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S i n c e  r a d i a t i o n  t h e r a p y  a f f e c t s  normal  t i s s u e s  as w e l l  

as c anc er ous  t i s s u e s ,  i r r a d i a t i o n  in  t h e  abdominal  a r e a  

r e s u l t s  in t h e  s i d e  e f f e c t s  o f  d i a r r h e a ,  f a t i g u e ,  u r i n a r y  

p r o b l e m s ,  a n o r e x i a ,  and bone marrow d e p r e s s i o n  ( K i n g ,  N a i l ,  

K re amer ,  S t r o h l ,  & Johnson,  1 9 8 5 ) .  R a d i a t i o n  t h e r a p y  f o r  

head and neck c a n c er  f r e q u e n t l y  damages mucous membranes in  

t h e  mouth and t h r o a t  r e s u l t i n g  in pr ob lems o f  c o n g e s t i o n ,  

loss  o f  t a s t e ,  d y s p h a g i a ,  d e n t a l  p r o b l e m s ,  and p e r i o d o n t a l  

i n f e c t i o n s  ( D o n a l d s o n ,  1 9 8 2 ) .  Johnson,  L a u v e r ,  and N a i l

( 1 9 8 9 )  r e p o r t e d  t h a t  ov er  75% o f  p a t i e n t s  r e c e i v i n g  

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

e f f e c t s  caused by t h e  t r e a t m e n t s .

In a d d i t i o n  t o  t h e  p h y s i c a l  s i d e  e f f e c t s ,  Peck and 

Boland ( 1 9 7 7 )  o b s e r v e d  t h a t  o v e r  t w o - t h i r d s  o f  t h e i r  

s u b j e c t s  e x p e r i e n c e d  s i g n i f i c a n t  a n x i e t y  as w e l l  as e x t r e m e  

s t a t e s  o f  d e p r e s s i o n  as a r e s u l t  o f  r a d i a t i o n  t h e r a p y .  

S p e c i f i c  causes o f  p s y c h o l o g i c a l  t r au ma  i n v o l v e d  p a t i e n t  

u n c e r t a i n t y  and m i s c o n c e p t i o n s  c o n c e r n i n g  t h e  t r e a t m e n t  

p r o c e s s .  In one s t u d y ,  o v e r  94% o f  t h e  p a t i e n t s  p e r c e i v e d  

r a d i a t i o n  t h e r a p y  as t h e  l a s t  r e s o r t  w i t h  l i t t l e  or  no hope 

f o r  r e c o v e r y  (Peck & B o l a n d ,  1 9 7 7 ) .  Rotman,  Rogow, D e l e o n ,  

and Heskel  ( 1 9 7 7 )  d i s c o v e r e d  t h a t  p a t i e n t s  r e c e i v i n g  

r a d i a t i o n  t h e r a p y  wer e  a f r a i d  t h a t  t h e y  were r a d i o a c t i v e  

and t h a t  f a m i l y  and f r i e n d s  were  i n  danger  t o  be around  

them.  O t h e r  p a t i e n t s  f e a r e d  t h a t  t h e  use o f  r a d i a t i o n  

would cause c an ce r  i n  o t h e r  p a r t s  o f  t h e  body ( N a t i o n a l
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Cancer  I n s t i t u t e ,  1 9 8 0 ) .  O v e r a l l ,  Rotman e t  a l . ( 1 9 7 7 )  

c o n c l u d e d  t h a t  " fe w t h e r a p e u t i c  m o d a l i t i e s  in  m e d i c i n e  

i nduc e  more c o n f u s i o n ,  m i s u n d e r s t a n d i n g ,  and a p p r e h e n s i o n  

t h a n  t h e  use o f  i r r a d i a t i o n  in  c a n c er  t r e a t m e n t "  (p 7 4 4 ) .

Even t hough t h e  f e a r s  r e l a t e d  t o  r a d i a t i o n  t h e r a p y  a r e  

i l l - f o u n d e d  ( K r i s c h  & Goodman, 1981;  Rotman,  Rogow, DeLeon,  

& H e s k e l , 1 9 7 7 ) ,  p a t i e n t s  e x p e r i e n c e  a n x i e t y  and d e p r e s s i o n  

due t o  i n a d e q u a t e  p r e p a r a t i o n  f o r  t h e  t r e a t m e n t  pr o ce s s  

( Peck  & B o l a n d ,  1 9 7 7 ) .  B u r i s h  and L y l e s  ( 1 9 8 3 )  c o n f i r m e d  

c o n c l u s i o n  and r e p o r t e d  t h a t  t h e  number 1 p r ob le m  

a s s o c i a t e d  w i t h  r a d i a t i o n  t r e a t m e n t  i n v o l v e d  i n a d e q u a t e  

p r e p a r a t i o n  or  i n s u f f i c i e n t  e d u c a t i o n .  P a t i e n t s  

a p p a r e n t l y  r e c e i v e d  l i t t l e  or  no i n f o r m a t i o n  c o n c e r n i n g  

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

no t  u n d e r s t o o d .  I t  i s  u n c l e a r  w h et h e r  p a t i e n t s  a r e  n ot  

i n f o r m e d  by p h y s i c i a n s  or  t h a t  i n f o r m a t i o n  i s  p r e s e n t e d  but  

p a t i e n t s  f a i l  t o  u n d e r s t a n d  and remember i t .  Wh at e ve r  t h e  

s i t u a t i o n ,  t h e  p a t i e n t  i s  u n p r e p a r e d  and c o n fu se d  about  

r a d i a t i o n  t h e r a p y  which makes t h e  t r e a t m e n t  p r o c e s s  more  

f r i g h t e n i n g  and a v e r s i v e .



APPENDIX B

LETTER TO P A R T I C I P A N T S

Dear  P a t i e n t :

At  t h e  Mary B i r d  P e r k i n s  Cancer  C e n t e r ,  we a r e  a lways  
i n t e r e s t e d  in l e a r n i n g  more about  how our  p a t i e n t s  a r e  
a d j u s t i n g  t o  t h e i r  i l l n e s s .  In o r d e r  t o  b e t t e r  o b t a i n  t h i s  
i n f o r m a t i o n ,  we a r e  a s k i n g  you t o  v o l u n t e e r  t o  p a r t i c i p a t e  
in  a s t u dy  c o n c e r n i n g  p a t i e n t / f a m i l y  c ommunicat ion  
i n t e r a c t i o n s .  The s t u d y  w i l l  i n v o l v e  your  p a r t i c i p a t i o n  in  
a 30 m i n u t e  i n t e r v i e w .

I f  you a r e  i n t e r e s t e d  in  p a r t i c i p a t i n g  i n  t h e  s t u d y ,  
p l e a s e  s i g n  up f o r  a t i m e  w i t h  t h e  t h e r a p y  t e c h n o l o g i s t s ,  
i t  i s  recommended t h a t  you s i g n  up f o r  a t i m e  f o l l o w i n g  a 
t r e a t m e n t  s e s s i o n .  T h i s  s t udy  i s  b e i n g  c on d uc t ed  by Mike  
Go t c h e r  f rom t h e  LSU Speech D e p a r t m en t  and he w i l l  conduct  
t h e  i n t e r v i e w  and answer  any q u e s t i o n s  c o n c e r n i n g  t h e  
s t u d y .

