chronically ill, oftentimes elderly, male patients. Researchers have suggested that factors
such as cancer staging and treatment influence men’s adjustment to PC (Ames et al.,
2008; Eton & Lepore, 2002). Although these variables have been among the most
common factors associated with quality of life or well-being, other psychosocial variables
warrant attention. Given the disease’s potential trajectory, from the immediate impact of
diagnosis, to the phase of palliative and terminal care (with its attendant existential
issues), along with the complexity of psychological adjustment, this is a fertile area for
research (Ames et al., 2008; Balderson & Towell, 2003; Cella & Tulsky, 1993; Foster,
Wright, Hill, Hopkinson, & Roffe, 2009; Kornblith, Herr, Ofman, Scher, & Holland,
1994).

In 2015, approximately 220,800 American men will be informed that they have
PC (ACS, 2015). Each of these men has had to cope with the statement, “You have
prostate cancer.” Once the initial anger, denial, and remorse are dealt with, men
generally seek support (Gray, 2003). Psychosocial factors, such as social support and
interpersonal relations are widely recognized to affect adjustment to PC and to provide
psychological benefits (Arrington, Grant, & Vanderford, 2005). Studies note a positive
relationship between emotional support from family members and the degree of physical
and psychological adjustment to PC (Baider, Ever-Hadani, Goldzweig, Wygoda, &
Peretz, 2003; Balderson & Towell, 2003; Banthia et al., 2003; Taylor, Falke, Shoptaw, &
Liehtman, 1986).

Prostate cancer researchers point to varying types of support (including partner,
friends, family, and social groups) positively impacting the patient as he manages this

complex life experience and have suggested that marriage is an important component of















from the deleterious effects of stressful life events, such as cancer. Both the structural
aspects of social networks (e.g., size) and the functional aspects of social support (e.g.,
emotional support) have been related to cancer morbidity and mortality.

Cancer is a stressful event that influences interpersonal relationships; receiving a
diagnosis of cancer may even challenge basic assumptions about self and the world,
leading to a sense of personal inadequacy, diminished feelings of control, increased
feelings of vulnerability, and a sense of confusion (Janoff-Bulman, 2004). People in
one’s social support system can behave in ways that influence these reactions to illness.
Patients with cancer are often unable to maintain their social activities, which in turn
affects their access to interpersonal resources. Thus, cancer patients may have difficulty
obtaining social resources just when they need them the most (Helgeson & Cohen,
1996).

In spite of the acceptance that social support is generally beneficial, detailed
evidence for the role is equivocal. Some confusion results from inconsistency in the
quality of published studies and from differences in conceptualization of social network
variables, and failure to consider whether relationships within the social network may
differ across patient gender, stage of disease, and cancer site.

Social support has been studied extensively by a variety of disciplines, and,
although definitions of social support vary to some degree, researchers and clinicians
agree that the construct is complex and difficult to operationalize. Many definitions of
social support exist, with most conceptualizations emphasizing support as either

expressive aid or instrumental aid (Bertero, 2000).
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Almest  Ocoa-
Every Day Every Day siomally Rarely Never

23. Do you kiss your mate? 0 (4] O 0 0

Allof Mostof Someof Veryfew Nome of
them them them of them them

24 Do you and your mate engage m
outside interests together? 0 0 0 0 0

How often would you say the following events occur between you and your mate?

Lesstham Omceor Omce or
onCe 3 twicea twicea Oncea  More

Never month month week day often
25. Have a shmulatmg exchange of 1deas (4] [¥] [¥] [¥] [¥] [¥]
26. Laugh together 0 0 0 0 0 0
27. Calmly discuss something 0 [¥] (8] (] [¥] (8]
28. Work together on a project 0 4] 0 0 0 0

These are some things about which couples sometimes agree and somefime disagree. Indicate if either
item below caused differences of opinions or were problems in your relationship dunng the past few
weeks. (Check yes or no)

Yes No
2 0 0O Being too tired for sex.
3. 0 0 Not showing love.

31. The circles on the following line represent different degrees of happiness in your relationship. The
middle point, “happy,” represents the degree of happiness of most relationships. Please fill in the circle
which best describes the degree of happiness, all things considered, of your relationship.

0 0 0 0 0 0 0
Extremely  Fairly Alitle  Happy Very  Extremely Perfect
Unhappy ~ Unhappy Unhappy Happy  Happy

. Which of the following statements best describes how you feel about the future of your relationship?
I want desperately for my relationship to succeed, and would go to almost any length to see that it
does

I“ﬁtxferymmhfmmyrelaﬁomhipto snceeed, and will do all I can to see that it does.

