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Since radiation therapy affects normal tissues as well
as cancerous tissues, irradiation in the abdominal area
results in the side effects of diarrhea, fatigue, urinary
problems, anorexia, and bone marrow depression (King, Nail,
Kreamer, Strohl, & Johnson, 1985). Radiation therapy for
head and neck cancer frequently damages mucous membranes in
the mouth and throat resulting in problems of congestion,
loss of taste, dysphagia, dental problems, and periodontal
infections (Donaldson, 1982). Johnson, Lauver, and Nail
(1989) reported that over 75% of patients receiving
radiation therapy reported suffering from detrimental side
effects caused by the treatments.

In addition to the physical side effects, Peck and
Boland (1977) observed that over two-thirds of their
subjects experienced significant anxiety as well as extreme
states of depression as a result of radiation therapy.
Specific causes of psychological trauma involved patient
uncertainty and misconceptions concerning the treatment
process. In one study, over 94% of the patients perceived
radiation therapy as the last resort with little or no hope
for recovery (Peck & Boland, 1977). Rotman, Rogow, Deleon,
and Heskel (1977) discovered that patients receiving
radiation therapy were afraid that they were radioactive
and that family and friends were in danger to be around
them. Other patients feared that the use of radiation

would cause cancer in other parts of the body (National
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Cancer Institute, 1980). Overall, Rotman et al. (1977)
concluded that "few therapeutic modalities in medicine
induce more confusion, misunderstanding, and apprehension
than the use of irradiation in cancer treatment" (p 744).

Even though the fears related to radiation therapy are
ill1~-founded (Krisch & Goodman, 1981; Rotman, Rogow, Deleon,
& Heskel, 1977), patients experience anxiety and depression
due to inadequate preparation for the treatment process
(Peck & Boland, 1977). Burish and Lyles (1983) confirmed
conclusion and reported that the number 1 problem
associated with radiation treatment involved inadequate
preparation or insufficient education. Patients
apparently received little or no information concerning
radiation therapy and the information that is received is
not understood. It is unclear whether patients are not
informed by physicians or that information is presented but
patients fail to understand and remember it. Whatever the
situation, the patient is unprepared and confused about
radiation therapy which makes the treatment process more

frightening and aversive.




APPENDIX B

LETTER TO PARTICIPANTS

Dear Patient:

At the Mary Bird Perkins Cancer Center, we are always
interested in learning more about how our patients are
adjusting to their 1illness. In order to better obtain this
information, we are asking you to volunteer to participate
in a study concerning patient/family communication
interactions. The study will involve your participation in
a 30 minute interview.

If you are interested in participating in the study,
please sign up for a time with the therapy technologists.
It is recommended that you sign up for a time following a
treatment session. This study is being conducted by Mike
Gotcher from the LSU Speech Department and he will conduct
the interview and answer any questions concerning the
study.

Participation in the study is completely voluntary and
your answers will be confidential. We hope that you will
agree to participate in this important study concerning
communication and illness.

Sincerely,

Sheldon A. Johnson, M.D.
Medical Director
Mary Bird Perkins Cancer Center
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APPENDIX D

PSYCHOSOCIAL ADJUSTMENT TO ILLNESS INDEX

SECTION | HEALTH CARE ORIENTATION

1.

Could you describe for me your general attitude and

approach to taking care of your health?

0 | am very concerned and pay close attention to my
personal health.

1 Most of the time | pay attention to my health care

needs.
2 Usually, | try to take care of health matters, but
sometimes | just don't get around to it.

3 Health care 1is something that | just don't worry
too much about.

Your present condition probably requires some special

attention and care on your part; could you tell how you

attend to the needs?

0 | pay close attention to all the needs of my
present illness and do everything | can do to take

care of myself.

1 | do a pretty good job taking care of my present
illness.
2 I try to do all the things | am supposed to do to

take care of myself, but lots of the time | forget
or | am too tired or busy.
3 t do things pretty much the way | always have done

157
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them and ! don't worry or take any special
considerations for my illness.

Generally speaking, how do you feel about the quality

of medical care available and the doctors that provide

it?