P a r t i c i p a t i o n  i n  t h e  s tudy  i s  c o m p l e t e l y  v o l u n t a r y  and 
your  answers w i l l  be c o n f i d e n t i a l .  We hope t h a t  you w i l l  
a g r e e  t o  p a r t i c i p a t e  i n  t h i s  i m p o r t a n t  s t ud y  c o n c e r n i n g  
c ommuni ca t i on  and i l l n e s s .

S i n c e r e 1y ,

She ldon A. Johnson,  M.D.
M e d i c a l  D i r e c t o r
Mary B i r d  P e r k i n s  Cancer  C e n t e r
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APPENDIX D

PSYCHOSOCIAL ADJUSTMENT TO ILLNESS INDEX

SECTION I HEALTH CARE ORIENTATION

1. Cou l d  you d e s c r i b e  f o r  me your  g e n e r a l  a t t i t u d e  and

a ppr oach t o  t a k i n g  c a r e  o f  your  h e a l t h ?

0 I am v e r y  c onc er ne d and pay c l o s e  a t t e n t i o n  t o  my

p e r s o n a l  h e a l t h .

1 Most  o f  t h e  t i m e  I pay a t t e n t i o n  t o  my h e a l t h  c a r e  

n e e d s .

2 U s u a l l y ,  I t r y  t o  t a k e  c a r e  o f  h e a l t h  m a t t e r s ,  bu t  

somet imes I j u s t  d o n ' t  g e t  around t o  i t .

3 H e a l t h  c a r e  i s  some th i ng  t h a t  I j u s t  d o n ' t  wo r r y  

t o o  much a b o u t .

2.  Your p r e s e n t  c o n d i t i o n  p r o b a b l y  r e q u i r e s  some s p e c i a l

a t t e n t i o n  and c a r e  on your  p a r t ;  c o u l d  you t e l l  how you

a t t e n d  t o  t h e  needs?

0 I pay c l o s e  a t t e n t i o n  t o  a l l  t h e  needs o f  my 

p r e s e n t  i l l n e s s  and do e v e r y t h i n g  I can do t o  t a k e  

c a r e  o f  m y s e l f .

1 I do a p r e t t y  good j o b  t a k i n g  c a r e  o f  my p r e s e n t  

i 11 n e s s .

2 I t r y  t o  do a l l  t h e  t h i n g s  I am supposed t o  do t o  

t a k e  c a r e  o f  m y s e l f ,  b u t  l o t s  o f  t h e  t i m e  I f o r g e t  

o r  I am t o o  t i r e d  or  busy.

3 I do t h i n g s  p r e t t y  much t h e  way I a l w a y s  have done
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them and I d o n ' t  wo r r y  or  t a k e  any s p e c i a l  

c o n s i d e r a t i o n s  f o r  my i l l n e s s .

3.  G e n e r a l l y  s p e a k i n g ,  how do you f e e l  a bout  t h e  q u a l i t y  

o f  m ed i c a l  c a r e  a v a i l a b l e  and t h e  d o c t o r s  t h a t  p r o v i d e  

i t ?

0 M e d i c a l  c a r e  has n ev e r  been b e t t e r ,  and t h e  d o c t o r s  

who g i v e  i t  a r e  do ing  an e x c e l l e n t  j o b .

1 The q u a l i t y  o f  m ed i c a l  c a r e  a v a i l a b l e  i s  v e r y  good,  

bu t  t h e r e  a r e  some a r e a s  t h a t  c o u l d  s t a n d  

i m p r o v e m e n t .

2 M e d i c a l  c a r e  and d o c t o r s  a r e  j u s t  n ot  o f  t h e  same

q u a l i t y  t h e y  once we r e .

3 I d o n ' t  have much f a i t h  i n  d o c t o r s  and m e d i c a l  c a r e

t o d a y .

4.  How do you f e e l  a bou t  t h e  t r e a t m e n t  you have been  

r e c e i v i n g  f o r  your  p r e s e n t  i l l n e s s ,  and t h e  d o c t o r s  who 

a r e  t r e a t i n g  you?

0 The t r e a t m e n t  and t h e  t r e a t m e n t  s t a f f  have been  

e x c e l  1e n t .

1 The t r e a t m e n t  has been p r e t t y  good on t h e  w h o l e ,  

a l t h o u g h  t h e r e  have been a few p r o b l e m s .

2 I have n ot  been i mpressed w i t h  t h e  t r e a t m e n t  I

have r e c e i v e d ,  bu t  I t h i n k  i t  i s  p r o b a b l y  t h e  b e s t  

t h e y  can do.

3 I am v e r y  unhappy w i t h  t h e  t r e a t m e n t  I have  

r e c e i v e d  and d o n ’ t  t h i n k  t h e  s t a f f  has done a l l
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t h e y  c o u l d  have f o r  me.

5.  When t h e y  a r e  i l l ,  d i f f e r e n t  p e o p l e  e x p e c t  d i f f e r e n t  

t h i n g s  abou t  t h e i r  i l l n e s s ,  and have d i f f e r e n t  

a t t i t u d e s  a bo u t  b e i n g  i l l .  Cou l d  you p l e a s e  d e s c r i b e  

your  f e e l i n g s  a bou t  y our  r e c o v e r y ?

0 I am s u r e  t h a t  I am g o i n g  t o  overcome my i l l n e s s  

and i t s  pr ob lems q u i c k l y  and g e t  back t o  b e i n g  my 

o l d  s e l f .

1 My i l l n e s s  has caused some pr ob l ems  f o r  me, b ut  I 

f e e l  I w i l l  overcome them f a i r l y  soon,  and g e t  back 

t o  t h e  way I was b e f o r e .

2 My i l l n e s s  has r e a l l y  p u t  a g r e a t  s t r a i n  on me,  

both p h y s i c a l l y  and m e n t a l l y ,  b u t  I am t r y i n g  v e r y  

ha rd  t o  overcome i t ,  and f e e l  s u r e  t h a t  I w i l l  be 

back t o  my o l d  s e l f  one o f  t h e s e  days .

3 I f e e l  worn o u t  and v e r y  weak f rom my i l l n e s s  and 

t h e r e  a r e  t i m e s  when I d o n ' t  know i f  I am r e a l l y  

e v e r  g o in g  t o  overcome i t .

6.  Bei ng i l l  can be a c o n f u s i n g  e x p e r i e n c e ,  and some 

p a t i e n t s  f e e l  t h a t  t h e y  do n o t  r e c e i v e  enough  

i n f o r m a t i o n  and d e t a i l s  f r om  t h e i r  d o c t o r s  and t h e  

m e d i c a l  s t a f f  a bou t  t h e i r  i l l n e s s .  How do you f e e l ?

0 I have been g i v e  a v e r y  c o m p l e t e  p i c t u r e  and my 

d o c t o r  and t h e  m e d i c a l  s t a f f  have g i v e  me a l l  t h e  

d e t a i I s  I w i s h .

1 I have a p r e t t y  f a i r  u n d e r s t a n d i n g  a b ou t  my i l l n e s s
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and I f e e l  t h a t  i f  I want  t o  know more I can a lways  

g e t  t h e  i n f o r m a t i o n .