I want very nmch for my relationship to succeed, and will do my fair share to see that it does.

It would be nice if my relationship succeeded but I can 't do much more than I am deing new to help
it smcceed.

It would be nice if it succeeded, but I refiise fo do any more than I am deing now to keep the
relationship going. S
My relationship can never succeed and there is no more that I can do to keep the relationship going.

o O 000 O
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Expression of Emotion Scale

INSTRUCTIONS: PLEASE RESPOND TO THE ITEMS BY CIRCLING THE NUMBER THAT BEST DESCRIBES HOW
OFTEN THE FOLLOWING OCCUR:

1=NEVER 2 =SELDOM 3 =0OFTEN 4 = VERY OFTEN
1. When | do feel angry toward people | tell them. 1 2 3 4
2. When | do feel love toward people | tell them. 1 2 3 4
3. When | do feel sorrow | tell people. 1 2 3 4
4. When | do feel happy | tell people. 1 2 3 4
5. When | do feel tenderness toward people | tell them. 1 2 3 4
6. When | do feel grief | tell people. 1 2 3 4
7. When | do feel delight | tell people. 1 2 3 4
8. When | do feel hate toward people | tell them. 1 2 3 4
9. When | do feel affection toward people | tell them. 1 2 3 4
10. When | do feel resentment toward people | tell them. 1 2 3 4
11. When | do feel sad | tell people. 1 2 3 4
12. When | do feel joy | tell people. 1 2 3 4
13. When | do feel rage | tell people. 1 2 3 4
14. When | do feel warmth I tell people. 1 2 3 4
15. When | do feel blue | tell people. 1 2 3 4
16. When | do feel elation | tell people. 1 2 3 4
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Scales of Psychological Well-Being SPWB

The following set of questions deals with how you feel about yourself and your life. Please circle your
response and remember that there are no right or wrong answers.

Circle the number that best describes Strongly | Disagree |Disagree | Agree Agree Strongly
your present agreement or Disagree |Somewhat | Slightly | Slightly | Somewnhat Agree
disagreement with each statement.

1. In general, | feel I am in charge of 1 2 3 4 5 6
the situation in which I live.

2. When | look at the story of my life, 1 2 3 4 5 6
I am pleased with how things have

turned out.

3. Maintaining close relationships has 1 2 3 4 5 6
been difficult and frustrating for me.

4. The demands of everyday life often 1 2 3 4 5 6
get me down.

5. I live life one day at a time and 1 2 3 4 5 6
don’t really think about the future.

6. | am quite good at managing the 1 2 3 4 5 6
many responsibilities of my daily life.

7. | think it is important to have new 1 2 3 4 5 6
experiences that challenge how you

think about yourself and the world.

8. I like most aspects of my 1 2 3 4 5 6
personality.

9. I tend to be influenced by people 1 2 3 4 5 6
with strong opinions.

10. In many ways, | feel disappointed 1 2 3 4 5 6
about my achievements in life.

11. People would describe me as a 1 2 3 4 5 6
giving person, willing to share my time

with others.

12. 1 have confidence in my opinions, 1 2 3 4 5 6
even if they are contrary to the general

CONsensus.

13. | have not experienced many warm 1 2 3 4 5 6

and trusting relationships with others.
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Circle the number that best describes
your present agreement or
disagreement with each statement.

14. Some people wander aimlessly
through life, but | am not one of them.

15. For me, life has been a continuous
process of learning, changing, and
growth.

16. | sometimes feel as if I’ve done all
there is to do in life.

17. 1 gave up trying to make big
improvements or changes in my life a
long time ago.

18. | judge myself by what | think is
important, not by the values of what
others think is important.

Strongly  Disagree
Disagree Somewhat

1 2
1 2
1 2
1 2
1 2

Disagree
Slightly

Agree Agree
Slightly  Somewhat

4 5
4 5
4 5
4 5
4 5

Strongly
Agree

102




Patient Health Questionnaire-2

Over the last 2 weeks, how often have you been bothered by any of the following problems?

Not atall | Several More Nearly
days than half | every day
the days
1. Little interest or pleasure in doing things 0 1 2 3
2. Feeling down, depressed, or hopeless 0 1 2 3

If you checked off any problems, how difficult have these problems made it for you to do your
work, take care of things at home, or get along with other people?