0 Medical care has never been better, and the doctors
who give it are doing an excellent job.

1 The>qua1ity of medical care available 1is very good,
but there are some areas that could stand
improvement.

2 Medical care and doctors are just not of the same
quality they once were.

3 | don't have much faith in doctors and medical care
today.

How do you feel about the treatment you have been

receiving for your present illness, and the doctors who

are treating you?

0 The treatment and the treatment staff have been
excellent.

1 The treatment has been pretty good on the whole,
although there have been a few problems.

2 | have not been impressed with the treatment |
have received, but | think it is probably the best
they can do.

3 | am very unhappy with the treatment | have

received and don't think the staff has done all
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they could have for me.
When they are il11, different people expect different
things about their illness, and have different
attitudes about being i11. Could you please describe
your feelings about your recovery?
0 | am sure that | am going to overcome my illness

and its problems quickly and get back to being my

old self.

1 My illness has caused some problems for me, but |
feel | will overcome them fairly soon, and get back
to the way | was before.

2 My illness has really put a great strain on me,
both physically and mentally, but | am trying very
hard to overcome it, and feel sure that | will be
back to my old self one of these days.

3 | feel worn out and very weak from my illness and
there are times when | don't know if | am really
ever going to overcome it.

Being 111 can be a confusing experience, and some

patients feel that they do not receive enough

information and details from their doctors and the
medical staff about their illness. How do you feel?

0 | have been give a very complete picture and my
doctor and the medical staff have give me all the
details | wish.

1 | have a pretty fair understanding about my illness
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and | feel that if | want to know more | can always
get the information.

2 | do have some information about my illness but |
feel | would like to know more.

3 My doctor and medical staff have told me very
little about my illness even though | have asked
more than once.

In an illness such as yours, people have different

ideas about their treatment and what to expect from

it. How do you feel?

0 | believe my doctors and medical staff are quite
able to direct my treatment and feel it is the best
treatment | could receive.

1 | have trust in my doctor's direction of my
treatment; however, sometimes | have doubts about
it.

2 | don't l1ike certain parts of my treatment which
are very unpleasant, but my doctors tell me |
should go through it anyway.

3 In many ways | think my treatment is worse than the
disease, and | am not sure it is worth going
through it.

In an illness such as yours, patients are given

different amounts of information about their

treatment. | wonder if you would mind telling me how

much information you have been given?
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| feel my information concerning treatment is very

My information concerning treatment is pretty

complete, but there are one or two things | still

| have some information about my treatment but not

I have been told almost nothing about my treatment

your illness in any way impaired your ability to

I11ness has totally prevented me from doing my

well do you physically perform your job now?

0
complete and up-to-date.
1
want to know.
2
as much as | would like to have.
3
and feel left out about it.
SECTION 11 VOCATIONAL ENVIRONMENT
9. Has
do your job?
o] No impairment.
1 Mild impairment, but very minor problems.
2 Some serious problems.
3
job.
10. How
0 Very well, complete adequacy.
1 Slight 1inadequacy.
2 Not too well.
3 Poorly.

11.

During the past 30 days, have you lost any time at work

due
0

1

to the illness?
3 days or less.

1 week.
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2 2 weeks.

3 More than 2 weeks.

12. Is your job as important to you now as it was before
the illness?

0 Equal or greater importance than before.
1 Slightly less important.

2 A lot less important.

3 Little or no importance to me nhow.

13. Have you had to change your goals concerning your job

as a result of your illness?

0 My goals are unchanged.

1 There has been a slight change in my goals.
2 My changes have changed quite a bit.

3 | have changed my goals completely.

14. Have you noticed any increase in arguments, friction,
or difficulty in getting along with your coworkers
since your illness?

0 None.
1 A slight increase in problems.
2 A moderate increase in problems.
3 A great increase in problems.
Section Il Domestic Environment
15. How would you characterize your relationship with your

spouse (boyfriend, parent, etc.)?
0 Very good, there have been no changes in our

relationship.
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17.

