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PART I.  INTRODUCTION 

Medical advances  t h a t  have extended t h e  lifespans of childreri with cancer ,  and 

t h a t  have permi t t ed  some children t o  be cured,  have given rise t o  a s e t  of "second 

g e n e r a t i o n "  p r o b l e m s .  Now t h a t  m o r e  ch i ld ren  with cancer  a r e  living, and living 

longer, t h e y  a n d  t h e i r  f a m i l i e s  m u s t  d e a l  w i t h  p r o b l e m s  of " re -en t ry"  ( K a g e n -  

Goodheart ,  1977). The concept  of re-entry re fe r s  t o  t h e  ways in which children and 

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

functioning a f t e r  a diagnosis of cancer .  For t h e  school a g e  child, re-entry t o  school 

is one of t h e  most  important  and formidable paths  t o  normalization. 

T o  p r o v i d e  a s e n s i t i v e ,  c o m p r e h e n s i v e ,  a n d  c r e d i b l e  a c c o u n t  of the  school 

experiences of children with cancer  is a difficult  and challenging t ask .  T o  p r o c e e d  

w i t h o u t  r e c o g n i z i n g  t h e  d i v e r s i t y  of t h o s e  experiences,  a s  though t h e  lives of al l  

children with cancer  were  alike, is misleading. Most i m p o r t a n t l y ,  c a n c e r  is n o t  a 

s i n g l e  d i s e a s e ,  b u t  a g r o u p  of r e l a t e d  d i s e a s e s  w i t h  s o m e w h a t  un ique  features ,  

t r e a t m e n t s  and courses of development. These basic d i f ferences  have implications for  

t h e  d e g r e e  of i i f  e - t h r e a t  and  disruption children and families experience.  Because 

children also di f fer  in personality, in behavior, and in l ife c i rcumstances ,  even when 

they have similar forms of cancer  thei r  react ions  t o  t h e  illness may vary greatly.  

What dimensions bes t  describe t h e  varied school e x p e r i e n c e s  o f  c h i l d r e n  w i t h  

c a n c e r ?  In a d d i t i o n  t o  socio-demographic fac to rs  o f t e n  recognized a s  t h e  base of 

social  s t r a t i f i c a t i o n  (e.g., i n c o m e ,  e d u c a t i o n ,  r a c e ,  s e x ,  e tc . ) ,  a h o s t  of o t h e r  

v a r i a b l e s  s e e m  t o  b e  i n f l u e n t i a l .  T h e s e  i n c l u d e  c h a r a c t e r i s t i c s  of t h e  c h i l d  

(personality s t ructure ,  a g e  at diagnosis, cu r ren t  g rade  level ,  a n d  s t a g e  of c o g n i t i v e  



role differentiat ion,  r e l a t i o n s h i p  w i t h  t h e  schoo l ) ,  t h e  m e d i c a l  s y s t e m  ( a v a i l a b l e  

m e d i c a l  t r e a t m e n t s ,  sensitivity of s t a f f ,  linkage t o  t h e  school) and t h e  school (size, 

inst i tutional resources, experience with chronic illness, supportiveness). 

Character is t ics  of t h e  Child 

A n u m b e r  of charac te r i s t i c s  of t h e  child have a n  impac t  on how the  diagnosis 

and t r e a t m e n t  of cancer  is experienced,  and h o v ~  re-entry t o  school is managed. The 

child's part icular personality and the  ways in which h e  o r  she  copes  with t h e  illness is 

one important  factor .  Of course, t h e  child's approach is by no means independent of 

t h e  f a m i l y ' s ,  a n d  t h e  t y p i c a l  coping pa t t e rns  a young person learns  a r e  related t o  

those  of a par t icular  set of parents,  in a par t icular  family constellat ion,  embedded in 

a part icular social  s ta tus .  Some children f e e l  qu i t e  f ragi le  and vulnerable, and wish 

t o  keep  the i r  new medical  s i tuat ion a s e c r e t  f r o m  p e e r s  a n d  e d u c a t o r s ,  a t  l e a s t  

insofar as possible. Other  children a r e  prepared t o  "go public", and t o  share widely 

information about  thei r  situation. Individual levels of courage and anxiety,  of denial 

a n d  o p t i m i s m  o r  pessimism, also a f f e c t  t h e  child's view of t h e  potent ia l  for normal 

relat ions in school. In addition t o  these  intrapersonal variables, o the r  fac to rs  such as 

t h e  a g e  of t h e  c h i l d ,  a n d  t h e  s p e c i f i c  d iagnos i s ,  may have substantial  impact  on 

fu tu re  experiences,  in and out  of school. 

Chronological a g e  influences t h e  exper ience of childhood cancer  in at leas t  four 

ways. First ,  t h e  a g e  of t h e  child at diagnosis o f ten  is associated with t h e  type of 

cancer  and t h e  prognosis (Pot ter ,  1974). For example ,  Retinoblastoma, Wilm's tumor 

and Neuroblastoma a r e  most likely t o  occur in very young children - at a median a g e  

o f  l e s s  t h a n  3 y e a r s .  Bone c a n c e r s  ( s a r c o m a s )  a r e  more  likely t o  occur in pre- 

pubescent and adolescent children. Although t h e  link between a g e  and leukemia, t h e  

m o s t  c o m m o n  f o r m  o f  c a n c e r  a m o n g  c h i l d r e n ,  is no t  as c lea r  c u t ,  most children 

diagnosed w i t h  l e u k e m i a  a r e  b e t w e e n  t h e  a g e s  o f  2 a n d  12. Moreover ,  when  



leukemia occurs  outside th is  a g e  range t h e  prognosis for  long-term s u r v i v a l  i s  m o r e  

pessimistic. Second, chronological age  is r e la ted  t o  levels of cognitive, emotional and 

moral  development,  and t o  t h e  primary d e v e l o p m e n t a l  t a s k s  c o n f r o n t i n g  t h e  c h i l d  

(Dill, 1978; Maccoby, 1980). These a t t a ined  capac i t i e s  and age-specific tasks have a 

significant influence on t h e  aspec t s  of t h e  child's l ife most d i s rup ted  by t r e a t m e n t ,  

and on t h e  meaning or  in terpreta t ion t h e  child and family make  of t h e  en t i re  illness 

e x p e r i e n c e  ( F r a i b e r g ,  1959; G i n s b e r g  a n d  O p p e r ,  1969).  A t h i r d  way  in which  

chronological a g e  may a f f e c t  t h e  exper ience of childhood cancer  is derived from t h e  

physical plast ici ty and emotional resiliency observed in very young children. W e  can  

specula te  t h a t  t h e  long-term psycho-social e f f e c t s  of cancer  may b e  less severe  when 

children a r e  diagnosed at  an  ear ly  age ,  because  young c h i l d r e n  t h e m s e l v e s  m a y  b e  

m o r e  f l e x i b l e  a n d  consequent ly  b e t t e r  ab le  t o  accomoda te  t o  l ife changes resulting 

f rom cancer .  Currently t h e r e  i s  n o t  a s t r o n g  e m p i r i c a l  b a s i s  f o r  t h i s  a s s e r t i o n  

1 a l t h o u g h  s e v e r a l  s t u d i e s  in progress should i l luminate  t h e  link between a g e  and the  

1 psychological e f f e c t s  of cancer  and i t s  t r ea tment .  Fourth,  a g e  also is associated with 

several  normal  transit ions in t h e  demands t h e  organized adul t  world makes of young 

people. With regard t o  s tudents  in par t icular ,  a g e  is re la ted t o  changes in schooling 

f r o m  p r e - s c h o o l  t o  e l e m e n t a r y  s c h o o l ,  f r o m  e lementa ry  t o  junior high school, and 

f rom junior t o  senior high school. 

T r a n s i t i o n s  in schooling may be  s t ressful  under t h e  most  normal circumstances.  

They o f t e n  a r e  character ized by feelings of a m b i v a l e n c e ,  c o m b i n i n g  o p t i m i s m  a n d  

c o n c e r n  a b o u t  w h e t h e r  o n e  i s  up  t o  t h e  u n k n o w n  challenges inherent in t h e  new 

situation. Each transition presents  a unique set of t a s k s  t o  b e  a c c o m p l i s h e d  a n d  

s t r e s s o r s  t o  b e  f a c e d .  For t h e  child in kindergar ten,  t h e  transit ional  tasks  include 

separation f rom parents,  accep tance  of a new socializing adul t ,  accomodation t o  t h e  

c o g n i t i v e  d e m a n d s  of school and t h e  interpersonal demands of peer  interaction,  and 



accl imat ion t o  a new s e t  of physical surroundings and routines. The transition f rom 

e l e m e n t a r y  t o  junior h igh s c h o o l  focuses  largely on issues related t o  t h e  student's 

physical development,  relationships with a larger  peer  group a n d  p e r s o n a l  a u t o n o m y  

and integrity. The transition t o  high school brings with i t  a di f ferent  s e t  of concerns. 

A t  th is  s t age  of development a foundation is laid for  t h e  adoption of roles related t o  

achievement  and mature  social  relationships, a s  well as t h e  establishment of l ife plans 

which may ca r ry  children into adulthood (Erikson, 1968). 

Each of these  transit ions is made more  difficult  by t h e  diagnosis of illness, by 

t h e  uncertainty and disruptiveness accompanying t h e  - t r e a t m e n t  of cancer ,  and by t h e  

r e a c t i o n s  of others.  The high physical, emot ional  and temporal  cos t  of cancer ,  and 

t h e  intensive procedures requ i red  f o r  its t r e a t m e n t ,  a d d  t o  t h e  a l r e a d y  d i f f i c u l t  

developmental  t a sks  which children, adolescents  and ycung adul ts  must perform during 

thei r  school years  (Kellerman & Katz ,  1977). 

Character is t ics  of t h e  Family 

D i f f e r e n c e s  in c h i l d r e n ' s  e x p e r i e n c e s  in s c h o o l  a l s o  a r e  r e l a t e d  t o  family  

character is t ics .  Not only does each  child respond un ique ly  t o  t h e  d i s e a s e  a n d  i t s  

s e q u e l l a e ,  s o  d o e s  e a c h  f a m i l y  a n d  e a c h  f a m i l y  m e m b e r .  F a m i l i e s  h a v e  

character is t ica l ly  di f ferent  internal  ro le  d iv i s ions ,  a n d  d i f f e r e n t  t a s k s  a s s i g n e d  t o  

m o t h e r s ,  f a t h e r s ,  c h i l d r e n  with cancer  and o ther  older and younger siblings. Some 

families cope well  with t h e  shocks of childhood cancer  and i t s  a f t e rmath ;  some barely 

s u r v i v e .  M o r e o v e r ,  s o m e  c o p e  a c t i v e l y  a n d  publicly, reaching o u t  t o  friends and 

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

themselves. Some families deny or  minimize t h e  impac t  of t h e  disease; o the rs  may 

become anxious and a t t e n t i v e  t o  every potent ia l  problem, perhaps  e v e n  spo i l ing  t h e  

child. A family commi t ted  t o  managing its problems privately,  and re luctant  t o  share 

t h e  f a c t  of childhood cancer  with fr iends and neighbors, is unlikely t o  be  very open 



with t h e  school  - p r i n c i p a l s ,  t e a c h e r s  a n d  c l a s s m a t e s .  A f a m i l y  c o m m i t t e d  t o  

g a t h e r i n g  e x t e r n a l  resources,  t o  sharing thei r  new reali ty with friends, may become 

very ac t ive  in informing t h e  school and in seeking help f rom school personnel as well. 

A family commi t ted  t o  normalization may respond t o  many issues differently than a 

family concerned with. special  a t t en t ion  and specia l  adjustments.  

Family members' prior experiences with schooling also may be  relevant for t h e  

quali ty of school re-entry of t h e  child with cancer .  Their educa t iona l  b a c k g r o u n d s ,  

d i s p o s i t i o n s  t o w a r d  fo rmal  education and historic relationships with t h e  school staff  

a l l  may a f f e c t  t h e  way they dea l  with thei r  child when school-related problems occur. 

In addition, they may a f f e c t  parents '  and children's abil i t ies t o  and in teres ts  in raising 

issues, expect ing p o s i t i v e  r e s p o n s e s  a n d  o t h e r w i s e  e n t e r i n g  n e g o t i a t i o n s  o r  jo in t  I 

planning with t h e  school s taf f .  

Character is t ics  of t h e  Medical System. 

Q u a l i t i e s  of t h e  m e d i c a l  c a r e  organization in which t h e  child is t r ea ted  may 

have a significant e f f e c t  on t h e  child's prognosis, t r e a t m e n t  duration,  and quality of 

l i f e  d u r i n g  a n d  fo l lowing  t rea tment .  Recently,  tremendous s t r ides  have been made 

towards t h e  development of more  e f fec t ive  t r e a t m e n t s  fo r  a var ie ty  of cancers. For 

example,  new drugs have been developed and  exist ing drugs have been used in novel 

combinations o r  a t  h i g h e r  l e v e l s  t o  a c h i e v e  m o r e  e f f e c t i v e  a r r e s t  of c a n c e r o u s  

growth. Improvements in t h e  use of surgical techniques have been combined with t h e  

use of o the r  therapies.  Developments in radiation therapy have made i t  possible t o  

control  more  precisely t h e  a r e a s  of irradiation,  and thus enable  radiologists t o  focus 

more  intensely on t h e  cancererous  site(s). Developments in t h e  use of bone marrow 

t r a n s p l a n t s  i s  a n o t h e r  p r o m i s i n g  a r e a  of c l i n i c a l  r e s e a r c h  o f fe r ing  new hope t o  

leukemic patients.  In addition, t h e r e  is a n  increasing tendency in t h e  management of 

ch i ldhood  c a n c e r  t o w a r d  individualization with respect  t o  diagnostic and t r e a t m e n t  



procedures (American Cancer  Society, 1982). 

F o r  t h e  m o s t  p a r t ,  t h e s e  t r e a t m e n t  innovations a r e  available in major cancer  

c e n t e r s  around t h e  country,  but a r e  less likely t o  have been disseminated t o  smaller  

community hospitals. Therefore,  t h e  experiences of children in large  childhood cancer  

research c e n t e r s  a r e  l ike ly  t o  b e  d i f f e r e n t  f r o m  t h e  e x p e r i e n c e s  of c h i l d r e n  in  

hospitals which a r e  not  a par t  of this network. To t h e  e x t e n t  t h a t  these  t r e a t m e n t  

innovations a r e  a v a i l a b l e ,  t h e y  h a v e  r e s u l t e d  in  d r a m a t i c  i n c r e a s e s  in r a t e s  of 

survival. The American Cancer  Society describes t h e  progress in this way: 

"The following four teen cancers ,  a few decades  ago  had very poor prognoses -- 
t o d a y  t h e y  a r e  b e i n g  c u r e d  i n  m a n y  c a s e s ,  p r e d o m i n a n t l y  b e c a u s e  of 
c h e m o t h e r a p y  a d v a n c e s :  a c u t e  l y m p h o c y t i c  l e u k e m i a ,  a c u t e  m y e l o g e n o u s  
l e u k e m i a ,  Hodgkin 's  disease,  hist iocytic lymphoma, Burkitt 's lymphoma, nodular 
m i x e d  l y m p h o m a ,  E w i n g ' s  s a r c o m a ,  W i l m s l  t u m o r ,  r h a b d o m y o s a r c o m a ,  
c h o r  i o c a r c i n o m a ,  t e s t i c u  l a r  c a n c e r ,  ovarian cancer ,  breas t  cancer ,  osteogenic 
sarcoma. Other  cancers  a r e  being more  effect ively  controlled than in t h e  past. 

An outstanding example  of progress is t h e  improvement in t h e  management 
of Hodgkin's disease (a  cancer  of lymph glands in predominantly young  a d u l t s ) .  
B e t t e r  d i s e a s e  s t a g i n g  in c e r t a i n  cases, more  precise application of new and 
improved x-ray therapy and/or a combination of four cancer  drugs has resulted 
in r e m a r k a b l y  improved survival. In less than 10 years,  t h e  five-year survival 
r a t e s  for  ear ly  cases rose f rom 69 t o  90%, and f rom 10 t o  7 0 %  f o r  a d v a n c e d  
cancers  of this type1' (American Cancer Society,  1982, p.5). 

Figure 1, prepared by t h e  National Cancer  Insti tute,  shows t h e  change in t h e  2- 

y e a r  s u r v i v a l  r a t e s ,  d i f f e r e n t i a t e d  by e a c h  t y p e  of children's cancer.  Progress is 

evident in t h e  upward trend for  e a c h  illness, suggesting significant i m p r o v e m e n t s  in  

2-year survival r a t e s  between 1960 and 1980. 





In addition, t h e  f ive year  survival r a t e s  fo r  children with cancer  have increased 

c o n s i d e r a b l y  f o r  c h i l d r e n  d i a g n o s e d  b e t w e e n  1970-1973 ,  as compared t o  children 

diagnosed be tween  1960-63. From t h e  ear ly  p a r t  of t h e  1960s t o  t h e  1970s, t h e  f ive 

y e a r  s u r v i v a l  r a t e s  for  children diagnosed with t h e  most common form of childhood 

cancer ,  a c u t e  lymphoctic leukemia, improved f rom 4% t o  34%. For t h e  second most 

c o m m o n ,  b r a i n  o r  g l ioma cancer ,  5-year survival r a t e s  improved from 48% t o  59%; 

and for  t h e  third most common, neuroblastoma, comparable  r a t e s  improved f rom 25% 

t o  40%. On t h e  o ther  hand, for some types  of cancer  t h e  outlook is less positive; 

t h e  d a t a  presented in Table 1 show c lea r  d i f ferences  in t h e  5-year survival prospects 

of c h i l d r e n  w i t h  b o n e  c a n c e r  (30%),  re t inoblas toma (85%) o r  cancer  of t h e  lymph 

glands (90%). Although no survival r a t e  c a n  b e  described as a c c e p t a b l e  u n t i l  i t  is 

10096, t h e  long-term and short-term outlook for children with most forms of cancer  

has become considerably brighter. 

Table 1 
Percen tage  of children with cancer  who 

survive 5 years a f t e r  diagnosis* 

Cancer  Croup 

Bone Cancer  

Acute  Lymphocytic Leukemia 

Neuroblastoma 

Glioma Cancer  (brain) 

Wilms' Tumor (kidney) 

Retinoblastoma (eye) 

Hodgkin's Disease (lymph glands) 

*American Cancer  Society, 1982. 

% Survival at 5 years  

30 

3 4 

40 

5 9 

70 

8 5 

90 



Character is t ics  of t h e  School or  School System 

Schools vary in several  ways, some of which have important  implications for t h e  

e x p e r i e n c e s  of t h e  c h i l d  w i t h  c a n c e r .  F o r  e x a m p l e ,  s ize  may mat te r .  In small  

schools, many children a r e  likely t o  b e  known by most  s tudents  and teachers.  Often 
- 

s u c h  f a m i l i a r i t y  is expressed  in t e r m s  of concern and support for t h e  s tudent  with 

cancer  in a way t h a t  is less probable in a la rge  and more  anonymous school. On t h e  

o ther  hand, in large schools and school sys tems  t h e  availability of resources such as a 

heal th  p r o g r a m ,  w i t h  n u r s e s ,  s p e c i a l  e d u c a t o r s ,  h o s p i t a l  l i a son  s t a f f ,  etc., c a n  

con t r ibu te  t o  t h e  well-being of sick children. 

Changes in t h e  educational environment,  resulting f rom enlightened school policy 

a n d  f e d e r a l  legislat ion,  also hold o u t  significant promise of improving conditions for 

seriously ill children. T h e  m o s t  c r i t i c a l  d e v e l o p m e n t  h a s  b e e n  t h e  p a s s a g e  a n d  

i m p l e m e n t a t i o n  of PL 94-142, t h e  Education for  All Handicapped Children Act. As 

most educators  know, th is  law effect ively  manda tes  t h a t  a l l  c h i l d r e n ,  r e g a r d l e s s  o f  

handicapping condition, have access t o  public education in t h e  most appropr ia te  form, 

and in t h e  most normal and leas t  res t r ic t ive  environment.  In addition, several  states 

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

education of handicapped children. Historically, when  s c h o o l  p r o g r a m s  e x i s t e d  f o r  

c h i l d r e n  w i t h  l i f e  t h r e a t e n i n g  i l l n e s s e s  s u c h  as cancer ,  they focused on providing 

home-based education, remedial  tutoring,  o r  b r i e f  h o m e w o r k  r e v i e w  sess ions .  T o o  

o f t e n  c h i l d r e n  with cancer  were ignored and wri t ten  off ,  especially when they were  

o u t  of school for extended periods or  when d e a t h  seemed i m m i n e n t .  T h e  s p i r i t  of 

t h e  l a w  now r e q u i r e s  t h a t  schools c r e a t e  a viable range of a l ternat ive  instructional 

opportunit ies for  s tudents  who a r e  unable t o  pa r t i c iap te  fully in t h e  typical  classroom. 

C o m p l i a n c e  w i t h  t h e s e  n e w  laws and local  policies c r e a t e  d i lemmas for some 

classroom teachers  trying t o  d e a l  w i t h  c h i l d r e n  w i t h  d i v e r s e  p h y s i c a l  c a p a c i t i e s .  



Consequently, t eachers  must learn t o  a d a p t  the i r  t r a d i t i o n a l  t e a c h i n g  m e t h o d s  a n d  

g o a l s  t o  a c c o m o d a  te ill children, without over-compensating for thei r  handicaps and 

infantilizing t h e m .  F o r  m a n y  t e a c h e r s ,  f o r  ma1 e d u c a t i o n  o r  r e t r a i n i n g  m a y  b e  

impracticable.  And as a result ,  t h e  only preparation they receive  may c o m e  in t h e  

fo rm of on-the-job training. In these  cases teachers  a r e  called upon t o  b e  f l e x i b l e  

a n d  wi l l ing  l e a r n e r s ,  r e a c h i n g  o u t  w i t h  uncer ta in ty  t o  discover and dea l  with t h e  

specific needs and s t rengths  of t h e  chronically ill child. 

In all, many fac to rs  probably contr ibute  t o  t h e  diversi ty of experiences children 

with cancer  h a v e  when  t h e y  r e t u r n  t o  schoo l .  T h e  n a t u r e  a n d  s e v e r i t y  of t h e  

s p e c i f i c  i l lness  a n d  t r e a t m e n t  r e g i m e n  is likely t o  b e  a determinat ive  factor .  In 

addition, t h e  child's own outlook, dependent perhaps upon developmental  level, and t h e  

c h a r a c t e r  of t h e  medica l  t r e a t m e n t  facil i ty,  t h e  family's orientation and t h e  school 

staff 's  outlook a l l  play a par t .  Because of t h e  growing hopefulness and complexity of 

m e d i c a l  a d v a n c e s ,  i t  i s  impossible t o  make d i rec t  inferences  about  a child's school 

fu tu re  t o d a y  on  t h e  b a s i s  of e x p e r i e n c e s  a d e c a d e  a g o .  D e a t h  i s  n o  l o n g e r  a 

c e r t a i n t y .  With e x t e n d e d  l i f e ,  a t t e n t i o n  t o  t h e  quali ty of l i fe  will require more 

ca re fu l  consideration of t h e  roles and impacts  of t h e  h o s p i t a l ,  t h e  f a m i l y  a n d  t h e  

school on  t h e  experiences of children living with cancer.  

Prior Research 

The re-entry t o  school by t h e  child with cancer  presents  complex issues for  a l l  

t h e  people and insti tutions involved. This repor t  explores some of these  issues from 

t h e  vantage points of parents,  school s t a f f s ,  m e d i c a l  s t a f f s ,  a n d  a d o l e s c e n t s  w i t h  

cancer .  It describes some of t h e  real-life dilemmas c r e a t e d  by school re-entry, and 

some of t h e  ways individual a c t o r s  and insti tutions handled those  d i l emmas .  A s  w e  

h a v e  n o t e d ,  s o m e  of t h e  p o t e n t i a l  problems children with cancer  face  as they and 



thei r  families a t t e m p t  t o  stabil ize and normalize the i r  lives a r e  a d i rec t  function o f  

t h e  illness and t r e a t m e n t  itself. Numerous physicians, medical  researchers  and other  

observers have argued t h a t  children with cancer  c a n  be  expec ted  t o  have a variety of 

physical problems post-diagnosis and during o r  a f t e r  t r e a t m e n t .  As a result  of a lmost  

universal chemotherapy and radiation therapy, chi ldren s h o u l d  e x p e r i e n c e  h a i r  loss ,  

w e i g h t  l o s s  a n d  g a i n ,  a n d  fa t igue  t o  t h e  point of exhaustion. Depending upon t h e  

na tu re  and course  of thei r  illness, they also may exper ience occasional  o r  c o n t i n u a l  

h o s p i t a l i z a t i o n .  T h o s e  who must have surgery, may have t h e  results  visible in t h e  

form of limb amputations.  All these  t r e a t m e n t s  have physical impac t  upon t h e  child; 

they also have psychological impact! 

In a recen t  study reported by Deasy-Spinetta & Spinet ta  (1980), teachers  of 42 

school-age cancer  pa t i en t s  completed questionnaires describing t h e  behavior and a f f e c t  

of thei r  typical  s tudents ,  and of students with cancer.  Importantly,  teachers  did not  

r a t e  s tudents  with cancer  as dif ferent  f rom con t ro l  s u b j e c t s  (i.e. s t u d e n t s  w i t h o u t  

c a n c e r )  on c h a r a c t e r i s t i c s  s u c h  as wi l l ingness  t o  a t t e n d  s c h o o l ,  p lay h a b i t s  or  

dependency. However, t eachers  did repor t  t h a t  s tudents  with cancer  a t tended school 

l e s s  f r e q u e n t l y  , h a d  g r e a t e r  difficulty concentra t ing,  and had less energy than their  

peers. Moreover, they described these  children as "inhibited, less act ive ,  less willing 

t o  t r y  n e w  t h i n g s ,  a n d  l e s s  l ikely t o  express e i the r  positive or  negative emotions1' 

(Deasy-Spinetta & Spinetta,  1980, p.89). In another  study, O'Malley, Fos te r ,Koocher ,  

& Slavin (1979) studied 117 long t e rm survivors of childhood cancer ,  t o  determine t h e  

level  of adjus tment  problems and psychiatric symptoms in t h a t  group. Many of these  

young  a d u l t s  ( s o m e  s t i l l  s t u d e n t s )  had  mi ld  a d j u s t m e n t  p rob lems ,  resulting from 

difficult ies in social relat ions,  anxiety, and depression. There  is a double message in 

most  of these  and o ther  reports: one is t h a t  psychological and adjus tment  problems do 

occur;  t h e  o ther  is t h a t  they do not occur o f t e n  in very serious terms. 



Concern about  these  issues, and for t h e s e  children, has  l ed  s o m e  o b s e r v e r s  t o  

o v e r s t a t e  t h e i r  s e r i o u s n e s s ,  and  t o  suggest t h a t  many o r  most children experience 

serious problems. For example,  Moore & Tr ip le t t  state t h a t  t h e  "child with cancer  

s u f f e r s  f r o m  d e l a y e d  d e v e l o p m e n t  (1980 ,  p. 265)," implying t h a t  this is typical  o r  

usual .  O t h e r s  h a v e  d r a w n  a t t e n t i o n  t o  c h i l d r e n ' s  p o t e n t i a l  p s y c h o l o g i c a l  

m a l a d j u s t m e n t  (van  Eys ,  1977;  1977a) ,  p o t e n t i a l  family  dysfunction or  dissolution 

(Kaplan, et al., 1973; Lansky, et. al, 1978;  S h a r e ,  19721, a n d  e v e n  s c h o o l  p h o b i a s  

(Lansky, et al., 1975; Fut terman & Hoffman, 1970). While such concern is important,  

too strong a focus  on t h e  negative or  pathological appears  qu i te  incorrect  (Kellerman, 

1980;  T a v o r m i n a ,  et al., 1976);  i t  also may help build s tereotypes  and c r e a t e  new 

barr iers  t o  adjustment.  

Not only may researchers  exaggerate  these  potent ia l  problems; so  may parents.  

If worried paren t s  buffer  thei r  children overmuch, o v e r p r o t e c t i n g  t h e m ,  y o u n g s t e r s  

m a y  r e c e i v e  a message of their  e x t r e m e  vulnerability and may become hesitant  and 

cautious abou t  normalization (Spinetta, et. al., 1976). A t  t imes ,  of c o u r s e ,  p a r e n t s  

and professionals may g o  too fa r  in t h e  opposite direction. By denying t h a t  problems 

exist ,  fo r  t h e  child o r  in t h e  e x t e r n a l  s i t u a t i o n ,  p a r e n t s  m a y  f a i l  t o  a d e q u a t e l y  

p ro tec t  the i r  children. Indeed, it appears t h a t  at t imes  children will need preparation 

and p ro tec t ion  t o  f a c e  i g n o r a n c e , c r u e l t y  o r  i n f l e x i b i l i t y  o n  t h e  p a r t s  of p e e r s ,  

neighbors o r  t h e  school s taf f .  

