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Social interaction and affection, two of the social support subscales, increased
significantly at Time 2. This difference may have been evident at Time 2 as a result of
the attention received by the participants from family members and caregivers during the
immediate period following their transplant procedure. The subscales tangible support
and emotional/informational support did not change significantly over time.

The QOL total score did not change significantly over time but was higher at
Time 3. Three variables from the QOL survey; physical well-being, relationship with
doctor, and emotional well-being did show significant effects over time. Physical well-
being decreased one month post-transplant and increased at the third time period. The
breast cancer patients reported a lower level of physical well-being and were complaining
of transplant related side effects like nausea and fatigue at Time 2. As symptoms
decreased women reported higher levels of physical well-being that had almost returned
to the pre-transplant level. This finding is supported by clinical studies in which breast
cancer patients who had received an autologous PBSCT returned to their pre-transplant
level of wellness three months post-transplant (Cameron et al., 1996). A further study
reported QOL of transplant recipients was impaired until three years post-transplantation
when the level of QOL of the transplant recipients was indistinguishable from population
norms (Sutherland et al., 1997). However, in this investigation no normal controls were
used to measure QOL.

The breast cancer patient’s relationship with doctor was highest one month post-
transplant. It is likely that the participants reported that they had a close relationship with
their physician as a direct result of the daily patient-doctor contact immediately post-

transplantation. The participants reported their emotional well-being was higher at three
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months post-transplant when they experienced a decrease in perceived stress, less
symptom distress and more optimism.

In order to examine how QOL was influenced by stressors and coping resources
over time we used hierarchical multiple regression. Although these results were not
significant, probably due to the small sample size, there were significant correlations
between stressors, coping resources and adaptation (QOL). Considering the stress
measures used relationships were reported between perceived stress appraisal, symptom
distress and optimism for all three time periods as expected. When perceived stress
appraisal and symptom distress were lower the women reported more optimism and
improved QOL. These results further support a previous study by Northouse et al., (1 999)
which found that a decreased level of stress was related to reduced symptom distress. A
low level of perceived stress was also associated with higher levels of social interaction.
One would expect that women experiencing less stress would be more inclined to social
contact.

The internal coping resource of optimism was also associated with patient reports
of higher social interaction as well as higher levels of QOL. These findings were
expected by the researcher, an optimistic outlook by the participant correlated with higher
levels of physical well-being and emotional well-being as measured by the QOL
subscales. Lauver & Tak (1995) also noted that breast cancer patients were particularly
optimistic at the time of diagnosis prior to receiving treatment. The internal coping
resource of optimism and the external coping resource social interaction were associated
with an improved level of physical and emotional well-being at Time 1 but not at other

time periods. All social support subscales correlated positively with QOL at Time 1, but
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not at Times 2 or 3. At Time 1 women who reported receiving more tangible support,
affection, social interaction, emotional/ informational support reported better QOL.
Lazarus and Folkman’s Adaptation Model of Stress and Coping

In this study support was found for relationships between stressors, coping
resources and adaptation in women who received an autologous PBSCT. These
relationships indicated that women with breast cancer reported low perceived stress
appraisal, low symptom distress, more optimism and more social support when they
reported higher levels of QOL. However, the coping resource social support only
correlated with QOL prior to transplant and not following the procedure. The breast
cancer participants may have found they required more social support such as
informational support prior to transplant. Patient appraisal of stress and reports of
symptom distress and optimism continued to relate to the QOL of breast cancer patients
throughout the investigation. Although these findings were not significant when multiple
regression analysis was used to examine how stressors and coping resources influenced
adaptation it appears likely that findings could be different with a larger sample size.

Recommendations for Future Research

Thiz QOL study made a contribution to the advancement of nursing knowledge
with regards to the adaptation of breast cancer patients who undergo an autologous
PBSCT. Further research is necessary to determine if the trends in perceived stress
appraisal, symptom distress, optimism, social support, and QOL continue in a
longitudinal study or if the variables return back to the pre-transplant levels after a
prolonged period of time.