18.
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1 Adequate, we are a little less close since my
illness.
2 Somewhat inadequate, we are definitely less close

since my illness.
3 Markedly inadequate, we have had serious problems
or a break in our relationship since my illness.
How would you characterize your relationship with the
other people you live with (e.g., children,
grandparents, etc.)?
0 Very good.
1 Adequate.
2 Somewhat inadequate.
3 Markedly inadequate, very poor.
To what degree has your illness interfered with your
duties and tasks around the house?
0 No interference.
1 Slight interference, easily overcome.
2 Substantial impairment of some domestic duties.
3 Marked impairment, affecting all or nearly all
tasks.
In those areas where you have found your abilities
impaired by your illness, has your family shifted
roles to take over those duties?
0 Excellent family adaptation.
1 Generally adequate adaptation with some flaws.

2 Generally inadequate adaptation, but many things
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20.

21,
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are left undone.
3 Highly inadequate adaptation, the family has not
been able to help out at all.
Has your illness resulted in any decrease in

communication between yourself and members of your

family?

0 No decrease in communication.

1 A slight decrease in communication.

2 Communication has decreased, and | feel somewhat

withdrawn from them.

3 Communication has decreased a lot, and | feel very
alone.

Many people with an illness such as yours feel they

need help from other people in getting things done

from day to day; do you feel that you need that kind of

help, and is there anyone available to provide it?

0 I don't feel | need such help, or the help | need
is available from my family or friends.

1 | don't get all the help | need all of the time,

but most of the time help is there when | need it.

2 | get some help, but | can't count on it all the
time.

3 | really need help but seldom is anyone around to
help.

Have you experienced any physical disability associated

with your illness?
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0 No physical disability.
1 A slight physical disability.
2 A moderate physical disability.
3 A severe physical disability.

22. An illness such as yours often creates a drain on a
family's financial resources; are you having any
difficulty meeting the financial demands on your
illness?

0 No financial drain.

1 S1ight financial drain.

2 Substantial financial drain.
3 Severe financial hardship.

Section IV Sexual Relations

23. Sometimes, having an illness can create problems in a
close interpersonal relationship; has your illness led
to any problems in your relationship with your
(husband, wife, boyfriend, fiance, etc.)”?

0 No change in investment or intensity of the
relationship.

1 We are a little less close since my illness.

2 A significant reduction in intensity or investment
since the illness.

3 Relationship terminated, with present illness a
causal factor.

24 . When some people become ill they report a loss of

interest in sexual activities; have you experienced a
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26.

27.

166

reduction of sexual interest associated with your

illness?

0 No loss of sexual interest.

1 A slight loss of sexual interest.
2 A marked loss of sexual interest.

(3]

Absolutely no sexual interest since the illness.
Has there been a reduction in the frequency of your
sexual activities during the past month?

0 No decrease in sexual activities.

1 Slight decrease in sexual activities.

2 Marked decrease in sexual activities.

3 Sexual activities have stopped.

Has there been any change in the pleasure or
satisfaction you derive from sexual activities?

0 No change in sexual satisfaction.

1 A slight loss of sexual pleasure or satisfaction.
2 A marked loss of sexual pleasure or satisfaction.
3 Sexual pleasure and satisfaction have stopped.
Sometimes an illness will cause an interference in a
person's ability to perform sexual activities even
they are still interested in sex. Has this happened to
you, and if so, to what degree?

0 No change in my ability to have sex.

1 Stight problems with my sexual performance.

2 Constant sexual performance problems.

3 Totally unable to perform sexually.
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28. Have any conflicts or arguments developed between you

and your partner as a result of any sexual

difficulties you have been having?

0 No conflicts or arguments.

1 Mild conflicts, some arguments.

2 Moderate conflicts, frequent arguments.

3 Marked conflicts, constant arguments.

Section V Extended Family Relationships

29. Have you had as much communication with members of your
family outside your immediate household since your
illness (e.g., called them on the phone, written to
them, etc.)?

0 Contact 1is the same or greater since the illness.
1 Contact is slightly less.

2 Contact is markedly less.

3 No contact since the illness.

30. Have you remained as interested in interactions or
activities with these members of your family as you

were prior to your illness?

0 Interest is the same or greater since the illness.
1 Interest is slightly less.
2 Interest is a lot less since the illness.

3 Little or no interest in getting together with
them.
31. Do you depend on these members of your family for

support and physical help, particularly since your
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illness?