Reactions of peers  and school officials 

P e e r s ,  e d u c a t o r s  and o ther  adults  who play significant roles in the  l ife of t h e  

child can  have important  impact  in esca la t ing  o r  d i m i n i s h i n g  t h e  i m p a c t  of t h e s e  

potent ia l  problems. How these  others  r e a c t  to t h e  f a c t  of childhood cancer ,  whether 

they a r e  ab le  t o  normalize thei r  own relationships w i t h  t h e  c h i l d  a n d  f a m i l y ,  m a y  

make a major d i f ference in how youngsters cope  with these  stresses. Several  studies 



s t ress  t h e  importance of others '  react ions  t o  t h e  child as a major component of thei r  

a d a p t a t i o n  t o  the i r  illness and t o  fu tu re  opportunit ies (Cyphert ,  1973; Greene,  1975; 

K a t z ,  1980) .  W o r t m a n  & D u n k e l - S c h e t t e r  (1979)  d i s c u s s  t h e  s t e r e o t y p e s  a n d  

p r e j u d i c e s  f a c e d  by a d u l t s  w i t h  cancer ,  and  our observations suggest children with 

cancer  exper ience similar reactions. P e e r  teasing of a n  amputee ,  or  of a child bald 

f r o m  c h e m o t h e r a p y ,  r e p r e s e n t  f r e q u e n t  worrisome problems during school re-entry 

(Katz,  et.al., 1976; Moore & Triplett ,  1980; Zwartjes,  1978). Peers  m a y  b e  w o r r i e d  

a b o u t  t h e  d i s e a s e ' s  contagious e f f e c t s ,  or  uncer ta in  about  how t o  respond t o  what  

looks like a "special person." Teachers ,  t o o ,  m a y  r e a c t  s t e r e o t y p i c a l l y  ( ~ y p h e r t ,  

1973; Kaplan, et al., 1974) and isola te  t h e  ill child (Feldman, 1980), or  even ridicule 

him/her. They may withdraw emotionally or  ignore t h e  child, perhaps o u t  of f ea r  o r  

c o n f u s i o n  a b o u t  a p p r o p r i a t e  b e h a v i o r .  S o m e  t e a c h e r s ,  c o n c e r n e d  a b o u t  a child 

struggling with a potential ly f a t a l  illness, bese t  by emot ional  and physical  d r a i n s  o n  

his/her energy,  may inappropriately lower a c a d e m i c  requirements  (Katz,  1980). 

Research Questions 

On t h e  basis of previous research,  several  questions e m e r g e  as r e l e v a n t  t o  o u r  

concerns  about  t h e  problems involved in t h e  school re-entry of children with cancer: 

With respect  t o  t h e  child: 
-- What problems did t h e  child exper ience upon re turn  t o  school? 
-- What s t ra teg ies  were  developed t o  dea l  with those  problems? 
-- Did t h e  diagnosis and exper ience of childhood c a n c e r  affec.t t h e  

child's school performance,  self-concept,  interpersonal relations, 
and l ife plans? 

-- A r e  t h e r e  ongoing  m e d i c a l  c o n c e r n s  which  p o s e  d i f f i c u l t i e s  for the  
returning child? 

With respect  t o  t h e  school s taf f :  
-- What problems did t h e  school s taf f  %experience during t h e  school 

re-entry of t h e  child with cancer?  
-- How did t h e  staff cope with those  problems? 
- How did they respond t o  t h e  child's needs? 
-- How did t h e  school s taf f  resolve t h e  di lemma of t reat ing t h e  child 

a s  independent and self-sufficient, without ignoring genuinely 
unique needs? 



- How did t h e  s t a f f  decide  when they should reach ou t  or  l e t  t h e  
s tudent  work things ou t  on his lher  own? 

-- How did t h e  s t a f f  maintain standards,  avoid patronizing and 
misplaced sympathy on t h e  one hand, and demand no more than t h e  
child was capable  of on t h e  o ther  hand? 

-- To what'  ex ten t  did t h e  school and hospital s taf f  share  information 
and collaborate during school re-entry? 

With respec t  t o  family-school relations: 
-- To what  e x t e n t  did t eachers  and paren t s  develop open and 

continuing dialogue regarding t h e  child? 
-- How did parents  and t eachers  develop mutually t rus t ful  

relationships through which t o  co-ordinate s t ra teg ies  for handling 
t h e  child? 

-- T o  w h a t  e x t e n t  a n d  in  w h a t  ways was t h e  school staff  helpful t o  t h e  
family? 

-- T o  w h a t  e x t e n t  a n d  in  w h a t  w a y s  w a s  t h e  f a m i l y  h e l p f u l  t o  t h e  
school s taf f?  

These questions provide a f r a m e  f o r  our investigation. For some of these  questions 

we were  ab le  t o  obtain only f r a g m e n t a r y  o r  p a r t i a l  a n s w e r s .  In o t h e r  c a s e s  w e  

g a i n e d  i m p o r t a n t  i n s i g h t s  about  t h e  school exper iences  of children with cancer  and 

raised more  questions t o  be  answered in subsequent research and intervention projects. 

Methods of Investigation 

In o r d e r  t o  bring t o  these  questions a n  empir ical  approach t h a t  would advance 

our own and others '  understanding, we genera ted  several  d i f fe ren t  d a t a  bases. First ,  

some of t h e  d a t a  examined in th is  s tudy '  were  gathered as p a r t  of a larger study of 

t h e  s t r e s s e s  a n d  c o p i n g  p a t t e r n s  of 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  ( C h e s l e r ,  

B a r b a r i n ,  C h e s l e r ,  Hughes & Lebo, 1981). In t h a t  study interviews were conducted 

with 55 famil ies  experiencing childhood cancer ,  including 9 4  p a r e n t s  (74 p a r e n t s  of 

c h i l d r e n  l iv ing w i t h  c a n c e r  a n d  20 parents  of deceased children), 28 children with 

cancer  and 21 of thei r  siblings. Thirty-five of those  famil ies  had living children with 

c a n c e r  of s c h o o l - a g e  at t h e  t i m e  of t h e  interview, and t h e  d a t a  reported herein is 

limited t o  those  families. This d a t a  set had t w o  important  l i m i t a t i o n s  in t e r m s  of 

o u r  p u r p o s e s  h e r e :  (1) al l  t h e  d a t a  were  col lected f rom famil ies  being t rea ted  at  a 



single major university h o s p i t a l  ( a l t h o u g h  t h e y  a t t e n d e d  s e v e r a l  d i f f e r e n t  s c h o o l  

s y s t e m s ) ,  a n d ;  (2) t h e  sample  underrepresents non-white children and their  families. 

Despite these  limitations, a substantial  amount  of rich m a t e r i a l  r e g a r d i n g  s t u d e n t s '  

a n d  p a r e n t s '  v i e w s  of t h e  school experiences of children with cancer  was available 

f rom this  d a t a  set. 

S e c o n d ,  a s m a l l  g r o u p  of adolescents vlith cancer  were  involved in the  school 

re-entry project  a s  consultants.  In t h a t  role they m e t  with t h e  project  staff  several  

t i m e s  t o  d i scuss  thei r  experiences,  and t o  consider,  eva lua te  and comment  upon t h e  

d a t a  f rom parents  and youngsters (above). Throughout, these  s tudents  reminded us of 

t h e  s p e c i a l  g l a s s e s  a d u l t  r e s e a r c h e r s  o f t e n  wear ,  and t h e  distortions or  er rors  of 

omission and commission with which we, as well  as o ther  actors ,  operate .  

Third, interviews were  conducted with a t o t a l  of 29 teachers ,  administrators and 

school counselors who had had d i rec t  exper ience with children with cancer  in school. 

These educators  were  nominated by parents  and s tuden t s  involved in t h e  original study 

(Chesler, et.al., 1981) as having had d i rec t  c o n t a c t  with thei r  chi ldren.  During t h e  

m o n t h s  b e t w e e n  t h e  i n i t i a l  i n t e r v i e w s  with pa ren t s  and t h e  interviews with school 

personnel two  children included in both  studies died. Thus, although some educators  

d i d  respond  t o  t h e  issues surrounding t h e  dea th  of a child in thei r  class, this study 

primarily focuses on children living with cancer ,  and barely begins t o  explore aspec t s  

of t h e  problem of dea th  and t h e  school. 

Fourth,  a n  addit ional  component of t h e  project  was a conference for educators,  

held in t h e  fa l l  of 1981. The conference w a s  c o n c e i v e d  b o t h  as a n  i n f o r m a t i o n -  

c o l l e c t i o n  a n d  i n f o r m a t i o n - d i s s e m i n a t i o n  a c t i v i t y .  With  r e s p e c t  t o  information- 

dissemination, preliminary results  f rom our study of t h e  school experiences of children 

w i t h  c a n c e r  ( t h e  f i r s t  t h r e e  d a t a  b a s e s  a b o v e )  w e r e  p r e s e n t e d .  In t e r m s  of 

information-collection, comments  and discussion were  invited f rom participants. Such 



comments  were  u s e f u l  in  g e n e r a t i n g  n e w  i n s i g h t s ,  a s  w e l l  as in  c l a r i f i y i n g  a n d  

correct ing some interpreta t ions  of t h e  data .  Pa r t i c ipan t s  in t h e  conference included 

50 school administrators,  t e a c h e r s ,  a n d  h e a l t h  p e r s o n n e l  f r o m  s c h o o l  d i s t r i c t s  in 

Michigan and Ohio. In addition, a panel of adolescents  with cancer ,  and a panel of 

pa ren t s  of e lementa ry  school-aged children with cancer ,  made  presentations. A fuller 

description of t h e  conference and re la ted mater ia ls  a r e  presented in Appendix A. 

The information provided by parents  and children in t h e  original  s t u d y ,  by t h e  

e d u c a t o r s  who  w o r k e d  w i t h  s o m e  of t h e s e  children,  by our adolescent and parent  

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

e x p e r i e n c e s  of c h i l d r e n  w i t h  c a n c e r  in schoo l .  T h e y  p r o v i d e  some quant i ta t ive  

comparisons and a ser ies  of v i g n e t t e s  which  c a p t u r e  p o r t i o n s  of a v e r y  c o m p l e x  

p i c t u r e  invo lv ing  a wide  v a r i e t y  of a c t o r s .  T h e  r e s u l t s  of t h i s  pilot  work a r e  

i l lustrat ive r a t h e r  t h a n  d e f i n i t i v e ;  h o w e v e r ,  t h e y  c a n  s e r v e  as a u s e f u l  b a s e  o f  

i n f o r m a t i o n  f rom which t o  develop fur ther  investigations o r  action-research projects. 

Moreover, some of t h e  insights shared here  may b e  of d i rec t  and immediate  benef i t  

t o  teachers ,  administrators,  counselors and families of children with cancer.  For each 

person (parent  or  educator) ,  t h e  experience with childhood cancer  is o f ten  a singular 

l o n g - t e r m  e v e n t .  By prov id ing  a v e h i c l e  f o r  s h a r i n g  t h e s e  e x p e r i e n c e s ,  t h i s  

monograph m a y  b e  a u s e f u l  t o o l  in he lp ing  f a m i l i e s  a n d  s c h o o l  s t a f f  m e m b e r s  

an t i c ipa te  problems and learn f rom others  how t o  solve them. 

This repor t  is divided in to  four sec t ions  which  c o v e r  t h e  p e r s p e c t i v e s  of :  1 )  

p a r e n t s ;  2) school personnel; 3) adolescents; and 4) t h e  medical  s taf f .  A conclusion 

and ser ies  of recommendations complete  t h e  report .  In each  of t h e  following sections 

t h e  r e l e v a n t  m e t h o d  a n d  resea rch  d a t a  will b e  presented,  as well as findings f rom 

o ther  per t inent  studies. 



PART 11. PARENTAL PERSPECTIVES ON THE SCHOOL EXPERIENCES 

O F  CHILDREN WITH CANCER 

Substantial  research demons t ra tes  t h a t  a c t i v e  p a r t i c i p a t i o n  b y  p a r e n t s  in t h e  

e d u c a t i o n  o f  t h e i r  c h i l d r e n  c a n  c o n t r i b u t e  significantly t o  in te res t  and success in 

school (Keeves, 1975; Comer,  1982). When a c h i l d  e x p e r i e n c e s  a s e r i o u s  o r  l i f e -  

t h r e a t e n i n g  i l l n e s s ,  t h i s  i n v o l v e m e n t  m a y  b e c o m e  a n e c e s s i t y .  If a c h i l d  is 

hospitalized for  extended periods, t h e  parent  o f ten  is t h e  p r imary  l ink b e t w e e n  t h e  

h o s p i t a l ,  t h e  child and t h e  school. The paren t  c a n  provide t h e  school with medical  

information and guidance about  what  t o  e x p e c t  once t h e  child i s  r e a d y  t o  r e - e n t e r  

t h e  classroom. The parent  also may engender in t h e  child a sense of belonging and 

continuity with classmates,  by informing t h e  child of school ac t iv i t i e s  and events,  and 

vice versa. In addition, t h e  pa ren t  may act as negotiator with t h e  school regarding 

assignments,  requirements and t imetab les  fo r  c o m p l e t i o n  of work.  O n c e  t h e  c h i l d  

re turns  t o  school, t h e  pa ren t  may b e  involved continually in encouraging t h e  child t o  

d o  a c a d e m i c  w o r k ,  in m o n i t o r i n g  t h e  c h i l d ' s  p h y s i c a l  c o n d i t i o n  a n d  e m o t i o n a l  

adjus tment ,  and in safeguarding t h e  child agains t  exposure t o  infections, diseases and 

inappropriate activit ies.  These a r e  important  roles. If executed well  they can  make 

a d i f f e r e n c e  in  t h e  ease with which t h e  child with cancer  re-enters and adjusts t o  

school. 

Th i s  s e c t i o n  explores t h e  school re-entry si tuations of children with cancer ,  as 

seen through t h e  eyes  of thei r  parents.  Responses t o  four d i f ferent  questions in t h e  

interviews with parents  of children with cancer  a r e  presented and discussed. 

1. To what e x t e n t  were  educators  helpful t o  pa ren t s  in dealing with re-entry? 

2 .  What kinds of problems did parents  observe with regard to t h e  school's 
handling of re-entry? 



3. What specific things did t eachers  d o  t h a t  were  or  were  not  helpful? 

4. How did parents  and thei r  children a d a p t  t o  t h e  behavior and s tance  of - 

t h e  school s t a f f?  

As indicated on page 14, these  questions were  di rected t o  a sample  of 59 parents  in 

35 families with school-age children with cancer .  

Were school people helpful? 

T a b l e  2 i n d i c a t e s  p a r e n t s '  responses t o  t h e  question of whether school people 

were  helpful t o  them.  According t o  thei r  reports,  in half  t h e  cases s c h o o l  p e o p l e  

w e r e  q u i t e  h e l p f u l ,  b u t  in  t h e  o t h e r  ha l f  t h e  s c h o o l  s t a f f  was described a s  not  

helpful, or  only a l i t t le  helpful. Table 2 a l s o  s u g g e s t s  t h a t  p a r e n t s  of s e c o n d a r y  

s c h o o l  a g e  c h i l d r e n  ( o v e r  11 y e a r s )  w e r e  s o m e w h a t  more  likely t o  repor t  helpful 

responses f rom educators  t h a n  w e r e  e l e m e n t a r y  s c h o o l  p a r e n t s .  P e r h a p s  t h a t  is 

b e c a u s e  t h e s e  c h i l d r e n  and thei r  parents  had more  exper ience with t h e  school, and 

because these  older children were  more  likely t o  asse r t  themselves. 

Table 2 

Parents '  Repor ts  of t h e  Helpfulness of 
School People, by Various Demographic Categor ies  

Demographic Categor ies  

By students '  age  
11 and under (N=28) 
Over 1 l(N=25) 

By sex of parent  reporting 
Mother(N=30) 
Father(N=23) 

By parents '  level of education 
College graduate(N=17) 
Some college(N= 17) 
High school o r  less(N=16) 
NA (N=3) 

School People's Helpfulness 
Very /Quite L i t t l e  
Helpful Helpful 
(N=29) (N=24) 



In addition, more  highly educa ted  p a r e n t s  r e p o r t e d  h e l p f u l  r e s p o n s e s  f r o m  s c h o o l  

people significantly more  o f ten  than did pa ren t s  with less educat ional  background ( ~ 2  

= 10.9, df = 2, p < .01). Several  d i f ferent  f a c t o r s  re la ted t o  educators,  t h e  child and 

t h e  parent  may account  for  this finding. One explanation is t h a t  school people may 

have responded differently t o  parents  with higher e d u c a t i o n a l  b a c k g r o u n d s ,  p a r e n t s  

who w e r e  o f  t h e  s a m e  o r  h i g h e r  s t a t u s  as t h e  e d u c a t o r s .  Second,  perhaps t h e  

children of more  highly educated parents  were  doing b e t t e r  in school t o  s t a r t  w i t h ,  

and thus  seen a s  "better  bets" for educators  t o  invest t i m e  and energy in. A third 

explanation is t h a t  pa ren t s  with more  educational e x p e r i e n c e  t h e m s e l v e s  may  h a v e  

b e e n  p r e p a r e d  t o  b e  m o r e  a s s e r t i v e  a b o u t  a s k i n g  f o r  h e l p  for  thei r  children, or  

apprecia ted t h e  help they did receive more  than  o ther  pa ren t s  did. 

H e l p f u l n e s s  of s c h o o l  p e o p l e  m a y  m a t t e r !  T a b l e  3 s u g g e s t s  t h a t  parents '  

experience of helpfulness  m a y  b e  r e l a t e d  t o  t h e i r  s a t i s f a c t i o n  w i t h  t h e  schoo l ' s  

response t o  the i r  child. Although only 6 paren t s  were  not  satisif ied with the  school's 

response, 5 of t h e m  also  reported ge t t ing  l i t t l e  h e l p  f r o m  t h e  school .  Moreover ,  

parents  who f e l t  thei r  child now was doing t h e  s a m e  quali ty of work, or  be t t e r ,  than 

before t h e  illness, were  slightly more  l ike ly  t o  r e p o r t  s c h o o l  p e o p l e  as "very"  o r  

"qui te"  h e l p f u l .  The numbers of children who were  ra ted by thei r  parents  as doing 

less well now is qu i t e  small, too  small  for  any coheren t  analysis of these  issues, but  

t h e  t rend is c l e a r  nevertheless.  The group doing b e t t e r  now than before aiso is too 

small  fo r  f i rm conclusions, but  with a larger sample- Feldman (1980) r e p o r t e d  t h a t  

s t u d e n t s  w i t h  c a n c e r  f r o m  families with higher educat ional  backgrounds were more 

likely than s tudents  f rom o ther  families t o  improve thei r  a c a d e m i c  p e r f o r m a n c e  o n  

re-entry t o  school. If higher educational background is re la ted t o  parents '  perception 

of more  helpfulness f rom t h e  school, and if more  helpfulness is re la ted t o  t h e  child's 



s table  or  even improved performance on re-entry, then  th is  makes  good sense. 

Table 3 

Parents '  Reports of Helpfulness of School 
People,  Rela ted t o  Other  School Issues 

School Peoples' Helpfulness 

VeryIQuite L i t t l e  
Helpful(N=29) Helpful(N=24) 

Paren ta l  sat isfation with 
school's response t o  child: 

satisfied (N=37) 
not  satisfied (N=6) 
NA (N=10) 

Child's school performance: 
worse than before  (N=4) 2 5 
s a m e  as before  (N=25) 64 
b e t t e r  than before  (N=5) 80 
NA (N=19) 42 

Child caught  up and 
doing well in school: 

No (N=6) 
Yes (N=41) 
NA (N=6) 

Children who were  not  doing well in school prior t o  the i r  d iagnosis  s o m e t i m e s  

had  a n  e s p e c i a l l y  d i f f i c u l t  t i m e  c a t c h i n g  u p  af terwards .  In at l eas t  one case, a 

mother  f e l t  her  son's problems in th is  regard w e r e  c o m p o u n d e d  by a l a c k  of h e l p  

f rom t h e  school. 

My son was di f ferent  f rom some o thers  because h e  was  a "C" and "D" s tudent  
before  h e  g o t  cancer.  When he c a m e  home f rom t h e  hospital no one called t h e  
house .  Al l  t h e  i n i t i a t i v e  had  t o  b e  o u r s ,  a n d  w e  had enough t o  deal  with 
already. I guess they figured t h a t  since h e  was  n o t  a good  s t u d e n t  t o  b e g i n  
with, they should not bother. Besides, in the i r  minds he  was dying already. I 
think t h e  school gave  up on him, and as a result  he  g a v e  up on school. 

Many s c h o o l  personnel wondered how helpful  they should t r y  t o  b e  t o  t h e  sick 



child, and how much they should extend themselves  t o ' t h e  family. Often re luctance 

t o  help was based on t h e  f e a r  t h a t  parents  o r  colleagues would resent  "meddling" or  

"over inv~lvement .~ '  Because some teachers  and school adminis t ra tors  w e r e  u n c e r t a i n  

a b o u t  how p a r e n t s  would reac t ,  they may have refrained f rom taking t h e  initiative. 

Parents '  repor ts  suggest  t h a t  these  over tures  of help may b e  w e l c o m e d ,  a n d  h igh ly  

re la ted t o  parents '  expressions of satisfaction with t h e  school. 

What kinds of problems did pa ren t s  report? 

We a s k e d  p a r e n t s  w h e t h e r  t h e y  a n d  thei r  children experienced any part icular 

problems in returning t o  school. As Table 4 i n d i c a t e s ,  3 0  of t h e  5 9  p a r e n t s  w i t h  

s c h o o l - a g e  c h i l d r e n ,  o r  51%, reported problems. The  two problems mentioned most 

o f ten  included missing much school and teasing or  rejection by peers. 

Table 4 

School Problems Reported by Paren t s  of 
Children with Cancer  

Problems 

Mentioned any problem 

Number and Percen t  of 
P a r e n t s  Reporting School Problems 

N=59 %* - 

Teasing by peers  22 37 

Missed much school 18 3 1 

Relations with teachers  7 12 

*Since  s o m e  p a r e n t s  mentioned more than  one problem, t h e  t o t a l  percentage equals 
more  than  100%. 

T h i r t y  -one percent  of t h e  parents  reported t h a t  thei r  child missed "much" schooling. 

The definition of "much" used here  is at l eas t  a f e w  days or  more  per month, over 

t h e  c o u r s e  of y e a r s .  Children who missed several  days o r  even weeks at diagnosis 



and t h e  beginning of t r e a t m e n t ,  but  who were  able  t o  a t t e n d  school r e g u l a r l y  a f t e r  

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

Table 5 indicates t h a t  parents '  repor ts  t h a t  t h e  child missed much school appear  

t o  b e  r e l a t e d  t o  whether  t h e  child relapsed and t h e  number of t imes  t h e  child was 

hospitalized. As we might expec t ,  c h i l d r e n  who  h a d  r e l a p s e d  m o r e  o f t e n  m i s s e d  

"much" s c h o o l  than did children who s tayed in remission (64% v. 26%), and children 

who had been hospitalized more  than t h r e e  (extended) t imes  were  more  likely t o  have 

m i s s e d  much  s c h o o l  t h a n  t h o s e  c h i l d r e n  who were  hospitalized less o f ten  (58% v. 

13%). Both these  relationships a r e  stat ist ically significant (X2 relapse v remission = 

5.6, df = 1, p. = < .05; X2 amount  of hospitalization = 12.2, df = I ,  p. = ( .01). On 

t h e  o ther  hand, pa ren t s  who reported t h a t  the i r  children missed much school were  no 

more  likely than other  parents  t o  repor t  t h a t  thei r  children were  not  caught  up with 

school, or  t h a t  they experienced o ther  problems, including teas ing.  Nor  d o e s  t h e r e  

a p p e a r  t o  b e  a n y  r e l a t i o n s h i p  b e t w e e n  t h e  child missing much school and parents  

feeling they received di f ferent  amounts  of help f rom school people. 

I t  s e e m s  c l e a r  f r o m  t h e s e  d a t a  t h a t  while missing school may be  a common 

exper ience f o r  children with cancer ,  they d o  n o t  a l l  m i s s  a l o t  of schoo l ;  on ly  a 

relat ively small  minority does so. Moreover, whatever t h e  impac t  is of missing much 

school, i t  does -not,  in and of i tself ,  lead t o  a host  of o the r  school problems. 



Table 5 

Other  Issues 

Situational Fac to rs  

Relationships Between Parents '  Repor ts  t h a t  Child 
Missed Much School and Other  Issues 

Has your child relapsed 
Yes (11) 
No (48) 

How of ten  has  child been 
hospitalized 

1-3 t imes  (N=31) 
More than  4 t imes  (26) 
No answer (N=2) 

How helpful were  schoolpeople 
Verytquite helpful (N=29) 
L i t t l e  helpful (N=24) 
No answer (N=6) 

School problems 
Were t h e r e  any specia l  problems 
with t h e  school 

Yes (N=30) 
No (N=24) 
No answer (N=5) 

Was your child teased 
Yes (N=22) 
No (N=37) 

Is your child caught  up 
with schoolwork 

Not caught  up (N=6) 
Caught  up (N=43) 
No answer (N=10) 

Missed Did not  No 
Much Miss Much Report  
(N= 18) (N=36) (N=5) 



T h e  s e c o n d  p r o b l e m  m a n y  p a r e n t s  m e n t i o n e d  w i t h  r e g a r d  t o  t h e i r  c h i l d ' s  

s c h o o l i n g  c o n c e r n e d  t e a s i n g  o r  rejection by peers. Over two  thirds (22130) of t h e  

pa ren t s  reporting "particular problems" with t h e  school indicated t h a t  teasing by peers  

h a d  b e e n  a c o n c e r n  ( s e e  T a b l e  4). Cons ider  some of t h e  following comments  by 

parents:  

There  was some teasing. But h e  didn't wan t  m e  t o  ta lk  with t h e  t eacher  or  do 
anything abou t  it. Tha t  would only m a k e  it worse, h e  thought. 

Facing t h e  kids when he  f i rs t  went bald was  t h e  hardest  part .  We taught  him 
t o  laugh about  it because t h a t  was abou t  a l l  h e  could do. 

There  was one turkey who really teased him a lot. He  hi t  him and knocked o u t  
o n e  of his t e e t h  and t h a t  stopped it. 

When t h e r e  w a s  a l o t  of t e a s i n g  a n d  f i g h t i n g  t h e  t eacher  stepped .in. Why 
didn't they d o  something before  then? 

T e a s i n g  is a t y p i c a l  e v e n t  in t h e  classroom, perhaps it even is normal. However, 

these  children were  inappropriate t a rge t s  f o r  such teasing,  because  of t h e i r  o b v i o u s  

handicaps and thei r  psychological vulnerability. P a r e n t s  wrestled with what they and 

t h e  school s taf f  might have done o r  should have done t o  in tervene in these  situations. 

In some cases peers'  reactions went beyond teasing,  t o  potent ia l  rejection of t h e  

child with cancer .  As some parents  commented:  

She was  t r e a t e d  like a leper. 

T h e  k i d s  would m a k e  fun  of h i m  w h e n  h e  had no hair  and when he  was on 
medication and blew up like a balloon. There  were  remarks  made t o  him t h a t  
he  was  going t o  die. 

In addition t o  concern about t h e  react ions  of o the r  children, some parents  were  

part icularly troubled and angry  a t  t h e  r e a c t i o n s  of o t h e r  p a r e n t s .  C o n s i d e r  t h e  

following comments ,  and the  potent ia l  relationship between these  parents'  ac t ions  and 

youngsters'  teasing o r  o the r  negative behaviors. 

One mother  told a neighbor t h a t  she  didn't want her daughter  hearing any more  
about  my child's illness, because she  was  home crying s ince  she  heard about it. '  



T h e  c h i l d r e n  w e r e  t o l d  a b o u t  it in school ,  and they weren't too upset. But 
some parents  were  upset  because thei r  kids c a m e  home and they were  concerned 
t h a t  t h e i r  f r i e n d  w a s  r e a l l y ,  r e a l l y  s i c k .  Anyone would be  upset. But t h e  
pa ren t s  g o t  mad t h a t  t h e  school had said anything abou t  it;  they f e l t  t h a t  t h e  
school shouldn't have told t h e  kids and upset  them. 

I did have some parents  ca l l  m e  and t e l l  m e  t h a t  they did not  want my child in 
school, because  they did not want  thei r  children t o  c o m e  down with cancer.  

Recen t  research on t h e  psychosocial a s p e c t s  of childhood cancer  stresses t h a t  i t  

is a family disease, in t h e  sense t h a t  everyone in t h e  family is likely t o  b e  a f fec ted  

by it. Moreover, of a l l  family members,  siblings o f t e n  appear  t o  b e  most "left out", 

t o  r e c e i v e  t h e  leas t  a t tent ion at home (Gogan et al., 1977; Sourkes, 1980; Spinetta,  

1978). Some paren t s  noted t h e  problems th i s  c r e a t e d  at school, and were  concerned 

abou t  t h e  school staff 's  sensitivity t o  siblings. 