2 I do have some i n f o r m a t i o n  a bo u t  my i l l n e s s  b ut  I 

f e e l  I would l i k e  t o  know more.

3 My d o c t o r  and m e d i c a l  s t a f f  have t o l d  me v e r y  

l i t t l e  a bou t  my i l l n e s s  even though I have asked  

more t h a n  on ce .

7.  In an i l l n e s s  such as y o u r s ,  p e o p l e  have d i f f e r e n t  

id ea s  a bout  t h e i r  t r e a t m e n t  and what  t o  e x p e c t  f rom  

i t .  How do you f e e l ?

0 I b e l i e v e  my d o c t o r s  and m e d i c a l  s t a f f  a r e  q u i t e

a b l e  t o  d i r e c t  my t r e a t m e n t  and f e e l  i t  i s  t h e  b e s t  

t r e a t m e n t  I c o u l d  r e c e i v e .

1 I have t r u s t  in  my d o c t o r ' s  d i r e c t i o n  o f  my 

t r e a t m e n t ;  h o we ve r ,  somet imes I have doubt s  about  

i t .

2 I d o n ' t  l i k e  c e r t a i n  p a r t s  o f  my t r e a t m e n t  which

a r e  v e r y  u n p l e a s a n t ,  b u t  my d o c t o r s  t e l l  me I 

s h o u l d  go t h r o u g h  i t  anyway.

3 In many ways I t h i n k  my t r e a t m e n t  i s  worse t h a n  t h e

d i s e a s e ,  and I am n o t  s u r e  i t  i s  w o r t h  go i ng

t h r o u g h  i t .

8 .  In an i l l n e s s  such as y o u r s ,  p a t i e n t s  a r e  g i v e n  

d i f f e r e n t  amounts o f  i n f o r m a t i o n  a bout  t h e i r  

t r e a t m e n t .  I wonder  i f  you would  mind t e l l i n g  me how 

much i n f o r m a t i o n  you have been g i v e n ?
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0 I f e e l  my i n f o r m a t i o n  c o n c e r n i n g  t r e a t m e n t  i s  v e r y  

c om pl e t e  and u p - t o - d a t e .

1 My i n f o r m a t i o n  c o n c e r n i n g  t r e a t m e n t  i s  p r e t t y  

c o m p l e t e ,  b u t  t h e r e  a r e  one or  two t h i n g s  I s t i l l  

want  t o  know.

2 I have some i n f o r m a t i o n  a bout  my t r e a t m e n t  bu t  not

as much as I would l i k e  t o  have .

3 I have been t o l d  a l m o s t  n o t h i n g  a bo u t  my t r e a t m e n t

and f e e l  l e f t  o u t  a bo u t  i t .

SECT I ON I I  VOCATIONAL ENVIRONMENT

9.  Has your  i l l n e s s  in any way i m p a i r e d  your  a b i l i t y  t o

do your  job?

0 No i m p a i r m e n t .

1 M i l d  i m p a i r m e n t ,  b ut  v e r y  minor  p r o b l e m s .

2 Some s e r i o u s  p r o b l e m s .

3 I l l n e s s  has t o t a l l y  p r e v e n t e d  me f r om  do i ng  my 

j o b .

10.  How w e l l  do you p h y s i c a l l y  p e r f o r m  your  j o b  now?

0 Ve ry  w e l l ,  c o m p l e t e  adequacy .

1 S l i g h t  i n a d e q u a c y .

2 Not  t o o  we 11.

3 P o o r l y .

11. D u r i n g  t h e  p a s t  30 da y s ,  have you l o s t  any t i m e  a t  work

due t o  t h e  i l l n e s s ?

0 3 days o r  l e s s .

1 1 w e e k .



162

2 2 weeks.

3 More t h a n  2 weeks.

12.  Is  your  j o b  as i m p o r t a n t  t o  you now as i t  was b e f o r e  

t h e  i l l  ness?

0 Equal  or  g r e a t e r  i m p o r t a n c e  t h a n  b e f o r e .

1 S l i g h t l y  l e s s  i m p o r t a n t .

2 A l o t  l e s s  i m p o r t a n t .

3 L i t t l e  or  no i m p o r t a n ce  t o  me now.

13.  Have you had t o  change your  g o a l s  c o n c e r n i n g  your  job  

as a r e s u l t  o f  y our  i l l n e s s ?

0 My g o a l s  a r e  unchanged.

1 T h er e  has been a s l i g h t  change in my g o a l s .

2 My changes have changed q u i t e  a b i t .

3 I have changed my g o a l s  c o m p l e t e l y .

14.  Have you n o t i c e d  any i n c r e a s e  in  a r gu me nt s ,  f r i c t i o n ,  

or  d i f f i c u l t y  in g e t t i n g  a l on g  w i t h  your  cowo rk er s  

s i n c e  your  i l l n e s s ?

0 None.

1 A s l i g h t  i n c r e a s e  in  p r ob l e ms .

2 A mo de r a t e  i n c r e a s e  in p ro b le ms .

3 A g r e a t  i n c r e a s e  i n  pr ob l ems .

S e c t i o n  I I I D omes t i c  Env i r on me n t

15.  How would you c h a r a c t e r i z e  your  r e l a t i o n s h i p  w i t h  your  

spouse ( b o y f r i e n d ,  p a r e n t ,  e t c . ) ?

0 Ver y  good,  t h e r e  have been no changes i n  our  

r e  1 a t  i onsh i p .
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1 A d e q u a t e ,  we a r e  a l i t t l e  l e s s  c l o s e  s i n c e  my 

i 11 n e s s .

2 Somewhat i n a d e q u a t e ,  we a r e  d e f i n i t e l y  l e s s  c l o s e  

s i nee my i l l  n e s s .

3 M a r k e d l y  i n a d e q u a t e ,  we have had s e r i o u s  problems  

or  a b r e a k  in  our  r e l a t i o n s h i p  s i n c e  my i l l n e s s .

16.  How would you c h a r a c t e r i z e  your  r e l a t i o n s h i p  w i t h  t h e  

o t h e r  p e o p l e  you l i v e  w i t h  ( e . g . ,  c h i l d r e n ,  

g r a n d p a r e n t s , e t c . ) ?

0 Ve r y  good.

1 Ade qua te .

2 Somewhat i n a d e q u a t e .

3 M a r k e d l y  i n a d e q u a t e ,  v e r y  p o or .

17.  To what  d e gr e e  has y our  i l l n e s s  i n t e r f e r e d  w i t h  your  

d u t i e s  and t a s k s  around t h e  house?

0 No i n t e r f e r e n c e .

1 S l i g h t  i n t e r f e r e n c e ,  e a s i l y  overcome.

2 S u b s t a n t i a l  i mp a i r m e n t  o f  some d o m e s t i c  d u t i e s .

3 Marked i m p a i r m e n t ,  a f f e c t i n g  a l l  o r  n e a r l y  a l l  

t a s k s .

18.  In t h o s e  a r e a s  where  you have f ound your  a b i l i t i e s

i m p a i r e d  by y our  i l l n e s s ,  has y our  f a m i l y  s h i f t e d

r o l e s  t o  t a k e  o v e r  t h o s e  d u t i e s ?

