r e p o r t e d  

sa t is fact ion wi th  t h e  results  of t h e  meeting, and  wi th  t h e  feeling they  could a i r  thei r  

issues with one  another  openly. Other  parents  whose c h i l d r e n  w e r e  t r e a t e d  a t  t h i s  



faci l i ty  began t o  a t t e n d  t h e  group's meetings, now m o r e  convinced t h a t  t h e  group was 

a viable and credible  agency. 

In ano ther  major children's cancer  c e n t e r  t h e  socia l  worker believed strongly t h a t  

pa ren t  g r o u p s  w h i c h  o p e r a t e d  w i t h o u t  p r o f e s s i o n a l  s u p e r v i s i o n  w e r e  p o t e n t i a l l y  

d a n g e r o u s  to p a r e n t s .  A s  a r e s u l t ,  h e  h a s  des igned  and  runs a ser ies  of mutual  

support  groups and workshops f o r  parents. Several  pa ren t s  a t t e n d  these  sess ions ,  a n d  

t h e r e  i s  no  quest ion of thei r  positive value. However, no independent self-group has  

emerged  in t h a t  t r e a t m e n t  center ,  unlike o ther  hospitals a n d  c l i n i c a l  o p e r a t i o n s  of 

t h a t  g e n e r a l  s i z e  a n d  mission.  A p h y s i c i a n  i n  a n o t h e r  cen te r  actively dissuaded 

paren t s  of his pa t i en t s  f rom talking with parents  of o the r  c h i l d r e n  w i t h  c a n c e r ,  o n  

t h e  b a s i s  t h a t  t h e y  would share  misinformation. and  question.  e i the r  the i r  t r e a t m e n t  

regimen o r  t h e  staff 's  widsom. Although a self-help group has s t a r t ed  w i t h  p a r e n t s  

whose children a r e  being t rea ted  by o ther  doctors  in t h a t  a rea ,  i t  has not been a b l e  

t o  involve many parents  whose children a r e  t r e a t e d  by t h a t  physician. 

These  examples, and o ther  information f rom groups w e  visited, indicate a var ie ty  

of important  roles professionals can play in assist ing t h e  development of parent self- 

h e l p  groups:  p r o v i d i n g  p a r e n t s  w i t h  access t o  hosp i ta l  facilities; developing and  

implementing a n  a c t i v e  a n d  e f f i c i e n t  r e f e r r a l  s y s t e m ,  w h e r e i n  p a r e n t s  of newly  

diagnosed children.  a r e  placed in d i rec t  c o n t a c t  wi th  a ve te ran  (and perhaps explicitly 

"matched") parent  group member;  l e g i t i m i z i n g  t h e  g roup ' s  e x i s t e n c e ,  p u r p o s e  a n d  

ac t iv i t i e s  by recommending i t  actively t o  others;  processing s o m e  parents'  complaints 

at a low level  of confrontation with t h e  s taff ;  publicizing t h e  group's ac t iv i t ies  in t h e  

h o s p i t a l  a n d  community;  educating o t h e r  heal th  c a r e  professionals t o  t h e  utility and  

importance of a self-help group for  parents  and family  m e m b e r s ;  p rov id ing  p a r e n t s  

w i t h  access t o  medical  and nursing s tuden t s  o r  t ra inees ,  so they may educa te  them 

directly;  providing training in leadership sk i l l s  t o  g r o u p  m e m b e r s ;  e d u c a t i n g  g r o u p  



members  abou t  t h e  politics and s t ruc tu re  of t h e  medical  c a r e  o r g a n i z a t i o n ,  s o  t h e y  

m a y  s e l e c t  t h e i r  p r o g r a m s  s t r a t e g i c a l l y ;  a n d  h e l p i n g  t h e  self-help group link i t s  

programmatic  e f fo r t s  t o  o ther  re levant  community agencies and o rgan iza t ions ,  s u c h  

as schools, social  service  agencies,  insurance companies, etc. 