Her brother  is o f t en  get t ing in to  f ights because  h e  can ' t  s t a n d  t h e  o t h e r  k i d s  
teasing her. . .about her hair and everything.  

The  school l e t  m e  down when they didn't understand my sick kid's older brother. 
I mean,  a nice boy like tha t ,  who's never  done anything wrong before,  suddenly 
ac t ing  out.  You'd think they would have ant ic ipated some changes and been on 
t h e  lookout, or  at  leas t  been more  sensit ive when it happened. 

The l i t t l e  one feels  he  isn't ge t t ing  enough a t t en t ion  at home, and he's right. I 
need some e x t r a  help from t h e  school on th is  one. 

These repor ts  suggest t h a t  problems in t h e  school a r e  cen te red  not only in t h e  

c h i l d  (e.g. miss ing  school )  b u t  in t h e  react ions  of t h e  child's teachers,  peers, and 

paren t s  of peers. Moreover t h e  react ions  of pa ren t s  themselves,  as well as siblings, 

m u s t  b e  t a k e n  i n t o  a c c o u n t .  If a l l  a t t e m p t s  t o  moderate  t h e  s t ress  of school re- 

en t ry  a r e  di rected toward t h e  sick child, w i t h o u t  a t t e n t i o n  t o  s ib l ings  a n d  p e e r s ,  

s i g n i f i c a n t  s o u r c e s  of s t r e s s  wi l l  r e m a i n  u n a f f e c t e d  a n d  i n t e r v e n t i o n s  wi l l  b e  

incomplete  and ineffective.  

What did t eachers  do t h a t  was helpful o r  not  helpful? 

F a c e d  w i t h  t h e s e  c h i l d r e n ,  a n d  w i t h  s o m e  of t h e  p e r s o n a l  ( p h y s i c a l  a n d  

psychological), familial  and peer problems repor ted here ,  what  did o r  should t eachers  

and o ther  educators  do? In Table 6 w e  repor t  s o m e  things parents  identified t eachers  



as doing t h a t  were  helpful and some t h a t  w e r e  not.  

Table 6 

Parents '  Repor ts  of What t h e  Teacher  Did 
That  was Helpful o r  Not Helpful 

Teachers '  Actions 

Actions Which Were Helpful 
Was caring 
Treated child as normal 
Gave special  academic  help 
Kept  parents  informed 

Actions Which Were Not Helpful 
Was insensitive 
Was overprotect ive  
Other  
Nothing (everything was fine) 

% of Paren t s  Reporting* 
Teachers '  Actions 

*Multiple responses cause  t h e  t o t a l  pe rcen t  t o  exceed  100%. 

T h e r e  a p p e a r s  t o  b e  a d e l i c a t e  t e n s i o n  o r  balance among some of these  reported 

behaviors. If caring and giving special  help is seen as positive, too  much of i t  may 

b e  seen a s  overprotective.  If t r ea t ing  t h e  child as normal  is positive, too much of 

t h a t  (in t h e  f a c e  of non-normality) may b e  seen as insensitivity. Van E y s  c a p t u r e d  

th is  dilemma in t h e  following t e r m s  (1977, p. 168): 

If t h e  cancer  were  ignored by well-meaning people, t h e  child's reali ty would b e  
distorted and he  would not  be  accep ted  as t h e  person h e  is. On t h e  other  hand, 
when t h e  cancer  is made  t h e  overwhelming concern,  t h e  "normal" in  t h e  c h i l d  
t h a t  wants t o  be  recognized is ignored. Either produces dispair. 

Le t  us consider some of these  repor ted behaviors in more  detail.  Pa ren t s  noted 

t h e  following positive and caring behaviors: 

She's just a super person. She gives him his medication and vitamins every' day. 
If he's had a bad day (a f t e r  chemo) s h e  sends his homework home. She's very 
understanding. 



I told his t eacher  t h a t  h e  had cancer  and t h a t  if anyone sneezed on him he'd be  
sick. If a mother  sen t  her  child t o  school with a cold t h e  teacher  called m e  t o  
t a k e  him home. 

Two of t h e  bes t  t eachers  in Junior High have been super. They c a m e  t o  visit 
in t h e  h o s p i t a l ,  t h e y  s a w  t o  it t h a t  s h e  h a d  h o m e w o r k .  They  h a n d l e d  i t  
beautifully by telling t h e  children at school. 

The kids s e n t  ca rds  and t h e  school s e n t  f lowers and t h e  t eachers  helped most. 
When he go t  back he  was  t rea ted  t h e  way I liked. 

They've done things t h a t  have made him more  comfortable.  Like t h e y  h a v e  a 
rule t h a t  you can' t  wear ha t s  in school b u t  when h e  lost his hair h e  could wear 
his hat. When h e  was t i red ,  they had a rug in t h e  back of t h e  room in what  
they called t h e  reading a r e a ,  and as long as h e  was caught  up and had his work 
done, h e  could g o  t a k e  a nap if h e  was exceptionally tired. A t  f i r s t  h e  would 
d o  t h a t  qu i t e  o f ten  bu t  he  doesn't d o  t h a t  t o o  much anymore. He's go t  more 
energy. 

In addition t o  these  examples  of special  caring,  in and ou t  of t h e  classroom, parents  

also provided examples  of t h e  benef i ts  of t r ea t ing  t h e  child as normally as possible. 

They  jus t  m a d e  h e r  c o m f o r t a b l e .  They t r e a t e d  her like t h e  res t  of the  kids 
with a f e w  exceptions. T h a t  was  rea l  important  t o  her. 

T h e y  t r e a t e d  h i m  l i k e  anyone  else,  or  even a l i t t l e  rougher, which made him 
work a l i t t l e  harder.  He  plays hockey 3 t i m e s  a week now. 

They t rea ted  her  normally, with no favors, which is what she  and I wanted. 

As Table 6 indicates,  pa ren t s  a lso  repor ted a number of non-helpful  o r  w o r s e ,  

negative,  behaviors. Consider t h e  following examples  of insensitivity and an  apparent  

lack of caring (for t h e  child & t h e  parent): 

All were  fine excep t  f o r  her  gym teacher .  I'm going t o  go in and rearrange his 
body. She had one kidney removed and I don't want  h e r  t o  d o  a n y t h i n g  t h a t  
might jeopardize her  o the r  kidney. I'm very touchy about  c o n t a c t  sports. The'  
gym teacher  keeps  forget t ing her  res t r ic t ions  and l e t s  her  play t ack le  football.  

During his therapy, one of t h e  teachers  told m e  he'd have t o  have a l e t t e r  from 
a doctor  at t h e  hospital because h e  did not  believe t h a t  h e  h a d  l e u k e m i a .  I t  
must  b e  a l l  in my mind, he  said! 

O n e  t e a c h e r  d idn ' t  know s h e  was on chemotherapy and t h a t  her memory was 
impaired. The t eacher  marked her  down because  she  f o r g o t  t o  h a n d  in s o m e  
homework. 

When p r e s e n t ,  t h e  invo lvement  and concern of t h e  school staff  can  sustain s tudent  

ef for ts ;  when a b s e n t ,  t h e y  c a n  b e  a s o u r c e  of d i s c o u r a g e m e n t .  As o n e  p a r e n t  



summarized her  son's encounters  with t h e  school system: 

He  found o u t  t h e  t eachers  didn't ca re ,  so h e  los t  in teres t .  

When teachers  d o  ca re ,  t h e  ways in which they express  thei r  concerns, and t h e  

complex issues surrounding such expression, can  e f f e c t  whether t h e  consequences a r e  

positive or  negative. For i n s t a n c e ,  s o m e  n e g a t i v e  c o n s e q u e n c e s  of w e l l - m e a n i n g  

overconcern and overprotectiveness a r e  cap tured  in t h e  following parents '  report: 

A t  f i r s t  she  babied him, was  scared of him, and afra id  t o  touch him. He was 
f ragi le  t o  her. He  sensed th is  and used th i s  t o  his advantage.  

In addition, inattention,  lack of concern and thoughtlessness by ind iv idua l  t e a c h e r s ,  

t h e  insensitive act ions  of administrators,  and a rigid adherence t o  rules of t h e  school 

bureaucracy also l e f t  pa ren t s  confused and upset. 

A y e a r  a n d  a ha l f  a g o  I went  over t o  school and asked about  his c red i t s  and 
being ab le  t o  graduate .  They looked at t h e  records  and t h e  counselor said h e  
w a s  f i n e  a n d  he'd b e  a b l e  t o  g r a d u a t e  w i t h  his class. Then he  did well in 
school and a l l  w a s  f o r g o t t e n  u n t i l  t h e  1 s t  s e m e s t e r  of t h e  1 2 t h  g r a d e .  I 
r e c e i v e d  a l e t t e r  s t a t ing  he  had no 9 th  g rade  English c red i t ,  and he'd have t o  
g o  t o  night school t o  graduate .  He enrolled in night school and a t tended.  The 
more  he  thought about  it, t h e  more  he  said, "the hell with it, they lied t o  me, 
said I could graduate ,  and now they say I can ' t  u n l e s s  I d o  e x t r a  work." A t  
t h a t  point, he  dropped o u t  of school. We went  t o  t h e  school for help and they 
denied it. I t  disgusts me. He worked his hind end off t o  maintain his grades  
and then they screw up down there.  

The hospital sen t  t h e .  school a l e t t e r  regarding his absences,  and t h a t  he  was in 
t h e  hospital. Teachers  called t o  offer  ass is tance,  but  t h e  principal gave  them a 
l o t  of h a s s l e s  r e g a r d i n g  t a k i n g  his f inal  exams. He missed t h e  last  week of 
schoo l ,  a n d  t h e  p r i n c i p a l  w a n t e d  h i m  t o  t a k e  t h e  tests r i g h t  a w a y .  T h e  
p r i n c i p a l  d idn ' t  want t h e  teachers  t o  t a k e  t h e m  -to t h e  hospital and administer  
t h e m  ei ther .  Also, h e  was  very sick and no t  up t o  taking them. The t eachers  
t r ied  t o  help him, but  t h e  principal was t h e  problem. 

Principal  should have been b e t t e r  informed about  help available t o  sick kids -- 
like a homebound teacher .  We didn't find o u t  about  i t  for a while. 

Even t h e  bes t  prepared and experienced t eachers  walked a thin line in deciding 

how t o  act ,  a n d  in  a c t i n g ,  in  w a y s  t h a t  w e r e  truly helpful t o  s tudents  and their  

families. Teachers  new and inexperienced t o  t h e s e  issues o f ten  responded in anxious 

and fea r fu l  ways, e i the r  ducking and ignoring issues or  paying too  much a t tent ion t o  



imagined difficult ies and problems. These responses, while understandable, r e p r e s e n t  

wha t  many adul ts  exper ience when facing and in teract ing with people with cancer.  If 

t eachers  also were  isolated f rom t h e  family, unable t o  c r e a t e  o r  respond t o  e f fec t ive  

mutual  conversations about  t h e  child's condition and needs in school, thei r  discomfort ,  

and these  problems, were  likely t o  b e  exacerbated.  . 
How did parents  prepare  thei r  children t o  cope  with these  problems? 

When children with cancer  experienced problems in returning t o  school, they and 

t h e i r  p a r e n t s  a t t e m p t e d  t o  c o p e  w i t h  t h e s e  n e w  t h r e a t s  a n d  d i f f i cu l t i e s .  One 

approach paren t s  took was t o  support t h e  child and t ry  t o  help herlhim ignore or  r ide 

through problems. As several  parents  noted: 

I t e l l  him, "Hang in there ,  it'll just b e  a while longer." 

B a s i c a l l y  I t r y  a n d  t e l l  h e r  t h a t  t h o s e  kids just aren' t  cool. Don't pay any 
a t t en t ion  t o  them.  

With t h e  teasing we would just talk t o  him and smooth things over a s  bes t  we 
could. We didn't g e t  any help f rom t h e  school officials. 

A n o t h e r  a p p r o a c h  w a s  m o r e  e x t e r n a l l y  d i r e c t e d ,  a n d  invo lved  p a r e n t s  in 

advocating fo r  thei r  child with t h e  school or  with o ther  adults. Ranging f rom talking 

t o  pressuring, parents  reported: 

I t a l k  t o  t h e  t e a c h e r  a n d  g e t  e v e r y t h i n g  straightened out.  Then she c racks  
down on t h e  kids t h a t  t ease  him. 

We went t o  t h e  school board. 

B e f o r e  s c h o o l  s t a r t e d  I w e n t  in and talked with t h e  principal. I assumed he 
would talk with her teachers,  bu t  apparently h e  didn't. One t eacher  asked how 
long she'd b e  on t h e  crutches ,  when her  leg had been amputated.  I called t h e  
principal and told him how mad I was. He  said h e  thought word h a d  f i l t e r e d  
through! 

O n e  g i r l  in  p a r t i c u l a r  c o n t i n u e d  t o  tease h e r  a f t e r  t h e  others  had stopped. 
Although she  never wanted m e  t o  do anything a b o u t  t h e  t e a s i n g  I c a l l e d  t h e  
o t h e r  g i r l ' s  m o t h e r  a n d  e x p l a i n e d  t o  her  why my daughter wore a wig. The 
teasing stopped but we never told my daughter  t h a t  I had spoken t o  t h e  o ther  
girl's mother. 



Both approaches  may be  effect ive ,  more  o r  less so  with di f ferent  c h i l d r e n  a n d  

in d i f fe ren t  school situations. The- l a t t e r  approach,  more external ly  di rected,  is more 

likely t o  open up (hopefully fruitful)  exchange with t h e  school s t a f f .  A s  s u c h  it i s  

more likely t o  a l t e r  stressful  school c i rcumstances  themselves. The former  approach, 

d i rected at t h e  in ternal  emotional states and coping p a t t e r n s  o f  t h e  c h i l d ,  i s  m o r e  

l ike ly  t o  e n a b l e  t h e  c h i l d  t o  b u f f e r  h imse l f  or  herself agains t  t h e  full impact  of 

school-related problems and stresses. These coping dist inctions mirror t h e  di f ferences  

b e t w e e n  w h a t  L a z a r u s  (1981; Lazarus  and Launier,  1978) has  called stress-buffering 

pa t t e rns  (wherein a t t e m p t s  a r e  made t o  regula te  i n t e r n a l  e m o t i o n a l  r esponses )  a n d  

s t r e s s - r e d u c i n g  p a t t e r n s  ( w h e r e i n  a t t e m p t s  a r e  m a d e  t o  a l t e r  ex te rna l  conditions 

creat ing stress). A t  t h i s  p o i n t  in  t i m e ,  w e  h a v e  l i t t l e  e v i d e n c e  e x p l a i n i n g  why 

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

di f ferent ia l  uti l i ty of these  coping pat ters .  Similarly, al though t h e  s c h o o l  s t a f f  c a n  

s u p p o r t  o r  e n c o u r a g e  e i t h e r  p a r e n t a l  approach,  which they would prefer  is unclear 

f rom our present  d a t a  sets. Hopefully these  issues can  be  explored in fu tu re  research 

endeavors. 

According t o  parents,  some variat ions in t h e  school exper iences  of their  children 

a r e  re la ted directly t o  t h e  intensity of t h e  disease- t reatment  process and t h e  course  

of i l lness .  In a d d i t i o n ,  t h e y  r e p o r t  t h a t  t h e  s t ance  of helpfulness o r  indifference 

taken by t h e  school staff  does a f f e c t  t h e  quali ty of t h e  child's school adjustment.  A 

high degree  of s taf f  helpfulness is re la ted t o  facil i tat ion of t h e  child's school re-entry 

and t o  parenta l  sa t is fact ion with t h e  school. On t h e  f a c e  of i t ,  e x t e n d i n g  h e l p  t o  

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

si tuation of a chronic l ife threatening illness. Y e t  pa ren ta l  r e s p o n s e s  s u g g e s t  t h a t  

t h e r e  a r e  s y s t e m a t i c  va r ia t ions  in t h e  teacher-re la taed f a c t o r s  which contr ibute  t o  

variation in t h e  classroom experiences and peer  relat ions of children with cancer.  In 



t h e  nex t  sect ion we present  t h e  school re-entry process as seen f rom t h e  perspective 

of t h e  school s taf f .  Their  repor ts  can help us  t o  understand more  fully some of t h e  

behaviors and issues noted by parents. 



PART 111. THE SCHOOL STAFF'S PERSPECTIVES 

ON CHILDREN WITH CANCER 

This sect ion presents  t h e  percept ions  o f  s c h o o l  s t a f f  m e m b e r s  r e g a r d i n g  t h e  

s c h o o l  re -en t ry  of children with cancer.  Interviews with teachers ,  principals, school 

nurses and counselors sought four major c lasses  of information: 

1. W h a t  p r o b l e m s  o c c u r r e d  w i t h  c h r o n i c a l l y  ill children in school? To what 
e x t e n t  were  regular school a t t endance  and  expec ted  r a t e s  of school achievement  
d i s r u p t e d  by c l i n i c  v i s i t s  and  h o s p i t a l i z a t i o n ?  What was t h e  quality of t h e  
child's emot ional  adjus tment  upon re turn  to school? 

2 .  H o w  d i d  t h e  s c h o o l  t r y  t o  h e l p  c h i l d r e n  w i t h  s p e c i a l  n e e d s ?  What  
accomodations,  if any, did t h e  school m a k e  t o  smooth t h e  child 's  r e - e n t r y  a n d  
increase  t h e  liklihood of successful school adjus tment?  Did these  accomodations 
occur  at a n  individual level, as a consequence of t h e  personal e f fo r t s  of a single 
t e a c h e r  w i t h i n  a s i n g l e  c l a s s ,  o r  d i d  t h e y  occur  as a result  of system-level 
programs or  changes in t h e  school? Was t h e  ass is tance provided by t h e  school 
s t a f f  r e l a t e d  p r i m a r i l y  t o  s c h o o l  a c h i e v e m e n t ,  o r  d id  it e x t e n d  beyond  
professional tasks  t o  include emot ional  support ,  p rac t i ca l  a ss i s t ance ,  mobi l i z ing  
neighborhood and community resources, etc.? 

3. What were  t h e  school staff 's  own e x p e r i e n c e s  a n d  r e a c t i o n s  t o  t h e  c h i l d ' s  
i l l n e s s ?  What  s t r e s s e s  did  t e a c h e r s  p e r s o n a l l y  e n c o u n t e r  with seriously ill 
children in school? How did they cope  wi th  these  stresses? 

4. W h a t  h e l p  d id  t h e  staff  receive in dealing with these  problems? What help 
might they find useful in dealing with such issues in t h e  future? 

In o r d e r  t o  p u r s u e  t h e s e  q u e s t i o n s ,  w e  used  a n  open-ended interview and a 

s t r u c t u r e d  q u e s t i o n n a i r e  t o  f r a m e  c o n v e r s a t i o n s  w i t h  t w e n t y - n i n e  t e a c h e r s ,  

a d m i n i s t r a t o r s  and school health professionals who had had experiences with children 

with c a n c e r  in school. In a l l  cases, t h e  chi ld  a n d  p a r e n t  h a d  p a r t i c i p a t e d  in  t h e  

larger study (Chesler, et. al., 19811, and had given permission t o  con tac t  thei r  current  

and pas t  educators.  Educators interviewed w e r e  distr ibuted among elementary ,  junior 

h igh a n d  high school ;  d i f f e r e n t  ones had had c o n t a c t  with children with cancer  at 

various s t ages  of thei r  illness - at diagnosis, during remiss ion o r  jus t  p r i o r  t o  t h e  



c h i l d ' s  d e a t h .  Al l  e d u c a t o r s  w e  c o n t a c t e d  a g r e e d  t o  a n  i n t e r v i e w ,  a n d  m a n y  

e x p r e s s e d  g r e a t  i n t e r e s t  in t a l k i n g  f u r t h e r  w i t h  o t h e r s  who taught  children with 

cancer.  

Problems Faced by Children 

Table 7 presents  t h e  proportions of school s taf f  members who reported t h a t  t h e  

child they taught  experienced problems of t h e  s o r t  i n c l u d e d  o n  t h e  q u e s t i o n n a i r e .  

Inspection of this table  shows t h a t  t h e  problems mentioned by t h e  largest  proportion 

of educators  were  teasing f rom classmates ,  physical d i scomfor t  f r o m  m e d i c a t i o n  o r  

s u r g e r y ,  low a c a d e m i c  a c h i e v e m e n t  a n d  d i f f i c u l t i e s  in  p e e r  relationships. None 

repor ted a high degree  of concern about  issues such as excessive parenta l  demands o r  

lack of t rus t  between t h e  family and t h e  school. 



Table 7 

Proportion of School Staff  Reporting 
School-Related Problems of t h e  Child 

Child's Problems (N=23) 

Somewhat 
Serious Slight No 
Problem Problem Problem 

Teasing from Classmates  44% 1 1% 44% 

Discomfort  f rom medication/surgery 43 13 43 

Low academic  achievement  3 2 18 50  

Difficulty in relationships 
with peers 

Frequent  absences f rom school 9 56 3 5 

School Phobia 5 0 95  

Taking physical risks 5 3 6 59 

Emotional adjus tment  4 39 57 

Lack of Paren ta l  t rus t  in school 
s taf f  0 

Paren ta l  demand fo r  specia l  
a t t en t ion  

School Absence. Because of t h e  frequency and d u r a t i o n  of m e d i c a l  t r e a t m e n t  f o r  

c a n c e r ,  f r e q u e n t  absences was expected t o  pose a serious and universal problem for  

children re-entering school. We did not find this t o  b e  t rue  for th is  sample: only 9% 

of t h e  e d u c a t o r s  w e  in terviewed reported t h a t  f requent  absence from school was a 

somewhat serious problem. Th is ,  is not t o  say t h a t  absence did not occur,  but  t h a t  

a b s e n c e  i t s e l f  d id  n o t  c r e a t e  ser ious  problems for  many youngsters. Consider t h e  

following comments  by educators:  

S h e  would b e  a b s e n t  a c o u p l e  of days  for t r e a t m e n t s  and the re  was another 
period of about  a week when they e i the r  changed medicines or  something. But 
she  made up work and k e p t  going right along in p re t ty  good shape. She is in 
t h e  third g rade  now, has  not  missed a grade and will continue t o  progress. 

He was absent  about  average-other children had worse a t t endance  records. He 
was ab le  t o  re turn  and was  very a b l e  t o  join r i g h t  in  a n d  p ick  u p  w h a t  h e  



missed--I never had t o  send work home. 

She was not  absent  a lot  in my room but  once she  was  exposed t o  mumps and 
had t o  b e  isolated for  two  weeks. She wasn't hospitalized at a l l  t h a t  year. For 
t r e a t m e n t s  she'd g o  for a day, every o ther  Friday. Even though i t  took a lot  
o u t  of her,  they could usually b e  back here  by 3 p.m. a n d  s h e  would a l w a y s  
w a n t  t o  c o m e  i n t o  t h e  room.  A s  t h e  y e a r  went  on, they c u t  down on her 
therapy. I t  was  a problem in one  way because  she  was  gone on a day when w e  
o f t e n  had  p a r t i e s .  Missing school ac t iv i t i e s  and par t i e s  because of t r e a t m e n t  
was hard for  he r  t o  handle but she  took i t  in stride. 

T h e s e  r e p o r t s  b e c o m e  e v e n  m o r e  c r e d i b l e  when  w e  consider t h a t  parents  (in t h e  

prior section) a l so  s t a t e d  t h a t  school a t t endance  was not  a major issue. 

In t h e  case of a relapse, of course,  unexpected and more  severe  t r ea tments  and 

hospitalization may occur. A t  th is  point, despi te  t h e  mot ivat ion a n d  wishes  of t h e  

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

educational progress. 

H e  w a s  n o t  a b s e n t  much  i n i t i a l l y ,  bu t  at t h e  end of t h e  school year h e  was 
absent  a g r e a t  d e a l  because h e  had ano ther  relapse. But  h e  was a n  outstanding 
s t u d e n t .  H e  l o v e d  t o  r e a d  a n d  t h e  h o m e b o u n d  t e a c h e r  would c o m e  t o  t h e  
school and pick up library books for  him and she worked p re t ty  close with him. 
I a l w a y s  t r i e d  t o  l e t  t h e  homebound teacher  know t h a t  he  was in g r e a t  shape 
but  I knew t h a t  h e  always wanted t o  g e t  his work done and t h a t  t h e  absences  
bothered him a g r e a t  deal. He  had th is  g r e a t  concern t h a t  when he c a m e  back 
t o  school, t h e  o ther  kids would know more  than h e  did. 

T e a s i n g .  T e a s i n g  f r o m  school-mates emerged as t h e  most common serious problem 

reported by children with cancer  and thei r  pa ren t s  (see  prior and following sections). 

In th is  sample  of educators ,  a lmost  half r a t e d  teasing as a somewhat serious problem, 

and 28% repor ted o ther  problems in peer  re la t ionsh ips .  O f t e n  t e a s i n g  c a m e  f r o m  

s t u d e n t s  in o t h e r  c l a s s e s ,  s i n c e  t e a c h e r s  usua l ly  d e a l t  prevent ively  with teasing 

problems when t h e  ill c h i l d  w a s  in t h e i r  o w n  c l a s s .  In o n e  case, h o w e v e r ,  t h e  

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

complained t h a t  h e  was being teased about  his hair  loss. As t h e  t eacher  reported: 

We (principal, t e a c h e r  and parents) made a r rangements  for him t o  leave a l i t t l e  
ear ly  one day and I talked t o  t h e  res t  of t h e  c lass  abou t  it. Of course some of 
t h e  c h i l d r e n  k n e w  t h a t  h e  had  b e e n  sick because some of them had been in 
c lass  with him t h e  previous year ,  but  a lot  didn't know. I just said t h a t  h e  was 
sick and t h a t  h e  had a blood disease. They were  very concerned about things 



like whether  they could ca tch  it, why does  t h e  medicine make his hair fa l l  out .  
Some of them b e c a m e  very indignant t h a t  anyone would tease him about  it. A 
couple  of t h e  boys said if they heard anyone poking fun at him, they were going 
t o  b e l t  them.  I told t h a t  if they heard anyone teasing (him) t h e y  should jus t  
s tand up fo r  him and tel l  t h e  o ther  kids t o  lay off and explain t h a t  i t  was t h e  
medicine t h a t  made  his hair f a l l  out .  They were  very quiet .  La te r  in t h e  year  
I g o t  up a t  a s t a f f  m e e t i n g  a n d  ta lked abou t  i t  t o  make t h e  o ther  t eachers  
a w a r e  t h a t  t h e r e  was  a s t u d e n t  in  t h e  s c h o o l  who  h a d  a h a i r  loss  a n d  t h e  
reasons for it, and t h a t  gave them an  opportunity t o  talk t o  their  own s tudents  
about  i t .  

T h e  s t a f f ' s  d i r e c t  a n d  sensi t ive  handling of a problem such as teasing can be  very 

e f fec t ive  in defusing a volati le si tuation.  In more  general  educational terms,  i t  c a n  

help o ther  children grow in their  ability t o  empath ize  with and c a r e  for thei r  peers. 

Other  Problems. In some instances, p r o b l e m s  a r o s e  a b o u t  which  t h e  s c h o o l  s t a f f  

c o u l d  d o  l i t t l e  e x c e p t  e x h i b i t  p a t i e n c e  a n d  understanding. One  example  was t h e  

physical d iscomfor t  children somet imes experienced as a result  of t rea tment :  43% of 

t h e  school s taf f  indicated t h a t  t h e  child's pain or  physical discomfort  was a somewhat 

serious problem. As one teacher  remarked abou t  a f i rs t  grader  with leukemia: 

S h e  l o s t  s o m e  h a i r  and some weight. She was  a l i t t l e  pale  and t ired a l i t t l e  
more  easily. She is a n  average child with lo ts  of g r i t  and gu t s  and I'm sure  she  
was  in school some days when she didn't f e e l  g rea t .  

Similar exper iences  were  shared by o ther  educators:  

She was  somet imes very, very pale--almost white. She was of ten very immature  
a f t e r  treatment--almost babylike. I think she  hur t  and that ' s  when her  mother  
l e t  her  bring s tuffed animals into c lass  a lo t  as a sor t  of security. I noticed 
th i s  s o r t  of clinging t o  something s h e  loved. I think t h a t  was very necessary t o  
he r  at t h e  t ime. 

T h e  gym teacher  noticed his inability t o  keep  up--he could barely run. Tha t  in 
turn  a f fec ted  recess  times. When everyone would g o  o u t  a n d  p lay ,  h e  would 
just walk around by himself 

In s p i t e  of t h e  many discomforts a t tending t h e  illness and its t rea tment ,  staff  

members  f e l t  t h e s e  c h i l d r e n  w e r e  wi l l ing  a n d  o f t e n  e a g e r  t o  r e t u r n  t o  schoo l .  