Strengths of this study were that the study was a prospective investigation that

examined the impact of stressors and coping mechanisms on QOL over three time
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periods. In addition, the study involved a relatively homogeneous group of women with
metastatic breast cancer.

One of the limitations of this study was that the sample size was quite small. This
may be related to the fact that treatment of an autologous PBSCT for breast cancer
patients is highly controversial, and as a result not all insurance companies cover the
treatment, and not all physicians recommend their patients for this treatment modality.
Consequently, the small sample size may have been influenced by patients’ ability to
select the treatment.

A further limitation is that this study relied on self-report measures. The use of
objective measures on replication of the study would increase the external validity of the
findings. Future studies that involve breast cancer patients could also focus on the use of
objective measures such as laboratory values and radiology results as well as nurse and
physician reports.

Future research is required concerning the relationship that breast cancer patients
have with their nurses and how this relationship may influence the breast cancer patient’s
ability to adapt. The survey in this investigation contained one question that inquired if
the patient had confidence in their nurses. Overwhelmingly, the participants replied that
they did have confidence in their nurses (85%) at all three time periods. However, the
addition of a short questionnaire about caregivers could provide further information about
which caring behaviours were most helpful to patients, and inspired patient confidence.

Implications for Nursing Practice
The findings in this study provide support for the use of an adaptation model to

guide nursing practice. Nursing assessment of symptom distress, patient’s appraisal of
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stress and the coping resources available to them can enable the nurse to plan for care to
maximize adaptation during time of illness.

In addition to the stress of a treatment such as an autologous PBSCT, it is
important for nurses to recognize there are differences in how patients experience and
appraise their stress. In this study the patient’s perceived stress appraisal was strongly
correlated with her symptom distress. This suggests that nurses need to provide patients
with an opportunity to express their feelings about their condition in addition to providing
symptom relief. This could include asking how they were feeling about their situation
and dealing with it. Nurses could also provide comfort measures to help alleviate
symptom distress.

In this study, the variable optimism was found to correlate with both perceived
stress appraisal and symptom distress. Findings suggest a need for nursing interventions
to encourage or maintain an optimistic approach on the part of the breast cancer patient.
This may be possible, first by screening patients to determine their level of optimism and
then working with both the patient and family members to encourage their expression of
optimistic/pessimistic feelings so that where possible encouragement can be given to
support optimism.

Findings further suggest that nurses need to be able to evaluate the social support
available to patients considering it’s multiple dimensions when caring for patients with a
life threatening illness. Informational support prior to transplant can provide the patient
with information regarding the proposed treatment enabling them to make an informed
decision about treatment. Emotional support can be provided to patients through the
presence of caring staff and or family support. Tangible support is support that is given

to an individual when she is ill, the nurse needs to be aware if the patient has anyone who



could provide tangible support for family at home, when the patient is hospitalized, and
also for the patient herself at the time of discharge. Nurses can also evaluate the patient’s
social network to determine whether or not adequate family/friend support is available to
each individual. The different dimensions of social support can act to influence
adaptation and nurses need to recognize that informational support is not the only type of
social support that they can offer to patients and family members.

There is a growing population of women with breast cancer who have received an
autologous PBSCT as treatment for their disease. This treatment remains highly
controversial as physicians debate v hether or not PBSCT is an effective treatment for
breast cancer patients. Although this study did not end the controversy it did provide
nurses with some guidance when providing care for these patients. It is hope that as a
result of this investigation nurses may consider the importance of stressors, and internal
and external coping resources, and how these variables can impact on an individual’s
ability to adapt over time. The results of this study address the importance of providing
nursing care to breast cancer patients receiving an autologous peripheral biood stem cell
transplant, that is effective in promoting their adaptation and improving their quality of
life. In situations of life threatening illness, a patient’s quality of life is clearly important

to consider when providing care and planning for optimal patient outcomes.
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Perceived Stress Scale (Appendix A)

The questions in this scale ask you about your feelings and thoughts during the past
month. In each case, you will be asked to indicate how often you thought or felt a certain
way. Although some of the questions are similar, there are differences between them and
you should treat each one as a separate question. The best approach is to answer each
question fairly quickly. That is do not try and count up the number of times you felt a
particular way, but rather indicate the alternative that seems like a reasonable estimate by
checking the appropriate box.