0 E x c e l l e n t  f a m i l y  a d a p t a t i o n .

1 G e n e r a l l y  a d e q u a t e  a d a p t a t i o n  w i t h  some f l a w s .

2 G e n e r a l l y  i n a d e q u a t e  a d a p t a t i o n ,  bu t  many t h i n g s
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a r e  l e f t  undone.

3 H i g h l y  i n a d e q u a t e  a d a p t a t i o n ,  t h e  f a m i l y  has not

been a b l e  t o  h e l p  o u t  a t  a l l .

19.  Has y our  i l l n e s s  r e s u l t e d  i n  any d e c r e a s e  in

c ommunicat ion  between y o u r s e l f  and members o f  your  

f  am i 1 y ?

0 No d e c r e a s e  i n  c om m u n ic a t i o n .

1 A s l i g h t  d e c r e a s e  in  c o m mu ni c a t io n .

2 Communicat ion has d e c r e a s e d ,  and I f e e l  somewhat

w i t h d r a w n  f rom them.

3 Communicat ion has d e c r e a s e d  a l o t ,  and I f e e l  v e r y  

a l o n e .

20 .  Many p e o p l e  w i t h  an i l l n e s s  such as y our s  f e e l  t h e y  

need h e l p  f rom o t h e r  p e o p l e  in  g e t t i n g  t h i n g s  done 

f rom day t o  day;  do you f e e l  t h a t  you need t h a t  k i n d  o f  

h e l p ,  and i s  t h e r e  anyone a v a i l a b l e  t o  p r o v i d e  i t ?

0 I d o n ' t  f e e l  I need such h e l p ,  or  t h e  h e l p  I need  

i s  a v a i l a b l e  f rom my f a m i l y  o r  f r i e n d s .

1 I d o n ' t  g e t  a l l  t h e  h e l p  I need a l l  o f  t h e  t i m e ,

b u t  most o f  t h e  t i m e  h e l p  i s  t h e r e  when I need i t .

2 I g e t  some h e l p ,  b u t  I c a n ' t  c ou n t  on i t  a l l  t h e

t  i m e .

3 I r e a l l y  need h e l p  b u t  seldom i s  anyone around t o  

h e l p .

21.  Have you e x p e r i e n c e d  any p h y s i c a l  d i s a b i l i t y  a s s o c i a t e d  

w i t h  your  i 11 ness?
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0 No p h y s i c a l  d i s a b i l i t y .

1 A s l i g h t  p h y s i c a l  d i s a b i l i t y .

2 A m o d e r a t e  p h y s i c a l  d i s a b i l i t y .

3 A s e v e r e  p h y s i c a l  d i s a b i l i t y .

22 .  An i l l n e s s  such as y our s  o f t e n  c r e a t e s  a d r a i n  on a 

f a m i l y ' s  f i n a n c i a l  r e s o u r c e s ;  a r e  you h a v i n g  any 

d i f f i c u l t y  m e e t i n g  t h e  f i n a n c i a l  demands on y our

i 11 ness?

0 No f i n a n c i a l  d r a i n .

1 S l i g h t  f i n a n c i a l  d r a i n .

2 S u b s t a n t i a l  f i n a n c i a l  d r a i n .

3 S e v e r e  f i n a n c i a l  h a r d s h i p .

S e c t i o n  IV Sexual  R e l a t i o n s

23.  Somet imes,  h a v i n g  an i l l n e s s  can c r e a t e  pr ob l ems  in  a 

c l o s e  i n t e r p e r s o n a 1 r e l a t i o n s h i p ;  has your  i l l n e s s  led

t o  any pr ob lems i n  your  r e l a t i o n s h i p  w i t h  y our  ______

( hu sb an d ,  w i f e ,  b o y f r i e n d ,  f i a n c e ,  e t c . ) ?

0 No change i n  i n v e s t m e n t  or  i n t e n s i t y  o f  t h e  

r e  1 a t  ionsh i p .

1 We a r e  a l i t t l e  l e s s  c l o s e  s i n c e  my i l l n e s s .

2 A s i g n i f i c a n t  r e d u c t i o n  in  i n t e n s i t y  o r  i n v e s t m e n t  

s i nee t h e  i 11 n e s s .

3 R e l a t i o n s h i p  t e r m i n a t e d ,  w i t h  p r e s e n t  i l l n e s s  a 

c a u s a l  f a c t o r .

24 .  When some p e o p l e  become i l l  t h e y  r e p o r t  a l o s s  o f  

i n t e r e s t  in  s e x u a l  a c t i v i t i e s ;  have you e x p e r i e n c e d  a
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r e d u c t i o n  o f  s e x u a l  i n t e r e s t  a s s o c i a t e d  w i t h  your  

i l l  ness?

0 No l o s s  o f  s e xu a l  i n t e r e s t .

1 A s l i g h t  l oss  o f  s e x u a l  i n t e r e s t .

2 A marked l o s s  o f  s ex ua l  i n t e r e s t .

3 A b s o l u t e l y  no sexu al  i n t e r e s t  s i n c e  t h e  i l l n e s s .

25 .  Has t h e r e  been a r e d u c t i o n  in  t h e  f r e q u e n c y  o f  your  

s ex ua l  a c t i v i t i e s  d u r i n g  t h e  p a s t  month?

0 No d e c r e a s e  i n  s ex u al  a c t i v i t i e s .

1 S l i g h t  d e c r e a s e  in s ex ua l  a c t i v i t i e s .

2 Marked d e c r e a s e  in s ex ua l  a c t i v i t i e s .

3 Sexual  a c t i v i t i e s  have s t o p p e d .

26.  Has t h e r e  been any change in  t h e  p l e a s u r e  or  

s a t i s f a c t i o n  you d e r i v e  f rom s ex ua l  a c t i v i t i e s ?

0 No change i n  se xu al  s a t i s f a c t i o n .

1 A s l i g h t  l o s s  o f  s ex ua l  p l e a s u r e  or  s a t i s f a c t i o n .

2 A marked l o s s  o f  se xu al  p l e a s u r e  or  s a t i s f a c t i o n .

3 Sexual  p l e a s u r e  and s a t i s f a c t i o n  have s t o p p e d .

2?.  Somet imes an i l l n e s s  w i l l  cause an i n t e r f e r e n c e  in  a

p e r s o n ' s  a b i l i t y  t o  p e r f o r m  s ex u al  a c t i v i t i e s  even  

t h e y  a r e  s t i l l  i n t e r e s t e d  in  s ex .  Has t h i s  happened t o  

you,  and i f  so,  t o  what  degree?

0 No change i n  my a b i l i t y  t o  have sex .

1 S l i g h t  pr ob lems w i t h  my s ex ua l  p e r f o r m a n c e .

2 C o n s t a n t  s e x u a l  p e r f o r m a n c e  p r o b l e m s .

3 T o t a l l y  u n a b l e  t o  p e r f o r m  s e x u a l l y .
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28 .  Have any c o n f l i c t s  or  arguments  d e v e l o p e d  between you 

and your  p a r t n e r  as a r e s u l t  o f  any se xu al  

d i f f i c u l t i e s  you have been h av ing ?