Ninety-five percent  of t h e  educator sample  repor ted perceiving no difficulty regarding 

school phobia or  pers is tent  uneasiness o r  f e a r  of returning t o  school .  C o n s e q u e n t l y  

t h e  r a t e  of s c h o o l  p h o b i a  in th is  sample  of children with cancer  i s  not noticeable. 



However, ea r l i e r  investigators (Lansky, et al . ,  1975 ;  F u t t e r m a n  & H o f f m a n ,  1 9 7 0 )  

o b s e r v e d  h i g h e r  r a t e s  a n d  e x p r e s s e d  a g r e a t e r  concern for  school phobia in thei r  

studies. Fu t te rman  & Hoffman (1970) r e p o r t  o n  a s i n g l e  case, a n d  Lansky e t  a l .  

(1975)  o b s e r v e d  s c h o o l  p h o b i c  react ions  in 11 children. The hospital at which t h e  

l a t t e r  study was conducted had a n  a c t i v e  case load of about  100 children. If a l l  of  

these  children were  of school age (which is no t  likely), then t h e  r a t e  of school phobia 

would b e  at l eas t  11%. Since neither of these  two  studies intended t o  e s t i m a t e  t h e  

i n c i d e n c e  o r  p r e v a l e n c e  of school phobia, t h e  discrepancy between our findings and 

thei r  repor ts  may b e  more  apparent  than real. 

Ancedotal  repor ts  suggest t h a t  when t h e  school staff 's  relationship with parents  

was sa t is factory  prior t o  t h e  child's illness, t h e  child's re-entry  t o  s c h o o l  i n c r e a s e d  

s taff  -parent c o n t a c t  and strengthened t h e  relationship. When t h e  previous relationship 

was neutral ,  by vi r tue  of minimal c o n t a c t  be tween  s taff  and  parents,  t h e  illness o f ten  

increased t h e  amount  and intensity of con tac t .  As a consequence of t h e  new tasks  

and problems involved, re-entry somet imes resulted in a r e d e f i n i t i o n  of t h e  e n t i r e  

family-school relationship. 

The Helping Process  

Although some of t h e  problems noted in Table 7 appear  o f ten  and a r e  serious, 

and o thers  not, they a l l  indicate  some need fo r  continuing a t t en t ion  and care .  Staff  

m e m b e r s  t r i e d  t o  h e l p  solve t h e  problems of these  children and thei r  families in a 

variety of ways. Who and how did they t r y  t o  help? 

R e c i p i e n t s  of he lp .  T o  whom d id  t h e  s t a f f  provide help? Often,  staff  members 

found themselves  in a position t o  provide h e l p  n o t  on ly  t o  t h e  c h i l d ,  b u t  a l s o  t o  

p a r e n t s ,  s ib l ings ,  classmates,  and occasionally other  school s t a f f  members, Table 8 

indicates t h a t  t h e  c h i l d  a n d  t h e  c h i l d ' s  m o t h e r  w e r e  g i v e n  h e l p  by t h e  l a r g e s t  

p r o p o r t i o n  of e d u c a t o r  i n f o r m a n t s :  8 0 %  of t h e  s c h o o l  s t a f f  r e p o r t i n g  providing 



ass is tance t o  these  persons. On t h e  o ther  hand, less t h a n  ha l f  of t h e s e  e d u c a t o r s  

repor ted providing ass is tance t o  t h e  siblings, and many observers confirm t h a t  siblings 

of children with cancer  o f t e n  were  ignored d u r i n g  t h e  e a r l y  stages of t h e  i l lness  

( K e l l e r m a n ,  1980;  S p i n e t t a ,  1978) .  A t  l e a s t  o n e  t e a c h e r  a n d  family  dea l t  with 

potent ia l  sibling problems directly,  according t o  t h e  teacher 's  report: 

T h e  f i r s t  c o n v e r s a t i o n  w a s  on  t h e  t e l e p h o n e  w i t h  t h e  m o t h e r  a n d  we had 
subsequen t  m e e t i n g s  c e n t e r i n g  p r i m a r i l y  on  t h e  e f f e c t  o n  t h e  s i ck  ch i ld ' s  
brother.  We s ta r t ed  by ge t t ing  him involved in t h e  cross-country program here  
- h e  was a good runner anyway. We wanted t o  make  sure  t h a t  his needs were  
a l s o  b e i n g  m e t .  T h e  m o t h e r  w a s  v e r y  r e a l i s t i c  about  t h e  si tuation and her 
approach was t h a t  if t h e r e  was  one casual ty  in t h e  family she  didn't want two. 

Types of help provided. In addit ion t o  providing help t o  t h e  child with cancer  in t h e  

classroom, some teachers  repor ted reaching o u t  t o  t h e  i l l  c h i l d  a t  h o m e  o r  in  t h e  

h o s p i t a l .  Such  h e l p  w a s  o f t e n  o f  a n  e m o t i o n a l  and socially supportive character .  

Sometimes,  it occurred on a one-to-one basis, and at o ther  t imes  t eachers  organized 

o ther  people t o  provide support. Consider t h e  following two  examples: 

I went over  t o  her  house when she  was  isolated. I took her  some papers and 
talked t o  her. She was ge t t ing  qu i te  lonesome for  her  fr iends and her mother 
said it was a very hard two  weeks for  her. 

T h e  s c h o o l  s e n t  f lowers r ight away. We spent a lo t  of t i m e  talking with t h e  
kids about  whether they would be  going t o  t h e  f u n e r a l  a n d  w h e t h e r  t h e y  h a d  
ever  been t o  one before. I f e l t  very good t h a t  on t h e  day of t h e  funeral  many 
of t h e  children in my class  went  and some of t h e m  also  w e n t  t o  v i s i t  a t  t h e  
funeral  home. A lot  of t h e  teachers  f rom t h e  school, as well as the  principal 
and t h e  sec re ta ry ,  went. The school a lso  collected money fo r  a memorial  fund 
and go t  people involved in helping t o  make  food for  t h e  funeral  and t h e  brunch 
t o  follow. The t eachers  brought dishes and t h e  cooks prepared things as well. 
There  was a lot  of involvement t h a t  way. 

Table 8 indicates t h e  range of help educa to rs  repor ted they provided t o  various 

family members and o ther  people dealing with children with cancer .  



Recipient of Help 
Child 

Mother 

Fa ther  

Other  school staff  

Classmates  

Siblings 

Table 8 
Help Provided by School S ta f f ,  

by Recipient and Type 

Proportion of School Staff 

Type of Help Provided 

Emotional comfor t  or  support 

Listening t o  parents '  problems 

Holding paren t  or  child 

Taking assignments t o  hospital 

Extra  academic  ass is tance t o  child 

Crying together  with parents  

Solving problems of child discipline 

Playing with ill child 

Looking up information 

Visiting child in hospital 

Asking doctor fo r  information 

Raising money 

Taking parents  o u t  t o  enjoy themselves 

~ e d o r t i n g  Providing th is  Help 
(N=29, 100%) 

80.9% 



Although considerable v a r i e t y  i s  e v i d e n t  in  t h i s  t a b l e ,  t h r e e - f o u r t h s  o f  t h e  
d 

e d u c a t o r s  r e p o r t e d  t h e y  p rov ided  e m o t i o n a l  c o m f o r t  and support, and substantial  

proportions reported closely re la ted  a c t i o n s  o f  l i s t e n i n g  t o  p a r e n t s '  p r o b l e m s  a n d  

holding t h e m  or  crying together.  The types  of help provided leas t  frequently were: 1) 

asking doctors  fo r  information, 2) visiting t h e  child in t h e  hospital, 3) raising money 

f o r  t h e  f a m i l y ,  a n d  4) t a k i n g  t h e  p a r e n t s  o u t .  With t h e  n o t a b l e  exceptions of 

providing emot ional  suport ,  holding parent  o r  child, and crying together  with parents,  

m o s t  of t h e  c o m m o n  'helpful  behaviors were  in keeping with educators '  professional 

roles. Listening t o  parents '  problems, taking assignments t o  t h e  h o s p i t a l ,  p r o v i d i n g  

e x t r a  a c a d e m i c  a s s i s t a n c e ,  so lv ing  d i s c i p l i n e  p r o b l e m s ,  etc., a l l  a r e  within t h e  

tradit ional  definition of teachers '  roles. 

D i l e m m a s  of Help-Giving.  T h e  problem of role definition was an  a lmost  universal 

source  of s t ress  for  staff  members  who w i s h e d  o r  t r i e d  t o  b e  he lp fu l .  H a v i n g  a 

seriously ill child in c lass  was a new situation for  which thei r  tradit ional  relationships 

with children and families seemed inappropriate. They had n o  m o d e l  t o  f o l l o w ,  n o  

c l e a r  g u i d e l i n e s  by which  t o  dist inguish helpfulness f rom interference o r  intrusion. 

They were  concerned about  being act ive ,  a lso  with not  being too  active.  To resolve 

t h i s  d i l e m m a ,  t e a c h e r s  a n d  admin i s t ra to r s  had t o  rely on cues  from t h e  family t o  

judge  when  t h e i r  i n t e r v e n t i o n s  w e r e  w a n t e d  o r  u n w a n t e d .  In t h e  a b s e n c e  o f  

i n f o r m a t i o n  o r  f e e d b a c k  f rom families which established c lea r  boundaries, educators  

somet imes experienced role ambiguity. They o f t e n  were  uncer ta in  about whether they 

should maintain thei r  professional "distance", or  whether they should act as a "friend". 

Although responses t o  th is  dilemma varied considerably, t h e  cases in which re- 

e n t r y  w a s  hand led  most smoothly a lmost  a lways were  character ized by educators  as 

t imes  when school personnel went beyond t h e  n o r m a l  b o u n d a r i e s  of t h e i r  r o l e s  as 

professionals. Less successful transit ions were  reported when school s taf f  members 



were  unable t o  resolve t h e  dilemma regarding the i r  professional r o l e  in a way  t h a t  

resulted in a new role definition. 

I jus t  a l w a y s  wished t h a t  I c o u l d  h a v e  d o n e  more. I f e l t  helpless at t imes  
about  t h e  teasing and about  t h e  problems h e  had in running and o ther  physical 
a c t i v i t i e s  b u t  I didn't really f e e l  t h a t  t h e r e  was anything I could do. I didn't 
f e e l  very involved and I wanted t o  be  more  involved.  H e  n e v e r  c o n f i d e d  o r  
s h a r e d  h i s  f e e l i n g s  w i t h  me, but  now and then 1 wonder if I had le t  him g e t  
away with something t h a t  o the rs  didn't. 

I really fee l  t h a t  I should have visited he r  in t h e  hospital, which I did not  do. 
My exper ience of 34 years  in a school sys tem is t h a t  regardless of how sick a 
c h i l d  is, t h e y  r e a l l y  e n j o y  c o n t a c t  with thei r  teachers  o r  principal and ca rds  
f rom t h e  kids. Why I didn't go, I really don't know, bu t  it wasn ' t  t h e  easiest 
year  for me. 

S o m e  s t a f f  m e m b e r s  f e l t  i n s e c u r e  a n d  w o r r i e d  excessively about saying t h e  

wrong thing t o  t h e  child. Some consciously withdrew, and intentionally limited thei r  

involvement t o  avoid censure  o r  cri t icism f r o m  colleagues o r  from parents  regarding 

how they handled t h e  child. Others  just f e l t  it was  t o o  p a i n f u l  t o  g e t  t o o  c l o s e .  

T h o s e  p r o f e s s i o n a l s  who defined thei r  roles narrowly of ten f e l t  they were  unable t o  

b e  as helpful  as they might have been or wished t o  be. This dilemma is not unlike 

w h a t  c l o s e  f r i e n d s  f a c e d  as t h e y  d e c i d e d  w h e t h e r  t o  t a k e  a risk by seizing t h e  

init iat ive,  whether t o  reach o u t  and help without being asked (Chesler, et al., 1981). 

S i g n s  f r o m  p a r e n t s  a b o u t  how close  and access ible  they want  t o  be  a r e  subtle and 

difficult  t o  read. When p a r e n t s  d o  n o t  c o n f i d e  in t h e  s t a f f ,  o r  d o  n o t  i n d i c a t e  

d i r e c t l y  t h a t  t h e y  a r e  r e c e p t i v e  t o  and apprecia t ive  of help, school s taf f  members  

f a c e  a difficult  choice. 

The Staff:  Personal Problems and Coping Pa t t e rns .  

Research on school re-entry of children with cancer  largely has  overlooked t h e  

p e r s o n a l  e m o t i o n a l  issues which confront t eachers  and adminis t ra tors  of seriously ill 

children (Greene,  1975; Cyphert ,  1973). Understandably, most  research h a s  a t t e n d e d  

to t h e  p r o b l e m s  of c h i l d r e n  and  thei r  families.  Since t h e  school s taf f  can  play a 



crucia l  role in t h e  child's adjus tment  and success,  it i s  important  t o  u n d e r s t a n d '  t h e  

issues these  people f a c e  when children with cancer  re turn  t o  scbool. Thus, w e  asked 

s taff  members  t o  discuss thei r  own experiences,  t h e  s t resses  t h e y  e n c o u n t e r e d ,  a n d  

t h e  ways in which they coped with stress.  This approach re f l ec t s  our conviction t h a t  

childhood cancer  is a shared experience.  Educators,  like parents,  t h e  family's fr iends 

and t h e  child's playmates,  a r e  a f f e c t e d  by t h e  child's impaired heal th  s ta tus ,  by t h e  

possibility t h a t  t h e  child may die  prematurely ,  and by t h e  struggles brought about  by 

living with a serious chronic illness. 

Table  9 presents s taf f  members' responses t o  quer ies  about  t h e  personal s t resses  

they experienced in dealing with children with cancer.  Among t h e  m o s t  f r e q u e n t l y  

m e n t i o n e d  s e r i o u s  p r o b l e m s  were  a lack of specific deta i ls  about  t h e  child's health 

s t a t u s  (60%), and a l a c k  of k n o w l e d g e  a b o u t  t h e  d i s e a s e  i t s e l f  (43%). L a c k  of 

i n f o r m a t i o n  i n c r e a s e d  t h e  s t r e s s  of t h e  chi ld ' s  school re-entry for staff  members  

because  they did not know what t o  expect ,  and had few guidelines by which t o  d i rec t  

t h e i r  own b e h a v i o r .  In t h i s  regard,  lack of knowledge probably helped c r e a t e  two  

o ther  problems mentioned o f ten  as serious: uncer ta inty  a b o u t  how d e m a n d i n g  t o  b e  

(50%), and uncer ta inty  about  how t o  discipline t h e  child (50%). 

Personal reactions. Some educators  also repor ted strong personal r eac t ions ,  s u c h  a s  

concern about  dea th  and dying, and feelings of pity for t h e  child and parents. These 

react ions  o f ten  were  in tense  and t r a u m a t i c ,  m a r k e d  by a c o m b i n a t i o n  of s a d n e s s ,  

f e a r ,  a n d  anger - -many  of  t h e  s a m e  feelings t h a t  parents  experienced upon learning 

abou t  t h e  diagnosis. 

I was surprised because he  seemed like such an average,  normal student and h e  
didn't have any rea l  personal problems. No one ever  said anything t o  m e  about  
i t .  You begin t o  see t h e  vulnerability of everyone. I t  seems  t o  be  happening 
more  and more  and it comes  closer t o  you. You can ' t  assume t h a t  it is on t h e  
o ther  side of t h e  fence--you have t o  d e a l  with t h e  situation. With any disabled 
student,  i t  makes  you a w a r e  t h a t  th is  i s  a r e a l i t y  o f  l i f e  a n d  t h e r e  f o r  t h e  
g r a c e  of God, go I. 



I really f e l t  bad-like it wasn't fair. The usual react ion t h a t  someone so young 
is not  going t o  grow up. He  was a very responsible l i t t l e  boy. I g u e s s  t h e  
g r e a t e s t  thing was t h a t  my emotions would c o m e  in--feeling sorry for him and 
pity. I guess  I was having a hard t i m e  dealing with t h e  emotions. 

Table 9 

Proportion of School Staff  
Reporting Personal Stresses or  Problems 

(N=29) 

Serious Slight No 
Personal St resses  or  Problems Problem Problem Problem 

Lack of specif ic  deta i ls  abou t  
child's heal th  status(N=25) 6 M  12% 28% 

Uncertainty about  how t o  discipline 
t h e  sick child(N= 18) 5 0 

Uncertainty about  how demanding 
t o  b e  of t h e  sick child(N=18) 50 

Lack of general  knowledge about  
cancer(N=21) 43 

Personal concern about  deathldying 
(N=24) 16 

Tendency t o  pity(N=21) 10 38 52 

Absence of support f rom o ther  
teachers/principal(N=23) 0 

Intense emot ional  react ions  t o  t h e  diagnosis s o m e t i m e s  w e r e  e x a c e r b a t e d  a n d  

i n t e n s i f i e d  by s t a f f  m e m b e r s '  i d e n t i f i c a t i o n  w i t h  t h e  p a r t i c u l a r  child o r  family. 

Several  t eachers  who had children of thei r  own of t h e  s a m e  a g e  s p o k e  a b o u t  i t  a s  

follows: 

B e c a u s e  I'm a m o t h e r ,  t o o ,  I th ink  I f e l t  very keenly what they were  going 
through. And yes, it made  m e  f e e l  d i f f e r e n t l y  t o w a r d s  t h e m .  I k n e w  t h e  
h e a r t a c h e  t h e y  m u s t  h a v e  b e e n  g o i n g  t h r o u g h  a n d  could also recognize t h e  
courage with which they handled it. I f e l t  it keenly i n s i d e ,  b u t  t r i e d  n o t  t o  
t r e a t  he r  differently.  

I internalized it in t e r m s  of my own family, and I knew t h e  o ther  two kids in 
t h e  family,  so  I wondered how t h e  family would weather  t h e  storm. 



I l i s t e n e d  c a r e f u l l y  t o  a l l  t h e  o p t i m i s t i c  c o m m e n t s  and I wanted t o  believe 
them.  I did and so  t h e  s t ress  level  (though t h e r e  was some) was never great .  
I t  was a defense  mechanism because I don't like t o  f a c e  these  problems myself. 

Teachers  who experienced a combination of pity and sadness for t h e  child o f ten  

. reportedj ambivalenQtabout dealing with a c a d e m i c  demands and behavioral controls. 

I was worried because  I wanted t o  do t h e  r ight  things f o r  him without overdoing 
it o r  underdoing it. He  was so young and such a beautiful  l i t t l e  boy. It's hard 
t o  s e p a r a t e  your feelings and emot ions  so  h e  isn't spoiled o r  smothered. We had 
t o  b e  very consistent  and h e  had t o  be  t r e a t e d  like t h e  o ther  kids. Even if you 
wanted t o  give  in t o  him, you just couldn't d o  it. I f e l t  t h a t  they would help 
him t h e  best .  

For some, ambivalence occured a f t e r  t h e  fact :  

I would have given him more slack,  if I knew (about his illness) when I taught  
him. 

F i f t y  p e r c e n t  o f  t h e  s taff  members interviewed expressed difficulty around deciding 

how demanding t o  b e  of t h e  sick child and how t o  d i s c i p l i n e  t h e  ch i ld .  A l t h o u g h  

m a n y  s o u g h t  t o  m a i n t a i n  a c a d e m i c  a n d  b e h a v i o r a l  standards,  they were  uncertain 

about  what  they reasonably could expec t  of t h e  child. Many vaguely suspected t h a t  

m e d i c a t i o n  m i g h t  i n c r e a s e  fa t igue and irr i tabil i ty,  and reduce t h e  child's ability t o  

concen t ra te ,  but  they were  not cer ta in .  They wanted t h e  child t o  keep up, t o  a t t a i n  

prior academic  goals, bu t  if t h e  child failed t o  do so  they were  uncertain whether t o  

a t t r i b u t e  it t o  t h e  child's motivation and e f f o r t  o r  t o  t h e  child's physical condition. 

Decisions about  issues of academic  s tandards  and behavior became more difficult  

when teachers  fea red  recrimination, cr i t ic ism o r  "second guessing'' by thei r  peers,  by 

adminis t ra tors  or  by parents.  On some occasions, t eachers  reported t h a t  o thers  told 

them they f e l t  they had overreacted or  underreacted.  

Her mother  f e l t  t h a t  a few t imes  when s h e  had called home because she  wasn't 
feeling well t h a t  she  should have s tayed in school. A f t e r  t h a t  I w a s  a l i t t l e  
more  caut ious  about  sending her t o  t h e  o f f i ce  when she  didn't f e e l  well. I may 
tend t o  b e  a l i t t l e  overprotect ive  at t i m e s  with kids who have special  problems. 
Maybe "overprotective" isn't t h e  r ight word--rather "aware", "concerned". 

Some o ther  issues of th is  so r t  a r e  ref lected in Figure  2. 



Figure 2 

Issues/Concerns Teachers  Reported in Responding 
t o  Children with Cancer  in School 

F e a r  of having t o  te l l  my s tudents  of her  dea th  

Constant  worry about  child's ge t t ing  hur t ;  responsiblity for 
physical well-being of children in physical education c lass  

Lack of information about  what  t eacher  in hospital  school was doing; 
inability t o  coordinate act iv i t ies  

Other  teachers '  intolerance of o r  insensitivity t o  t h e  physical 
l imitations of child with illness 

Crit icism by parents  for being over-protective of t h e  child, e.g., le t t ing 
her  g o  home prematurely  when she  said she's not  feeling well 

Lack of communication f rom parents  abou t  child's s t a t u s  

Lack of ce r ta in ty  about  what t o  d o  abou t  specif ic  problems, e.g., nausea 

Inflexibility of school and principal with respec t  t o  handling children. 

The uncer ta int ies  involved in handling any seriously ill child a r e  exacerbated by 

m o s t  s t a f f  m e m b e r s '  l a c k  of experience,  knowledge and skill on these  issues. Few 

educa to rs  have received formal  training o r  educat ion regarding s tudents  w i t h  s e r i o u s  

i l l n e s s e s .  S e v e r a l  d e s c r i b e d  t h e i r  neec! fo r  b e t t e r  preparation and training in t h e  

following terms: 

I n e e d  m o r e  a w a r e n e s s  t r a i n i n g  and information about  wha t  t o  expec t  during 
specia l  illnesses and disabi l i t ies .  How s h o u l d  I d e a l  w i t h  t h e  e x p e c t e d  a n d  
unexpected things t h a t  happen? 

I t  would b e  e s p e c i a l l y  h e l p f u l  for principals t o  get information about  how t o  
deal  with teasing and how t o  communica te  with families which a r e  not really as 
o p e n  as t h i s  one .  Then  they could b e  available for teachers  and arrange for  
thei r  s taf f  t o  receive some sor t  of training. 

A t  t h e  s a m e  t ime ,  however, o thers  expressed ambivalence about  t h e  effect iveness  of 

any general  training program. 

Every t eacher  is d i f ferent  and t h e  training they would have t o  g e t  would have 



t o  be  individualized. I don't know whether  you c a n  t ra in  people t o  handle this 
and I don't think more  knowlege of c a n c e r  would have helped m e  one  bit. 

I n - s e r v i c e  w o r k s h o p s  a n d  t r a i n i n g  sessions might be  helpful, but  I don't think 
most  school personnel would b e  i n t e r e s t e d ,  m a i n l y  b e c a u s e  o f  o u r  own f e a r s  
about  it. 

Many of t h e  problems faced by school s t a f f  members a r e  much too  complex t o  

b e  solved by a brief in-service training program. Although training may b e  useful for  

f i l l i n g  s p e c i f i c  i n f o r m a t i o n  g a p s  a n d  f o r  l e a r n i n g  s t r a t e g i e s  t o  handle recurrent  

problems, children, families and schools vary so  great ly  t h a t  simple prescriptions fa l l  

f a r  shor t  of what is needed. Instead, i t  may be  helpful t o  view t h i s  problem within 

a broader context ,  one which goes  beyond t h e  p rov i s ion  of i n f o r m a t i o n  a b o u t  t h e  

d i s e a s e  a n d  t r e a t m e n t  t o  i n c l u d e  a f u l l  v a r i e t y  of interpersonal and in teract ional  

issues. Educators repeatedly repor t  personal and professional a n x i e t i e s  a b o u t  do ing  

t h e  w r o n g  t h i n g ,  a b o u t  m a n a g i n g  p e e r  r e l a t i o n s  in t h e  c l a s s r o o m ,  and  a b o u t  

maintaining liaison with t h e  family. The systemic  aspec t s  of t h e s e  i s s u e s  m u s t  b e  

d e a l t  w i t h ,  a n d  a t t e n t i o n  paid t o  solving problems in collegial relat ions,  support of 

t h e  family, administrat ive responsiveness t o  a typical  children, availability of per t inent  

i n s t r u c t i o n a l  r e s o u r c e s ,  a n d  l i n k a g e  t o  o ther  community services  and agencies. If 

these  issues a r e  t o  b e  handled adequately,  a new view of. t h e  school's role must b e  

f a s h i o n e d  -- o n e  t h a t  involves a closer partnership among home, school and medical  

c a r e  organizations. 

Coping. What s t ra teg ies  did school staff  members  uti l ize in order  t o  cope  with t h e  

multiple problems and s t resses  they faced? The most common response by educators  

cen te red  on a t t e m p t s  t o  maintain normalcy. This response fails  somewhere between a 

goal  and a prescription for  action.  Some teachers  described it as follows: 

I c h e c k e d  h i s  a c a d e m i c  s t a n d i n g  during t h e  f i rs t  several  marking periods and 
t h e r e  was no problem. If h e  had s t a r t e d  t o  have problems, t h e  f l a s h i n g  l i g h t  
would have s ta r t ed  and we would have go t ten  everyone involved. But we didn't 
want  t h e  counselor o r  anyone e l s e  t o  s t i g m a t i z e  t h e  k id  s o  t h e  i n f o r m a t i o n  
about  t h e  illness was no t  shared. He  wants  t o  b e  normal, like t h e  other  kids, 



so  we k e p t  i t  kind of low. Possibly I should have called him in and told him I 
knew h e  had cancer  and wished him well and talked with h i m  a b o u t  i t  p r e t t y  
d i r e c t l y ,  b u t  I c h o s e  not  t o  do t h a t  and now I think it was  wise. This is an  
unusual si tuation where  t h e r e  is a young person with a very serious illness which 
is  a r res ted  and h e  c a n  lead a normal life. 

I t  is important  t o  t r e a t  t h e  child normally and not  t o  g ive  he r  s p e c i a l  f a v o r s .  
Her  health was much more  important  than t h e  school work and we did not  want 
t o  put pressure on her  t o  c a t c h  up. We had talked abou t  t h e  f a c t  t h a t  if t h e r e  
were  excessive absences  (which did not material ize) t h a t  she  might have t o  b e  
kep t  back one  year  and her  pa ren t s  agreed,  but  ' th is  did not  happen. We did a 
good job by basically doing nothing. 

I think it is so very important  t h a t  we t r e a t  them like everyone else. We want 
t o  p ro tec t  t h e m  and t h e  reason I didn't overprotect  w a s  t h e  a d m o n i t i o n  f r o m  
her  parents  t o  n o t  do it.  They need t o  f e e l  normal, like they a r e  pa r t  of t h e  
class, like t h e  r e s t  of t h e  kids. I found her  a very normal  child o ther  than t h e  
f a c t  t h a t  she  has  t o  b e  protected from infections. I didn't a g r e e  with some of 
t h e  things her  two  previous t e a c h e r s  d i d  ( t h e y  t r e a t e d  h e r  w i t h  f a v o r i t i s m ,  
special  a t t en t ion ,  prayers). 

A p p r o p r i a t e l y ,  t h i s  g o a l  a l s o  is a c o m m o n  r e c o m m e n d a t i o n  o f  special  education 

exper t s  who wr i t e  about  children with cancer: "Each child mus t  b e  t r ea ted  according 

t o  h i s  i n d i v i d u a l  and  specific needs. Above a l l  o the r  considerations, t h e  child with 

cancer  must b e  made  t o  f e e l  as 'normal' as possible ( K i r t e n  & L i v e r m a n ,  1 9 7 7 ,  p. 

O t h e r  r e s p o n s e s  t e a c h e r s  m a d e  t o  t h i s  q u e s t i o n  a r e  p resen ted  in Figure 3. 

These s t ra teg ies  deal  a lmost  exc lus ive ly  w i t h  t h e  i n s t r u m e n t a l  p r o b l e m s  t e a c h e r s  

faced,  such as absence,  physical impairment and irr i tabil i ty,  and concern on t h e  p a r t  

of t h e  child's peers. In general ,  t eachers  seldom reported w h a t  L a z a r u s  & L a u n i e r  

(1978)  h a v e  d e s c r i b e d  as emotion-focused s t ra tegies ,  s t r a teg ies  designed t o  regulate 

a f fec t ive  react ions  t o  stressful  situations. Educators'  f a i l u r e  t o  d e s c r i b e  h o w  t h e y  

d e a l t  with thei r  own feelings about  t h e  child with cancer  in school may b e  seen by 

some as a pr ime example  of a professional a t t i tude ,  and of t h e  ability (or disability) 

t o  gain distance f rom one's strong feelings. On t h e  o ther  hand, this response trend 

also may b e  a n  a r t i f a c t  of a narrowly const ructed interview question, r a the r  than a 

r e a l  indication t h a t  educators  do not  have, o r  do not  acknowledge, such feelings. As 



we have noted,  many teachers  did describe t h e  very s t rong and d i s t r e s s e d  r e a c t i o n s  

t h e y  e x p e r i e n c e d  in  t h i n k i n g  about  children's chances  for  survival, as well as thei r  

struggle for  normality. 