In the last month, how often have you....

Never almost sometimes fairly often | very
never often

1. Been upset because of
something that happened
unexpectedly?

2. Feltthat you were unable to
control the important things in
your life?

3. Felt nervous and “stressed”

4. Dealt successfully with
irritating life hassles

5. felt you were effectively coping
with important changes that
were occurring in your life

6. felt confident about your ability
to handle your personal
problems

7. felt things were going your way

8. found that you could not cope
with all the things that you had
to

9. felt you were on top of things

10. been angered because of things
that happened that were outside
of your contro!l

11. felt yourself thinking about
things that you have to
accomplish

12. been able to control the way
you spend your time

In the last month, have you...

13. been able to control irritations
in your life

14. felt difficulties were piling up
so high that you could not
overcome them




Symptom Distress Scale (Appendix B)

Instructions
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Below are 5 different numbered statements. Think about what each statement says, then
place a circle around the one statement that most closely indicates how you have been
feeling lately. The statements are ranked from 1 to 5, where number 1 indicates no
problems and number 5 indicates the maximum amount of problems. Numbers two
through four indicate you feel somewhere between these two extremes. Please circle one
number for each symptom.

1 2 3 4 5
Nausea (1) [ seldom feel I am nauseous [ am often [ am usually [ suffer from
any nausea at once in a while nauseous nauseous nausea almost
all continually
1 2 3 4 5
Nausea (2) When [ do have | When I dohave | When I have When [ have When I have
nausea, it is nausea, it is nausea, I feel nausea, | feel nausea, [ am as
very mild mildly pretty sick very sick sick as I could be
distressing
1 2 3 4 s
Appetite I have my My appetite is [ don’treally | [ have toforce | [ cannot stand the
normal appetite | usually, but not enjoy my myself to eat thought of food
always pretty food like I my food
good used to
1 2 3 4 5
Insomnia I sleep as well | I have occasional | I frequently I have It is almost
as [ always spells of have trouble difficulty impossible for me
have sleeplessness getting to sleeping to get a decent
sleep and almost every night’s sleep
staying asleep night
1 2 3 4 5
Pain (1) I almost never I hz%ve pain once [ frequently I am usually in [ am in some
have pain in a while have pain — | some degree of | degree on pain
several times pain almost constantly
a week
1 2 3 4 5
Pain (2) When I do have Wher} [ dohave | The painldo Thc? pain | The pain I have is
pain, it is very pain it is mildly have is have is usually | almost unbearable

mild

distressing

usually fairly
intense

very intense




! 2 3 4 5
Fatigue [ am usually not [ am I frequently I am usually Most of he time, [
tired at all occasionally have periods very tired feel exhausted
rather tired when [ am
quite tired
1 2 3 4 b}
Bowel I have a normal My bowel I frequently | I am usually in | My present bowel
bowel pattern pattern have discomfort pattern has
occasionally discomfort because of my changed
causes me some from my present bowel drastically from
discomfort present bowel pattern what was normal
pattern for me
1 2 3 4 5
Concentration I have my I occasionally [ often have [ usually have I just can’t seem
normal ability have trouble trouble at least some to concentrate at
to concentrate concentrating concentrating difficulty all
concentrating
1 2 3 4 5
My appearance My appearance My My My appearance
has basically has gotten a little | appearance is | appearance is has changed
Appearance not changed worse definitely definitely drastically from
worse than it worse than it what it was
used to be, used to be, I
but [ am not am concemed
greatly about it
concerned
about it
] 2 3 4 S
Breathing I usually I occasionally [ often have I can hardly I almost always
breathe have trouble trouble ever breathe as have severe
normally breathing breathing easily as | trouble with my
want breathing
1 2 3 [ am worried 5
Outlook I am not fearful [ am a little I am quite and a little I am worried and
or worried worried about worried, but frightened scared about
things unafraid about things things
1 2 3 4 5
Cough I seldom cough I have an I often cough | I often cough, I often have
occasional cough and persistent and
occasionally severe coughing
have severe spells
coughing

spells




Life Orientation Scale (Appendix C)

Below are 12 statements, please responds by circling either TRUE or FALSE to each
statement.