0 No c o n f l i c t s  or  a rgume nt s .

1 M i l d  c o n f l i c t s ,  some a r gum ent s .

2 M od e r a t e  c o n f l i c t s ,  f r e q u e n t  a r gum ent s .

3 Marked c o n f l i c t s ,  c o n s t a n t  a r gume nt s .

S e c t i o n  V E x t e n d e d  F a m i l y  R e l a t i o n s h i p s

29.  Have you had as much c ommunicat ion  w i t h  members o f  your  

f a m i l y  o u t s i d e  y our  i mmedia te  hous eho l d  s i n c e  your  

i l l n e s s  ( e . g . ,  c a l l e d  them on t h e  phone,  w r i t t e n  t o  

t h e m , e t c  . ) ?

0 C o n t a c t  i s  t h e  same or  g r e a t e r  s i n c e  t h e  i l l n e s s .

1 C o n t a c t  i s  s l i g h t l y  l e s s .

2 C o n t a c t  i s  m a r k e d l y  l e s s .

3 No c o n t a c t  s i n c e  t h e  i l l n e s s .

30 .  Have you r ema in ed  as i n t e r e s t e d  in  i n t e r a c t i o n s  or  

a c t i v i t i e s  w i t h  t h e s e  members o f  your  f a m i l y  as you 

were p r i o r  t o  your  i l l n e s s ?

0 I n t e r e s t  i s  t h e  same or  g r e a t e r  s i n c e  t h e  i l l n e s s .

1 I n t e r e s t  i s  s l i g h t l y  l e s s .

2 I n t e r e s t  i s  a l o t  l e s s  s i n c e  t h e  i l l n e s s .

3 L i t t l e  or  no i n t e r e s t  in  g e t t i n g  t o g e t h e r  w i t h

t h e m .

31.  Do you depend on t h e s e  members o f  your  f a m i l y  f o r  

s u p p o r t  and p h y s i c a l  h e l p ,  p a r t i c u l a r l y  s i n c e  your
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i 11 ness?

0 I need no h e l p ,  o r  t h e y  g i v e  me a l l  t h e  h e l p  I 

n e e d .

1 T h e i r  h e l p  i s  enough,  e x c e p t  f o r  some minor  

c h a n g e s .

2 They g i v e  me some h e l p  b ut  n ot  enough.

3 They g i v e  me l i t t l e  or  h e l p  even though I need a

g r e a t  d e a l .

32.  Do you s o c i a l i z e  much w i t h  t h e s e  members o f  your  

f a m i l y ?  Has your  i l l n e s s  r educ ed  your  a b i l i t y  t o  do 

so?

0 L i t t l e  or  no change i n  s o c i a l i z i n g .

1 S o c i a l i z i n g  w i t h  them has been s l i g h t l y  r e d u c e d .

2 S u b s t a n t i a l  r e d u c t i o n  in  s o c i a l i z a t i o n .

3 S o c i a l i z a t i o n  w i t h  e x t e n d e d  f a m i l y  t o t a l l y  

e 1 imi  n a t e d .

33.  In g e n e r a l ,  how w e l l  have you been g e t t i n g  a l o n g  w i t h  

t h e s e  members o f  y our  f a m i l y  r e c e n t l y ?

0 Good, same as p r e v i o u s l y .

1 F a i r ,  s l i g h t l y  l e s s  s a t i s f a c t o r i l y .

2 P o o r ,  s i g n i f i c a n t l y  l e s s  s a t i s f a c t o r i l y .

3 Ve ry  poor  as compared t o  p r e v i o u s l y .

S e c t i o n  VI S o c i a l  E n v i r on m en t

34.  Are you s t i l l  as i n t e r e s t e d  in  your  l e i s u r e  t i m e  

a c t i v i t i e s  and h o b b i e s  as you were p r i o r  t o  your  

i l l n e s s  ( i . e . ,  w a t c h i n g  TV,  s e wi ng ,  b i c y c l i n g ,  e t c . ) ?
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0 Same l e v e l  o f  i n t e r e s t  as p r e v i o u s l y .

1 S l i g h t l y  l e s s  i n t e r e s t  t h a n  b e f o r e  t h e  i l l n e s s .

2 S i g n i f i c a n t l y  l e s s  i n t e r e s t  t h a n  b e f o r e  t h e  

i 11 n e s s .

3 L i t t l e  or  no i n t e r e s t  r e m a i n i n g . .

35 .  How a bout  a c t u a l  p a r t i c i p a t i o n ?  Are you s t i l l  a c t i v e l y

i n v o l v e d  in do i ng  t h o s e  a c t i v i t i e s ?

0 P a r t i c i p a t i o n  r e ma in s  unchanged.

1 P a r t i c i p a t i o n  r e duc e d s l i g h t l y .

2 P a r t i c i p a t i o n  re duc ed  s i g n i f i c a n t l y .

3 L i t t l e  or  nor  p a r t i c i p a t i o n  a t  p r e s e n t .

36.  Are you a r e  i n t e r e s t e d  in  l e i s u r e  t i m e  a c t i v i t i e s  w i t h

your  f a m i l y  ( i . e . ,  p l a y i n g  c ard s  & games, t a k i n g  t r i p s ,  

goi ng  swimming,  e t c . )  as you were p r i o r  t o  your

i 11 ness?

0 Same l e v e l  o f  i n t e r e s t  as p r e v i o u s l y .

1 S l i g h t l y  l e s s  i n t e r e s t  t h a n  b e f o r e .

2 S i g n i f i c a n t 1y l es s  i n t e r e s t  t h a n  b e f o r e .

3 L i t t l e  or  no i n t e r e s t  r e m a i n i n g .

37 .  Do you s t i l l  p a r t i c i p a t e  i n  t h o s e  a c t i v i t i e s  t o  t h e  

same d e g r e e  you once d i d?

0 P a r t i c i p a t i o n  r e ma in s  unchanged.

1 P a r t i c i p a t i o n  r educ ed  s l i g h t l y .

2 P a r t i c i p a t i o n  r educ ed  s i g n i f i c a n t l y .

3 L i t t l e  o r  no p a r t i c i p a t i o n  a t  p r e s e n t .

38 .  Have you m a i n t a i n e d  your  i n t e r e s t  i n  s o c i a l  a c t i v i t i e s
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s i n c e  your  i l l n e s s  ( e . g . ,  s o c i a l  c l u b s ,  church g r o u p s ,  

g o i n g  t o  t h e  m o v i e s ,  e t c . ) ?

0 Same l e v e l  o f  i n t e r e s t  as p r e v i o u s l y .

1 S l i g h t l y  l e s s  i n t e r e s t  t h a n  b e f o r e .

2 S i g n i f i c a n t l y  l ess  i n t e r e s t  t h a n  b e f o r e .

3 L i t t l e  or  no i n t e r e s t  r e m a i n i n g .

39.  How about  p a r t i c i p a t i o n ?  Do you s t i l l  go o ut  w i t h  your  

f r i e n d s  and do t h o s e  t h i n g s ?

0 P a r t i c i p a t i o n  r e ma in s  unchanged.

1 P a r t i c i p a t i o n  r educ ed  s l i g h t l y .

2 P a r t i c i p a t i o n  r ed uc e d  s i g n i f i c a n t l y .

3 L i t t l e  or  no p a r t i c i p a t i o n  a t  p r e s e n t .

S e c t  ion V I I  P s y c h o l o g i c a l  D i s t r e s s

In t h i s  s e c t i o n ,  t h e  q u e s t i o n s  t o  be answered by t h e  

i n t e r v i e w e r  a r e  p r e s e n t e d  a l o n g  w i t h  s ug ges te d  

q u e s t i o n s  t o  t h e  p a t i e n t ,  which a ppear  in  p a r e n t h e s e s .