In s o m e  t imes  and places professionals a r e  m o s t  e f f e c t i v e  if t h e y  p l a y  t h e s e  

s u p p o r t i v e  r o l e s  a c t i v e l y  and vigorously. In o t h e r  si tuations it is most  e f fec t ive  if 

p'rofessional provide support f rom t h e  background ,  as low-key c o m p l e m e n t s  t o  t h e  

public ac t iv i t i e s  of t h e  self-help group. And in s o m e  ci rcumstances  parents  a r e  ab le  

t o  produce a l l  these  resources and play a l l  these  roles themselves, w i t h  o n l y  s u b t l e  

s u p p o r t  f r o m  t h e i r  p a r t n e r s  i n  t h e  professional staff .  In most  cases where viable 

self-help groups exist ,  they have occurred b e c a u s e  s u c h  r o l e s  h a v e  b e e n  p l a y e d  in  

u n i q u e  c o m b i n a t i o n .  by a n  a c t i v e  and char i smat ic  parent leader(s) and a loving and 

outreaching heal th  c a r e  prof essional(s).*5 The ac t ions  of professionals a l o n e  d o  n o t  

a p p e a r  t o  b e  s u f f i c i e n t  t o  c a t a l y z e  parent  ac t iv ism,  nor t o  sustain i t  over  a long 

period of time. By t h e  s a m e  token, even t h e  mos t  excit ing and e n e r g e t i c  p a r e n t s ,  

w o r k i n g  w i t h o u t  a n y  s u p p o r t  f r o m  l o c a l  h e a l t h  c a r e  p r o f e s s i o n a l s ,  h a v e  a very 

difficult  t i m e  making a group "go." 

Next S teps  in t h e  Analysis of these  Da ta  

This brief description of our  study of self-help g roups  f o r  f a m i l i e s  of c h i l d r e n  

wi th  cancer  leaves  many s tones  unturned. W e  a r e  only beginning t o  make  sense  o u t  

of t h e  data ,  and ou t  of t h e  exper iences  of many groups and hundreds of parents  and  

p r o f e s s i o n a l s  w i t h  whom w e  ta lked .  One  of our  nex t  s t eps  will be  t o  gather  more  

information f rom t h e  people w e  h a v e  i n t e r v i e w e d ,  i n c l u d i n g  t h e i r  r e s p o n s e s  t o  a 

questionnaire about  t h e  motivations and benefits  associated with thei r  involvement in 



these  self-help groups. 

In t e r m s  of our f u t u r e  d a t a  analysis plans, w e  expec t  t o  provide more  detail  on 

e a c h  o f  t h e s e  d i l e m m a s  o r  i s sues ,  i l l u s t r a t i n g  t h e m  w i t h  t h e  a c t u a l  w o r d s  o f  

i n f o r m a n t s  a n d  c o n c r e t e  e x a m p l e s  f r o m  newsletters,  programs and o t h e r  mater ia ls  

provided by local  groups (although maintaining confidential i ty and anonymity). In th is  

manner we will sha re  useful information with o t h e r  parents  and professionals working 

w i t h  s u c h  s e l f - h e l p  g roups .  A n o t h e r  s t e p  i n  t h e  a n a l y s i s  wi l l  b e  t o  c r e a t e  

i n t e g r a t i v e  case s t u d i e s  o r  " p i c t u r e s "  of e a c h  group 's  history, in ternal  s t ructure ,  

a c t i v i t i e s  a n d  r e l a t i o n s h i p  w i t h  t h e i r  e n v i r o n m e n t .  When t h e  d a t a  h a v e  b e e n  
\ 

o r g a n i z e d  i n  t h i s  manner  w e  c a n  compare  groups with one another  on a sys temat ic  

basis. Groups can be  c lus tered on t h e  basis of character is t ics  such as "dominant t y p e  

of activity", "kind of medical  facility" o r  "formality of in ternal  structure",  and then 

e x a m i n e d  f o r  p a t t e r n s  of s i m i l a r i t y  o r  c o n t r a s t  a m o n g  g r o u p s  w i t h  d i f f e r e n t  

character is t ics .  

Then we will draw connections among these  various issues, in order  t o  understand 

t h e  underlying themes  and dynamics of self-help groups f o r  famil ies  of children with 

c a n c e r  (and  perhaps  of self-help groups and grass roots organizations more  broadly). 

F o r  instance,  some of t h e  specif ic  questions w e  will analyze in deta i l  during t h e  nex t  

f e w  months include: 

1. What fac to rs  de te rmine  t h e  kinds of ac t iv i t ies  o r  programs a group 
undertakes? 

a. What i s  t h e  relat ion.  between t h e  amount  of support  (or control)  
. f rom local  professionals and a group's activit ies? 

b. What is t h e  relat ion.  between t h e  kind of community and  
t r e a t m e n t  faci l i ty  and a group's activit ies? 

c. What is t h e  relat ion between a group's membership - parents  
of living children and/or parents  of deceased children - and  
i t s  activit ies? 



d. What is t h e  relat ion between t h e  ideas  o r  leadership s ty les  of 
key parents  and  a group's ac t iv i t ies?  

e. What is t h e  relat ion between a group's degree  of fo rmal  organi- 
za t ional  s t ruc tu re  and i t s  activit ies? 