0 | need no help, or they give me all the help |
need.

1 Their help is enough, except for some minor
changes.

2 They give me some help but not enough.

3 They give me little or help even though | need a
great deal.

Do you socialize much with these members of your

family? Has your illness reduced your ability to do

so?

0 Little or no change 1in socializing.

1 Socializing with them has been slightly reduced.
2 Substantial reduction in socialization.

3 Socialization with extended family totally
eliminated.

In general, how well have you been getting along with

these members of your family recently?

0 Good, same as previously.

1 Fair, slightly less satisfactorily.

2 Pecor, significantly less satisfactorily.

3 Very poor as compared to previously.

Section VI Social Environment

34.

Are you still as interested in your leisure time
activities and hobbies as you were prior to your

illness (i.e., watching TV, sewing, bicycling, etc.)?
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37.

38.
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0 Same level of interest as previously.
1 Slightly less interest than before the illness.
2 Significantly less interest than before the
illness.
3 Little or no interest remaining..
How about actual participation? Are you still actively
involved in doing those activities?
0 Participation remains unchanged.
1 Participation reduced slightly.
2 Participation reduced significantly.
3 Little or nor participation at present.
Are you are interested in leisure time activities with
your family (i.e., playing cards & games, taking trips,
going swimming, etc.) as you were prior to your
illness?
0 Same level of interest as previously.
1 Slightly less interest than before.
2 Significantly less interest than before.
3 Little or no interest remaining.
Do you still participate in those activities to the
same degree you once did?
0 Participation remains unchanged.
1 Participation reduced slightly.
2 Participation reduced significantly.
3 Little or no participation at present.

Have you maintained your interest in social activities




since your illness (e.g., social clubs, church groups,
going to the movies, etc.)?
0 Same level of interest as previously.

1 Slightly less interest than before.

2 Significantly less interest than before.
3 Little or no interest remaining.
39. How about participation? Do you still go out with your
friends and do those things?
0 Participation remains unchanged.
1 Participation reduced slightly.
2 Participation reduced significantly.
3 Little or no participation at present.
Section Vit Psychological Distress
In this section, the questions to be answered by the
interviewer are presented along with suggested
questions to the patient, which appear in parentheses.
40. Does the patient manifest signs or complain of symptoms
of fear, nervousness, or anxiety? (Have you been
feeling anxious or nervous recently?)
0 Not at all.
1 A little bit.
2 Quite a bit.
3 Extremely.
41. Does the patient manifest signs or complain of symptoms

of sadness, dysphoria, or loss of life interest?

(Have you been feeling sad or depressed at all
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43.
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recently)?
0 Not at all.
1 A little bit.
2 Quite a bit.
3 Extremely.
Does the patient manifest signs or complain of symptoms
of anger, hostility, or irritability? (Have you been
more irritable or angry recently?)
0 Not at all.
1 A little bit.
2 Quite a bit.
3 Extremely.
Does the patient manifest signs or complain of symptoms
of guilt, blame, or remorse? (Have you been feeling
guilty =r like you have let people down lately?)
0 Not at all.
1 A little bit.
2 Quite a bit.
3 Extremely.
Does the patient admit to or complain of worrying about
his/her condition or other matters? (Have you been
worrying about things more since you became i117)
0 Not at all.
1 A little bit.
2 Quite a bit.

3 Extremely.




45.

46.

Does the patient behave or speak in a manner that
indicates his/her self-esteem and se]f—eva1uation4has
fallen? (Have you been feeling down on yourself or
feeling inadequate since your illness?)

0 Not at all.

1 A little bit.

2 Quite a bit.

3 Extremely.

Has the patient experienced a negative body image
change as a result of his/her illness? (Do you think
your illness has changed your physical appearance in
any way?)