1. In uncertain times, I usually expect the TRUE FALSE
best.

2. Itis easy for me to relax. TRUE FALSE

3. If something can go wrong with me, it TRUE FALSE
will.

4. I always look on the bright side of things. | TRUE FALSE

5. I am always optimistic about the future. TRUE FALSE

6. Ienjoy my friends a lot. TRUE FALSE

7. Itis important for me to keep busy. TRUE FALSE

8. I hardly ever expect things to go my way. | TRUE FALSE

9. Things never work out the way that [ want | TRUE FALSE
then to.

10. I don’t get upset too easily. TRUE FALSE

11. I am a believer in the idea that “every TRUE FALSE
cloud has a sliver lining.”

12. I rarely count on goods things happening | TRUE FALSE
to me.




Social Support Survey (Appendix D)
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1. About how many close friends and relatives do you have, peopie you feel at ease with
and can talk to about what is on your mind?

Write in number of close friends and relatives:

People sometimes look to others for companionship, assistance, or other types of support.
How often is each of the following kinds of support available to you if you need it?

None of the | A little of | Some of | Most of | All of the
time the time the time | the time | time
2. Someone to help you if you 1 2 3 4 5
were confined to bed
3. Someone you can count on to 1 2 3 4 5
listen to you when you need to
talk
4. Someone to give you good 1 2 3 4 5
advice about a crisis
5. Someone to take you to the 1 2 3 4 5
doctor if you need it
6. Someone who shows you love I 2 3 4 5
and affection
7. Someone to have a good time 1 2 3 4 5
with
8. Someone to give you 1 2 3 4 8]
information to help you
understand a situation
9. Someone to confide in or talk l 2 3 4 5
to about yourself or your
problems
10. Someone who hugs you 1 2 3 4 5
11. Someone to get together 1 2 3 4 5
with for relaxation
12. Someone to prepare your 1 2 3 4 5
meals if you were unable to do it
yourself
13. Someone whose advice you 1 2 3 4 5
really want
14. Someone to do things with to 1 2 3 4 5
help you get your mind off
things
15. Someone to help with daily 1 2 3 4 5

chores if you were sick
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16. Someone to share your most
private worries and fears with

17. Someone to turn to for
suggestions about how to deal
with a personal problem

(W8]

18. Someone to do something
enjoyable with

9

(V)

19. Someone who understands
your problems

LI

20. Someone to love and make
you feel wanted

LI




Quality of Life Scale (Appendix E)

Below are several statements, circle the response that best describes how you feel today.
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The statements are ranked from 0 to 4, where 0 indicates no problems and 4 indicates the
maximum amount of problems. Numbers 1, 2, and 3 indicate that you feel somewhere in
between these two extremes

Not at all A little bit | Somewhat | Quite a bit | Very much
1. I have a lack of energy 0 1 2 3 4
2. I have nausea 0 1 2 3 4
3. Because of my physical 0 1 2 3 4
condition, I have trouble
meeting the needs of my family
4. T have pain 0 1 2 3 4
5. I am bothered by side-effects of 0 1 2 3 4
treatment
6. I feelsick 0 1 2 3 4
7. I am forced to spend time in bed 0 1 2 3 4
8. I feel distant from my friends 0 1 2 3 4
9. I get emotional support from 0 1 2 3 4
my family
10. I get support from my friends 0 1 2 3 4
and neighbors
11. My family has accepted my 0 1 2 3 4
illness
12. My family communication 0 1 2 3 4
about my illness is poor
13. I feel close to my partner (the 0 1 2 3 4
person who is my main support)
14. Have you been sexually active 0 1 2 3 4
during the past year? No__
Yes __ if yes: I am satisfied
with my sex life
15. I have confidence in my doctor 0 1 2 3 4
16. My doctor is available to 0 1 2 3 4
answer my questions
17. 1 feel sad 0 2 3 4
18. T am proud of how I am coping 0 2 3 4
with my illness
19. I am losing hope in the fight 0 1 2 3 4
against my illness
20. I feel nervous 0 1 2 3 4
21. I worry about dying 0 1 2 3 4
22. I worry that my condition will 0 1 2 3 4
get worse
23. I am able to work (include work 0 1 2 3 4
in home)
24. My work (include work in 0 1 2 3 4