4 0 .  Does t h e  p a t i e n t  m a n i f e s t  s i g n s  or  c o m p l a i n  o f  symptoms 

o f  f e a r ,  n e r v o u s n e s s ,  or  a n x i e t y ?  (Have you been 

f e e l i n g  a n x i o u s  o r  ner vous  r e c e n t l y ? )

0 Not a t  a l l .

1 A l i t t l e  b i t .

2 Q u i t e  a b i t .

3 E x t r e m e l y .

4 1 .  Does t h e  p a t i e n t  m a n i f e s t  s i g n s  or  c o m p l a i n  o f  symptoms 

o f  s a d ne s s ,  d y s p h o r i a ,  or  l oss  o f  l i f e  i n t e r e s t ?

(Have you been f e e l i n g  sad or  d e p r e s s e d  a t  a l l



171

r e c e n t  1y ) ?

0 Not  a t  a l l .

1 A 1 i t t 1e b i t .

2 Q u i t e  a b i t .

3 E x t r e m e l y .

4 2 .  Does t h e  p a t i e n t  m a n i f e s t  s i g n s  or  c o m p l a i n  o f  symptoms 

o f  a n g e r ,  h o s t i l i t y ,  or  i r r i t a b i 1 i t y ? (Have you been  

more i r r i t a b l e  or  angr y  r e c e n t l y ? )

0 Not  a t  a l l .

1 A l i t t l e  b i t .

2 Qu i t e  a b i t .

3 E x t r e m e l y .

43 .  Does t h e  p a t i e n t  m a n i f e s t  s i g n s  or  c o m p l a i n  o f  symptoms 

o f  g u i l t ,  b l ame,  or  remorse? (Have you been f e e l i n g  

g u i l t y  -.r  l i k e  you have l e t  p e o p l e  down l a t e l y ? )

0 Not  a t  a l l .

1 A l i t t l e  b i t .

2 Qu i t e  a b i t .

3 E x t r e m e l y .

44 .  Does t h e  p a t i e n t  a d mi t  t o  or  c o m p l a i n  o f  w o r r y i n g  about  

h i s / h e r  c o n d i t i o n  or  o t h e r  m a t t e r s ?  (Have you been  

w o r r y i n g  a bout  t h i n g s  more s i n c e  you became i l l ? )

0 Not  a t  a l l .

1 A l i t t l e  b i t .

2 Q u i t e  a b i t .

3 E x t r e m e l y .
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4 5 .  Does t h e  p a t i e n t  behave o r  speak in a manner t h a t  

i n d i c a t e s  h i s / h e r  s e l f - e s t e e m  and s e l f - e v a l u a t i o n  has 

f a l l e n ?  (Have you been f e e l i n g  down on y o u r s e l f  or  

f e e l i n g  i n a d e q u a t e  s i n c e  your  i l l n e s s ? )

0 Not  a t  a l l .

1 A 1 i t t 1e b i t .

2 Qu i t e  a b i t .

3 E x t r e m e l y .

4 6 .  Has t h e  p a t i e n t  e x p e r i e n c e d  a n e g a t i v e  body image 

change as a r e s u l t  o f  h i s / h e r  i l l n e s s ?  (Do you t h i n k  

y our  i l l n e s s  has changed y our  p h y s i c a l  a pp ea r a n c e  in  

any way?)

0 Not a t  a l l .

1 A 1 i t t 1e b i t .

2 Q u i t e  a b i t .

3 E x t r e m e l y .



APPENDIX E

COMMUNICATION ITEMS IDENTIF IED BY VARIABLE

NO = s t r o n g  d i s a g r e e m e n t  

no = m i l d  d i s a g r e e m e n t  

? = n e i t h e r  agr eement  nor d i s a g r e e m e n t  

yes = m i l d  agr eement  

YES = s t r o n g  agreement  

Fr equency  o f  Communicat ion

1. I o f t e n  d i s c u s s  my i l l n e s s  w i t h  my ______ •

NO no ? yes YES

2.  My _______ t a l k s  w i t h  me a bou t  my i l l n e s s .

NO no ? yes YES

3.  I f r e q u e n t l y  t a l k  about  my i l l n e s s  w i t h  my ______ .

NO no ? yes YES

4.  I do n o t  t a l k  abou t  my i l l n e s s  w i t h  my ______ .

NO no ? yes YES

5.  My _______ a v o i d s  t a l k i n g  a bout  my i l l n e s s .

NO no ? yes YES

Encouragement

1. My ______  e nc our age s  me t o  t a l k  abou t  my c a n c e r .

NO no ? yes YES

2.  My _______ asks q u e s t i o n s  c o n c e r n i n g  my i l l n e s s .

NO no ? yes YES

3.  My _______ d o e s n ’ t  want  me t o  t a l k  a bout  my i l l n e s s .

NO no ? y e s  YES
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4 .  My _______ does n o t  ask q u e s t i o n s  abou t  my i l l n e s s .

NO no ? yes YES

5.  When my ______  asks me q u e s t i o n s ,  t h e y  r e a l l y  want  t o

know t h e  a n s w e r .

NO no ? yes YES

6.  When I c o n f i d e  i n  my _______ about  my i l l n e s s ,  I g e t  t h e

i d e a  t h a t  i t  makes them f e e l  u n c o m f o r t a b l e .

NO no ? yes YES

Honesty

1. My _______ t e l l s  me I look good when I know t h a t  I do

n o t .

NO no ? yes YES

2.  My _______  t e l l  me e v e r y t h i n g  t h e y  know abou t  my

i 11 n e s s .

NO no ? yes YES

3.  My _______  wants t o  know t h e  t r u t h  a bout  my i l l n e s s .

NO no ? yes YES

4.  My _______  does n o t  t a l k  h o n e s t l y  w i t h  me a bou t  my

i 11 n e s s .

NO no ? yes YES

5.  My ______  p r e t e n d s  t o  be c h e e r f u l  a round me.

NO no ? yes YES

6.  I do no t  t a l k  h o n e s t l y  w i t h  my ______  a bout  my i l l n e s s .

NO no ? yes YES

7.  My _______  and I a r e  v e r y  open about  my i l l n e s s .

NO no ? y e s  YES
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E mo t i o n a l  S up p or t

1. My _______ a v o i d s  me s i n c e  I have been t r e a t e d  f o r

c a n c e r .

NO no ? yes YES

2.  I am n o t  v e r y  c l o s e  t o  my ______ .

NO no ? yes YES

3.  My _______ shows me t h a t  t h e y  l o v e  me t h e  way I am.

NO no ? yes YES

4 .  My _______ g i v e s  me a l l  t h e  mora l  s u p p o r t  I need.

NO no ? yes YES

5.  I r e l y  on my   f o r  e m o t i o n a l  s u p p o r t .

NO no ? yes YES

6.  My _______ i s  s e n s i t i v e  t o  my p e r s o n a l  needs.

NO no ? yes YES

7.  I wish my ______  would p r o v i d e  more e m o t i o n a l  s u p p o r t .

NO no ? yes YES

Communicat ion S a t i s f a c t i o n

1. T a l k i n g  w i t h  my ______  makes me f e e l  b e t t e r .

NO no ? yes YES

2.  My _______ e x p r e s s e s  a l o t  o f  i n t e r e s t  in  what  I have t o

say .

