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Abstract

Context

Adults who have advanced cancer experience distaessmany use religion and spirituality to
cope. Research on the spiritual experiences ofraxheacancer patients will help guide the
provision of high-quality spiritual care.

Objectives

To qualitatively describe advanced cancer patiesgsitual experiences of illness.

M ethods

We conducted semi-structured qualitative interviedva single cancer center with 21 patients
with stage IV solid malignancies who had a progsadiless than 12 months, as estimated by
each patient’s medical oncologist. Five investigattonducted a thematic analysis of the
transcribed interviews.

Results

We found 31 patients who were eligible for enrolimheand 21 (67.7%) participated in
interviews to thematic saturation. Using a themanhalysis approach, five major themes
emergedRel ationships with family and friends was the most important theme among all 21
patients irrespective of their religious or spiaitidentity. Relationship with God and faith
community was frequently identified by those who considdteemselves spiritually religious.
Cancer often led to reflection about theaning of life and the nature oéxistential suffering
Patients addressed the extent to whdsgmtity was changed or maintained through the cancer

experienceand some expressadceptance as a way of coping with illness.

Conclusions



Spiritual care for dying cancer patients shouldasisvinclude the exploration of relationships
with family and friends, as well as God and faitmemunity for some patients. Relationships
with family, friends, and God can be a source cérggth for many. Making meaning,

addressing identity concerns, supporting acceptaa@resource for coping with illness, and

acknowledging existential suffering will often seifor these patients.

Keywords: Advanced cancer; coping; spirituality; religion; experiences; distress;

spiritual care



INTRODUCTION

Religion and spirituality are important to a mafpof cancer patients and affect the
cancer experience in various waysReligion and spirituality may cause distress forta
50% of cancer patienfs’ yet a significant number of people use religiod apirituality to
cope with life crises-*° Spiritual and religious well-being may improve tjyeof life for
patients with cancér*?and may be important to the quality of end-of-Eeeriences for both
patients and caregivet$.}’ Moreover, religious belief is important in medickgcision-
making for some patient§:*° Consequently, attention to the significance oigieh and
spirituality is important for end-of-life caf8*

Spirituality has been defined in different w&® include philosophical, secular, and
religious belief$ For our study, we follow the International Consen€onference’s definition
of spirituality as “a dynamic and intrinsic aspethumanity through which persons seek ulti-
mate meaning, purpose, and transcendence, andengeerelationship to self, family, others,
community, society, nature, and the significansacred. Spirituality is expressed through be-
liefs, values, traditions, and practicé$This definition is in line with how religion is dekd as
a search for significance often related to theezh€t We broadly use “spiritually religious” to
interpret the experiences of patients who congliEmnselves both religious and spiritual while
we use “spiritual” to refer to those patients wheady identify themselves to be only spiritual

and not religious.

The National Consensus Project for Quality PalleCare (NCPQPC), a consortium of
palliative care organizations, identifies addregswligion and spirituality as one of eight
guidelines for clinical practic®. Since advanced cancer diagnosis triggers deeteasis and

spiritual questions that may impact meaning anggse of life?’2°addressing those



questions through a fully integrated approach i$ paquality patient caré>*' Unfortunately,
most healthcare systems have not yet completetyrfrocated this approach to care. Spiritual
care may therefore be infrequent among cancermiaffe®® One study found that 47% of
cancer patients reported that their religious comitytsupported their spiritual needs
minimally or not at all, and 72% reported the matgystem supported their spiritual needs
minimally or not at al?* Understanding the spiritual and religious expeséanof patients with
advanced cancer can guide high-quality spiritued ¢éar those going through end-of-life care.
A small number of prior qualitative studies haveaéed spiritual and religious needs
of cancer patients in the United States, EuropeTaidian® Studies have identified their need
for meaning, purpose, love, relationships and cotakality with physician inquiry about
spiritual need$®3°Patients may also experience losses related te, ridlentity and fear of
death® This focus on needs or challenges may be incetmpSpiritual strengths have been
identified as a potential resource during stresifieilevents® and cancer patients may use
positive religious copind®**We conducted individual semi-structured qualitaiiverviews
to better understand the spiritual and religiovsrgths and distress of adults with advanced
cancer. This is an essential step toward develdpiegventions to better support these patients

using both their own strengths and providing resesito meet their distress.