0 Not at all.

1 A Tittle bit.

2 Quite a bit.

3 Extremely.




APPENDIX E

COMMUNICATION ITEMS IDENTIFIED BY VARIABLE

NO = strong disagreement
no = mild disagreement

? = neither agreement nor disagreement

yes mild agreement
YES = strong agreement

Frequency of Communication

i. | often discuss my illness with my
NO no ? yes YES
2. My _ talks with me about my illness.
NO no ? yes YES
3. | frequently talk about my illness with my
NO no ? yes YES
4. I do not talk about my illness with my
NO no ? yes YES
5. My avoids talking about my illness.
NO no ? yes YES
Encouragement
1. My encourages me to talk about my cancer.
NO no ? yes YES
2 My asks questions concerning my illness.
NO no ? yes YES
3. My doesn't want me to talk about my illness.
NO no ? yes YES

3
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4, My does not ask questions about my illness.
NO no ? yes YES
5. When my asks me questions, they really want to

know the answer.
NO no 7 yes YES

6. When | confide in my about my illness, | get the

idea that it makes them feel uncomfortable.

NO no ? yes YES
Honesty
1. My tells me | look good when | know that 1 do
not.
NO no ? yes YES
2. My tell me everything they know about my
illness.
NO no ? yes YES
3. My wants to know the truth about my illness.
NO no ? yes YES
4, My does not talk honestly with me about my
illiness.
NO no ? vyes YES
5 My pretends to be cheerful around me.
NO no ? ves YES
6. I do not talk honestly with my ___ about my illness.
NO no ? yes YES
7. My and | are very open about my illness.
NO no ? yes YES
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Emotional Support

1. My __ avoids me since | have been treated for
cancer.

NO no ? yes YES

2. | am not very close to my
NO no ? yes YES

3. My ___ shows me that they love me the way | am.
NO no ? yes YES

4 My gives me all the moral support | need.
NO no ? yes YES

5. | rely on my for emotional support.
NO no ? vyes YES

6. My is sensitive to my personal needs.
NO no ? yes YES

T. I wish my would provide more emotional support.
NO no ? yes YES

Communication Satisfaction

1. Talking with my ___ makes me feel better.
NO no ? yes YES
2. My __ expresses a lot of interest in what | have to
say.
NO no ? yes YES
3. | am very dissatisfied with my communication with
my

Py
wn

NO no ? yes
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4, | feel that | can talk tomy __ about anything.
NO no ? yes YES
5. | am very satisfied with my communication with
my
NO no ? yes YES
Negative Aspects of the 11llness
1. My _ doesn't want me to talk about the negative

aspects of my illness (fears, pain, recurrence, death,

etc.).

-

NO no ? yes YES
My avoids talking about the negative side of my
illness (fears, pain, recurrence, death, etc.).

NO no ? yes YES
My and | are very open about the negative
aspects of my iliness (fears, pain, recurrence, death,

etc.).

<

NO no ? yes ES

I wish my would provide more emotional support
in regard to the negative aspects (fears, pain,

recurrence, death, etc.) of my illness.

<
wn

NO no ? yes E

|

| frequently talk about the negative aspects (fears,
pain, recurrence, death, etc.) of my illness with

my

<
m
0

NO no ? yes

|




APPENDIX F

COMMUNICATION INSTRUMENT USED IN THE STUDY

Demographics

Name:

Sex: Male Female

Date of Birth:

Educational Level: Grammar School Some High School

Finished HS Some College/Technical Training

College Degree Post-Graduate Other:

Marital Status: Single Separated/Divorced
Married Widowed

Length of time married: yrs

Number of children:

Church Attendance: Twice a Week Weekly Biweekly
Monthly Quarterly Yearly Never

Religious Affiliation: Catholic Baptist Jewish
Methodist Presbyterian Episcopal None

Other:

Are you presently employed? Yes No Retired

Occupation:

Is this your first serious illness: Yes No

Is this the first serious illness in your immediate family:

Yes No

If no, what illness:

177
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Informed Consent

This study examines the relationship between communication
interactions and adjustment to illness (cancer). The
attached questionnaire examines your actual communication
with family members concerning cancer. The findings of the
study will be used to help others deal with cancer.

Knowing the purpose of the study, | hereby freely and
voluntarily consent to complete the attached questionnaire.
Questions regarding this study may be directed to Mike
Gotcher, Ph.D. candidate at LSU, at 504-388-6895. I am

free to ask questions at any time.

| understand that my participation in this study is
voluntary and that | may terminate my involvement at any
time. | understand that the information [ provide will be

confidential and that my identity will not be revealed.