NO no ? yes YES

3.  I am v e r y  d i s s a t i s f i e d  w i t h  my communi ca t i on  w i t h  

my ______ .

NO no ? y e s  YES
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4 .  I f e e l  t h a t  I can t a l k  t o  my ______  a bout  a n y t h i n g .

NO no ? yes YES

5.  I am v e r y  s a t i s f i e d  w i t h  my communi ca t i on  w i t h  

my ______ .

NO no ? yes YES

N e g a t i v e  A s p e ct s  o f  t h e  I l l n e s s

1. My _______  d o e s n ' t  want  me t o  t a l k  a bout  t h e  n e g a t i v e

a s p e c t s  o f  my i l l n e s s  ( f e a r s ,  p a i n ,  r e c u r r e n c e ,  d e a t h ,  

e t c . ) .

NO no ? yes YES

2.  My _______  a v o i d s  t a l k i n g  a bou t  t h e  n e g a t i v e  s i d e  o f  my

i l l n e s s  ( f e a r s ,  p a i n ,  r e c u r r e n c e ,  d e a t h ,  e t c . ) .

NO no ? yes YES

3.  My _______  and I a r e  v e r y  open a bout  t h e  n e g a t i v e

a s p e c t s  o f  my i l l n e s s  ( f e a r s ,  p a i n ,  r e c u r r e n c e ,  d e a t h ,  

e t c . ) .

NO no ? yes YES

4.  I w i sh  my ______  would p r o v i d e  more e m o t i o n a l  s u p p o r t

i n  r e g a r d  t o  t h e  n e g a t i v e  a s p e c t s  ( f e a r s ,  p a i n ,  

r e c u r r e n c e ,  d e a t h ,  e t c . )  o f  my i l l n e s s .

NO no ? yes YES

5.  I f r e q u e n t l y  t a l k  a bout  t h e  n e g a t i v e  a s p e c t s  ( f e a r s ,

p a i n ,  r e c u r r e n c e ,  d e a t h ,  e t c . )  o f  my i l l n e s s  w i t h

my ______ .

NO no ? y e s  YES
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COMMUNICATION INSTRUMENT USED IN THE STUDY 

Demograph i cs

N ame:________________________________

Sex:  M a l e  Female

D at e  o f  B i r t h : __________________________

E d u c a t i o n a l  L e v e l :  Grammar School  Some High School

F i n i s h e d  HS Some C o l l e g e / T e c h n i c a l  T r a i n i n g

C o l l e g e  Deg re e  P o s t - G r a d u a t e  O t h e r : _______________

M a r i t a l  S t a t u s :  S i n g l e  S e p a r a t e d / D i v o r c e d

M a r r i e d  Widowed

Lengt h o f  t i m e  m a r r i e d :  __________  y r s

Number o f  c h i l d r e n : ______

Church A t t e n d a n c e :  T w ic e  a Week Weekly  B i w e e k l y

M o n t h l y  Q u a r t e r l y  Y e a r l y  Never

R e l i g i o u s  A f f i l i a t i o n :  C a t h o l i c  B a p t i s t  Jewish

M e t h o d i s t  P r e s b y t e r i a n  E p i s c o p a l  None

O t h e r :___________________

Are you p r e s e n t l y  employed? Yes No R e t i r e d  

O c c u p a t i o n :  ____________________

Is t h i s  y our  f i r s t  s e r i o u s  i l l n e s s :  Yes No ________________

Is t h i s  t h e  f i r s t  s e r i o u s  i l l n e s s  i n  your  imme di a t e  f a m i l y :  

Yes No

I f  no,  what  i l l n e s s : _________________________________
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In for me d Consent

T h i s  s t ud y  examines t h e  r e l a t i o n s h i p  between c om muni ca t i on  

i n t e r a c t i o n s  and a d j u s t m e n t  t o  i l l n e s s  ( c a n c e r ) .  The 

a t t a c h e d  q u e s t i o n n a i r e  examines your  a c t u a l  c om muni ca t i on  

w i t h  f a m i l y  members c o n c e r n i n g  c a n c e r .  The f i n d i n g s  o f  t h e  

s t u dy  w i l l  be used t o  h e l p  o t h e r s  de a l  w i t h  c a n c e r .

Knowing t h e  purpose o f  t h e  s t u d y ,  I h er eby  f r e e l y  and 

v o l u n t a r i l y  c ons ent  t o  c o m p l e t e  t h e  a t t a c h e d  q u e s t i o n n a i r e .  

Q u e s t i o n s  r e g a r d i n g  t h i s  s t u dy  may be d i r e c t e d  t o  Mike  

G o t c h e r ,  Ph . D.  c a n d i d a t e  a t  LSU, a t  5 0 4 - 3 8 8 - 6 8 9 5 .  I am 

f r e e  t o  ask q u e s t i o n s  a t  any t i m e .

I u n d e r s t a n d  t h a t  my p a r t i c i p a t i o n  i n  t h i s  s t u d y  is  

v o l u n t a r y  and t h a t  I may t e r m i n a t e  my i n v o l v e m e n t  a t  any 

t i m e .  I u n d e r s t a n d  t h a t  t h e  i n f o r m a t i o n  I p r o v i d e  w i l l  be 

c o n f i d e n t i a l  and t h a t  my i d e n t i t y  w i l l  n o t  be r e v e a l e d .

S i g n a t u r e  o f  P a t i e n t D a te
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SURVEY OF PATIENT COMMUNICATION 

Do you have someone t h a t  you can t a l k  w i t h  o p e n l y  and 

s e r i o u s l y  a bout  your  i l l n e s s ?  Yes No 

Who:____________________________________

Why a r e  you a b l e  t o  t a l k  w i t h  __________  abou t  your  i l l n e s s ?

What f a m i l y  member do you t a l k  t h e  most w i t h  c o n c e r n i n g

y our  i l l n e s s ? _____________________________ . P l e a s e  answer  each

q u e s t i o n  in r e l a t i o n  t o  t h e  l a s t  30 days and w i t h  t h i s  

f a m i l y  member in  mind.

Below i s  a l i s t  o f  p o t e n t i a l  t o p i c s  o f  c o n v e r s a t i o n  abou t  

your  i l l n e s s ,  p l e a s e  i n d i c a t e  which t o p i c s  you have  

d i s c u s s e d  ( n o t  m e r e l y  m e n t i o n e d  b ut  a c t u a l l y  d i s c u s s e d )  

w i t h  your  _________ .

D o c t o r s  ( p o s )  

P a i n

The f u t u r e  

The s u r g e r y  

Chemotherapy  

F e a r s  

Deat h  

O t h e r :

D o c t o r s  ( n e g )

Causes o f  t h e  i l l n e s s  

F i n a n c i a l  conc er ns  

R a d i a t i o n  t h e r a p y  

T r e a t m e n t  s i d e  e f f e c t s  

Consequences o f  i l l n e s s  

Cancer  r e c u r r e n c e
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T h i s  s u r v e y  examines a c t u a l  communi ca t i on  t h a t  you have had 

a bou t  y our  i l l n e s s .  P l e a s e  r e a d  each i t e m  c a r e f u l l y  and 

answer i t  as h o n e s t l y  as p o s s i b l e ,  u s i n g  t h e  f o l l o w i n g  

s e a l e .