METHODS
Participants
We recruited adult outpatients from clinics in eglaacademic cancer center in the

Midwestern United States from November 1, 2016 &yd¥l 15, 2017. The Indiana University



Simon Cancer Center Scientific Review Committee @uedinstitutional Review Board of
Indiana University approved the study.

Eligibility criteria included a diagnosis of a sty solid malignancy with an
estimated survival of £ months in the opinion of the patient’s primangcologist and
receiving cancer care at the outpatient clinichef indiana University Health Simon Cancer
Center. Determination of survival estimation wasimay the attending oncologist in response
to our question, “Would you be surprised if thisigat died in the next year?Patients had to
be age 18 years or older2xeeks from the time of advanced cancer diagnbaig a
working phone number, be able to provide informedsent, and be able to obtain a score of 3
or higher on a six-item cognitive screefier.

Exclusion criteria included significant psychiatdaccognitive impairment
(dementia/delirium, active psychosis) that in thégment of the physician or nurse would
impede providing informed consent, involvement mother psychosocial research study at the

cancer center, and inability to complete interviemw&nglish.

Recruitment

Potentially eligible participants were identifiey keview of daily schedules in the
oncology clinic. The principal investigator (Pl)daalinic nurse then conducted a medical-record
review in advance of scheduled outpatient oncoldigyc appointments, and the treating
oncologist was asked to estimate prognoses antifidpatients who were ineligible based on
known cognitive impairment. Potentially eligibletigamts were approached in person and
introduced to the study at a time that did notriete with clinical care (either before or after a

clinic visit). If potentially eligible patients ctdinot be approached at the clinic, we mailed the



study information, including a signed letter by Blghat introduced the research team and the
study. Additionally, we provided a phone numbetltst patients could contact the study team
with any questions or to opt out of study partitipa. The study team followed up with potential
participants by phone or in person at the outpatkmic within approximately two weeks of
mailing the introductory letter. The PI (a boardti¢ied chaplain) was introduced to patients as a
“researcher” throughout the interview processnatlbias that may result from participants’
expectations of what a chaplain may want to hé#fiormed consent was obtained from each

participant.

Interview Process

The qualitative interview included open-ended qestfocusing on the patients’
perspectives about their spiritual or religiousnidky, what that meant to them, and how illness
affected their spiritual and emotional well-beitlgaughout their cancer experiences.
Interviews collected rich and detailed data onghgents’ spiritual strengths and distress
throughout their metastatic cancer trajectory. \Wdected data until we achieved thematic
saturation which is according to the standard @ggh for determining sample sizes in
qualitative researcf. To establish thematic saturation, the principakstigator (SM)
determined when three consecutive transcripts diddentify any new themes. To
characterize the sample, we also administeredixhigesn, validated Kessler Psychological
Distress Scale (K6 Distress Scal&).ow scores were 0-12 and high scores 13%24.
Furthermore, we administered a one-item heakhdity questiof’ and one question (i.e., “Do
you consider yourself religious, spiritual, botligeus and spiritual, or neither religious nor

spiritual?”[Appendix 1]) to describe our sample.



Data Collection

The participants selected the interview settindnimithe outpatient clinic. Each patient
provided written informed consent. Interviews wdrgitally audio-recorded to facilitate
verbatim transcription. The principal investiga(6M), an experienced qualitative researcher
with particular expertise in chaplaincy researanducted the interviews. The interview guide
used 15 questions (Appendix 1 p# 21) with additiggmabes to explore the topics in greater
detail. During and after each interview, the intewer noted reflections and observations to

inform analysis.