2. Does a group's degree  of formal  organizational s t ruc tu re  have any 
relationship with its abil i ty t o  gather  resources and sustain 
itself over  t ime? 

a. Do more  o r  less formally organized groups have di f ferent  
relat ions with medical  professionals? 

b. Do more  o r  less formally organized groups have di f ferent  
re la  tionships wi th  community agencies? 

c. Do m o r e  o r  less formally organized groups have di f ferent  
exper iences  with t h e  'Isuccession crisis1'? 

d. How do groups deal  with leadership o r  succession crises? 

3. What f a c t o r s  a r e  re la ted  t o  parents'  sa t is fact ion (or dissatisfaction) 
with t h e  medical  and social  services avai lable  at local  t r e a t m e n t  
facil i t ies? 

a. What is t h e  relationship between t h e  level  of professional 
involvement in a group and parents '  satisfaction/dis- 
sa t is fact ion with services? 

b. What is t h e  relat ionsip between a self-help group's ac t iv i t i e s  
and programs and parents1 satisfaction/dissatisfaction with 
services? 

4. What a r e  t h e  di lemmas professionals f a c e  as they work wi th  such groups? 

a. How do they resolve these  dilemmas? 

When w e  h a v e  c o m p l e t e d  t h e s e  and o ther  analyses w e  will prepare  reports for  

various audiences: parents  and groups of parents  o f  c h i l d r e n  w i t h  c a n c e r  a n d  w i t h  

o ther  chronic and serious illnesses; professionals serving these  families; and academic  

or  scholarly researchers  in te res ted  in t h e  growth a n d  d e v e l o p m e n t  of s u c h  g roups .  

We also expec t  t o  conduct  regional conferences where  t h e  results  can  b e  shared with 

local  parents  and professionals, where a l l  p a r t i e s  c a n  s h a r e  t h e i r  i n f o r m a t i o n  a n d  

e x p e r i e n c e s ,  where  training in  special  skills can  b e  provided, and where parents  and 

professionals c a n  learn  t o  develop more  e f f e c t i v e  p a r t n e r s h i p s  in  t h e  d e l i v e r y  a n d  

improvement of heal th  care.  
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family  members  as supports fo r  professionals working wi th  childhood cancer  (Gronseth, 
et al., 1981; Rothenberg, 1967; Sahler, et al., 1981), w e  see no r e a s o n  why p a r e n t s  
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13. The  available evidence suggests g r e a t  var ie ty  in self-help g r o u p s  o r g a n i z e d  
by p e o p l e  w i t h  d i f f e r e n t  heal th  problems o r  issues. Thus, groups organized around 
children's diseases, or  childhood cancer  m o r e  s p e c i f i c a l l y ,  m a y  d i f f e r  c o n s i d e r a b l y  
f r o m  o thers  focused on di f ferent  a g e  groups o r  d isease  categories.  Moreover, a sound 
analysis and understanding of self-help groups f o r  f a m i l i e s  of c h i l d r e n  w i t h  c a n c e r  
mus t  s t a r t  f rom sys temat ic  knowledge about  t h e  medical  and psychosocial issues these  
famil ies  face .  In addit ion t o  t h e  sources c i t ed  in foo tno tes  4-6, t h e  in teres ted reader  
may  consult  several  o t h e r  excellent  sources: Adams, 1979; CopinR 1980; 
Kellerman, 1980; Koocher a n d  O'Mal ley,  1980;  M a i n t a i n i n g  a N o r m a l  L i f e ,  1980;  
Schulman and  Kupst, 1980; Spinetta,  et al., 1976; van Eys, 1977. 