Figure 3 

Instrumental  Coping Stra tegies  Employed by Teachers  

When she was  absent  from school social  even t s  I would save her  
a t rea t .  

Ignore i m m a t u r e  behavior, t r e a t  her like o ther  kids. 

When she  had t o  b e  isolated f rom o ther  c lassmates ,  I would g o  t o  
her  home, t a k e  papers,  and talk t o  he r  

S e a t  s tudent  with sightlhearing problems in f ron t  of room 

Prepare  o ther  kids for his return by talking about  i t  ahead of t i m e  

T r e a t  child normally, like a normal person; g ive  e x t r a  concern,  
reassurance bu t  not  e x t r a  privileges, coddling 

Reassure (child) t h a t  h e  can have t h e  t i m e  h e  needs t o  g e t  
assignments done 

Use regular P a r e n t  Conference,  call  at home t o  find o u t  about  
child's s t a tus  

Talk with Public Health nurse and clip magazine a r t i c les  t o  obtain more 
information about  t h e  child's illness 

Deal  with anxie t ies  of o the r  parents  

Talk t o  colleagues who a r e  insensitive 

A glimpse into t h e  personal and emot ional  impac t  of working with children with 

cancer  is provided by examining educators '  responses t o  questions about  t h e  w a y s  in 

which they changed as a result  of thei r  relationships with these  children and families. 

The d a t a  in Table 10 suggest  t h a t  a significant proportion of t h e  s c h o o l  s t a f f  w a s  

forced t o  grapple with t h e  meaning of l ife and dea th ,  and t o  place  many issues in a 

new perspective.  For example,  school staff  members  repor ted a marked increase in 



-- - - e - - - , - -  , 

pat ience (60%), fa i th  in God (57%), sympathy fo r  t h e  sick (54%), and understanding of 

dea th  (54%). Like paren t s  and friends of t h e  family,  educators  working with children 

w i t h  c a n c e r  r e - e x a m i n e d  a t t i t u d e s  a n d  values which, in t h e  normal course of l ife 

events,  g o  u n c h a l l e n g e d .  F o r  s o m e ,  r e l i g i o u s  f a i t h  p r o v i d e d  c o m f o r t  a n d  g a v e  

m e a n i n g  t o  t h e  suffering of innocents. f6r o thers ,  minor l i fe  irr i tat ions were dea l t  

with more  pat ient ly  when weighed against  t h e  g r a v e  inconveniences they saw children 

suffer.  A t  some level, indeed a level  we did n o t  examine explicitly, this  experience 

may have a f f e c t e d  how educators  and o thers  now a p p r a i s e  a n d  c o p e  w i t h  m a n y  of 

thei r  ' own l i f e  problems. 



Table 10 

Proportion of Teachers  Reporting Areas  of Their Lives 
Changed by Their Experiences with a Child with Cancer  

About 
Much t h e  Much 

Life  Changes More More Same Less Less 

Being pat ient  with minor 
problems (N=25) 60% 8% 2496 4% 4% 

Fai th  in God (N=23) 5 7 1 3  22 4 4 

Sympathy for t h e  sick (N=24) 54 2 1 13 4 8 

Understanding of dea th  (N=22) 5 4 1 8  1 8  0 9 

Desire t o  help others  (N=23) 5 2 2 6 13 0 9 

Anger towards t h e  medical  
sys tem (N=18) 50 28 22 0 0 

Willingness t o  g e t  psychological 
help (N=24) 50 0 4 2 0 8 

Educators'  ability t o  handle t h e  specific t a s k s  p r e s e n t e d  when  t h e  ch i ld  w i t h  

c a n c e r  r e - e n t e r s  s c h o o l  a p p e a r s  t o  b e  m e d i a t e d  by p e r s o n a l ,  s i t u a t i o n a l  a n d  

o r g a n i z a t i o n a l  v a r i a b l e s .  P e r s o n a l  v a r i a b l e s  i n c l u d e  t h e  i n t e n s i t y  o f  t h e  s t a f f  

m e m b e r ' s  e m o t i o n a l  r e a c t i o n s  a n d  t h e  a m o u n t  o f  exper ience  t h e  educator has in 

dealing with seriously ill children. Several  t e a c h e r s  with previous experience seemed 

t o  f e e l  g r e a t e r  c o m f o r t  a n d  c o n f i d e n c e  t h a n  i n e x p e r i e n c e d  t e a c h e r s  in handling 

problems which arose. 

Having experienced i t  ( t h e  dea th  of a child in my class), I still  wouldn't want  t o  
exper ience i t  again, although I f e e l  t h a t  I a m  much b e t t e r  prepared t o  f a c e  i t  
again if I have to. It's s o  painful t o  see a child g o  through this. I was very 
fea r fu l  when I f i rs t  found ou t  about  it, very anxious. But now, looking back, I 
a m  v e r y  g lad  t h a t  I was  his teacher ,  t h a t  I had t h e  chance t o  know him and 
t h a t  I developed t h e  relationship I have with his family. The experience has  led 
t o  a g r e a t  d e a l  o f  * n e w  types  of learning around t h e  whole issue of death.  I 
have done some act iv i t ies  th is  year  t h a t  I wouldn't h a v e  d o n e  w i t h o u t  h a v i n g  
had this experience. I t  has  made a d i f fe rence  in my teaching and I f e e l  t h a t  * 

now I wi l l  a l w a y s  i n c o r p o r a t e  i t ,  e v e n  t h o u g h  h o p e f u l l y  I won ' t  h a v e  t o  
exper ience t h a t  with a child again. 



Situational variables a lso  a f f e c t  t h e  educators '  r e s p o n s e s .  O n e  e x a m p l e  o f  a 

s i t u a t i o n a l  v a r i a b l e  i s  t h e  d e g r e e  of t h e  ch i ld ' s  maturi ty.  Several  s taf f  members  

re f l ec ted  on how much of a dif ference t h e  m a t u r i t y  of t h e  c h i l d  m a d e  in  h e l p i n g  

t h e m  t o  cope  with t h e  situation. 

H e  s e e m e d  t o  b e  a v e r y  m a t u r e - t h i n k i n g  l i t t l e  boy. His parents  were  very 
s t ra ight  with him. He  was a rea l  deep-thinking m a t u r e  kid. H e  was t h e  oldest  
in t h e  family,  too,  which may have made him more serious. 

They have more  of a tendency t o  want  t o  d o  something and follow through on 
it and finishing it. Somet imes I think when someone has  something like cancer ,  
they have a stronger feeling abou t  l ife in g e n e r a l ,  m a y b e  b e c a u s e  i t ' s  p r e t t y  
precious t o  them. 

I always f e l t  t h a t  he  t r ied  t o  remain somewhat aloof and purposefully t r ied  not 
t o  become at tached.  I don't know if i t  was a planned thing but  I wondered if 
i t  w a s  a c o n s c i o u s  a t t e m p t  not t o  become overly c lose  t o  people or  t o  form 
strong a t tachments .  Perhaps  h e  realized so  milch m o r e  t h a n  p e o p l e  t h i n k  h e  
did .  H e  w a s  v e r y  s e n s i t i v e  a n d  it would o f ten  show up in his writing. He 
wro te  some very beaut i ful  poetry  and would make connections with things t h a t  
o the r  children would not  make. 

A n o t h e r  s i t u a t i o n a l  va r iab le  is t h e  role parents  play in t h e  school re-entry of 

t h e  child with cancer.  Clearly, pa ren ta l  behavior a f f e c t s  t h e  a b i l i t y  o f  t h e  s c h o o l  

s t a f f  t o  c o p e  with thei r  own stresses,  as well as with classroom problems. Several  

staff  members  noted parent's impac t  on t h e  child's behavior o r  o u t l o o k ,  a n d  o n  t h e  

degree  of information and feedback they provided t o  teachers .  

The success of t h e  si tuation was due  primarily t o  t h e  way h e  was brought up. 
We only have him here  six hours a day and t h e  support  he  g e t s  f rom home is 
t h e  primary reason. I could  c a l l  t h e  h o m e  a n d  t h e y  f e l t  v e r y  c o m f o r t a b l e  
calling here. Some of t h e  family things we talked about  were  probably things a 
counselor should have been involved in. The mother  was very open and w e  not  
on ly  k n e w  a b o u t  p r o b l e m s  as they  occurred but  also developed empathy about  
what  problems might arise. 

T h e  p a r e n t s  c a m e  in  t o  t a l k  t o  m e  several  t i m e s  and I brought up t h e  topic 
with them also. The closeness b e t w e e n  t h e  p a r e n t s  a n d  t h e  s c h o o l  a n d  t h e  
whole a tmosphere  made her  a good normal person. I maintained s teady c o n t a c t  
with t h e  pa ren t s  and they told m e  whenever her  medicines were  changed and if 
she  had had a bad o r  good day or  night. What t h e  parents  did was wonderful-- 
they told m e  everything t h a t  was happening and t h e r e  was  close communication 
between t h e  home and t h e  school. 



When I asked for  information, I g o t  it. I made c o n t a c t  with t h e  mother before  
a s c h e d u l e d  c o n f e r e n c e ,  b e c a u s e  I w a n t e d  t o  k n o w  of  a n y  l i m i t a t i o n s ,  o r  
s y m p t o m s .  If h e  w e r e  t o  have problems in t h e  c lass  room I wanted t o  know 
how t o  h a n d l e  i t .  S h e  w a s  a l w a y s  t r y i n g  t o  t r e a t  h i m  a s  n o r m a l  s o  t h e  
init iat ive always c a m e  from me. I t  is important  fo r  parents  when dealing with 
t h e  school t o  b e  open, t o  have a f r e e - f l o w i n g  c o m m u n i c a t i o n ,  t o  t r u s t  e a c h  
o t h e r ,  t o  b e  s p e c i f i c  a b o u t  w h a t  t h e y  w a n t  a n d  t o  b e  wi l l ing t o  a n s w e r  
questions and give  a l l  t h e  background information possible. 

Organizational influences on educators  include t h e  general  c l imate  of t h e  school, 

its degree  of p e r s o n a l  c o n c e r n  a n d  w a r m t h ,  a n d  t h e  l e a d e r s h i p  p r o v i d e d  by t h e  

schoo l ' s  a d m i n i s t r a t i o n .  Factors  which influence t h e  c l i m a t e  of t h e  school also a r e  

likely to e f f e c t  t h e  way everyone involved copes  with childhood cancer.  In addition, 

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

secondary may play a role. In t h e  nex t  sect ion t h e  role of organizational influences 

is discussed in g r e a t e r  detail .  

Help fo r  t h e  school s taf f  

A s  s o m e  of  t h e  a b o v e  c o m m e n t s  s u g g e s t ,  some educators  f e l t  they received 

considerable help and s u p p o r t  f r o m  o t h e r s .  T a b l e  1 1  i n d i c a t e s  t h a t  t h e  l a r g e s t  

p r o p o r t i o n s  of e d u c a t o r s  repor ted  receiving support  f rom t h e  child's family (90.5%) 

and t h e  child (71.4%). A l i t t le  more  than ha l f  of t h e  e d u c a t o r s  r e p o r t e d  g e t t i n g  

support  f rom t h e  principal and f rom thei r  peers. 

The  g r e a t e s t  help you g e t  is from o ther  t eachers  o r  t h e  principal. The social  
workers just can ' t  f e e l  t h e  impac t  of i t  like another  t eacher  who's the re  every 
day. The social  workers dea l  in isolated si tuations and they f e e l  i t  differently. 

When p e e r  s u p p o r t  w a s  a v a i l a b l e  it s e e m e d  t o  b e  ex t remely  important  in helping 

t eachers  gain perspect ive  and balance in d e a l i n g  w i t h  t h e s e  i s sues .  O n e  t e a c h e r ,  

whose s tudent  with cancer  died during t h e  year ,  commented on t h e  importance of t h e  

help and consolation provided by her  professional peers. 

The support of t h e  other  teachers  mean t  a g r e a t  d e a l  t o  me. I c a m e  back t o  
school very l a t e  on t h e  day of t h e  funeral  t o  re turn  some pans, and people were  
surprised t o  see me. His previous t eacher  c a m e  over t o  m e  and said something 
t o  m e  and I s t a r t e d  crying a l l  over again. The principal a lso  c a m e  over. Two 
of  t h e  midd le -aged  t e a c h e r s  said t h a t  it must have been a very hard day for 



me,  and t h a t  never in thei r  years  of teaching had they experienced t h e  dea th  of 
a s tudent ,  and t h a t  people c a n  t each  fo r  years  and years  and n e v e r  h a v e  t h a t  
experience.  People c a m e  up t o  m e  and were  very understanding. 

However, th is  experience of peer  and adminis t ra t ive  support  w a s  n o t  u n i v e r s a l .  In 

some cases, teachers  found very l i t t l e  support  f rom t h e  principal or  o the r  teachers.  

The  principal would have gone t o  pieces  and been so upset  t h a t  h e  would n o t  
have  been ab le  t o  give  m e  any special  help. I would not  have gone t o  e i the r  of 
t h e  two  previous t eachers  she  had previously because I did not  a g r e e  with some 
of t h e  things they did. 

T a b l e  1 1  i n d i c a t e s  t h a t  on ly  1 e d u c a t o r  (4.8%) repor ted  receiving help from t h e  

medical  s taf f .  This is not  a surprising finding; s ince  t h e  local  hospital and medical  

c e n t e r  h a d  no  s y s t e m a t i c  outreach program for  schools thei r  young pat ients  a t t end ,  

any d i rec t  or  indirect  c o n t a c t  with t h e  medical  s t a f f  would have been rare.  

Table 11 also indicates t h e  types  of help educators  received. As many of t h e  

prior q u o t e s  i n d i c a t e ,  i n f o r m a t i o n  a b o u t  t h e  ch i ld ' s  m e d i c a l  s i t u a t i o n  w a s  v e r y  

i m p o r t a n t ,  as w e r e  specif ic  suggestions for classroom activit ies.  Emotional support  

also was  reported by more  than half of t h e  s a m p l e .  S o m e  e d u c a t o r s  e x p e r i e n c e d  

m a n y  d i f f e r e n t  k i n d s  of h e l p  f r o m  m a n y  d i f f e r e n t  sources ;  they were  extremely 

for tunate .  



Table 11 

Sources and Types of Help Reported .by Educators  

Source of Help Proportion (N=29) 

Child's Family 90  .% 

Child 71.4 

Other  Teacher  57.1 

Principal  

Nurse 

Own Family 38.1 

School Counselor/Social Worker 25 .O 

Physician 4 .8  

Type of Help 

Information about  child's 
health s t a t u s  

Information about  e f f e c t s  
of t r e a t m e n t  

Guidance about  what  
t o  expec t  of child 

Tips on behavior 
management  

Emotional support  

T a b l e  1 1  p r e s e n t s  a d i l e m m a  which  r e q u i r e s  address ing .  Earlier, educators  

described t h e  lack of information about  t h e  child's si tuation as a significant problem. 

A t  t h e  s a m e  t ime,  d a t a  in t ab le  11 suggest t h a t  a substantial  number of informants 

received information about  t h e  child's medical  condition. While it is t rue  t h a t  many 

e d u c a t o r s  w e r e  p rov ided  with information, the i r  information needs were  not always 

m e t  with respect  t o  timing, continuity, quali ty and depth. Teachers  o f ten  described 



information problems in t e r m s  of a lack of d i r e c t  c o n t a c t  w i t h  p a r e n t s .  I n d i r e c t  

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

convincing as t o  accuracy.  In o ther  cases, if t h e  i n f o r m a t i o n  h a d  b e e n  p rov ided  

ear l ier ,  t h e  t eacher  could have used i t  t o  an t i c ipa te  and prevent  school problems. In 

st i l l  o the r  cases, t h e  school s t a f f  d id  n o t  g e t  t h e  t y p e  of i n f o r m a t i o n  t h a t  t h e y  

needed. They received f a c t s  about  t h e  child's illness, bu t  no t  in terpret ive  information 

t h a t  would help t h e m  use f a c t s  in ways t h a t  could d i r e c t  the i r  behavior toward t h e  

child. Thus, i t  appears  t h a t  t h e  information t h e  school s taf f  f e l t  it needed regarding 

t h e  medical  si tuation a r e  parallel  t o  t h a t  of pa ren t s  who s o u g h t  i n f o r m a t i o n  a o b u t  

thei r  child's health. In both cases, t h e  concre te  medical  f a c t s  were  not sufficient. 

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

relationship among family, c lassmates  and school s taf f .  I t  is a n  excellent  illustration 

of how cooperation,  caring,  open sharing of i n f o r m a t i o n  a n d  b r e a k i n g  of a r t i f i c a l  

b o u n d a r i e s  c a n  m a k e  a d i f f e r e n c e  in helping e a c h  of t h e  individual ac to rs  make i t  

through a difficult  period. 

T h e  p r e v i o u s  t e a c h e r s  had  t o l d  m e  t h a t  t h e  m o t h e r  had been in very close 
c o n t a c t  with them and sure  enough, w i t h i n  t h e  f i r s t  t w o  d a y s  of s c h o o l  s h e  
called and wanted t o  know if she  could c o m e  in and sit down and talk with m e  
about  it. And she  did within th ree  days. She said t h a t  if a t  a l l  poss ib le  h e  
would b e  in  s c h o o l  b e c a u s e  h e  r e a l l y  l iked  i t  and h e  didn't particularly like 
going in fo r  t rea tments .  She gave m e  a booklet fo r  t h e  t eacher  of a child with 
c a n c e r  a n d  s h e  i n v i t e d  m e  t o  a t t e n d  a lec tu re  on t h e  topic  with her. That  
happened t o  b e  a night t h a t  I was a t tending a class  so  I couldn't go. She gave  
m e  a l o t  of i n f o r m a t i o n  a b o u t  h i s  e x a c t  case a n d  s a i d  t h a t  if I had any 
questions s h e  would be  happy t o  help m e  with anything s h e  could. Shortly a f t e r  
t h a t  she  s a w  m e  again and wanted m e  t o  talk t o  my class  because h e  said t h a t  
h e  had frequently been teased about  his hair loss. We discussed t h e  way t h a t  
h e  wanted m e  t o  te l l  t h e  class. 
W h e n  t h e  m o t h e r  f i r s t  t a l k e d  t o  m e  a n d  g a v e  m e  a l l  k i n d s  of d e t a i l s ,  I 
wondered t o  myself how s h e  could b e  so m a t t e r  o f  f a c t  a n d  t h o u g h t  i t  w a s  
probably because she  had done this so many t imes  with so many people. I was 
somewhat amazed  by her openess. I questioned her  abou t  how h e  f e l t  about  a l l  
of this and I wanted t o  know if he  would ever  talk abou t  i t  or  share i t  with me  
o r  with t h e  o ther  s tudents  or  if he  would wr i t e  abou t  it. She told m e  some of 
t h e  t h i n g s  t h a t  h e  told the  family at t h a t  t i m e  bu t  no t  much. I thought she  
was  a n  incredibly strong person. 



I 

After  he became terminally ill and I s ta r ted  visiting their  home and I saw t h e  
kind of s t rength in t h a t  home. When I visited there ,  they gave m e  t h e  strength 
t ha t  I needed because I didn't know how I would g e t  through that  visit when I 
laid eyes  on him. I was ready t o  just leave t h e  room because i t  really bothered ! 

m e  a n d  I didn ' t  know what t o  say or what t o  do but  his family made i t  easy 1 

for me. They were so uplifting. And a f t e r  tha t ,  I visited him on a number of I 
o c c a s i o n s  a n d  I g o t  t o  know t h e m  s o  much  b e t t e r .  S ince  t hen  they have I 

become very close friends of mine. 1 
I 

Our task,  obviously, i s  t o  encourage t h e  creat ion of just these  relationships. In 
! 

I 

so doing, t h e  quality of life of everyone involved is improved -- espec i a l l y  t h a t  of 
I 

t h e  child with cancer.  



PART IV: ADOLESCENTS' PERSPECTIVES ON SCHOOL RE-ENTRY 

C e r t a i n l y  c h i l d r e n ' s  l i v e s  a r e  d i s r u p t e d  by t h e  exper ience of cancer.  But in 

wha t  ways, t o  what  ex ten t ,  and with what  e f f e c t s ?  How well founded a r e  concerns  

e x p r e s s e d  by Weinberg  (1970)  a n d  S t u b b l e f i e l d  (1974), t h a t  serious illness, and i t s  

t r e a t m e n t ,  necessarily i m p e d e s  a c a d e m i c  a c h i e v e m e n t  a n d  a r r e s t s  e m o t i o n a l  a n d  

p s y c h o s o c i a l  d e v e l o p m e n t ?  D o e s  t h e  e x p e r i e n c e  of c a n c e r  n e c e s s a r i l y  i m p a i r  

children's self-concepts and disrupt relationships with school peers  (Bakwin & Bakwin, 

1972)?  T o  w h a t  e x t e n t  d o  t rea tment - re la ted  disfigurements such as loss of hair, 

f ac ia l  puffiness or  loss of limb, result  in impairment  of personal identi ty or  integri ty,  

s e l f - e s t e e m  a n d  body i m a g e  (Meissner, Thoreson & Butler, 1967)? To what  e x t e n t  

does  t h e  ominous t h r e a t  of dea th  make  t h e  child's si tuation so precarious t h a t  f u t u r e  

a c a d e m i c  o r  vocational plans a r e  delayed o r  shelved? 

As noted in t h e  I n t r o d u c t i o n  ( P a r t  I), c o n t r a d i c t o r y  e v i d e n c e  e x i s t s  in  t h e  

r e s e a r c h  l i t e r a t u r e  r e g a r d i n g  m o s t  of t h e s e  q u e s t i o n s  and issues. some research 

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

m e m o r y  l o s s  a n d  reduct ion in neurologic functioning (Eiser, 1978; Meadow & Evans, 

1976). Other  research suggests t h a t  these  e f f e c t s  a r e  n o n - e x i s t e n t ,  q u i t e  m i n i m a l  , 

a n d / o r  t e m p o r a r y ,  especia l ly  a f t e r  t r e a t m e n t  ceases  (Eiser & Lansdown, 1977; Soni, 

et.al., 1975; Verzosa, et al. 1976; Zwartjes,  1978). Moreover, some of these  repor ts  

argue t h a t  e f f e c t s  vary substantially with a g e  of t h e  child (younger children may b e  

a f f e c t e d  more  strongly than older children) and with t y p e  of t r e a t m e n t  (how m u c h  

r a d i a t i o n  o r  surgery). When t h e  research focus  shi f ts  f rom physical and physiologic 

assessments  t o  a consideration of emot ional  and n e u r o l o g i c  f a c t o r s ,  t h e  p i c t u r e  is 

e v e n  m o r e  c o m p l e x  a n d  u n c e r t a i n .  N o t  o n l y  d o e s  t h e  d i s e a s e  a n d  its medical  

t r e a t m e n t  have t o  b e  taken in to  account ,  bu t  any s i t u a t i o n  t h a t  c r e a t e s  s u s t a i n e d  



personal and familial  s t r ess  i s  bound t o  a f f e c t  t h e  child's n o r m a l  e n v i r o n m e n t ,  a n d  

t h e r e f o r e  n o r  ma1 functioning. Moreover, r epea ted  hospitalizations which remove t h e  

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

d e c r e m e n t s ,  r e g a r d l e s s  of p h y s i c a l  c h a n g e s  involved. Thus, what  is "normal" for  

children with cancer  may be  d i f fe ren t  f rom what  i s  "normal"  f o r  c h i l d r e n  w i t h o u t  

c a n c e r .  D e s p i t e  t h e s e  obvious factors ,  t h e  most  r ecen t  research suggests t h a t  t h e  

psychosocial e f f e c t s  of cancer  and i t s  t r e a t m e n t  m a y  b e  l e s s  t h a n  a n t i c i p a t e d  f o r  

. children who . a r e  long-term survivors (Holmes & Holmes, 1975; Koocher et al., 1981; 

Li  & Stone,  1976; Verzosa et al., 1976). Given t h e  p a s t  d e c a d e ' s  i n c r e a s e  in  t h e  
I .  

n u m b e r  o f  ch i ld ren  who do survive for extended periods of t ime, r ecen t  research is 

by f a r  t h e  most important.  

D e s p i t e  t h e s e  m o s t  r e c e n t  o p t i m i s t i c  r e p o r t s ,  m a n y  of t h e  afore-mentioned 

concerns  continue t o  be  present  as assumptions in t h e  research l i tera ture  and medical  

o r  p s y c h o s o c i a l  c o m m e n t a r y  on children with cancer .  Moreover, they appear t o  b e  

present  in t h e  m o r e  g e n e r a l  p u b l i c  s t e r e o t y p e s  a n d  e x p e c t a t i o n s  h e l d  f o r  t h e s e  

c h i l d r e n .  We d i d  n o t  e m p l o y  a p r o s p e c t i v e  d e s i g n  in t h i s  s t u d y ,  nor  d id  w e  

adminis ter  measures of self concept ,  emot ional  well-being or  psychological adjustment.  

I n s t e a d ,  w e  a s k e d  a d o l e s c e n t s  t o  d e s c r i b e  in t h e i r  own words  whether they had 

changed and how, what they experienced as problems, what they evaluated as helpful 

behavior on t h e  pa r t  of school s taf f  and peers,  and how well they f e l t  they adapted 

when they returned t o  school. Clearly the i r  comments  a r e  as much a n  indication of 

how t h e y  w a n t  t o  b e  s e e n  as i t  i s  of h o w  t h i n g s  really are .  One check on t h e  

accuracy or  distort ion of these  adolescent's self-presentations is available through t h e  

o b s e r v a t i o n s  of p a r e n t s  a n d  s c h o o l  s t a f f  m e m b e r s .  A d o l e s c e n t  perspectives a r e  

valuable, pe r  se, but fo r  readers  who a r e  concerned t h a t  informants  may deny some 

issues and  present  a n  overly opt imis t ic  view, o r  may dis tor t  reali ty in an exceedingly 



pessimistic self-presentation, comparisons  c a n  b e  m a d e  w i t h  t h e  r e p o r t s  f r o m  t h e  

s c h o o l  s t a f f  a n d  p a r e n t s .  In this section w e  present and re f l ec t  upon adolescents1 

comments  on t h e  na tu re  of thei r  school re-entry. 

T h e  c o m m e n t s  t h a t  fo l low were  collected through personal interviews with 12 

adolescents  with cancer .  Of th is  group, 4 had leukemia, 3 had osteogenic sarcoma,  2 

h a d  Hodgkins l  d i s e a s e ,  2 had  l y m p h o m a s ,  and 1 had neuroblastoma. In addition t o  

these  interviews, we conducted group discussions over a one month p e r i o d  w i t h  f i v e  

o t h e r  a d o l e s c e n t s  w i t h  cancer.  Of th i s  group 4 had osteogenic sarcoma and 1 had 

Hodgkin's disease. These adolescents ranged in a g e  f rom 11 t o  21. E i g h t  of t h o s e  

interviewed were  males and four were  females;  of t h e  group part icipants,  th ree  were  ' 

male  and two  female.  No two  s tudents  had a t t ended  t h e  s a m e  school. Regardless of 

t h e  u s e  of a p e r s o n a l  o r  g r o u p  i n t e r v i e w  p r o c e d u r e ,  t h r e e  sets of i s s u e s  were  

investigated: 

1 )  The quali ty of adjus tment  in t h e  ear ly  s tages  of school re-entry, and fac to rs  
which contributed t o  t h e  ease or  difficulty of re-entry. 

2) The react ions  and helpfulness -of t h e  school s taf f .  

3 )  The e f f e c t s  of t h e  illness on social  and personal adjustment,  ext racurr icular  
or  leisure involvements and values o r  plans for t h e  future.  

School Adjustment Fac to rs  

Each of t h e  17 adolescents indicated t h a t  he/she welcomed t h e  re turn  t o  school 

a n d  t h e  r e s u m p t i o n  o f  a n  i m p o r t a n t  a s p e c t  of h i s t h e r  l i f e .  F o r  8 of  t h e  1 7  

informants (47%) school reentry  did not  pose a significant problem. In most of these  

cases t h e  smooth re turn  was a result  of co-ordination between family and school, and 

dissemination of information t o  peers  about  t h e  returning child. For t h e  remaining 9 

students,  a var ie ty  of problems were  reported: four experienced considerable teasing, 

especially because of hair  loss; a similar number experienced academic  problems, had 

difficulty completing assignments, and in two  cases were  held back a year.  As one  



s tudent  reported: 

I g o t  h e l d  b a c k  in  o n e  g r a d e  b e c a u s e  I w a s  in  a n d  o u t  of t h e  hospital for  
t r e a t m e n t s  and check-ups. 