home) is fulfilling
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25. [ am able to enjoy life 0 1 2 3 4

26. [ have accepted my illness 0 1 2 3 4

27. I am sleeping well 0 1 2 3 4

28. I am enjoying things [ usually 0 | 2 3 4
do for fun

29. I am content with the quality of 0 1 2 3 4
my life right now

30. I am concerned about keeping 0 1 2 3 4
my job (include work in the
home)

31. I feel distant from other people 0 1 2 3 4

32. I worry that the transplant will 0 1 2 3 4
not work

33. The effects of the treatment are 0 1 2 3 4
worse than I had imagined

34. I have a good appetite 0 1 2 3 4

35. I like the appearance of my 0 1 2 3 4
body

36. I am able to get around by 0 1 2 3 4
myself

37. I get tired easily 0 1 2 3 4

38. I am interested in having sex 0 1 2 3 4

39. I have concerns about my 0 1 2 3 4
ability to have children

40. I have confidence in my 0 1 2 3 4
nurse(s)

41. I regret having the bone marrow 0 1 2 3 4

transplant

***QOther concerns/symptoms/changes I have

specifically noticed in myself compared to health

before or the last time filling out this
questionnaire:
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Demographics (Appendix F)

For the questions below please fill in the blanks
What is your age?

How many dependents (children under 18 years)?

Age(s) of Dependent(s)

Sex of Dependent(s)

Do you have any female relatives with breast cancer? Relationship

Please circle the correct response for the questions listed below.

[Race Caucasian African American Asian Hispanic Other
Married / Common Law Partner
Marital Status Single
Divorced
Widowed
Less than 7 grade Junior High School (9" grade) Partial High School
Level of Education High School Graduate Partial College (at least | year) College Graduate

Graduate Degree

71,000 +
61,000 - 70,000
51,000 - 60,000

Yearly household Income 41,000 - 50,000
31,000 - 40,000
21,000 - 30,000
11,000 - 20,000
0 - 10,000
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Appendix G

Informed Consent
Title: A Prospective Study of Adaptation to Breast Cancer Following an
Autologous Peripheral Blood Stem Cell Transplant

Principal Investigator: Christina M. Dales, RN, MSc Candidate, University of
Windsor, School of Nursing

Supervisor: Sheila Cameron, RN, Ed.D, Dean of Graduate Studies and
Research, University of Windsor

Introduction: You are invited to take part in this study because you have breast cancer
and are being treated with an Autologous Peripheral Blood Stem Cell Transplant.

Purpose: The purpose of this study is to examine the quality of life of women with breast
cancer treated with an Autologous Peripheral Blood Stem Cell Transplant.

Description of the Study Procedure: All patients with breast cancer who are scheduled
to receive an Autologous Peripheral Blood Stem Cell Transplant will be invited to
participate in this study. A member of the Bone marrow transplant (BMT) team will ask
you to complete questionnaires at three different time periods during your transplant. The
first set of questionnaires will be given to you prior to your transplant. The second set of
questionnaires will be given to you one month after your transplant and the third set of
questionnaires three months after your transplant.

It is important if you agree to participate in the study that you complete all five of the
questionnaires at the three specified time periods.

Risks: There are few risks associated with participation in this study and they are
minimal. You may become fatigued or have additional stress as a result of your
participation. You may call the nurse practitioner at any time to discuss your condition.
If you find any questions offensive or objectionable you may refuse to answer them.
There are no known additional risks to you or your family by your participation in this
study.