Data Analysis

We conducted a thematic analysifor interview dataFive investigators (SM, AT, AC,
SJ, PH) independently read and coded two intervi$Mesdiscussed preliminary codes and
also provided feedback about topics to explorer@ater depth. Then three investigators (SM,
AT, AC) read and coded an additional three intewgi@nd a preliminary codebook was
developed. After this, all subsequent interviewseansoded using this codebook by two
investigators (SM and AC), who met regularly tamefcodes, identify themes and subthemes,
identify quotations, and develop a framework. THamrefined list of themes, codes, and
guotations was reviewed by all investigators (SM, AC, SJ, PH). Quantitative items were

analyzed using SAS v9.4 (SAS Institute, Cary, NC).

Results (Table 1)



We identified 352 adults with advanced cancer.l@te, 296 (84.09%) had >12 months esti-
mated survival while 56 (15.9%) had <12 monthsth@f56 patients, 25 (44.6%) were judged
by the oncologist or nurse to be ineligible dud&mng too sick or cognitively impaired. Ten
declined to participate due to pain, time limitatiomo interest and conflict with other responsi-
bilities. We enrolled 21/31 eligible patients (6% &nroliment rate) and reached theme satura-
tion after 21 interviews.

Participants were predominantly female (66.7%) awadried (72.2%) with majority
reporting a college degree or completing some gell§6.7%) and a comfortable income
(61.7%). Participants identified as Protestant@%a), Catholic (23.8%) or other (28.6%). We
found that four patients defined themselves as ollgious (19.0%), five as only spiritual
(23.9%), eight patients as both religious and 8mti(38.1%), and four as neither religious nor
spiritual (19.0%). Average time interview was 27r@Butes (range 14:01 to 50:59 minutes).
Across the 21 interviews, a total of 146 pages2®3 words, 1,782 paragraphs and 5,181 lines
were analyzed. Five major themes emerged: supgorilationships, meaning, identity,

acceptance coping and existential suffering.

Themes (Table 2)
1. Supportive Relationships
Family and Friends. All 21 participants consistently shared that suppe relationships were
central to their experience of cancer. When askeddt gives your life meaning?” the majority
of participants identified family and friends. Oparticipant described it this way:

Well, [cancer] weeded out the superficial friengshéind enhanced the lifelong

friendships that are the ones that are really nmggui. Most people, if they don't

10



experience things like this, it's kind of like #dr that weeds out, like | say, the

superficial friends and the true friends, are tteam that come to the top (patient # 11).
Participants described supportive spouses as“tttempions” during illness, the need for
family to “go through” the experience of illnesgdahe importance of communicating with
family and deepening family relationships as a ltesfitheir iliness.

Although the majority of participants reported hayreceived positive support from
family, others described difficult family relatiomgs, including estrangement, abandonment,
and conflict, that the stress and challenge of eaexacerbated. Loved ones’ physical or
emotional distance became more evident and pawvifeh experienced within the context of
cancer. Lack of attentiveness, care, or nurturungng a time of great distress was experienced
as a source of struggle. Some participants alspesgpd fear about leaving children behind after
their death. The fear of leaving young childrenhwiit a mother, for example, was described as
more frightening than the anticipation of deatlkelits

Patients’ friends were identified as former highaa buddies, co-workers, neighbors,
and sometimes extended family members. Patientaierpg how their friendships deepened
during the iliness. One patient described it thegyw

My friends have been great. The outpouring of litke | never experienced before. |

didn’t know so many people really cared that degblgut me (patient # 3).

While friendship was seen as a source of suppgratents, it may become toxic if not well
managed. For example, a participant told us:

I have a really good friend, he's probably my céb$eend, and you don't want to offend

anyone, but | kind of want to tell him, | don't Weso much, | don't need a sappy email

every day. | don't need you to tell me you loveevery other day. | don't need you to

11



tell me you're praying for me every day, becauseehktly, sometimes it's like I'm just
having a good time, and life feels normal, andtlayeext, hey man, reality, at a time
when [ just want to relax. You don't want to offdmich, but | find myself thinking maybe
| just need to let him know, dude, I'm trying teekethings as normal as possible, and
getting emails from your buddy saying | love yo'is . .(patient # 12).

As illustrated by this quotation, participants’ geption of true support from friends differed by

individual.