In a f e w  cases, s t u d e n t s  repor ted  t h a t  heavy chemotherapy schedules c r e a t e d  

shor t - term problems which made  it difficult  t o  keep  up with school work. However, 

t h e s e  cases w e r e  in t h e  m i n o r i t y .  The  majori ty of t h e s e  s tudents  f e l t  t h a t  thei r  

academic  performance did not  s u f f e r  as a r e s u l t  of t h e  i l lness .  They  d e s c r i b e d  

themselves  as caught  up with school work, even though it may have taken a while t o  

achieve th is  s ta tus .  Several  even noted t h a t  school work seemed  eas ier  than before  

t h e i r  d i a g n o s i s  because  of t h e  increased concentra t ion,  seriousness, and commi tment  

with which they now approached school tasks. In many regards, t h e s e  r e p o r t s  a r e  

qu i te  similar t o  the i r  parents '  reflections. 

Of c o u r s e ,  t h e  t o t a l  p ic ture  is not ent i re ly  rosy, and problems and disabilities 

were  experienced by some s tudents  in schoo l .  T h r e e  a d o l e s c e n t s  w i t h  o s t e o g e n i c  

s a r c o m a s  ( r e s u l t i n g  in l e g  a m p u t a t i o n s )  r e p o r t e d  p r o b l e m s  in get t ing around t h e  

school. For example,  one child whose leg was  amputa ted  had difficulty in negotiat ing 

crowded school halls. Nevertheless, he  adapted.  

I have trouble ge t t ing  places,  but  t h e  only t i m e  I leave e a r l y  f r o m  a c l a s s  i s  
before  lunchtime, because everyone runs down t h e  s t eps  and I have t o  g e t  down 
before  them.  A t  t h e  end of school, I usually wai t  a while and a teacher  t akes  
m e  down and  helps m e  g e t  my books and stuff .  

The Importance of Good Communication 

S e v e r a l  o b s e r v e r s  s u g g e s t  t h a t  c o m m u n i c a t i o n  b e t w e e n  t h e  youngs te r  with 

cancer ,  t h e  f a m i l y ,  t h e  s c h o o l  s t a f f  a n d  t h e  m e d i c a l  s t a f f  is l ike ly  t o  h a v e  a 

significant e f f e c t  on t h e  ease or  difficulty of t h e  child's re-entry t o  school (Cyphert ,  

1973; Greene,  1975; Moore & Triplett ,  1980; National Cancer  Insti tute,  1980; Pearse ,  

1977).  T h e  r e g u l a r i t y ,  c o m p l e t e n e s s ,  a n d  m a n n e r  in which information is shared 



among teachers ,  family members  and o ther  s tuden t s  can  have a profound  e f f e c t  o n  

school-related problems. In some cases,  pa ren t s  informed t h e  t eacher  and, depending 

upon t h e  e f f i c i e n c y  of t h e  schoo l ' s  c o m m u n i c a t i o n  n e t w o r k ,  i n f o r m a t i o n  w a s  

t r a n s m i t t e d  t o  o t h e r  t e a c h e r s ,  school adminis t ra tors ,  and t h e  child's peers. In one 

case, very l i t t le  information was given, and when t h e  c h i l d  r e t u r n e d  t o  s c h o o l  s h e  

e n c o u n t e r e d  a r e l a t i v e l y  curious and uninformed group of t eachers  and peers. She 

found th i s  si tuation disconcerting, and wished t h a t  information had been shared before  

h e r  r e t u r n .  In another  case, an  adolescent g i r l  with cancer  simply told one friend, 

who in tu rn  ac t iva ted  t h e  school's grapevine and t ransmi t t ed  i n f o r m a t i o n  a b o u t  h e r  

illness throughout t h e  school. The school adminis t ra tor ,  doubting t h e  accuracy of t h e  

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

information about  t h e  child's health s t a t u s  was  cor rec t .  When he was ab le  t o  clarify 

t h e  si tuation t o  his satisfaction,  t h e  adminis t ra tor  prepared t h e  school s taf f  for  what 

it would confront  once  t h e  child returned t o  school. 

Most adolescents  f e l t  it was crucia l  f o r  t h e  school s t a f f  t o  r e c e i v e  f i r s t h a n d  

information in order t o  s t e m  t h e  spread of fa l se  rumors and misinformation. In some 

cases, t h e  child with cancer  (or even parents)  did not  understand t o t a l l y  t h e  i l lness  

and t r e a t m e n t  process. This can  be  especially likely with younger children, who may 

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

c i r c u m s t a n c e s  t h e  s c h o o l  may n e e d  t o  g e t  in t o u c h  w i t h  educational or  medical  

professionals for  more  adequate  information. 

T h e  k e y  t o  t h e  information-dissemination process o f ten  was seen as t h e  school 

nurse, school psychologist or  social worker, s ince  persons in these  roles could act a s  a 

l i a i son  b e t w e e n  t h e  schoo l ,  t h e  family and t h e  hospital  (Clapp, 1976; Katz ,  et al., 

1976; Moore & Triple t t ,  1980). Students did not  necessarily need a nurse for physical 

reasons, but  a well-informed counselor who understood t h e  disease and re la ted issues, 
/ 



and who could improve information and communication.  As t w o  youngsters reported: 

I wish t h e r e  had been someone at t h e  hospital  - and I know parents  have been 
working for  th is  - a full-time person, like a nurse or  social  worker, who would 
c o m e  regularly f rom t h e  hospital  t o  t h e  school and v ice  versa. But t h e  problem 
is money. Now t h e r e  is only coverage f o r  in-patients, and t h a t  outreach role is 
no t  built in to  t h e  system. 

B e f o r e  you  know it, e v e r y b o d y  knows, o r  thinks they know. Then they s t a r t  
call ing you t o  find ou t  if wha t  they heard was t rue .  C o m m u n i c a t i o n  i s  v e r y  
important ,  very ear ly  on, s o  things don't g e t  o u t  of hand. 

React ions  of t h e  School Staff  

T h e  a d o l e s c e n t s  g e n e r a l l y  f e l t  t h a t  t h e  r e s p o n s e s  t o  t h e m  of  school  staff  

members  were  qu i te  favorable. For example  one  s tudent  commented: 

My teachers  have been very good and understanding. 

Some s tuden t s  found t h e  school s taf f  eager  t o  help, but  recognized and tr ied t o  avoid 

becoming too  dependent on teachers .  

I would t e l l  my teachers  not t o  baby m e  and t h a t  I was just like everyone else. 

I t r ied  t o  keep  my problems f rom t h e m  s o  I wouldn't develop a c ru tch  t o  lean 
on. 

D e s p i t e  t h e s e  d e f e n c e s ,  s e v e r a l  youngsters experienced t eachers  who tended t o  be  

overprotective.  

I f e l t  I g o t  a l i t t l e  t eacher  overprotection.  I usually ended up as a coach in 
gym. I couldn't do a lo t  of things t h a t  t h e  o ther  kids did. I g o t  a n  au tomat ic  
'A' in t h e  course. 

Students '  favorable evaluations of t h e  school s taf f  occurred for d i f ferent  reasons. 

Some s tudents  viewed thei r  t eachers  favorably because  of flexibility with r e s p e c t  t o  

d e a d l i n e s  f o r  schoo lwork  w h i l e  t h e y  w e r e  in t r ea tment ,  o r  because thei r  teachers  

actually helped them complete  work in t h e  hospital. In one case, a s t u d e n t  m i s s e d  

2-1 12 m o n t h s  of s c h o o l  d u r i n g  her  10th  grade,  but  was ab le  t o  complete  t h e  most 

essent ia l  course  work. T e a c h e r s  a l s o  w e r e  r a t e d  f a v o r a b l y  w h e n  t h e y  t o o k  t h e  



ini t iat ive t o  talk t o  t h e  c lass  a b o u t  t h e  i l l n e s s  a n d  t o  h e l p  t h e  c l a s s  u n d e r s t a n d  

cancer  and its t rea tment .  These act ions  by t eachers  made it much easier for peers 

t o  a c c e p t  and t o  be  d i r e c t  w i t h  t h e  s t u d e n t  w i t h  c a n c e r  upon h i s f h e r  r e t u r n  t o  

school. 

Obvious ly ,  n o t  a l l  s t u d e n t s  w e r e  b l e s s e d  w i t h  ac t ive  and sensitive teachers.  

Some were  in schools with less cooperat ive  s t a f f s  and f e l t  t h a t  this  si tuation placed 

a n  addit ional burden on them. As we repor ted in a prior section,  parents  from lower 

c lass  backgrounds, or  whose children were  not  doing well in school before  t h e  illness, 

repor ted more negative experiences.  

O u r  a d o l e s c e n t  i n f o r m a n t s  a l s o  s u g g e s t e d  s e v e r a l  w a y s  t e a c h e r s  m i g h t  be  

part icularly helpful t o  s tudents  with c a n c e r .  T h e i r  m a j o r  m e s s a g e  w a s  t h a t  t h e y  

wanted t o  b e  t r ea ted  normally. When help was given, they f e l t  t h e  goal should be  t o  

fos te r  independence and the i r  abil i ty t o  f i t  in  w i t h  t h e i r  p e e r s .  O t h e r  p r a c t i c a l  

suggestions students had for  educators  included: 

- Taping c lass  l ec tu res  and making t h e m  available t o  s tudents  who a r e  at home 
o r  in t h e  hospital. 

- Allowing s t u d e n t s  t o  f o c u s  on main concepts  or  skills when t i m e  is limited 
and omit t ing supplementary requirements.  

- De-emphasizing t h e  importance of grades  

- Using t h e  d i s c r e t i o n a r y  p o w e r  of t h e  s c h o o l  p r i n c i p a l  t o  w a i v e  f o r m a l  
examinations if t h e  s tudent  is hospitalized or  undergoing chemotherapy. 

- Sending ca rds  t o  t h e  s tudent  when .hospitalized. 

- P r o v i d i n g  t h e  s t u d e n t  w i t h  a n  e x t r a  s e t  of books t o  leave at home if t h e  
s tudent  is on crutches.  

- Demonstrating t h e  use of prostheses t o  t h e  class. 

- Maintaining openness, honesty, and d i r e c t  communication t h e  student.  

In t h e  f inal  section of th is  repor t  we include a longer list of suggested actions,  culled 

f rom various sources. 



Psychosocial Development of Students  with Cancer  

The e x t e n t  t o  which a d o l e s c e n t s  a r e  a b l e  t o  c o n t i n u e  t h e i r  i n v o l v e m e n t  in  

a c t i v i t i e s  t h e y  e n j o y e d  p r i o r  t o  d i a g n o s i s  i s  a good  i n d e x  of t h e  d e g r e e  of 

d i s rup t iveness  o f  c h i l d h o o d  c a n c e r ,  a n d  m a y  b e  a good  p r e d i c t o r  of long t e r m  

a d j u s t m e n t .  In t h e  interviews,  we obtained evidence of substant ia l  continuity f rom 

most informants,  and th is  included youngsters who had relapsed. In part icular,  4 of 

t h e  5 a d o l e s c e n t s  p a r t i c i p a t i n g  in t h e  e x t e n d e d  discussion group had been highly 

a th le t i c  and had par t ic ipated actively in extracurr icular  ac t iv i t ies  before  thei r  illness. 

They showed similar pa t t e rns  a f t e r  diagnosis and t rea tment .  One group member had 

been a cheer leader  and a member  of t h e  gymnast ic  t e a m  prior t o  her  diagnosis with 

o s t e o g e n i c  sa rcoma.  Af te r  t h e  removal of he r  leg, s h e  adapted and continued as a 

cheerleader.  She f e l t  th is  s t e p  important  f o r  her  own well-being, as well as fo r  i t s  

salutory e f f e c t  on her  peers. A s  she noted: 

S t u d e n t s  w i t h  c a n c e r  should s tay  involved in school act iv i t ies  such as band or  
, other  clubs. Then o ther  s tudents  would see t h a t  they (children with cancer)  a r e  

f ine and t h a t  they don't have t o  b e  worried or  fussed over. 

A 13-year old male  with osteogenic sarcoma,  a lso  a n  amputee ,  learned t o  ski and ride 

a b i k e  w i t h  o n e  leg .  His  accompl i shments  evidently inspired other  amputees  with 

whom h e  had c o n t a c t  t o  do t h e  s a m e .  O n  t h e  b a s i s  o n  t h i s  l i m i t e d  s a m p l e ,  w e  

b e l i e v e  t h a t  t h e  e x p e r i e n c e  of c a n c e r ,  e v e n  when  it i n v o l v e s  s e v e r e  p h y s i c a l  

impairments such as t h e  l o s s  of a l imb,  n e e d  n o t  n e c e s s a r i l y  d i m i n i s h  s t u d e n t s '  

in teres t  in academic  pursuits nor l imit  thei r  part icipation in extracurricular activit ies.  

To t h e  contrary ,  in t h e  f a c e  of physical h a n d i c a p s ,  m a n y  s t u d e n t s  a p p e a r  t o  f i n d  

c rea t ive  ways t o  a d a p t  and normalize thei r  lives. 

T h e  q u a l i t y  o f  i n t e r p e r s o n a l  r e l a t i o n s  is a n o t h e r  d o m a i n  of p s y c h o s o c i a l  

development t h a t  may b e  a f fec ted  by t h e  exper ience of cancer .  We asked youngsters 



specifically how they re la ted t o  thei r  pee rs  and how thei r  peers  a c t e d  toward them. 

T h e  a d o l e s c e n t s  in o u r  s a m p l e  s h o w e d  f e w  s i g n s  of s o c i a l  wi thdrawal .  T o  t h e  

contrary ,  they expressed a strong desi re  t o  resume relationships with and become p a r t  

of t h e i r  p e e r  g r o u p s  as q u i c k l y  as poss ib le .  S o m e  f e l t  they were  t r ea ted  qui te  

normally, "like anyone else".  S o m e t i m e s ,  h o w e v e r ,  t h e  r e a c t i o n s  o f  p e e r s  w e r e  

charac te r ized  by awkwardness, uncertainty,  and over-cautious behavior which strained 

relationships. This was  most likely t o  occur  when f r i e n d s  o r  c l a s s m a t e s  w e r e  n o t  

w e l l - p r e p a r e d  f o r  t h e  y o u n g s t e r ' s  r e -en t ry .  Withdrawal and misplaced concern by 

peers  somet imes transformed previously f r e e  f l o w i n g  a n d  i n t i m a t e  r e l a t i o n s h i p s  t o  

d i s t a n t  a n d  s t r a n g e  ones .  Two a d o l e s c e n t s  c o m m e n t e d  on  t h i s  awkwardness or 

strangeness as follows: 

When I went  back t o  school, I f e l t  t h a t  s tuden t s  were  shying away from me. I 
thought they were  ignoring m e  at f i rs t ,  b u t  now I real ize  they just didn't know 
what  t o  say. 

Well, I suppose t h a t  some people avoided m e  because they were  embarassed and 
didn't know what  t o  say, and o thers  went  ou t  of thei r  way t o  talk t o  me,  and 
s o m e  people t r e a t e d  me  t h e  s a m e  way. 

Two f e m a l e  adolescents f e l t  t h a t  people s h i e d  a w a y  f r o m  t h e m  a t  f i r s t ,  n o t  

knowing how t o  r e a c t ,  but  eventually re turned t o  normal when they realized t h a t  they 

were  s t i l l  "the s a m e  people", and t h a t  they were  going t o  cont inue living thei r  lives 

as n o r m a l l y  as poss ib le .  S o m e t i m e s  jus t  t h e  n e w n e s s  o f  t h e  s i tua t ion  made it 

difficult .  P e e r s  did not  know how t o  behave o r  what  t h e y  c o u l d  e x p e c t  f r o m  t h e  

adolescent with cancer .  Often they waited fo r  signals about  how they wanted t o  be  

t r ea ted ,  and then  responded in accordance with those  signals. 

When I g o t  o u t  of t h e  hospital I was invited t o  g o  t o  a party.  I knew t h a t  a 
lot  of people t h e r e  were  really scared t o  c o m e  up t o  m e  and talk t o  me. . .I 
spent  t h a t  night at t h e  par ty  s i t t ing in t h e  kitchen. But when people found ou t  
I was  s t i l l  t h e  s a m e  person, and did everything I did before,  and was going t o  
keep  going on with my life, they were  more  open and more  comfortable.  There  



were  some, though, who never g o t  t o  t h a t  point. 

O n c e  p e e r s  k n e w  w h a t  t o  e x p e c t  t h e y  began  t o  act more  normally. However, i t  

generally was  up t o  t h e  ill youngster t o  e s t a b l i s h  t h e  t e r m s  of n o r m a l i t y ,  a n d  t o  

invite continuity in peer  relationships. 

Thus, in relationships with c lose  friends, i t  was not  always or  only t h e  case t h a t  

healthy peers  provided emotional support  t o  t h e  child with cancer .  On occasion, t h e  

adolescent  with cancer  assumed t h e  role of comfor te r  and supporter of others.  One 

very percept ive  adolescent described t h e  burden t h a t  s t emmed from his concern about  

t h e  p s y c h o l o g i c a l  we l l -be ing  o f  h i s  f r i e n d s ,  e s p e c i a l l y  in t h e  early s tages  of t h e  

illness. 

I t  was hard enough trying t o  keep myself together .  . .I f e l t  like I had t o  keep 
my friends together  too. Whenever  w e  g o t  t o g e t h e r ,  t h e y  w e r e  s o  w o r r i e d  
about  m e  t h a t  I had t o  spend t i m e  calming t h e m  down, telling them t h a t  I'd be  
okay. 

A n o t h e r  a d o l e s c e n t  described his feelings of re ject ion by his friends. Although this 

rejection was not  d i rec t ,  h e  c a m e  t o  f e e l  as though h e  was a liability t o  his former  

companions with newly developing heterosexual interests.  

When you're sixteen and looking for  girls, and you don't have a leg, you're not  
exact ly  t h e  most popular guy t o  hang around with. 

Somet imes t h e  awkwardness, f e a r  or  rejection of peers  took more  d i rec t  forms, 

s u c h  as in  t e a s i n g .  T e a s i n g  responses were  much more  o f ten  reported by younger 

children than by adolescents. M o r e o v e r ,  p e e r s  o f t e n  m o b i l i z e d  t o  p r e v e n t  o r  t o  

counter  teasing when it occurred. As in prior repor ts  f rom parents  and t eachers  (see 

Sections I1 and I11 o f  t h i s  r e p o r t ) ,  o p e n  c o m m u n i c a t i o n  a n d  a p r o - a c t i v e  s t a n c e  

appeared t o  reduce t h e  incidence of peer  teasing. 

Adolescent informants also were  asked abou t  t h e  long t e r m  e f f e c t s  of cancer  on 

t h e i r  c a r e e r  a s p i r a t i o n s  a n d  l i f e  p lans ,  a n d  w e r e  a s k e d  explici t ly t o  discuss t h e  

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



youngsters we talked with w e r e  o p t i m i s t i c  a n d  "upbeat" .  When a s k e d  a b o u t  t h e  

fu tu re ,  they a l l  had some concre te  plans and some vague dreams. Two had already 

enrolled in college and several  planned a college education o n c e  t h e y  f i n i s h e d  high 

s c h o o l .  T h o s e  who w e r e  u n c e r t a i n  a b o u t  t h e i r  p lans  appeared t o  have a typical  

adolescent  vagueness, not clearly t ied  t o  illness o r  t r e a t m e n t  i ssues .  T h e s e  r e s u l t s  

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

conversations with adolescents with cancer.  Although they may exper ience pain and 

f e a r ,  a n d  a t  t i m e s  a n x i o u s  concern,  those  in remission o f ten  deny a very negative 

impac t  of thei r  illness. Whatever t h e  t r u e  n a t u r e  of t h e i r  i n t e r n a l  f e e l i n g s ,  m o s t  

a d o l e s c e n t s  p r e s e n t  t h e m s e l v e s  as coping positively, being quietly courageous, and 

going on with as normal a l i fe  as possible (Fochtman,  1979; K o o c h e r ,  et al.,  1981 ;  

Ze l t ze r ,  et al., 1980). 

I n  a s s e s s i n g  t h e  g e n e r a l  i m p a c t  of c a n c e r  on  t h e i r  l i v e s ,  t h e  s t u d e n t s  

part icipating in t h e  discussion group and t h e  in terviews a l l  f e l t  t h e y  h a d  g r o w n  a n d  

matured considerably. New insights and s t reng ths  were  reported. 

I a c c e p t  a lo t  more  challenges. You f e e l  you c a n  d o  m o r e  a n d  you ' re  m o r e  
self -confident. 

Many responded t h a t  they now f e l t  more  serious about  thei r  lives, t h a t  they worked 

harder,  and t h a t  they put more  energy in to  str iving fo r  thei r  goals. 

All of this has  helped m e  real ize  t h a t  t h e r e  a r e  a lot  of l i t t l e  things ou t  the re  
t h a t  we t a k e  for  granted,  t h a t  we ought t o  s top and look at. The o ther  night, 
I was going home and i t  was cold out ,  bu t  the re  were  so many s t a r s  ou t  I had 
t o  stop and look at them.  I think t h a t  before,  I would have just jumped in t h e  
ca r .  I enjoy each simple moment more. 

Conclusions. 

This admit tedly  limited sample  of 17 adolescents  c lear ly  verif ies our expectation 

t h a t  t h e  exper ience of cancer  c a r r i e s  e m o t i o n a l  s t r e s s  a n d  t r a u m a  f o r  i t s  young  



v i c t i m s .  M o r e o v e r ,  it c o n t i n u e s  t o  d o c u m e n t  t h e  w a y s  in w h i c h  e d u c a t i o n a l  

i n s t i t u t i o n s  o f t e n  a r e  unprepared t o  fac i l i t a t e  e f fec t ive  re-entry. However, it also 

indicates  t h a t  childhood c a n c e r  is n o t  i n e v i t a b l y  d e b i l i t a t i n g  o n  a n  e m o t i o n a l  o r  

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

relationships, nor t h e  fo r fe i tu re  of ca ree r  aspirations and d r e a m s  a b o u t  t h e  f u t u r e .  

We have found no evidence which would lead u s  t o  conclude t h a t  emot ional  maturi ty,  

a capaci ty  t o  adopt  adul t  rules, and a high achievement  or ienta t ion is any less likely 

t o  b e  found  in t h e s e  a d o l e s c e n t s  t h a n  in a d o l e s c e n t s  w i t h o u t  c a n c e r .  T h i s  is 

especially t r u e  for  adolescents who a r e  in remission and doing well  physical ly .  T h e  

r o l e  of a d e q u a t e  preparat ion and action t o  preserve prior outlooks and relationships 

appears  essential ,  and serves  t o  emphasize t h e  importance of t h e  family, t h e  medical  

s taf f  and educators  in helping t o  preserve these  youngsters'  prior quali ty of life. In 

these  terms, much of t h e  normal (and somet imes  even more  positive) d e v e l o p m e n t a l  

pa t t e rn  repor ted here  is probably as much t h e  product of pre-illness socialization and 

disposition, and family-community response, as of t h e  e x p e r i e n c e  o f  c a n c e r  i t s e l f .  

T h e r e  a p p e a r s  t o  b e  a high degree  of continuity in t h e  psychosocial development of 

children with cancer ,  and t h e  d i s rup t ive  effect  of t h e  i l l n e s s  e x p e r i e n c e  on s u c h  

development may b e  less unique and severe  than  some ear l ier  observers have expected 

or  predicted.  

As we indicated previously, t h e  l i t e ra tu re  on childhood cancer  is qui te  mixed on 

th is  l a s t  point, on its general  evaluation of t h e  p s y c h o s o c i a l  i m p a c t  o f  c a n c e r  o n  

y o u t h .  S e v e r a l  s t u d i e s  c i t e d  e a r l i e r  a r g u e d  t h a t  significant negative impacts  do 

occur,  and have lasting consequences for  self -es teem,  body i m a g e ,  h e a l t h  a n x i e t i e s ,  

p e e r  a d j u s t m e n t  and general  level  of emot ional  maturi ty.  Other  studies emphasized 

t h e  apparen t  normality of seriously and chronically ill youngsters on these  dimensions. 

Without denying t h e  s t resses  and problems noted by others ,  they conclude tha t  many 



if no t  most  surviving youngsters a r e  qu i te  comparable  t o  the i r  peers  who do not have 

cancer.  

T h e  m o r e  p o s i t i v e  s tud ies  appear t o  have been conducted more  recently,  with 

b e t t e r  samples, and by researchers especially skilled in  s o c i a l  r e s e a r c h  t e c h n i q u e s .  

E a r l i e r  s t u d i e s ,  o f t e n  conducted with smal l  numbers  of terminally ill youngsters, o r  

with youngsters facing much more  pessimistic odds  for  long-term survival o r  recovery, 

suggest  more  negat ive  impacts. The  ear l ier  studies,  moreover, were  done at a t i m e  

when pract i t ioners  and researchers  were  trying t o  a l e r t  t h e  professions and t h e  public 

t o  t h e  psychosocial problems of these  youngsters and the i r  families,  and of t h e  need 

t o  a t t e n d  t o  th is  a s p e c t  of t r ea tment .  More r e c e n t  studies have taken t h e  need fo r  

p s y c h o s o c i a l  t r e a t m e n t  as a g i v e n ,  a n d  o f t e n  h a v e  sought  t o  reassure fr ightened 

families and t h e  general  public t h a t  these  youngsters a r e  qu i te  normal. Finally, those  

s t u d i e s  t h a t  t a l k e d  d i r e c t l y  w i t h  y o u n g s t e r s ,  and t h a t  took thei r  own reports and 

react ions  at (more  or  less) f a c e  value, more  o f t e n  found posit ive adjustment than did 

t h o s e  s t u d i e s  t h a t  undertook psychological in terpreta t ions  of youngsters' self-reports. 

I t  is possible, of course,  t h a t  t h e  more  posit ive studies have encountered y o u n g s t e r s  

who a r e  denying t h e  full impact  of t h e  disease on thei r  lives. Denial, of a moderate  

sor t ,  may b e  a healthy and e f fec t ive  coping mechanism, as w e l l  a s  a c o m m o n  o n e  

(Friedman, et al., 1977; Lazarus, 1966). When adolescents  combine a moderate  level  

of denial  with a s t rong desire for  normalization,  w e  may e x p e c t  t h e  self-presentations 

r e p o r t e d  h e r e .  F o c h t m a n  in  f a c t ,  repor ts  one  teen-ager's comments  t o  t h e  e f f e c t  

t h a t  "I a m  living with, not dying of,  c a n c e r  (1979 ,  p.31)". T h a t  o r i e n t a t i o n ,  a n d  

behaviors consistent  with i t ,  certainly a r e  re f l ec ted  in t h e  lives of t h e  teen-agers we 

interviewed. 

T h e  s m a l l  d a t a  b a s e  a n d  mixed i n q u i r y  m e t h o d s  u s e d  in t h i s  study cannot  

a t t e m p t  t o  resolve these  cr i t ica l  questions. In fact, t h e s e  q u e s t i o n s  by now a r e  as 



much a n  issue fo r  t h e  soc io logy  o f  s c i e n c e  as t h e y  a r e  f o r  p e o p l e  s t u d y i n g  t h e  

p s y c h o s o c i a l  s i t u a t i o n s  of i l l  y o u n g s t e r s .  T h e  "whys a n d  w h e r e f o r e s "  o f  t h i s  

controversy,  and t h e  delineation of audiences  c o m m i t t e d  t o  d i f f e r e n t  s i d e s  o f  t h e  

a rgument ,  represent  important  problems in sc ient i f ic  inquiry. Our findings do aff i rm 

many of t h e  more  recent  studies, especially those  t h a t  uti l ize youngsters' self-reports. 

Whatever t h e  "true" state of a f fa i r s  of these  youngsters' psychological processes, it is 

c lea r  t h a t  they wish t o  present  themselves  as doing well, and wish t o  b e  t r e a t e d  a s  

doing well and  being normal by others.  



PART V. MEDICAL ASPECTS O F  SCHOOL RE-ENTRY 

A s  w e  b e g i n  t o  t a lk  about  t h e  medical  issues surrounding cancer  and children, 

t h e  f i rs t  r ea l  question is, what  is cancer?  If I were  t o  ask any number of people in 

t h i s  a u d i e n c e  w h a t  c a n c e r  m e a n s  t o  t h e m ,  I'd g e t  a var ie ty  of d i f fe ren t  answers. 