Benefits: Although this study has no direct benefits to you, it may help to improve the
understanding that health care professionals have regarding quality of life for women
with breast cancer who receive an autologous peripheral blood stem cell transplant. Your
contribution will assist us greatly.

Compensation: You will not receive any compensation for your participation in this
study. In the unlikely event of an injury resulting from your participation in the research
study you will not receive any reimbursement, compensation or free medical care from
your hospital or Cancer Center.

Voluntary Participation: Your participation in this study is completely voluntary. You
are free to withdraw your consent to participate in the study at any time without prejudice
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to your subsequent care. Refusing to participate will not affect your future relations with
your physician or your hospital.

Confidentiality: Your completed questionnaires will be kept in a locked file at your
hospital. Questionnaires that are completed will be coded to maintain your
confidentiality. All results will be considered strictly confidential. There will be no way
to identify you in the data analysis phase of the study. Only the results from the total
group of breast cancer patients will be used. If you are interested in the results of this
study they will be available to you after the analysis phase through your physician or
BMT Coordinator.

Questions: This study has received ethical clearance from the University of Windsor
School of Nursing Research Committee, and from your hospital’s Investigational Review
Board. Any questions or concerns that you have about the conduct of the study should be
referred to Dr. Cheri Hernadez, Chair of the Nursing Department Ethics Committee,
University of Windsor at (519) 253-3000 ext. 2258.

Consent to Participant in a Research Study: [ have read all of the above information
about this research study, including the procedure, possible risks and the likelihood of
any benefits to me. The content and meaning of this information has been explained to
me and I understand it. All my questions have been answered. I hereby consent and
voluntarily offer to follow the study requirements and take part in this study. I will
receive a signed copy of this consent form.

Patient’s Signature Date

Witness Date

I have explained the study to the above named individual and have answered all
his/her questions. To the best of my knowledge, this individual understands the
content of this form and has voluntarily given informed consent.

Signature of Investigator (or designee’s) Date



Letter of Information (Appendix H)

INVESTIGATOR:  Christina M. Dales, RN, MSc Candidate, University of Windsor,
School of Nursing

SUPERVISOR: Dr. Sheila Cameron, RN, Ed.D, Dean of Graduate Studies and
Research, University of Windsor, School of Nursing

Dear Participant:

I am conducting a study on the quality of life of women with breast cancer who
are currently choosing to undergo an autologous peripheral blood stem cell transplant for
treatment. The results of this study will help to determine ways nurses and other health
care professionals can assist women with breast cancer who have an autologous
peripheral blood stem cell transplant. Your contribution will be helpful.

This letter has been given to you from the clinic in order to preserve
confidentiality. Surveys will be coded to maintain your confidentiality. All results will
be considered strictly confidential. There will be no way to identify you in the data
analysis phase of the study. Only the results from the total group of breast cancer
patients will be used.

You, the patient, are asked to complete surveys. Your decision to participate, or
not to participate will in no way affect any of the services you are receiving.
Participation in the study involves filling out surveys and returning them to your Bone
Marrow Transplant (BMT) Coordinator. You will be asked to complete the surveys at
three different times, prior to transplant, one month after transplant, and three months
after your transplant. It is expected that surveys will take approximately twenty to thirty
minutes to complete and you are to fill out the surveys independently. Please try to
respond to each question, however if the question is offensive to you, do not complete the
question. Group results of this study will be made available to you through your BMT
coordinator and or physician.

Questions: This study has received ethical clearance from the University of Windsor
School of Nursing Research Committee, and from your hospital’s Investigational Review
Board. Any questions or concerns that you have about the conduct of the study should be
referred to Cheri Hernadez, Chair of the Nursing Department Ethics Committee at (519)
253-3000 ext. 2258.

Thank you in advance if you choose to participate in this study.

Sincerely,

Christina M. Dales, RN, MSc Candidate
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1984-1988

University of Windsor, Windsor, Ontario

1988-1992 B.Sc.N.

University of Windsor, Windsor, Ontario

1998-2001 M.Sc.