God. For patients who identified as spiritually religs) their sense of a personal relationship
with God was an important part of coping with theancer. Several participants explained how
God had become a greater source of support atteraicer diagnosis:
Through the years | have turned my back on my Gadd to do things on my own.
Since my illness I've called on him to help me tigio this (patient # 3).
To others, God and the doctor had unique rolesaty for example, one participant
convincingly shared that “I really feel like Godjsing to take care of this. | think Dr. Q thinks
I’'m crazy but that's okay” (patient # 5). This cacton led the participant to see healing as
stopping cancer-directed therapies:
Maybe the ultimate healing is when God says youtd@ve to do this anymore. Maybe
it's done. You ran a good race and now it's oveaybk that’s the healing. | don’t know.
But healing is healing (patient # 5).
Some participants who identified as religious arig@l expressed feeling abandoned by God.

One expressed anger toward God this way:

12



At first | was kind of angry. . . . | thought we d&a covenant, God, and now you’ve just
let me down (patient # 5).
Such anger came with feelings of guilt, as anoflaeticipants shared that “you know that God is
going to make everything all right, and He didsi, I'm kind of a little disappointed right now”
(patient # 8). The participant goes on to explddut I'm going to ask him for forgiveness for

me having those feelings of disappointment”(pati8).

Faith Community. Several patients described how their faith comtywsurrounded them with
prayers, comfort, courage, and gifts.
The people that | go to church with, they’re alwag&ing me how | am and they're
saying “I'm praying for you.” You share how you fead you just lift each other up.
You give each other hugs, high fives, thankfultfarse little accomplishments. You just
support each other (patient # 5).
A number of religious participants explained thregyt appreciated this kind of care from their
faith community. One participant said that “all fpeople [from church] that brought me little
gifts or flowers . . . made a huge difference inaay”(patient # 1). For others, group prayers
were identified to help them through church invoheat. As one participant said, “the biggest
thing is that being involved with the church it bl It helps me in a very, you know, a lot. I've

got friends over there that pray for me every dpgtient # 6).

2. Meaning
Patients’ cancer diagnosis led them to reflecthenquestion of why bad things happen.

As described above, some religious patients felt faith and relationship with God were

13



shaken when they wondered how God could have atldiaar iliness to occur. This implies a
sense that God was in control of bad events asaseajbod. But other participants still felt
reassured by the belief that God was in control:
This illness has just made my faith stronger begédisforced me to pray more. Who do
| want to be in charge? | love Dr. Q——, and | hg&t him believe that he is in charge,
but he’s not. God is the one that’s in control lbbathose things (patient # 5).
Although religious and spiritual (R/S) participadiscussed how their cancer diagnosis may
have played a role in their deeper commitment,retfedt as though, for example, “the devil is
trying to work on me. Get him away from me”(pati¢nd). The participant explained the need to
have God on her side to take control of the depiba/er. Some participants indicated God was
the most important thing in their life. One pap@nt described how depending upon God
through faith was helpful this way:
My God . . . My Jesus. It's my faith in God. I'vegkended upon that since I've been
struck with this illness (patient # 5).
In these ways, deepened faith in God and tensitweele®m God’s authority or power and the

devil were described as strengthening or weakesomge participants’ experience of God.

3. Identity

The concerns of illness and identity were exprebgesbme patients. One non-religious
patients expressed the need to maintain a sendertity but questioned whether religion might
be of value. A specific example was shared:

| just decided I'm not going to let this [illnesahdamentally change who | am and it

would be easy. . .. | respect religion, and | eespeligious people. . . . [T]here is a huge

14



part of me that realized my life would be a ligdasier if | had that component (patient #
12).

However, a number of people expressed a new waglbperception. For example
| believe that no matter what, I’'m a spiritual pmrsl’'m a good person. I’'m good to
people. | try to do the right thing all the timedal believe that no matter what if there is
a good and bad place, I'm going to a good placev Elould someone send me to a bad
place? (patient # 4)

Another explained a loss of identity because ofilthess:
| used to love politics. Politics and music. Nowcg what has just happened to us, no, |
can't watch TV. | can’t. | have just withdrawn froewerything, and it’s like nothing that

| participate in anymore (patient # 7).