14. Although t h e  Stolberg and  Cunningham (1980) d a t a  a r e  interesting,  they a lso  
a r e  s o m e w h a t  s u s p e c t ,  s ince  they were  gathered by mail questionnaires d i rected t o  
t h e  chief medical  off icers  of 25 major children's c a n c e r  centers.  More broadly, t h e  
importance of self-help groups fo r  families of children with cancer ,  whether init iated 
by parents  o r  professionals, is stressed by many scholars  and . p r a c t i t i o n e r s  ( A d a m s ,  
1979; H e f f r o n ,  1975; K n a p p  & Hansen, 1973; Martinson & Jorgens, 1976; Ross, 1979; 
Sachs, 1980). Most of t h e  available l i t e ra tu re  on such groups discusses professionally- 
led variet ies,  part ly because t h e  l i t e ra tu re  is wr i t t en  by and  fo r  professionals. 

15. In th is  prior research we conducted face-to-face interviews with parents  and  
children f rom 55 midwestern families with children with cancer.  See: pp. 61-68 in 

. Chesler,  et al., (1981), and Chesler, Barbarin & Lebo-Stein (forthcoming), as w e l l  as 
others '  research o r  anecdotal  commentary  ( ~ e f f r o n ,  1975; Lang & Oppenheimer, 1968). 
Similar benefits ,  f o r  part icipants in a broader range of self-help groups, a r e  repor ted 
by Cot t l i eb  (1982). 

16.  See:  D o r y  & R e i s s m a n ,  1982; G a r t n e r  & Reissman, 1977; and Leiken & 
Hassakis, 1973. 

17. In a l l  cases, parents  were  enthusiastic abou t  part icipating in this project. We 
w e r e  invited warmly in to  people's homes, and o f t e n  asked t o  a c c e p t  food, lodging and 



t ranspor ta t ion f r o m  group members. I t  appeared,  however, t h a t  e n t r y  v ia  a n  a c t i v e  
pa ren t  was di f ferent  than en t ry  via a social  worker o r  nurse, at l eas t  in t h e  initial 
s t ages  of a visit. Heal th  c a r e  professionals were  (unders tandably ,  g i v e n  t h e i r  ro les )  
s o m e w h a t  m o r e  p r o t e c t i v e  of pa ren t s1  t ime, energy and  privacy than were  parents 
t h e m s e l v e s .  O u r  d u a l  r o l e s  a s  " o u t s i d e r  s o c i a l  s c i e n t i s t s "  a n d  " i n s i d e r  
m e m b e r / a d v o c a t e s "  of self-help groups f o r  famil ies  of children with cancer  certainly 
fac i l i t a t ed  access and en t ry  through various sources. 

18. Similar kinds o f .  a ~ t i v i t i e s  a r e  repor ted by scholars studying a wide variety 
of self-help o r  mutual  support  g r o u p s ,  a l t h o u g h  f e w  r e p o r t s  i n d i c a t e  fund- ra i s ing  
a c t i v i t i e s .  F o r  i n s t a n c e :  K a t z  (1959)  i d e n t i f i e s  s o c i a l  s u p p o r t ,  sharing feelings, 
providing information and prcviding a n  a rena  f o r  group ac t ion  f o r  change; Langton & 
P e t e r s o n  (1982)  i d e n t i f y  e d u c a t i o n ,  fellowship, d i rec t  service  and advocacy; Lipson 
(1982) identif ies information, emotional support, r e fe rence  processes, g iving h e l p  a n d  
i n c r e a s e d  c o n s c i o u s n e s s ;  L e v y  (1979) identif ies education,  a id  in coping and making 
changes. Lieberman (1979) s t resses  t h e  i m p o r t a n c e  of s o c i a l  s u p p o r t ,  a n d  B o r m a n  
(n.d.) a l s o  e m p h a s i z e s  this ac t iv i ty  in what  h e  cal ls  t h e  "restaurant effect". With 
specif ic  regard to  groups fo rmed  f o r  parents  of children w i t h  c a n c e r ,  m o s t  r e p o r t s  
emphasize  education/information (Adams, 1978; Belle-Isle & Conradt ,  1979; Gilder, et 
al., 1976; Heffron,  1975; K a r t h a  & E r t e l ,  1976;  a n d  M a r t i n s o n ,  1976),  s h a r i n g  of 
feel ings  (Adams, 1979; Belle-Isle & Conradt,  1979; Gilder et al., 1976; Heffron 1975; 
and  Kar tha  & Ertel ,  1976) and  social  support  (Belle-1sle & Conradt,  1979; Martinson, 
1976).  G i l d e r  et al., (1976), is one  of t h e  f e w  repor ts  t h a t  discusses in any deta i l  
parents1 a t t e m p t s  t o  c r e a t e  changes  in t h e  medical  system. 