0 = Not difficult at all
1 = Somewhat difficult
2 = Very difficult

3 = Extremely difficult
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Appendix H: Consent Form

The purpose of this survey is to gain a better understanding of how social support, the
marital/partner relationship, and expression of emotions affect psychological well-being in men
with prostate cancer.

Although you will not get personal benefit from taking part in this research study, your responses
may help us understand more about the psychological well-being of men diagnosed with prostate
cancer. We will be collecting responses from June 1, 2014 —December 31, 2014.

We hope to receive completed questionnaires from about 1,000 people, so your answers are
important to us. Of course, you have a choice about whether or not to complete the
surveys/questionnaires, but if you do participate, you are free to skip any questions or
discontinue at any time.

The survey/questionnaires will take about 30 minutes to complete.
There are no known risks to participating in this study.

You will give us this information confidentially. We will not collect your name or any
identifying information. The research team will not know that any information you provided
came from you, nor even whether you participated in the study.

We are using REDCap to administer the survey. REDCap stores your response on a secure
server. Please be aware, while we make every effort to safeguard your data once received from
the online survey company, given the nature of online surveys, as with anything involving the
Internet, we can never guarantee the confidentiality of the data while still on the survey
company’s servers, or while en route to either them or us.

If you have questions about the study, please feel free to ask; my contact information is given
below. If you have complaints, suggestions, or questions about your rights as a research
volunteer, contact the staff in the University of Kentucky Office of Research Integrity at 859-
257-9428 or toll-free at 1-866-400-9428.

Thank you in advance for your assistance with this important project.

Sincerely,

Lee Anne Walmsley RN, MSN, PhD (c)

College of Nursing, University of Kentucky
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PHONE: 859-323-8565

E-MAIL: lawalm0@uky.edu

PLEASE CHECK HERE TO INDICATE YOUR WILLINGNESS TO PARTICIPATE:

PLEASE TEAR OFF THIS TOP PAGE AND KEEP FOR YOUR RECORDS AND
REFERENCE. THANK YOU!
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Appendix I: Permission to Post on Website
To whom it may concern:

| am excited to announce that | am conducting my first research study on the psychological well-
being of men diagnosed with prostate cancer. The purpose of the study is to examine how social
support, marital adjustment and emotional expressiveness influence psychological well-being in
this population. Very little research has been conducted on this topic. The research study
consists of 3 brief surveys that can be filled out online (taking about 30-45 minutes). Married
and/or partnered men 18 years or older can fill out the survey. Please consider posting an
invitation to participate in this important research study on your website so we can learn more
about men with prostate cancer.

Would you allow us permission to post the following announcement on your website?
Sincerely,
Lee Anne Walmsley, RN, MSN, EdS, PhD (candidate)

Announcement: My First Research Study on the Psychological Well-Being of Men
Diagnosed with Prostate Cancer!

| am excited to announce that | am conducting my first research study on the psychological well-
being (the ability to face and deal with life’s challenges) of men diagnosed with prostate cancer.
Very little research has been done on this topic before, so not much is known about this topic.

My research question is: What impacts the psychological well-being among men diagnosed with
prostate cancer?

The research study consists of 3 brief surveys that can be filled out online. Please fill out the
survey if you:

1.) are 18 years or older
2.) are married or have a partner
3.) have not been diagnosed with cancer before

Please consider taking the survey and sharing the link with your friends! By participating in this
research study, you will help us learn more about the psychological well-being of men with
prostate cancer.

You can access the survey here (link to the survey).
Thanks for consideration and support,

Lee Anne
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Appendix J: Functional Assessment of Cancer Therapy-Prostate, Version 4 (FACT — P)

FACT-P (Version 4)

Below is a list of statements that other people with your illness have said are important. Please circle
or mark one number per line to indicate your response as it applies to the past 7 days.

Not Alittle Some- Quite Very

w at all bit what abit much
P I have:a 1ack Of GnerEY swviwisissuscessasanssssnsinssnsusssarsssvassnioss 0 1 2 3 4
GP2 L REUOMANERA, o s e 0 & 1 2 3 4

ar Because of my physical condition, I have trouble .