4. Acceptance as coping
We also found a few patients who explained acceptai current illness as a normal

part of life. As one patient described:
It [cancer] just causes you to accept reality oathis. . . [A]t first you think, well, you
can beat it, but the more treatments | get andnibie things that go on, you kind of
discover you really can’t cure it. You can delaydb at some point, you just accept that
there is a stopping point somewhere. You just deoitry about it (patient # 5).

Such acceptance may calm frightening experiensesne patient described: “At first it was

kind of scary, and then you just accept it. It Isaivit is and you can't get yourself down because

that’s probably the worst thing you can do. So fisstvhat you've got to do and move on”

(patient # 5). More specifically, for the R/S paigants, complete trust in God facilitated

15



acceptance: “I just keep thinking that God hasaa phnd if this is it, I'm accepting” (patient #
9). One patrticipant told us:
One day, yeah, they're going to come knocking ayihg that it's your turn now. . . . |
mean when you're born one day, one day you've@acheck out. | mean that’s the
whole life circle (patient # 5).
lliness was described by some as an expected fpdweiolife journey. For others, a terminal
cancer diagnosis was not easily accepted. The tegboearity of life for others meant
embracing this new reality. A good description cerfrem one patient:
[JJust pretty much reminding myself that it's havg igoing to be. Who knows what's
going to happen tomorrow? You could get steppedyoan elephant. So you don’t have
to have cancer to be dying. | guess that’s jusbtfggest, you know. It’s just the fatalist
of what's going to happen is going to happen (patie2).
Accepting the reality of one’s terminal illnes<lgallenging yet not insurmountable for some. As
on patient explained, “getting up and staying adthg as possible to live a life as normal as
possible” (patient # 4) may be a resource for dgalith cancer distress. Positive thinking
together with a willingness to fight or access searof strength was described by another
participant: “[Y]ou don’t know what tomorrow is gaj to bring. But stay positive and

happy”(patient # 4).

5. Existential Suffering
Patients described existential suffering leadinfatigue, pain, sadness, anger, confusion,
and regrets as they went through medical decisiakimy, prioritizing responsibilities, receiving

treatment, and dealing with associated side effedisose treatments. As one patient told us:
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I'm so fatigued so much, and | don't have the gnkeuged to, and you know, right now,

the kids being three months and two years, arefnah age where they're in sports and

things, so | am hoping my health holds up so tlzahlable to be involved with them, and

let them be involved in the things that, you kntivey want to do (patient # 11).
Another reported “doing a lot of napping and sdtiand napping and sitting, just no motivation,
no energy. All you want to do is sleep” (patierit@), leading one “to kind of force yourself to
even do housework” (patient # 10). As one paréiotgold us, “I don't know whether it's a
combination of the chemicals from the chemo orddmecer or both, but stress really causes me
to have adverse reactions, that if something ig seessful, my whole body will break out in
sweat. Sometimes I'll have to change a t-shiretiorefour times a day. It just instantly gets
wet”(patient # 11). Suffering was also existents participants described feeling worthless and
causing suffering to others (Table 1).

Other patients described feeling reasonably weih#es. One told us: “I feel great today,

but there have been a lot of times where theretdt fatigue from the drugs”(patient # 12).

DISCUSSION

In this qualitative study of 21 patients with adead, incurable cancer, relationships
with family and friends repeatedly emerged as tlostnmportant theme for participants,
irrespective of whether they were religious, spalt or neither. These patients strongly
expressed the importance of relationships withrstireimproving meaning of life especially
when those relationships weren’t present. Thi®isstent with past research that also found
an emphasis on relationships and existential safjen end-of-life care for cancer

patients’>>* **However, prior studies have not found it to bénagortant as we did in

17



understanding relationship as both a strength atidteess to cancer patient3>® As previous
research has shown and our study confirms, for lRiBypatients, a sense of a relationship
with God and connection to a faith community wdsmamportant. Some patients reported
feelings of abandonment by God, family, and fadimeunity as a source of distress. Future
spiritual interventions must assess the qualitsetdtionships and the extent to which they are
a source of support or distress. Patients may bdnah spiritual care interventions that
include strategies to improve the individual’s sen§connection to others when it is
lacking?>’

Among those patients who defined themselves agioeb or spiritual, we found that
many experienced a deepened faith in God or higheer. The experiences of hopgeace®
and calnfi® through cancer trajectory have been discusseesigarch. The importance of
relationship with God has also been identified imeo qualitative studies of cancer patietits.
Our findings of patients’ engaging in deeper prayeeading scripture, commitment to faith in
God, and supportive relationships are consistetit piior research that identified religious
and spiritual sources of strength in patients withcer’?