Generally speaking, when we talk about  c a n c e r  we m e a n  a , p r o c e s s  in  t h e  body  i n  

which a cel l  or  population of cells has  gained t h e  abil i ty t o  grow in an  uncontrolled 

fashion, o r  h a s  e s c a p e d  t h e  u s u a l  c o n t r o l  m e t h o d s  t h e  body  u s e s  t o  c h e c k  t h e  

p o p u l a t i o n  of c e l l s .  C a n c e r  i s  a s i n g l e  t e r m  t h a t  r e a l l y  re fe r s  t o  a var ie ty  of 

d i f fe ren t  diseases. There  a r e  tumors  of any number of d i f f e r e n t  t i s s u e s  a n d  o r g a n  

systems t h a t  would fall  under t h e  t e r m  "cancer." Most of these  tumors  a r e  otherwise 

called malignant tumors  or  neoplastic tumors.  Their  significance is t h a t  these  tumors  

have an  abil i ty t o  grow ou t  into t h e  t issues surrounding t h e  site of origin, t o  spread 

t o  o t h e r  p a r t s  of t h e  body ,  a n d  t o  i n v a d e  n o r m a l  t i s s u e s .  T h a t  p r o v i d e s  t h e  

devasta t ing e f f e c t s  of a disease like cancer .  

Cur ren t  Progress in Treat ing Childhood Cancer  

Pedia t r ic  hemotologist-oncologists generally a r e  p re t ty  busy. Tha t  doesn't really 

imply t h a t  t h e  problem of childhood cancer  is overwhelming; t h e  numbers of children 

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

N e v e r t h e l e s s ,  it is a m a j o r  p r o b l e m  b e c a u s e  c h i l d r e n  h a v e  so much potent ia l  t o  

achieve.  As a result,  there 's  a lo t  of in te res t  d i rected towards improving t r e a t m e n t  

resul ts  with cancer .  

If w e  w e r e  t o  lodk a t  t h e  popula t ion  of pat ients  t h a t  we t r e a t  with cancer ,  - /' 
about  half have a c u t e  leukemia. The o ther  half is comprised of a v a r i e t y  o f  so l id  

t u m o r s  - b r a i n  t u m o r s ,  t u m o r s  of l y m p h  g l a n d s  (so-cal led  lymphomas), Hodgkin's 

disease,  bone or  muscle tumors,  and  tumors  of t h e  kidney or  o the r  organs. The sub- 



types  of cancer  just can't b e  lumped together  as is o f ten  done in some of t h e  popular 

p r e s s  a n d  t h e  n e w s  m e d i a .  The tumors e f f e c t  d i f ferent  a r e a s  of t h e  body, hence,  

thei r  side e f f e c t s  and t r e a t m e n t  a r e  going t o  b e  d i f f e r e n t .  Equa l ly  as i m p o r t a n t ,  

w i t h  p r e s e n t - d a y  t h e r a p y ,  d i f f e r e n t  t u m o r s  h a v e  widely varying prognoses. As a 

result ,  a population of children with one kind of tumor  will d o  b e t t e r  t h a n  a n o t h e r  

population with a dif ferent  t y p e  of tumor. 

T o  give you a rough idea of how prognoses have changed, I can  mention a few 

of t h e  sub-types of cancer .  Wilms' tumor,  a tumor of t h e  kidney, is fairly common 

in young children less than a g e  3 or  4. Two decades  ago, Wilms' Tumor was highly 
1 

fa ta l ,  with a disease survival r a t e  about  20% at 5 years. Now 70% o r  80% of those  

c h i l d r e n  wi l l  b e  disease-free over t h a t  s a m e  period of t ime. With a c u t e  leukeumia 

t h e  s a m e  kinds of results  a r e  evident. In t h e  p re - t rea tment  e r a ,  maybe 30  years  ago,  

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

spontaneous remissions, but  t h e  disease-free survival  at 5 y e a r s  would b e  l e s s  t h a n  

1 
I 10%. Now t h a t  is in t h e  order of 55-60% at 5 years. Those notable improvements, 

1 a r e  t rue  of a var ie ty  of solid tumors  and lymphomas. 

It's important  t o  keep in mind, when we're thinking abou t  children with cancer ,  

t h a t  there's a lo t  more  optimism surrounding t h e s e  illnesses than  was present  a couple 

of decades  ago. We t r y  t o  maintain t h a t  optimism at t h e  t i m e  of diagnosis, with a 

bit  of realism t h a t  not  a l l  children a r e  going t o  be  cured. This optimism is p a r t  of 

o u r  a p p r o a c h  t o  m a n a g i n g  t h e  child and t o  in teract ing with t h e  family. Thus, we 

encourage a re turn  t o  a fairly normal habit  of l i f e  f o r  t h e  c h i l d ,  b o t h  w i t h i n  t h e  

f a m i l y  a n d  i n  t h e i r  ne ighborhood  a n d  t h e  s c h o o l  s y s t e m .  T h e r e  a r e  s e v e r a l  

advantages  t o  th is  approach. 

S c h o o l  c e r t a i n l y  is a m a i n  p a r t  o f  t h e  ch i ld ' s  l i f e ,  f o r  a v a r i e t y  of very 

important  reasons. B o t h  t h e  i n t e l l e c t u a l  a n d  s o c i a l  m a t u r a t i o n  t h a t  t h e  s c h o o l  

I 
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provides is essential ,  and it is equally a s  essent ia l  for  a child wi th  c a n c e r  who  h a s  

t h e  p o t e n t i a l  t o  s u r v i v e  f o r  a n o r m a l  l i f e t i m e .  Some of t h e  old concepts  about  

cancer  and children, and  l imits on t h e  usual types  of schoo l  a c t i v i t i e s ,  h a v e  t o  b e  

m o d i f i e d  s o m e w h a t .  T h e  o t h e r  important a s p e c t  of t h e  school is t h a t  it is fu tu re  

oriented,  and thus  f i t s  with t h e  optimism w e  t r y  t o  g e n e r a t e  in  t h e  h o s p i t a l .  If 

the re  a r e  goals t h a t  t h e  child can aim towards,  if things a r e  maintained in a fashion 

they were  accustomed to ,  rea l  progress can  b e  made. 

Returning Children with Cancer  t o  School 

A r e  the re  any obstacles  t o  school a t t e n d a n c e  once children have been diagnosed 

and begun t r e a t m e n t ?  There  a r e  some issues re la ted  specifically t o  t h e  cancer  o r  t o  

t h e  t h e r a p y  d i r e c t e d  a g a i n s t  t h e  cancer.  Initially, a week or  two  is spent in t h e  

hospital, for  diagnosis and t h e  initiation of t r e a t m e n t .  There  is' a n  an teceden t  period, 

of course,  when t h e  child may not be  feeling well. The duration of t h e  t r e a t m e n t  of 

a child may undergo is highly variable, depending on t h e  t y p e  of tumor or  leukemia 

t h e  c h i l d  has .  Most  o f  o u r  t h e r a p y  r u n s  a n y w h e r e  b e t w e e n  a y e a r  and a half 

(sometimes shor ter  than  tha t )  t o  th ree  years. Most of t h a t  t h e r a p y  i sn ' t  i n t e n s i v e  

enough t o  require  continual hospitalization. F o r  example,  nearly half of our pat ients  

have a c u t e  lymphoblastic leukemia. Af te r  you g e t  beyond t h e  f i r s t  m o n t h  o r  t w o ,  

most of those  children c a n  be  t r ea ted  ent i re ly  a s  outpat ients ,  and such t r e a t m e n t  is 

not unique t o  t h a t  disease. There  a r e  a var ie ty  of o the r  children who c a n  be  t r ea ted  

largely as outpatients.  There's another population of children who have t o  c o m e  into 

t h e  hospital f o r  3-5 days  at a t ime, once  every  3-4 weeks. It's highly variable, and  

it's going t o  b e  important  t o  individualize with pat ients ,  and t o  talk t o  physicians who 

may provide some c l u e  as t o  w h a t  t h e  s e q u e n c e  is l ike ly  t o  b e  w i t h  r e g a r d  to  

a t t endance  at school. 

T h e r e  m a y  b e  a v a r i e t y  of disabilities associated with tumors. The one t h a t  



may be  most  prominent occurs  with t h e  subset  of brain tumors,  and t h a t  can  present  

a w h o l e  s p e c t r u m  of symptoms. Some of those  children, fair ly soon a f t e r  diagnosis 

and init iat ion of t r ea tment ,  a r e  a b l e  t o  r e t u r n  t o  s c h o o l ,  a n d  m a n y  a r e  n o t .  In 

a d d i t i o n ,  m a n y  of t h o s e  p a t i e n t s  who d o  r e t u r n  wi l l  h a v e  a var ie ty  of physical 

handicaps, some permanent  and some transient.  Tha t  may influence the i r  a b i l i t y  t o  

r e i n t e g r a t e  t h e m s e l v e s  i n t o  a nor  ma1 p a t t e r n  of existence.  Beyond brain tumors, 

some of t h e  bone tumors  and occasionally some o ther  s o f t  t issue t u m o r s  d o  r e q u i r e  

amputat ions  o r  removal  of an  extremity .  That's another  issue t h a t  can be a fac to r  in 

determining how quickly a child will b e  ab le  t o  re turn  t o  his normal lifestyle. The 

o ther  tumors  don't usually cause  physical handicaps. 

There  may b e  some serious side e f f e c t s  of chemotherapy,  and they cover a wide 

s p e c t r u m  of p r o b l e m s ,  inc lud ing  w h e t h e r  a child can  a t t e n d  school. Many of t h e  

agen t s  t h a t  we u s e  t o  t r e a t  t h e s e  t u m o r s  a n d  d i s e a s e s  c a n  p r o d u c e  n a u s e a  a n d  

v o m i t i n g .  T h e  n a u s e a  and vomiting is usually temporally re la ted t o  when t h e  drug 

was f i rs t  administered,  and should be  a fari ly abbrevia ted p r o b l e m  l a s t i n g  n o  m o r e  

t h a n  a d a y  o r  t w o  beyond  t h e  c o m p l e t i o n  of t h e  course  of chemotherapy. Blood 

count  supression, or  bone marrow supression, with resul tant  abnormalit ies in t h e  blood 

counts  is another  problem w e  encounter in our  managment  of t h e  patients. Many of 

these  children will not  f e e l  e n e r g e t i c  o r  w e l l ,  a n d  s o m e  m a y  b e  a t  high r isk  of 

i n f e c t i o n .  Al l  t h e s e  s i d e  e f f e c t s  po ten t i a l ly  c a n  influence what recommendations 

would b e  m a d e  t o  t h e  f a m i l y  as t o  how t h e  c h i l d  s h o u l d  i n t e r a c t  w i t h  t h e  

e n v i o r n m e n t .  T h e s e  r isks  have t o  b e  weighed in our assessment of what a pat ient  

should or  should not do, and they should b e  a consideration in t h e  school sett ing.  

For example,  we use t h e  white count as an  index of t h e  likelihood of infection 

in a pa t i en t  with cancer  on  c h e m o t h e r a p y .  If t h e  . a b s o l u t e  w h i t e  c o u n t ,  o r  t h e  

absolute neutrofi l  count ( the  neutrofi ls  being these  white cel ls  t h a t  eat up bacteria) ,  



is very low (500 c e l l s  p e r  c u b i c  m i l l i m e t e r  o f  b lood) ,  t h e n  w e  know t h a t  t h o s e  

p a t i e n t s  h a v e  a n o t a b l y  inc reased  risk of bac te r ia l  and fungal infection. For t h a t  

group of pa t i en t s  we might have some res t r ic t ions  in t e r m s  of thei r  abil i ty t o  a t t end  

school .  T h e  w h i t e  c o u n t  shou ldn ' t  b e  a m a j o r  i s s u e  in most cancer  pat ients  on 

chemotherapy,  but  i t  occasionally c a n  be. 

Some Special  Problems 

In t h e  school sett ing,  t h e r e  a r e  a couple of things we a r e  part icularly concerned 

about.  Two common children's illnesses we a r e  worried about  a r e  vi ra l  in fec t ions - -  

c h i c k e n  pox and  measles. Chicken pox is probably t h e  preeminent disease t o  worry 

about  in t h e  school setting. I t  is a n  illness t h a t  most c h i l d r e n  g e t  a n d  t h a t  m o s t  

c h i l d r e n  d e a l  w i t h  q u i t e  e f f e c t i v e l y .  H o w e v e r ,  i m m u n o - c o m p r o m i s e d  p a t i e n t s  

(part icularly leukemic patients)  a r e  going t o  b e  at risk f r o m  c h i c k e n  pox. If t h e y  

c o n t r a c t  t h e  disease the re  is  a n  increased risk fo r  serious morbidity and occasionally 

mortali ty.  Probably on t h e  order of less than 5-10% of pa t i en t s  with malignancy and 

c h i c k e n  pox wi l l  h a v e  a m a j o r  problem, b u t  nevertheless it is t h a t  5-10% t h a t  w e  

would like t o  avoid. The problems t h a t  can  a r i se  in these  children as a consequence 

of chicken pox, unlike normal children, include pneumonia, hepi t i t i s  or  a n  infection in 

t h e  cen t ra l  nervous system. We d o  have s o m e  things w e  d o  for these  patients,  and 

h e n c e  we'd l i k e  t o  know immedia te ly  a f t e r  a n  exposure so  t h a t  we can  administer  

immune globolin and a t t e n u a t e  o r  prevent  t h e  sever i ty  of t h e  illness. The family and 

m e d i c a l  s t a f f  m u s t  know within 48 hours of any exposure t o  chicken pox. Chicken 

pox is infect ive  fo r  a couple of days  before  t h e  rash becomes apparent ,  so i t  may b e  

important  t o  know when a parent  ca l ls  in and says  "my child developed a rash today," 

whether  t h e  child was infective yesterday o r  fo r  t h e  pas t  several  days. If the re  was 

a n  e x p o s u r e  of t h e  ch i ld  with cancer  within t w o  days  of t h e  onset  of t h e  rash we 

( the  parents  and t h e  medical s t a f f )  should know about. Of course,  if t h e  child with 



cancer  c o m e s  in c o n t a c t  with t h e  infected child while h e  o r  she  has  t h e  ac t ive  rash, 

we should know about  t h a t  as well. 

Measles is another  disease t h a t  we would like t o  know about  in t h e  same sor t  

of way. We d o  have a n  immune  g lobu l in  w e  c a n  g i v e  f o r  t h a t .  A l e s s  s e r i o u s  

infection t h a t  might a r i se  in t h e  school se t t ing  is mumps. It, too,  occasionally can  

produce disseminated illness in o ther  p a r t s  of t h e  body, but  genera l ly  s p e a k i n g  t h a t  

hasn't been a problem in t h e  children with c a n c e r  t h a t  we t a k e  c a r e  of. 

W e  would follow t h e  u s u a l  s o r t s  of r e c o m m e n d a t i o n s  w i t h  r e g a r d s  t o  s t r e p  

t h r o a t s  as f o r  a n y  o t h e r  c h i l d  e x p o s e d ;  there 's  nothing special  about  that .  Usual 

types  of upper respiratory infections a r e  not  a major problem. In general ,  we t ry  t o  

minimize c o n t a c t  between our pa t i en t s  with children with serious bacter ia l  infections, 

like pneumonia. But those  children with cancer  who a r e  in t h e  g r e a t e s t  d a n g e r  of 

i n f e c t i o n  (i.e. t h o s e  w i t h  low blood c o u n t s ) ,  a r e  not  likely t o  b e  going t o  school 

anyway. 

S o m e  of t h e  p a t i e n t  concerns  we encounter  abou t  school a r e  re la ted t o  bodily 

change or  body image changes  occurring with regard t o  t h e  therapy we're delivering. 

One side e f f e c t  of our therapy of ten is hair  loss, and that ' s  a n  issue more  for some 

pat ients  than others.  Some pat ients  a r e  completely comfor table  with thei r  hair loss 

and don't grapple with t h a t  too  much, and o thers  dea l  with a lo t  of t rauma in th is  

regard. Moreover, th is  may d i f fe r  for  children of d i f f e r e n t  s e x e s  a n d  of d i f f e r e n t  

a g e s .  S o m e t h i n g  w e  o f t e n  do for pa t i en t s  who have those  concerns is t o  obtain a 

hairpiece or  wig. Hair loss usually is a t e m p o r a r y  p h e n o m e n o n ,  a n d  h a i r  usua l ly  

regrows in a p r e t t y  similar fashion t o  t h e  way it was  previously. 

W e  have already mentioned t h e  loss of a n  e x t r e m i t y ,  a n d  t h a t  ho lds  o b v i o u s  

significance re la t ive  to body image. Most of our pa t i en t s  who do lose a n  ex t remi ty  

in t h e  course  of thei r  t r e a t m e n t  usually apply a prosthet ic  device  for  t h e  ex t remi ty  



t h a t  is missing, part icularly if it 's a leg. Weight gain also is occasionally a problem 

with pat ients ,  part icularly leukemic patients,  whom we might have on prednisone. 

School-Family-Hospital Cooperation 

In t h e  school se t t ing,  i t  would help t o  have t h e  s taff  and s tudents  prepared for  

some of these  side-effects with which t h e  c h i l d  m a y  r e t u r n  t o  schoo l .  W e  in t h e  

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

in teract ion with t h e  school system. We c e r t a i n l y  would w e l c o m e  s u c h  i n i t i a t i o n ,  

because w e  g e t  so caught  up in taking c a r e  of t h e  medical  needs of t h e  pat ients  in 

t h e  hospital t h a t  w e  neglect  these  issues. We'd b e  glad t o  help. The  way things a r e  

set up right now, w e  don't have somebody who c a n  c o m e  o u t  t o  t h e  school and visit 

w i t h  t e a c h e r s .  T h e  t e a m  in  t h e  h o s p i t a l  c o n s i s t s  o f  t h e  p h y s i c i a n s ,  n u r s e  

p r a c t i t i o n e r s ,  social  workers, and perhaps t h e  chaplain. But  t h e r e  is no one who is 

specifically assigned t h e  task of coordinating t h e  hospital, t h e  family and t h e  school. 

Tha t  isn't t o  say t h a t  w e  would not b e  willing t o  c o m e  and talk about  a problem, or  

t o  talk over  t h e  phone, but  t h e r e  isn't r i g h t  n o w  a n y  r e a d i l y  d e f i n e d  p e r s o n  who  

would do that .  

O c a s s i o n a l l y  educators  experience problems in deciding what kinds of standards 

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

d iagnos i s .  S o m e  a l l o w a n c e  probably has t o  b e  made  fo r  these  children spending a 

modest  amount  of t i m e  in t h e  hospital, or  traveling back and fo r th  f rom t h e  clinic. 

Probably t h e  bes t  thing t o  d o  in t h a t  c i rcumstance is t o  g e t  a feeling for how much 

t i m e  t h e  child is spending at t h e  hospital, and how much t i m e  t h e  child is spending 

i n  t h e  t r e a t m e n t  p r o g r a m .  In s o m e  cases,  w e  c a n  help decipher why the  child is 

having problems in school; we could do some fu r the r  test ing t h a t  would see if t h e r e  

i s  s o m e t h i n g  w e  c a n  do.  If t h e r e  seems  t o  b e  a problem a f t e r  t h a t ,  we do have 

faci l i t ies  available for  assessing psychological needs  of chi ldren t o  see if t h e r e  a r e  



any underlying problems. 

We don't know, of course,  what  t h e  long t e r m  e f f e c t s  of a l l  t h e  t r e a t m e n t s  a r e  

on school performance.  Since t h e  t r e a t m e n t  resul ts  have improved really notably in 

t h e  l a s t  10 - 15 years,  and t r e a t m e n t s  a r e  changing a l l  t h e  t ime,  long t e r m  e f f e c t s  

a r e  only now beginning t o  b e  a s s e s s e d .  O n e  g r o u p  of p a t i e n t s  w e  a r e  s t u d y i n g  

intensively right now is a group of our leukemic children who were  t r ea ted  between 

1972 and 1975. Within t h e  next  f e w  years  we might have some definit ive answers on 

whether  t h e r e  really a r e  tumor o r  therapy-related learning disabilities o r  intel lectual  

dysfunctions. The only thing right now t h a t  I could recommend would b e  t o  t a k e  a 

s t e p - w i s e  a p p r o a c h :  m o s t  o f  t h e  c h i l d r e n  in  t h e  induction period - t h e  f i r s t  two  

months of thei r  t r e a t m e n t  - may not  b e  pushable; most of t h e  c h i l d r e n  who  a r e  in 

maintenance,  would b e  fairly ready t o  be  pushed. 

There  a lso  a r e  parenta l  c o n c e r n s  c o n c e r n i n g  t h e  r e t u r n  of t h e  c h i l d  t o  t h e  

school system. One I have encountered is, as expected,  a protect ive  approach t o  t h e  

t r e a t m e n t  of t h e  child in t h e  home s i t u a t i o n .  A t  t h e  t i m e  of d iagnos i s ,  t r a u m a  

surrounds t h e  child and t h e  family. In t h e  init iat ion of therapy, we t r y  t o  pu t  t h e  

risks in perspective,  because  90% of our children c a n  g o  back t o  s c h o o l  soon a f t e r  

d i a g n o s i s  a n d  t h e  init iat ion of t r ea tment .  On occasion I have encountered families 

who were  unwilling t o  l e t  thei r  child g o  back t o  school even for  t h e  f i rs t  year  a f t e r  

diagnosis. This is a del icate  si tuation and we could use some help from you in this 

area .  

S o m e  t e a c h e r s  a n d  s c h o o l  a d m i n i s t r a t o r s  may b e  concerned about unexpected 

problems in t h e  c lass  itself. I think t h a t  t h e  likelihood of any sor t  of a c u t e  problem 

in t h e  classroom se t t ing  would be  qui te  small. Occasionally t h e  child will get ill, and 

if t h e  child in t h e  classroom complains of feeling ill, and is c h e c k e d  by t h e  s c h o o l  

n u r s e  a n d  h a s  a f e v e r ,  t h e  p a r e n t s  should b e  advised. There  a r e  few things t h a t  



require  immediate  at tention.  Occasionally, a c h i l d  m i g h t  g e t  n a u s e a t e d  o r  v o m i t  

f rom t h e  t r e a t m e n t  t h a t  they might b e  receiving. Most illness of t h a t  s o r t  occurs at 

t h e  t i m e  of intraveneous medication administrat ion,  which w e  do in a clinic o r  in a 

hospital. 

Finally, t h e r e  is very l i t t l e  risk t o  any of t h e  o ther  children in t h e  class f rom 

t h e  c h i l d  w i t h  c a n c e r .  A s  b e s t  w e  c a n  t e l l ,  n o n e  of t h e s e  t u m o r s  h a v e  b e e n  

demonstra ted t o  be  infective o r  transmissable in any way. In t h e  pas t  t h e r e  has been 

concern about  t h e  link of Hodgkins disease and of o the r  non-Hodgkins lymphomas t o  

i n f e c t i o u s  m o n o n u c l e o s i s  a n d  o t h e r  v i ruses ,  bu t  such a link is speculative and no t  

widely held. This is t h e  only si tuation t h a t  I c a n  think of in which any infective has  

been associated with a tumor. Consequently, t h e  risks t o  o ther  children in t h e  c lass  

is very small. 

In s u m ,  t h e  r i s k s  t o  t h e  c h i l d  w i t h  c a n c e r  in school a r e  probably not g rea t ,  1 

unless they a r e  exposed t o  a child with chicken pox o r  measles; or  perhaps if thei r  

whi te  count  is very low. Tha t  is not  something most of you have t o  worry about  in 

t h e  school se t t ing,  because we a r e  qu i te  ca re fu l  abou t  o u r  c a r e  of t h e s e  p a t i e n t s .  

A n y  l i m i t a t i o n s  a n d  r i s k s  t h a t  a p a r t i c u l a r  c h i l d  wi l l  f a c e  a r e  go ing  t o  b e  

s i g n i f i c a n t l y  t a i l o r e d  by t h e  t y p e  of p r o b l e m  t h a t  t h e  c h i l d  h a s ,  t h e  t y p e  o f  

c h e m o t h e r a p y  t h e  c h i l d  is o n ,  o r  t h e  s t a g e  of t h e  d i s e a s e .  T h e r e  is  a wide  

variability, even within a given disease, which influences how they do. All of those 

things have t o  b e  weighed in t h e  overall  equation.  

Conclusions 

I'll c l o s e  w i t h  c o m m e n t s  on  t h e  process of school re-entry and reintegration. 

We would be  glad t o  help with t h a t  process: somet imes w e  neglect  it. We c a n  help 

by defining what t h e  illness is, what t h e  e x t e n t  is, and maybe give you some clue  on 

t h e  prognosis for  t h a t  type  of tumor  in t h e  long run. We c a n  talk about  t h e  type  of 



therapy t h a t  t h e  pat ient  will b e  ge t t ing  and wha t  t h e  potent ia l  side e f f e c t s  f rom t h a t  

therapy are. We can  talk about  what physical l imitations might be  expected in t h e  

shor t  o r  long term. We can  share  what we have told t h e  child about his diagnosis, 

o r  what  t h e  family has  told t h e  child about  t h e  diagnosis, because t h a t  i s  potentially 

a major issue in t h e  school se t t ing or  in discussions with c l a s s m a t e s .  U n d e r  s o m e  

circumstances,  information could b e  given t o  t h e  c lass  about  what's wrong with t h a t  

child, what type  of t r e a t m e n t  is involved, and wha t  kind .of s t ress  t h e  child might b e  

u n d e r .  T h e s e  acts c o u l d  p r o v i d e  o ther  children with some useful information t h a t  

would help everyone. Of course,  a l l  of these  things should b e  done with collaboration 

and permission of t h e  medical  s taf f ,  t h e  school s t a f f ,  t h e  family and t h e  child. 

I t  is important  t o  maintain a positive a t t i t u d e  t o w a r d s  t h e  chi ld ' s  p rognos i s ,  

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

something is going wrong. Certainly at t h e  o u t s e t  it is v i t a l  t h a t  we a l l  maintain a 

p o s i t i v e  a t t i t u d e  about  t h e  child's re turn  t o  school, and what  t h e  long t e r m  outlook 

holds for  t h a t  child. 



PART VI: CONCLUSIONS AND RECOMMENDATIONS 

The multiple perspectives provided here  demons t ra te  a remarkable  consistency in 

thei r  perception of t h e  re-entry problems t h a t  exis t ,  and  of t h e  w a y s  in  which a l l  

pa r t i e s  would p re fe r  t o  dea l  with them. All s e e m  t o  argue for  normalization of t h e  

child's environment and experience,  and for  d i r e c t  and well-coordinated communication 

a m o n g  v a r i o u s  pe rsons  and institutions. Children, parents,  siblings, school personnel 

and medical  s taf f  a r e  bound together  by thei r  common concern for  t h e  physical and 

menta l  welfare  of t h e  ill child, and by thei r  own a t t e m p t s  t o  dea l  with t h e  s t resses  

and problems involved in childhood cancer.  One  opt imis t ic  t rend is t h a t  more people 

t r e a t  t h e  r e a l  i s s u e s  of school re-entry as ones  of improving t h e  quali ty of l i fe  of 

survivors ra the r  than  of accomodating t o  illness and death.  However, each  group has  

i t s  o w n  set of problems t o  dea l  with, and t h e r e f o r e  each  brings a slightly di f ferent  

focus t o  t h e  discussion of school re-entry. 

In t h i n k i n g  abou t  t h e  school re-entry of children with cancer ,  researchers have 

suggested several  potent ia l  problems. B e c a u s e  t h e s e  c h i l d r e n  m a y  b e  e m o t i o n a l l y  

fragile,  concern ar ises  abou t  the i r  psychological health,  f u t u r e  development and school 

phobia reactions. Some medical  and educational professionals a r e  concerned especially 

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

achievement.  However, in our study, these  issues did not e m e r g e  as major problems. 

Absences were  repor ted more  o f ten  by paren t s  of children who had relapsed, o r  who 

had been hospitalized often.  But the re  were  f e w  r e p o r t s  of w i d e s p r e a d  a c a d e m i c  

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

developmental  a r r e s t  o r  psychological distress on t h e  p a r t  of t h e  adolescents included 

in  t h e  s t u d y .  Mos t  a d o l e s c e n t s  w e r e  a b l e  t o  m a i n t a i n  cont inui ty  between thei r  

in te res t s  and level  of ac t iv i t i e s  prior t o  diagnosis a n d  t r e a t m e n t ,  a n d  a f t e r .  T h i s  



view is not  pollyanish; i t  does  not deny t h a t  t h e s e  children a r e  engaged in a difficult  

s t r u g g l e ,  a n d  t h a t  t h e  p e r s i s t e n t  and unremit t ing demands of illness and t r e a t m e n t  

represent  physical, emot ional  and social burdens .  H o w e v e r ,  p a r e n t s ,  t e a c h e r s  a n d  

s t u d e n t s  i n  t h i s  s a m p l e  a l l  reported t h a t  most  s tudents  responded t o  thei r  medical  

si tuation with equanimity and adapted positively. 

Al l  g r o u p s  of i n f o r m a n t s  -- t e a c h e r s ,  pa ren t s  and adolescents -- agreed t h a t v  

some of t h e  g r e a t e s t  problems were  re la ted t o  t h e  react ions  of o t h e r s  -- a u d i e n c e  

reactions.  For instance,  t h e  most f requent  problem repor ted by parents  and t eachers  

was  teasing and social rejection of t h e  child by peers. Adolescents a l s o  d e s c r i b e d  

t h e  r e a c t i o n s  of t h e i r  peers  as thei r  mos t  d i f f icul t  problem, especially in t h e  early 

periods of school re-entry. Friends' r e j e c t i o n  a n d  o v e r c o n c e r n  b o t h  p r o v e d  t o  b e  

t r o u b l i n g .  Occas iona l ly ,  even parents  of o t h e r  children were  involved subtly in t h e  

isolation of children with cancer .  