NO = s t r o n g  d i s a g r e e m e n t  

no = m i l d  d i s a g r e e m e n t  

? = n e i t h e r  a gr eeme nt  nor  d i s a g r e e m e n t  

yes = m i l d  agr eement  

YES = s t r o n g  agr eement

1. I f r e q u e n t l y  d i s c u s s  my i l l n e s s  w i t h  my ______ .

NO no ? yes YES

2.  My _______ asks q u e s t i o n s  c o n c e r n i n g  my i l l n e s s .

NO no ? yes YES

3.  My _______ d o e s n ' t  want  me t o  t a l k  a bou t  t h e  n e g a t i v e

a s p e c t s  o f  my i l l n e s s  ( f e a r s ,  p a i n ,  r e c u r r e n c e ,  d e a t h ,  

e t c . ) .

NO no ? yes YES

4.  My _______ wants t o  know t h e  t r u t h  a bout  my i l l n e s s .

NO no ? yes YES

5.  My _______ a v o i d s  t a l k i n g  abou t  t h e  n e g a t i v e  s i d e  o f  my

i l l n e s s  ( f e a r s ,  r e c u r r e n c e ,  d e a t h ,  p a i n ,  e t c ) .

NO no ? yes YES

6.  My _______ e nc our a ge s  me t o  t a l k  a bout  my c a n c e r .

NO no ? y e s  YES
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7.  My ______  g i v e s  me a l l  t h e  mora l  s u p p o r t  I need.

NO no ? yes YES

8.  My ______  a v o i d s  t a l k i n g  abou t  my i l l n e s s .

NO no ? yes YES- 1 ■■1 4 '

9.  My ______  does n o t  ask q u e s t i o n s  abou t  my i l l n e s s .

NO no ? yes YES

10.  My ______  t a l k s  w i t h  me a bou t  my i l l n e s s .

NO no ? yes YES

11.  When I c o n f i d e  i n  my ______  a bout  my i l l n e s s ,  I g e t  t h e

i d e a  t h a t  i t  makes h i m / h e r  f e e l  u n c o m f o r t a b l e .

NO no ? yes YES

12.  I f r e q u e n t l y  t a l k  about  my i l l n e s s  w i t h  my _______ .

NO no ? yes YES

13.  When my   asks me q u e s t i o n s ,  h e / s h e  r e a l l y  wants

t o  know t h e  a n s w e r .

NO no ? yes YES

14.  I do n o t  t a l k  a bo u t  my i l l n e s s  w i t h  my ______ .

NO no ? yes YES

15.  My ______  t e l l s  me I look good when I know t h a t  I do

n o t .

NO no ? yes YES

16.  My ______  p r e t e n d s  t o  be c h e e r f u l  around me.

NO no ? yes YES

17.  My ______  t e l l s  me e v e r y t h i n g  h e / s h e  knows a bout  my

i 11 n e s s .

NO no ? y e s  YES
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18.  I am v e r y  d i s s a t i s f i e d  w i t h  my c om mu ni ca t io n  w i t h  my

NO no ? yes YES

19.  My ______  d i s c o u r a g e s  me f rom t a l k i n g  a bo u t  my i l l n e s s .

NO no ? yes YES

20.  My _______  does n o t  t a l k  h o n e s t l y  w i t h  me a bo u t  my

i 11 n e s s .

NO no ? yes YES

21.  My _______  and I a r e  v e r y  open abou t  t h e  n e g a t i v e

a s p e c t s  o f  my i l l n e s s  ( f e a r s ,  p a i n ,  r e c u r r e n c e ,  d e a t h ,  

e t c . ) .

NO no ? yes YES

22.  My _______  a v o i d s  me s i n c e  I have been t r e a t e d  f o r

c a n c e r .

NO no ? yes YES

23.  I do n o t  t a l k  h o n e s t l y  w i t h  my ______  a bo u t  my i l l n e s s .

NO no ? yes YES

24.  I am n o t  v e r y  c l o s e  t o  my ______ .

NO no ? yes YES

25.  My _______  shows me t h a t  t h e y  l o ve  me t h e  way I am.

NO no ? yes YES

26.  I r e l y  on my   f o r  e m o t i o n a l  s u p p o r t .

NO no ? yes YES
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27.  I wi sh my ______  would p r o v i d e  more e m o t i o n a l  s u p p o r t

i n  r e g a r d  t o  t h e  n e g a t i v e  a s p e c t s  ( f e a r s ,  p a i n ,  

r e c u r r e n c e ,  d e a t h ,  e t c . )  o f  my i l l n e s s .

NO no ? yes YES

2 8.  T a l k i n g  w i t h  my ______ makes me f e e l  b e t t e r .

NO no ? yes YES

29.  My ______  e x p r e s s e s  a l o t  o f  i n t e r e s t  in  what  I have t o

say .

NO no ? yes YES

30.  My ______  i s  s e n s i t i v e  t o  my p e r s o n a l  needs .

NO no ? yes YES

31 .  I f e e l  t h a t  I can t a l k  t o  my ______  about  a n y t h i n g .

NO no ? yes YES

32 .  I f r e q u e n t l y  t a l k  a bout  t h e  n e g a t i v e  a s p e c t s  ( f e a r s ,  

p a i n ,  r e c u r r e n c e ,  d e a t h ,  e t c . )  o f  my i l l n e s s  w i t h  my

NO no 7 yes YES

I am v e r y  s a t i s f i e d  w i t h  my c om muni ca t i on  w i t h  my

NO no 7 yes YES

What t o p i c s  would you 1 i ke t o  d i s c u s s  more f u l l y  w i t h

your 7

D o c t o r s  ( p o s ) D o c t o r s  ( n e g )

P a i n Causes o f  t h e  i l l n e s s

The f u t u r e F i n a n c i a l  conc er ns

The s u r g e r y R a d i a t i o n  t h e r a p y
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Chemotherapy ______  T r e a t m e n t  s i d e  e f f e c t s

F e a r s_______________ ______  Consequences o f  i l l n e s s

Deat h ______  Cancer  r e c u r r e n c e

O t h e r :

35 .  Why h a v e n ' t  you d i s c u s s e d  t h e s e  t o p i c s ?

36.  Which o f  t h e  f o l l o w i n g  b e s t  d e s c r i b e s  your

communicat ion  w i t h  y our  _______ a bou t  your  i l l n e s s .

______  We t r y  n o t  t o  t a l k  a bout  i t .

______  We f oc us  on t h e  n e g a t i v e  s i d e .

______  We f o c us  on t h e  p o s i t i v e  s i d e .

______  We t a l k  a bout  e v e r v t h  i n g . p o s i t i v e  and n e g a t i v e

37.  How has c an ce r  changed your  r e l a t i o n s h i p  w i t h  your

?

______  No change

______  Improved t h e  r e l a t i o n s h i p

  Harmed t h e  r e l a t i o n s h i p

P l e a s e  e x p l a i n :
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