One important source of religious struggle was ecano terms with how God could
allow the cancer to occur. Some individuals felp@&ce or accepted the diagnosis, while
others felt abandoned by God. Other participamtgggted with their existential suffering and
loss of function, which led in some cases to sapardrom others. Other prior studies
Buzgova?’® Pearce®* Moadef® and Grarffhave identified spiritual struggle or unmet neesls a
well. Our study identifies a focus on unmet neeus strengths of adults with cancer.

Experiences such as longing for connection withiignsod, spiritual activities while making
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meaning, getting in terms with identity and accegtihe reality of cancer may be ways to
clinically align quality spiritual care for such fgnts.

This study has several limitations. First, thisdstutilized a cross-sectional design and
included patients from one large academic canagieceOur population was highly Christian
and religious, as well as mostly white and econaihicstable, which may limit
generalizability of findings to other populatiof®cond, only one investigator (a research
chaplain) conducted all the qualitative interviewsjch may have created potential systematic
response bias that may limit validity of the fing&n Notably, data analysis was independently
conducted by several investigators, including twggicians, a clinical psychologist, a health-
services researcher, and a chaplain researchestwe=validity of the coding. Finally,
although qualitative interviews are designed t@pen-ended, all have a structure that may
introduce bias. Our initial question addressed vgnats meaning to each participant’s life and
what is most important. We may have received dffieresponses if we had initially asked

about other aspects of religion or spirituality.

CLINICAL IMPLICATIONSAND CONCLUSIONS

Our study identified relationships as an almosversally important dimension of life
with advanced cancer. The central importance thaépts placed on relationships may have
been due to the use of the broad International @wws Conference definition of spirituality.
Participants almost always brought up relationshings when asked the first interview
guestions about what gave them meaning or was impstrtant. This work emphasizes that
supporting relationships should be a central faxfuspiritual care for patients with advanced

cancer. Future research could confirm the centnpbrtance of relationships using
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guantitative methods and could identify how relasioips could be bolstered by spiritual care
interventions. Furthermore, these interventionstradgress questions about meaning,
acceptance, patient suffering, and changes initgeiibhese findings are also useful for inter-
professional team members, who should be traingadweide basic spiritual care, by
developing awareness of the most common spiritoaterns of advanced cancer patients in

outpatient settings.

Future Directions

Following the recommendations of The National Coaginsive Cancer Network
(NCCN) and NCPQPC, we concur that healthcare syssdmauld be prepared to incorporate
the religious and spiritual values of cancer pasiem their treatment plans. Spiritual care
experts (board-certified chaplains) and generafiater-professional team members) both play
a role in this. Inter-professional spiritual car&ning together with research on the impact of
spiritual-care intervention on spiritual distregoatpatient advanced-cancer patients is a

necessary next step.
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Appendix 1: Interview Guide

10.
11.

12.

13.

14.

15.

Tell me about yourself.

Do you consider yourself spiritual, religioustl[religious and spiritual], or neither
[religious nor spiritual]? Probe: What does timstan to you?

What gives your life meaning? If clarificatioreded, ask: What is most important to you
in your life now? Probe: Tell me more about that.

How has this illness affected your faith/spaiity/sense of meaning? [If patient response
to question #1 is “neither,” ask, how has thisalis affected you?

How has this iliness affected your friendshipg?at does that mean to you?

How has this illness affected your family? Péeasplain.

How has this illness influenced your relatiopshivith family members?

Are you part of a spiritual/religious/faith comnity? (If no, go to # 13)

If yes: How has this illness influenced youmatenship with your faith community?
Has your illness affected your faith/spirittidheliefs in any way? If yes, how?