19. G o u r a s h  (1978),  L i e b e r m a n  & Berman (1979), and Wheat & Leiber (1979) 
a lso  report ,  f rom a wide var ie ty  nf studies on specif ic  self-help groups, t h a t  parents 
wi th  higher income s ta tuses  and educational backgrounds appear  t o  b e  most  prevalent 
and  t o  dominate. 

20 .  E v e n  i n  t h e  m o s t  f o r m a l l y  o r g a n i z e d  s e t t i n g s ,  n o n - b u r e a u c r a t i c  a n d  
par t i c ipa to ry  n o r m s  a r e  p r e s e n t .  T h i s  p a t t e r n  is c o n s i s t e n t  w i t h  T r a u n s t e i n  & 
Steinman's (1973) repor t  t h a t  self-help groups generally a r e  non-bureaucratic, and even 
though K a t z  (1 981) generates  a n  informal-to-f ormal  continuum on  w h i c h  t o  c o n s i d e r  
group s t ructure ,  he  acknowledges t h e  skewed distribution of groups on this variable. 

21. Stolberg & Cunningham (1980) repor t  t h a t  most of t h e  groups established by 
t h e  medical  cen te r s  they  con tac ted  evidently las ted 6 months o r  less. This is qui te  
a n  e x t r e m e  report, and is ,no t  supported by our  discussions w i t h  g r o u p s  e s t a b l i s h e d  
e i t h e r  by parents  themselves o r  by professionals in  o t h e r  medical  centers .  

22. One perspective may b e  t o  env i s ion  t h e s e  g r o u p s  as " t e m p o r a r y  groups"  
(Miles, 1964). Perhaps w e  should not expec t  t h e m  t o  behave l ike formal,  bureaucrat ic  
and enduring agencies  o r  organizations, with lives extending beyond  t h o s e  o f  a c t i v e  
leaders. Perhaps we ought t o  expec t  them t o  b e  temporary in charac te r ,  rising and 
falling with changes in local members' in teres t ,  energy,  and i n v o l v e m e n t .  M a y b e  a 
m o d e l  o f  t e m p o r a r y  o r g a n i z a t i o n s  would f i t  b e t t e r ,  a n d  f r e e  us  t o  t h i n k  more 
creat ively  about  llsuccession crises", membership changes, etc. 

23. In f a c t ,  some scholars use t h e  degree  of professional involvement as a key 
cr i ter ion distinguishing between (autonomous) s e l f  - h e l p  g r o u p s  a n d  prof  ess iona l - l ed  
support  o r  counselling groups (Ka tz  & Bender, 1976; King & Meyers, 1981; Rodolfa & 
Hungerford, 1982). Reinharz (1981) provides a n  e x c e l l e n t  d i s c u s s i o n  of a l t e r n a t i v e  



roles professionals may play in s e l f - h e l p  g roups ,  c o n c l u d i n g  w i t h  t h e  n o t i o n  of a 
parent-professional "alliance" o r  "coalition". 

24. S e e ,  f o r  i n s t a n c e ,  p r o f e s s i o n a l s '  f e a r s  o r  c a u t i o n s  regarding autonomous 
groups for  parents  of children w i t h  c a n c e r  as e x p r e s s e d  by Bel le-Is le  & C o n r a d t  
(1979), Binger, et al., (19691, and Kartha  & Erte l  (1976). 

25. Thus ,  w h i l e  w e  m a i n t a i n  a n  o p e n  m i n d  o n  g e n e r a l  d e b a t e s  a b o u t  t h e  
b a s i c a l l y  p r o - p r o f e s s i o n a l  o r  a n t i - p r o f e s s i o n a l  s t a n c e  of such groups (Katz,  1981; 
Leiberman & Berman, 19791, and on t h e  degree  of desirable profess ional  a n d  p a r e n t  
i n v o l v e m e n t  a n d  c o n t r o l ,  w e  c a n  a s s e r t  t h a t  i n  t h e  case of self-help groups fo r  
pa ren t s  of children with c a n c e r  some degree  of profess ional-parent  c o l l a b o r a t i o n  i s  
both commonplace and  important.  A fu r the r  discussion of our own and others t  views 
of t h e  roles and role options of heal th  c a r e  professionals with self-help groups can b e  
found in  Chesler & Yoak (forthcoming). 
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