meeting the needs of my family .......cccovvvvnvinnnnciiieniinnnn 0 19 2 3 4
G L BONC PRI crsverssramvisonssisassmorssamanmvssnsutiss feasarssensnsiadiiiiassss 0 1 2 3 4
ars I am bothered by side effects of treatment .......ccccciverincnnnen 0 1 2 3 -
ars LTeelill e csrmnnn i s ) oY 0 1 2 3 4
ar I am forced to spend time in ed .. Blicrerrenrend 7 TP 0 1 2 3 4
iy
SOCIAL/FAMILY WELL—BEING Not  Alittle Some- Quite Very

at all bit what abit much

asi I feeliclose toMYMEEIENAS .. ..osserebiposesassusssassiasssissssssasinnsns 0 1 2 3 4
as2 I get emotional support from my family .....cccoevvernencnnnne 0 1 2 3 4
o8 I get support from myfriends....oc.ccoccveeriicinnenniinninnnicninnnnns 0 1 2 3 )
as4 My family has'accepted my illness .......c.cocevvreviruruenenciinnnes 0 1 2 3 4
ass I am satisfied with family communication about my

11 e 0 1 2 3 A
ase [ feel close to my partner (or the person who is my main

SUPPIOTEY woistnssssomssavsvssssnsses bbamensassis oinesssosonexsosshssamsroasonanss 0 1 2 3 4
Q Regardless of your current level of sexual activity, please

answer the following question. If you prefer not to answer it,
please mark this box l:] and go to the next section.

as7 I am satisfied with my sex life .........cococvvcniviiesiiiinnnniinns 0 1 2 3 4
English (Universal) 19 November 2007
Copyright 1987, 1997 Page | of 3

107



FACT-P (Version 4)

Please circle or mark one number per line to indicate your response as it applies to the past 7
days.

EMOTIONAL WELL-BEING Not  Alittle Some- Quite Very

e s at all bit what abit much
gl I feelisad .cuinsnsissmaimaomisunspensssassisimsesisaasessssssss 0 1 2 3 A
oe2 1 am satisfied with how I am coping with my illness.......... 0 1 2 3 4
GE3 I am losing hope in the fight against my illness.................. 0 » 1 2 3 4
cBe LRSSl AEIVOUS cvssvicnmnsvivanmasmsoiisassemosisainsoghssen 0 1 2 3 4
685 | T worry about AYiNg .....ccccceeirensuinsassssnassssonssasssssisasasos Soisss 0 1 2 3 4
e | worry that my condition will get worse ...... g0, 1 2 3 4

FUNCTIONAL WELL.BE]]‘Q‘FG " D Not  Alittle Some- Quite Very

. e atall bit what abit much
Gl I am able to work (include work at home) ........cccccvvvccucnnans 0 1 2 3 4
GR2 My work (include work at home) is fulfilling.........cccovevna. 0 1 2 3 4
R I am able to enjoy life......... 3 0 1 2 3 4
s | T have accepted my illNESS......cvvvvveervennren. 0 1 2 3 4
GFs I am'SIBepIEiVOIlL. ... BE. . ococeensiiissniinissssnsasnavisisssasassssass 0 1 2 3 4
ars I am enjoying the things I usually do for fun..........cccceueuee 0 1 2 3 4
i [ am content with the quality of my life right now.............. 0 1 2 3 4

o o7 191 s 2a03
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FACT-P (Version 4)

Please circle or mark one number per line to indicate your response as it applies to the past 7
days,

ADDITIONAL CONCERNS Notat A little Some- Quite Very

all bit what abit much
c2 I am 1oSHIGWEIEIE .ciisverssinsismasmissinessinmssissvsssivn 0 1 2 3 4
cs I have:a:g00d QPPELItE. .. omumweisioniassisssiussssmionssssvsspassnssapsosssy 0 1 2 3 4
n I have aches and pains that bother me.......cccceeeeeeiecnennsienns 0 1 2 3 4
P2 I have certain parts of my body where I experience pain.... 0 1 2 3 4
3 My pain keeps me from doing things | want to do ............. 0 1 2 3 4
P4 1 am satisfied with my present comfort level ........ciovveneinnns 0 1 2 3 4
e I am able to feel like @ Man .......ccoiccressite ii@ims onesves dhteasssses 0 1 2 3 4
PG I have trouble moving my bowels................. 0 1 2 3 4
» I have difficulty urinating......ccoeevsesioresthososbinesssnsssssastioranss 0 1 2 3 4
8Lz I urinate more frequently than'us'ug‘l ................. . R 0 1 2 3 4
v My problems with urinating limit my ACHVItES...ovvvrererrnn, 0 1 2 3 4
bLs I am able to have and fnqigta,iﬁrll an eré;;‘tion ......................... 0 1 2 3 4

Copyngh 1997, 1997 s ot
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