Signature of Patient Date
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SURVEY OF PATIENT COMMUNICATION

Do you have someone that you can talk with openly and

seriously about your illness? Yes No
Who:
Why are you able to talk with about your illness?

What family member do you talk the most with concerning

your illness? . Please answer each

gquestion in relation to the last 30 days and with this
family member in mind.

Below is a list of potential topics of conversation about
your illness, please indicate which topics you have
discussed (not merely mentioned but actually discussed)
with your

Doctors (pos) Doctors (neg)

Pain Causes of the illness
__ ____ The future _____  Financial concerns

The surgery ________ Radiation therapy

Chemotherapy ______ Treatment side effects

Fears Consequences of illness

Death Cancer recurrence

Other:
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This survey examines actual communication that you have had
about your illness. Please read each item carefully and

.answer it as honestly as possible, using the following

scale.
NO = strong disagreement
no = mild disagreement
? = neither agreement nor disagreement
yes = mild agreement
YES = strong agreement
1. | frequently discuss my illness with my
NO no ? yes YES
2. My asks questions concerning my illness.
NO no ? yes YES
3. My doesn't want me to talk about the negative

aspects of my illness (fears, pain, recurrence, death,

etc.).
NO no ? yes YES
4. My __ wants to know the truth about my illness.
NO no ? yes YES
5. My __ avoids talking about the negative side of my

illness (fears, recurrence, death, pain, etc).
NO no ? vyes YES
6. My encourages me to talk about my cancer.

NO no ? yes YES
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My gives me all the moral support | need.
NO no ? yes YES
My __ avoids talking about my illness.
NO . no ? yes YES
My __ does not ask questions about my illness.
NO no ? yes YES
My _ talks with me about my illness.
NO no ? yes YES
When | confide inmy _____ about my illness, | gef the

idea that it makes him/her feel uncomfortable.
NO no ? yes YES

I frequently talk about my illness with my

NO no ? yes YES
wWhen my asks me questions, he/she really wants
to know the answer.

NO no ? yes YES

| do not talk about my illness with my

NO no ? yes YES
My _ tells me | look good when | know that | do
not.

NO no ? yes YES
My __ pretends to be cheerful around me.

NO no ? yes YES
My tells me everything he/she knows about my
illness.

<
m
[72]

NO no ? yes

1
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| am very dissatisfied with my communication with my

NO no ? yes YES
My discourages me from talking about my illness.
NO no ? yes YES
My does not talk honestly with me about my
illness.
NO no ? yes YES
My and | are very open about the negative

aspects of my illness (fears, pain, recurrence, death,

etc.).
NO no ? yes YES
My avoids me since | have been treated for
cancer.
NO no ? yes YES
I do not talk honestly with my __  about my i]iness.
NO no ? yes YES

| am not very close to my

NO no ? yes YES

My shows me that they love me the way | am.
NO no ? yes YES

I rely oa my for emotional support.

0 no ? yes YES
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I wish my would provide more emotional support
in regard to the negative aspects (fears, pain,

recurrence, death, etc.) of my illness.

NO no ? yes YES
Talking with my makes me feel better.
NO no ? ves YES
My expresses a lot of interest in what | have to
say.
NO no 7 yes YES
My is sensitive to my personal needs.
NO no ? yes YES

| feel that | can talk to my about anything.

NO no ? yes YES
| frequently talk about the negative aspects (fears,

pain, recurrence, death, etc.) of my illness with my

NO no ? yes YES

| am very satisfied with my communication with my

NO no 7 yes YES
What topics would you like to discuss more fully with
your 7
Doctors (pos) Doctors (neg)
Pain Causes of the illness
The future Financial concerns

The surgery Radiation therapy
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36.

37.
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Chemotherapy Treatment side effects

________ Fears Consequences of 1illness
Death Cancer recurrence
Other:

why haven't you discussed these topics?

Which of the following best describes your
communication with your ___ about your illness.
We try not to talk about it.

We focus on the negative side.

We focus on the positive side.

We talk about everything, positive and negative

How has cancer changed your relationship with your
?

No change

Improved the relationship

Harmed the relationship

Please explain:
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