A s e c o n d  m a j o r  p r o b l e m  e m e r g i n g  f rom t h e  interviews pertained t o  teachers '  

react ions  t o  children with cancer .  Many t e a c h e r s  went  through t h e  s a m e  s t a g e s  of 

shock and  grief  as did parents.  Unfortunately, t eachers  generally found fewer  people 

ready t o  help them dea l  with thei r  reactions. O c c a s i o n a l l y ,  t h e s e  r e a c t i o n s  w e r e  

e x a c e r b a t e d  when  t e a c h e r s  had  children of thei r  own, so  t h a t  they identified very 

strongly with t h e  sick child and her/his parents.  Teachers  a lso  reported ambivalence 

a t  s e e i n g  chi ldren as innocent victims and at t h e  s a m e  t i m e  as presenting problems 

t o  b e  avoided and feared.  On occasion, these  mixed a n d  c o n f u s e d  f e e l i n g s  l e d  t o  

approach-avoidance react ions  t h a t  confused children,  thei r  parents ,  and peers. In one 

of t h e  ear l ies t  commenta r ies  on t h e  school re-entry of children with cancer ,  Cypher t  

(1973, p. 216) described teachers '  feelings in qu i te  similar terms: 

We don't know what  t o  say t o  him, so w e  say l i t t le;  w e  f e a r  t h a t  we might g e t  
a s k e d  a n  u n c o m f o r t a b l e  q u e s t i o n  s o  w e  don ' t  p e r m i t  t h e  o p p o r t u n i t y  f o r  
questions; we overempathize  because w e  identify t h e  child with cancer  with our 



own loved ones. 

A lack of c o n t a c t  and communication between t h e  school and t h e  hospital also 

was reported as a problem by parents  and teachers.  T e a c h e r s  r e p o r t e d  d i s c o m f o r t  

d u e  t o  the i r  lack of knowledge about  t h e  disease in general, as well as t h e  part icular 

child's cur ren t  heal th  s ta tus ,  and thus w h a t  t o  e x p e c t  o n c e  t h e  c h i l d  r e t u r n e d  t o  

schoo l .  T h i s  m a d e  it difficult  for them t o  plan and t o  make judgments about  how 

flexible o r  demanding t o  be  of t h e  child. Because they had l i t t l e  k n o w l e d g e  a b o u t  

t h e  course  of t h e  illness, o r  t h e  e f f e c t s  of t h e  t r e a t m e n t ,  they were  concerned about  

misinterpreting t h e  child's behavior, and e i the r  unnecessarily a t t r ibut ing behav ior  a n d  

a f f e c t  t o  t h e  i l lness ,  or  inappropriately excusing behavior they otherwise might not  

to lera te .  Lack of c o n t a c t  with t h e  hospital s taf f  also made it difficult  fo r  educators  

t o  c o o r d i n a t e  educational plans for  children hospitalized for  long periods. Once t h e  

child returned t o  t h e  community,  teachers  knew l i t t l e  a b o u t  t h e i r  p r o g r e s s  o r  t h e  

s k i l l s  d e v e l o p e d  d u r i n g  p e r i o d s  of h o s p i t a l i z a t i o n .  S o m e t i m e s  p a r e n t s  h a d  t h e  

information t o  fill  t h e  gaps in teachers '  knowledge, bu t  o f ten  they did not. 

With p a r t i c u l a r  regard t o  classroom issues, both  t eachers  and parents  discussed 

t h e  importance of achieving a balance between ignoring and overprotecting t h e  child 

with cancer .  Many parents  reported t h a t  they f e l t  i t  was difficult  for  educators  t o  

a c h i e v e  t h i s  b a l a n c e ,  a n d  t h a t  t h e y  w e r e  c o n c e r n e d  a b o u t  t h e  s c h o o l  s t a f f ' s  

i n s e n s i t i v i t y  o r  d isregard fo r  thei r  child's specia l  needs on t h e  one hand, and about  

"babying" and spoiling thei r  child on t h e  o ther  hand.  T e a c h e r s  a n d  a d m i n i s t r a t o r s  

readily agreed t h a t  they experienced difficulty in finding a c o r r e c t  balance,  and t h a t  

"treating t h e  child normally" was  in f a c t  qu i t e  a complex task. 

N o r m a l i z a t i o n  requires t h a t  children with cancer  be  provided with opportunit ies 

fo r  exper iences  as identical  as possible with those  of o ther  children. N o r m a l i z a t i o n  

a l s o  r e q u i r e s  a v o i d a n c e  of s t igma and negat ive  social  react ions  which unduly single 

ou t  ill children, and which deny them access t o  avai lable  a n d  i m p o r t a n t  r e s o u r c e s .  



Thus, i t  o f t e n  involves c h a l l e n g e s  t o  s t e r e o t y p e s  a n d  b e h a v i o r s  w h i c h  i p s o  f a c t o  

s u g g e s t  t h a t  ch i ld ren  with cancer  a r e  fragile,  incapaci ta ted o r  doomed t o  fai lure in 

school. In some cases, of course,  lowered o r  relaxed requirements  and s p e c i a l  c a r e  

o r  t r e a t m e n t  a r e  necessary and appropriate. Normalization does  no t  mean denial  of 

t h e  s e r i o u s n e s s  of t h e s e  c h i l d r e n ' s  c o n d i t i o n s ,  n o r  of p h y s i c a l  o r  p s y c h o l o g i c a l  

l i m i t a t i o n s  which  m a y  a f f e c t  t h e  administrat ion of classroom rules and regulations. 

Most importantly,  i t  does  not  mean t reat ing children w i t h  c a n c e r  l i k e  e v e r y  o t h e r  

child. In one specif ic  example  reported by parents,  i t  does not mean requiring t h a t  

t h e  hospitalized child t a k e  his final examination at t h e  s a m e  t i m e  a n d  p l a c e  as a l l  

o the r  s tudents  in t h e  class. 

N o r m a l i z a t i o n  p resc r ibes  t h e  desirability of responding t o  children with cancer  

on  t h e  b a s i s  o f  f i n e  d i s c r i m i n a t i o n s  a n d  j u d g e m e n t s  a b o u t  e a c h  c h i l d ' s  a c t u a l  

e m o t i o n a l  d e v e l o p m e n t ,  o b s e r v e d  p h y s i c a l  capac i t i e s  and demonstra ted intellectual  

abil i t ies and in teres ts .  Ignor ing  o r  o v e r l o o k i n g  e a c h  c h i l d ' s  u n i q u e  p h y s i c a l  a n d  

emot ional  s t ress  is not  normalization; i t  const i tu tes  refusal  t o  deal  with individualized 

learning s tyles  and agendas. On t h e  o ther  hand, au tomat ic  and d r a m a t i c  changes in 

t h e  r u l e s  of t h e  g a m e  a r e  n o t  n o r m a l i z a t i o n  e i t h e r ;  t h e y  may have unfortunate 

secondary e f f e c t s  of convincing children with cancer  (and' the i r  peers) t h a t  t h e y  a r e  

no longer p a r t  of t h e  s a m e  g a m e  as a r e  others.  

Obviously, parents  and educators  did not  always a g r e e  on how t h e  s c h o o l  s t a f f  

should have responded t o  thei r  children's si tuation.  Paren t s  seriously concerned about 

t h e  school's response t o  thei r  child seemed t o  adopt  one of t w o  coping strategies:  (1) 

focusing on t h e  child's behavior and urging him or  he r  t o  work harder,  relax more o r  

ignore peers '  and educators '  negative responses; o r  (2) focusing o n  t h e  school ' s  r o l e  

and e i the r  urging educators  t o  maintain or  a l t e r  requirements or  taking a pro-active 

s t ance  in c rea t ing  supportive behavior f rom teachers  and classmates.  



Especially when such issues were  raised di rect ly  by parents,  t eachers  wanted t o  

b e  h e l p f u l ,  o r  w e r e  wi l l ing t o  t a k e  t h e  r i s k s  involved in reaching ou t  t o  others.  

Some hesi ta ted t o  s t e p  outside of thei r  professional roles o r  t o  risk intruding in to  a 

child o r  family's privacy. This was especially t h e  case if t h e  family did not t a k e  t h e  

init iat ive in asking for  help. In this regard, t eachers  experienced t h e  s a m e  dilemmas 

as c l o s e  f r i e n d s  a n d  n e i g h b o r s  of t h e  f a m i l y ,  who also expressed confusion about  

providing unasked-for help. A number of these  i s s u e s  a n d  p r o b l e m s  s e e m e d  t o  b e  

more po ten t  for  those  children from families with lesser educat ional  backgrounds, or  

who w e r e  n o t  do ing  w e l l  in s c h o o l  p r i o r  t o  d i a g n o s i s .  P a r e n t s  who w e r e  l e s s  

c o m f o r t a b l e  w i t h  t h e  s c h o o l  t o  s t a r t  with, o r  whose children were  not performing 

well in school, may have had a harder t i m e  c r e a t i n g  e f f e c t i v e  r e l a t i o n s  w i t h  t h e  

staff. P a r e n t s  with lesser educational backgrounds repor ted receiving less help from 

t h e  s c h o o l  s t a f f  in  g e n e r a l .  Given  t h e  e n o r m o u s  s c h o l a r l y  l i t e r a t u r e  t h a t  h a s  

d e v e l o p e d  r e g a r d i n g  t h e  di f ferent ia l  exper ience and t r e a t m e n t  of school children of 

various races  and economic classes, these  problems s e e m  q u i t e  c o n s i s t e n t  w i t h  t h e  

broader problems of inequality in our society and school systems. 

Recommendations 

T h e  i n t e r v i e w s  w i t h  p a r e n t s ,  t e a c h e r s  a n d  ado lescen t s  no t  only yielded rich 

information abou t  school re-entry problems; they a lso  provided useful suggestions for  

d e a l i n g  w i t h  t h e s e  p r o b l e m s .  T h e  r e c e n t  history of e f f o r t s  to change or  improve 

educat ional  sys tems (or medical  institutions and many o ther  human se rv ice  a g e n c i e s ,  

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

recommendations,  per  se, will make much dif ference.  Eventual ly ,  r e c o m m e n d a t i o n s  

must  b e  in tegrated in to  a coherent  plan for change,  and a c t e d  upon by several  groups 

working in concer t .  In some cases, collaborative p r o b l e m - s o l v i n g  e f f o r t s  invo lv ing  

parents,  school s taf fs ,  and medical personnel will b e  e f fec t ive ;  in o ther  cases parents  



will have t o  advoca te  strongly, and bring pressure t o  bear  on other  par t ies  (Crowfoot, 

Bryant & Chesler,  1982). Regardless of t h e  change  s t ra teg ies  involved, new school o r  

new school-home-hospital programs must s t a r t  f r o m  a sound understanding of problems 

and goals. Thus, on t h e  basis of comments  f rom t h e  interviews, and t h e  react ions  of 

confe rence  part icipants,  t h e  following recommendat ions  c a n  b e  made for  school s taf fs ,  

parents ,  and medical  s taf fs .  

R e c o m m e n d a t i o n s  f o r  t h e  s c h o o l  s t a f f .  A d v a n c e d  p r e p a r a t i o n  can  make a 

substant ia l  d i f ference in t h e  ease and e f fec t iveness  of s c h o o l  r e - e n t r y  f o r  c h i l d r e n  

wi th  cancer .  Such preparation might provide t e a c h e r s  and  school staff  members with 

information about  t h e  illness, course of t r e a t m e n t ,  and potent ia l  e f f e c t s  on t h e  child's 

b e h a v i o r  in  t h e  schoo l .  S o m e  of this informat ion c a n  b e  provided by parents,  but  

many t e a c h e r s  would p r e f e r  r e c e i v i n g  it f r o m  m e d i c a l  s o u r c e s .  While w r i t t e n  

i n f o r m a t i o n  c a n  b e  helpful, it is our view t h a t  meet ings  with nurses, social workers 

and doctors  on t h e  hospital staff  a r e  essential. 

I t  is i m p o r t a n t  f o r  e d u c a t o r s  t o  a c k n o w l e d g e  t h e i r  p e r s o n a l  s t r e s s e s  a n d  

e m o t i o n a l  r e a c t i o n s  t o  ch i ldhood  c a n c e r .  Only then c a n  they search for someone . 

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

resolution. However, educators  indicate qu i te  c lear ly  t h a t  these  issues a r e  not merely 

personal in nature ;  addressing them requires a t t e n t i o n  t o  t h e  organizational s t ruc tu re  

a n d  o p e r a t i o n s  of l o c a l  schoo ls ,  a n d  t o  t h e  c o n t e x t  w i t h i n  which  s c h o o l  s t a f f  

members '  work. In th is  regard, i t  appears  impor tan t  fo r  t eachers  a n d  p r i n c i p a l s  t o  

build a n  organizational c l imate  in t h e  school t h a t  supports every teacher 's  classroom 

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

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

a s s i s t a n c e  in planning how t o  normalize t h e  classroom experience for  t h e  child with 

cancer ,  and for  classmates,  while a t tending t o  t h e  ill child's unique needs. 



With g r e a t e r  understanding of t h e  medical  and educational situation, t h e  school 

s t a f f  c a n  t a k e  t h e  i n i t i a t i v e  w i t h  p a r e n t s  in  o p e n i n g  u p  c o m m u n i c a t i o n  a n d  

m a i n t a i n i n g  d i r e c t ,  ongo ing  c o n t a c t .  P a r e n t s  g e n e r a l l y  a r e  e n g a g e d  d e e p l y  in  

monitoring the i r  child's medical  s ta tus ,  and a r e  ab le  to communicate  th is  information 

t o  educators  if lines of exchange a r e  k e p t  open. In th is  way, information about  t h e  

child's emot ional  o r  psychological s t a t u s  and needs  also can  b e  shared openly. 

Teachers  and school adminis t ra tors  c a n  prevent  problems by preparing c lassmates  

fo r  t h e  re turn  of t h e  child with cancer  to school. For  example, c lassmates  can  be  

told abou t  t h e  ill child, t h a t  h e  or  she  may have lost  hair, or  may appear  obese, o r  

m a y  h a v e  l o s t  a l imb.  Th is  s o r t  of information-sharing and open discussion might 

fores ta l l  some gawking s ta res  and teasing, and  some students '  f ea r s  o r  anxie t ies  about  

speaking di rect ly  with t h e  child. In some cases, o ther  children and parents  might b e  

forewarned t h a t  cancer  is not  contagious, t h a t  radiation t r e a t m e n t  d o e s  n o t  p o s e  a 

d a n g e r  t o  t h e i r  own c h i l d r e n ,  a n d  t h a t  t h e y  o u g h t  t o  k e e p  t h e  school informed 

regarding infectious illness t h a t  thei r  children bring t o  school. C l a s s m a t e s  a l s o  c a n  

b e  invo lved  in  d i scuss ions  o f  c a n c e r  a n d  in  s c i e n c e  p r o j e c t s  t h a t  increase thei r  

understanding of t h e  illness. Many things c a n  b e  d o n e  in  a n d  o u t  of t h e  c l a s s  t o  

a v o i d  i s o l a t i o n  a n d  exclusion of t h e  sick child f rom school events. Even when t h e  

child is separated from t h e  c lass  because  of hospitalization, some c o n t a c t  shou ld  b e  

m a i n t a i n e d  by t e a c h e r s  and  classmates.  Only a n  ac t ive  and encouraging s tance  by 

t h e  school s taf f  can  ensure  t h a t  this  psychological lifeline is maintained. 

Recommendations t o  parents.  I t  is c r i t i ca l  t h a t  pa ren t s  play a n  ac t ive  role  in 

t h e  school re-entry of thei r  children: i t  may make  t h e  di f ference between good and 

p o o r  a d j u s t m e n t  a n d  a c h i e v e m e n t .  In m a n y  cases, t h e  school s t a f f  will respond 

favorably to parents'  r eques t s  a n d  d e s i r e s .  In s o m e  c a s e s ,  p a r e n t s  m a y  h a v e  t o  

become more  ac t ive  and perhaps adopt  a n  advocacy role  t o  help develop a favorable 



school si tuation fo r  t h e  child. 

B e c a u s e  t h e y  s p e n d  s o  m u c h  t i m e  with t h e  child, and know t h e  child be t t e r ,  

pa ren t s  have insights t h a t  may b e  useful t o  t eachers  in helping them t o  decide how 

t o  help t h e  child grow academically.  Often,  advance warnings t o  t h e  school s taf f  of 

even t s  which may a f f e c t  t h e  child's behavior c a n  b e  useful. This c a n  b e  managed by 

p a r e n t s  p rov id ing  in format ion  about  ex te rna l  even t s  t h a t  might cause  a child t o  b e  

upset  or  in a n  unusual mood, or  by acquainting t h e  staff  with t h e  child's medication 

a n d  h o s p i t a l i z a t i o n  s c h e d u l e .  R e g u l a r i t y  o f  c o n t a c t ,  in t h i s  case, is essential. 

Pa ren t s  must  apprec ia te  educators1 need fo r  information abou t  chi ldhood c a n c e r  a n d  

t r e a t m e n t ,  and t h e  f a c t  t h a t  t eachers  struggle with thei r  own emotional  reactions in 

dealing with t h e  child. In addition, since many educators  a r e  ambivalent  about  being 

overprotect ive ,  o r  seeming t o  show a lack of concern for  t h e  child, pa ren t s  can help 

them make these  discriminations and decisions. 

Paren t s  also can  help inform and mobilize t h e  fr iends and/or c lassmates  of thei r  

children re-entering school. Visits t o  classes to inform o r  r e a s s u r e  o t h e r  c h i l d r e n ,  

p a r t i e s  t o  i n t e g r a t e  t h e  c h i l d  w i t h  h i s / h e r  p e e r s  in a sociable environment,  and 

meetings with classmates '  pa ren t s  a l l  may b e  useful acts. 

In s o m e  s i t u a t i o n s ,  it m a y  b e  up  t o  p a r e n t s  t o  s o l i c i t  o r  e n c o u r a g e  t h e  

involvement of medical  personnel in helping t o  plan or  manage t h e  child's r e t u r n  t o  

school. As t h e  na tu ra l  link between t h e  community  and t h e  hospital, and t h e  hospital 

and t h e  school, pa ren t s  a r e  in t h e  bes t  position t o  c r e a t e  o r  maintain a n  open system 

of communication and c o n t a c t  among t h e  various actors.  

Recommendations t o  t h e  medical  s taf f .  The medical  s taf f  has  a v i t a l  r o l e  t o  

play in t h e  school re-entry process. As Dr. H u t c h i n s o n ' s  p r e s e n t a t i o n  ( S e c t i o n  V) 

i n d i c a t e d ,  t h e y  t y p i c a l l y  e n c o u r a g e  parents  t o  help thei r  child re turn  t o  school as 

quickly as possible. In addition, t h e y  h e l p  p a r e n t s  k e e p  t r a c k  of a n d  respond  t o  



heal th  problems t h a t  should keep a child o u t  of school at t imes.  These professionals 

c a n  b e  of g r e a t  h e l p  t o  p a r e n t s  and t eachers  by sharing information regarding t h e  

child's heal th  s t a t u s  with t h e  school in a way t h a t  is understandable and useful t o  a 

l a y  a u d i e n c e .  T h e  m e d i c a l  s t a f f  a l s o  c a n  a l l a y  educators '  personal concerns and 

provide reassurance abou t  s t eps  t h e  school is taking t o  help t h e  child. Clearly, t h e  

problem is not  merely a lack of technical  information; t o  b e  helpful t h e  medical  s taf f  

also must  assist  educa to rs  in dealing with the i r  fears ,  s tereotypes ,  and concerns about  

t h e  r e a c t i o n s  o f  o t h e r s  ( o t h e r  s t u d e n t s ,  colleagues,  etc.). Discussions of specific 

techniques of behavior management  and classroom organization a lso  a r e  necessary and 

a p p r o p r i a t e .  C u r r e n t l y  t h e r e  a r e  several  good models of such medical  outreach in 

pract ice .  A t  P h i l a d e l p h i a  Chi ld ren ' s  H o s p i t a l  t h i s  f u n c t i o n  is c a r r i e d  o u t  in  a 

sys temat ic  fashion by t h e  social  work s taff .  Alternatively,  at Children's Hospital at 

Stanford,  t h e  discharge nurse on t h e  pedia t r ic  hematology-oncology unit  serves  as t h e  

liaison between t h e  hospital  and school and provides consultat ion t o  family and school 

on re-entry issues. Other  hospitals fulfill  t h e s e  functions in var ious  ways:  s o m e  d o  

not. Outreach by t h e  medical  s taf f  is a c r i t i ca l  ingredient in helping t h e  school s taf f  

an t i c ipa te  and plan adequately for  t h e  child's r e tu rn  t o  school. 

T h e  e x p e r i e n c e  of ch i ldhood  c a n c e r  is shared among many people. A t  each  

s tage,  concerned and well-intentioned persons a r e  involved in doing whatever they c a n  

t o  m a i n t a i n  a h igh qual i ty  of l ife for  t h e  ill child. A major obstacle  t o  achieving 

t h a t  g o a l  is t h e  ten 'dency on  t h e  p a r t  o f  e a c h  of t h e s e  p a r t i e s  t o  v i e w  t h e i r  

c o n t r i b u t i o n  in  i s o l a t i o n  f r o m  o t h e r s .  S i g n i f i c a n t  s t r i d e s  c a n  b e  m a d e  toward 

successful  school re-entry if g r e a t e r  a t t e n t i o n  is  p a i d  t o  c o o r d i n a t i n g  t h e  e f f o r t s  

among family,  school, and hospital. Only through open and regular c o n t a c t  between 

t h e  medical  c a r e  o r g a n i z a t i o n ,  t h e  s c h o o l  a n d  t h e  f a m i l y  c a n  a p a r t n e r s h i p  b e  



f 

developed that wi l l  m a k e  t h e  child's re -entry  as product ive  and c o m f o r t a b l e  as 

possible. 
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. CONFERENCE ANNOUNCEMENT 

sponsored by 

S h a r e ,  F a m i l i e s  of 1)cpart.men t of Psgc.t~<)S.ogy Department of Sociologj-  
Chil.dren W i t 1 1  Cancer Uriiversi.ty of Mic.hjp,an U n i v e r s i t y  of Nichigan 

EAST CONFERENCE ROOM ( O t h  F l o o r )  
Rackham Bldg. ,  915 E. Washington S t .  

F r iday , ,  November 20, 1981  

Schedule  : 

9:30 a.m. R e g i s t r a t i o n  
10:00 a.m.'. Medica l  i s s u e s  i n  s c h o o l  

t r a n s i t i o n s  
1 l : O O  a.m. PaneL - School  Exper iences  

o f  Adolescen t s .  
P a n e l  -. P a r e n t  o f  Young 
Chi l d r e n  
D i s c u s s i o n  

12:30 Lunch 
1 4 5  P r e l i m i n a r y  F ind ings  

Research on  e x p e r i e n c e s  o f  
Family,  School  P e r s o n n e l  and 
Adolescen t s  

2: 30 Workshop : s o l v i n g  ~ r a n s i t i b n a l  
Problems 

3:50 Concluding Remarks 

Confe rence  P l a n n i n g  Group: Oscar B a r b a r i n ,  Mark C h e s l e r ,  E l a i n e  S e l o ,  David Aberdeen, 
Sandra  ~ e r m a n n ,  L inda  Bronfnan,  arid Diane Hughes 



APPENDIX B: Announcements of Other School Conferences 



u n l v e r s l t y  of C a l i f o r n i a ,  San F r z ~ c i s c o  

W O W H O T  F04 SCHOOL PERSO$NEL:  T4E INPP.CT O F  CHILDHOOD CPJ?CEFL 

Sa turday,  A p r i l  17, 19.82 8: 30 am - 4 :  30 pm . School of Nusing 7 2 9  

AGENDA 
. .. 

. . 1. . ~ e g i s t r a t i o n -  c o f f e e ,  tea., danishes  provided 
. . - 2 .  I n t r o d u c t i o f i  t o  cancer  ( t h e  t r e a t m e n t  t e a s ,  phi loso~phy &nd care, -.tgpc 

. . of  cancer, '  causes ,  t r ea tmen t ,  s i d e  e f f e c t s ,  q u e s t i o n s )  
. . 

. . 
. . 

SflEAI( 
3 .  React ions :  s h a r i n g  t h e  exper ience  of having  a c h i l d  w i t h  c a n c e r  ia 

t h e  classroom: small group d i s c u s s i o n s  
1 

4. Psychologica l  impact o f  a c h i l d .  w i t h  c a n c e r  
LUNCH (For  s a l e :  books f o r  c h i l d r e n  and a d u l t s  d e a l i n g  with i l l n e s s ,  

u n c e r t a i n t y  and dea th  and dying.  Bring funds  f o r  this unique 
oppor tun i ty .  ) 

5. S tuden t s  r e a c t  t o  t h e i r  exper iences :  panel  d i s c u s s i o n  
BiiEAK \ 

6. Problems and s o l u t i o n s  i n  t h e  classroom: educa to r s  meet i n  s m a l l  \ 

groups t o  i d e n t i f y  needs,  problems, s o l u t i o n s  
7 .  Coping w i t h  i d e n t i f i e d  problems, r e s o u r c e s  
8. Emotional s u r v i v a l / c l o s i n g  

. . 

. .  .. . . . NP2-E SCHOOL . . 
. . . . . . . . 

. . 
. . 

. . .  

ADDRESS P O S I . T I O N / G W E  ' 

REEELFED BY 

NAPE O F  C H I L D  I N  C L A S S  YOUR PHO?Jl2 

CHECK F O R  C R E D I T  ( A  S H O R T  EVALUATION W I L L  B E  REQUITIRED)% Unit 6 CEU1s - 
( p e n d i n g i  

P L E A S E  E N C L O S E  A CHECK F O R  $20 ( T H I S  C O E R S  L W C X )  PAYABLE TO: P E D I A T R I C  . , .. ONCOLOGY P A R E N T  X O S E S S  C O l 4 l * I I T T E  
SEND T H I S  F E C I S T W I T I O H  T O :  DAVID R N O P F ,  bl.S.!.I. . . 

UMIVEASITY OF CALIFOFG-VIA, SAN FRUJCISCO 
400 PARlJASSUS ~ 4 6 P  



THE CHILD WITH LIFE THREATENING DISEASE 

MPS WORKSHOP 

SPRING 1981 

I n s t r u c t o r s  : Mary Lauer , R.N . 
Gordon S. Leonard, Ph.D. 

General Requirements : 

1. Outside r ead ings  a s  a s s igned .  
2. P r o j e c t :  t o  be w r i t t e n  and presen ted  i n  l a s t  two s e s s i o n s . '  

Attendance: A maximum of one s e s s i o n  may be  missed. 

February 1 8 ,  1981 SESSION I 

Topics : 
1. I n t r o d u c t i o n s  
2 .  Overview of workshop: t h e  purpose,  o b j e c t i v e s ,  and t o p i c s  
3 .  Workshop requirements  
4 .  The Medical Aspects of Childhood Cancer 

February 25,  1981 SESSION -11 

Topics : 
1. The Nursing and P r a c t i c a l  Aspects of Childhood Cancer 
2. Impact of t h e  Treatment Process  on Neuropsychological Funct ioning 

March 4 ,  1981 SESSION I11 

Topics : 
1. Psychologica l  p a t t e r n s  of adjustment  i n  f a m i l i e s  of c h i l d r e n  w i t h  cancer .  
2 ,  Enhancing t h e  func t ion ing  and coping a b i l i t i e s  w i t h i n  f a m i l i e s  of c h i l d r e n  

w i t h  cancer .  

March 11, 1981 SESSION I V  

Topics : 
1. Communicating w i t h  p a r e n t s  of  c h i l d r e n  w i t h  l i f e  t h r ea t en ing  d i s e a s e .  

' .  2.  Open d i s c u s s i o n  wi th  some p a r e n t s  of c h i l d r e n  wi th  cancer- regard ing  
s p e c i f i c  parent- teacher-s tudent  concerns.  

3 .  Clas s  r e a c t i o n  t o  pa ren t  d i s cus s ion .  

March 1 8 ,  1981 SESSION V 

Topics : 
1. Exploring your own f e e l i n g s .  
2 .  Defining t h e  t e a c h e r ' s  r o l e .  
3 .  P r e s e n t a t i o n  of workshop p r o j e c t s .  

March 25, 1981 SESSION V I  

Topics : 
1. Continuat ion of workshop p r o j e c t  p r e s e n t a t i o n s .  
2. Discuss ion  of community r e sou rces .  
3 .  Col l ec t i on  of w r i t t e n  p r o j e c t s .  
4 .  Eva lua t ion  of  workshop. 

~ ~ / d r n  
1 I81  