Is there any way your faith/spirituality/besidfelps you to cope with this illness? Please
give examples.

Since the discovery of this illness, is thergthing about your faith/spiritual experience
that you are worried about? Probe: Tell me more.

Since the discovery of this iliness, have lgad any concerns about meaning or purpose
in your life? Probe: What does that mean to you?

Have your faith, beliefs or values changedny way during this illness? Probe: How?

Do you have any other concerns that you whkedto share that | did not ask you
about?
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Table 1: Participant Characteristics (n=21)

Age (mean & standard deviation) 60.95 (11.56)
Mae 7 (33.3%)
White 20 (95.2%)
Income
Comfortable 13 (61.9%)
Just Enough 5 (23.8%)
Not Enough 2 (9.5%)
Refused 1 (4.8%)
Marital Status
Married 16 (76.2%)
Single 3 (14.3%)
Divorced 2 (9.5%)
Education
High School or Less 7 (33.3%)
Some College or College Degree 14 (66.7%)
Religion/Faith
None 4 (19.1%)
Protestant 10 (47.6%)
Catholic 5 (23.8%)
Other 2 (9.5%)
Protestantism
Methodist 3 (30.0%)
Lutheran 2 (20.0%)
Southern Baptist 1 (10.0%)
Pentecostal 1 (10.0%)
Non-denominational 1 (10.0%)
Other 2 (20.0%)
Protestant Orthodoxy
Liberal 0 (0%)
Moderate 5 (50.0%)
Conservative 2 (20.0%)
Other 3 (30.0%)
Health Literacy (trouble with medical forms)
Extremely/Quite a Bit 16 (76.2%)
Somewhat/Little Bit/Not at all 5 (23.8%)
Psychological Distress
Low 18 (85.7%)
High 3 (14.3%)

Values are mean (standard deviation) for age; all categorical variables are represented with
frequencies (percentages). Psychological distress is measured with the Kessler 6 Psychological
Distress Scale.



Tablel1: Examples of Patient Responses Exemplifying Five Major Themes of Spiritual Experiencesfor Adultswith Advanced

Cancer in Outpatient Clinical Settings

Theme 1: Supportive Relationships

Subtheme: Family and Friends

Support Lack of Support Abandonment Worries

Positive: Being distant from him [son], he doesn’t | | used to be scared of dying and | was worried about life, worried about
My husband is very, very supportive| even know | have cancer, as far as | knoyweverything, but now I’'m not scared| insurance, my health insurance and my job.

.. Whether it's sickness, whether it'g d talked to him after | had my surgery and lof dying. I'm scared of them having So | was worried about health insurance, b

new job, whether it's buying a car, | had the cancer removed from my to live without a mother at a young| | find out | didn’t have to worry about that
doesn’t make any difference. My esophagus. . . . The only thing he said wasge. thanks to K—.

husband has always been my “What's wrong, dad?” . .. The rest of it

champion. was about him.

Subtheme: God

God as Sour ce of Support God as Sour ce of Control Abandoned by God Abandoning God
Through the years, | have And what do you do, and at one point | rememben’ve always tried, even though | don’t go to chuarh Before | found out |
turned my back on my God. | thinking, “Well, | don't know what to do, but anything, to live my life as straight-laced and hiaink was sick, probably |
Tried to do things on my own| whatever happens, happens. It's not in my handsthat | am supposed to in God’s eyes. . . . Théink was pulling away
Since my illness, I've called onSo | thought, “Well, I'll just do whatever God “Why do | still get this awful disease when therether [from God] a little bit.

him to help me through this. | wants and I'll just leave it up to that.” When Htdi | people out there that have smoked and drank théiee
that, | didn’t worry any more. lives and done bad things, and here | am tryingetthe

best persona that | can?”




Subtheme Faith Community

Support from Faith Community

Separ ation from Faith Community

All the people (from church) that brought me littjits or flowers . . .made a huge

difference in my day.

hasn’t got back up to par.

Yes. | do miss those activities in church. | usedttend a church, but sometimes 1

hands and my feet are hurting or aching and I'matd¢ to go. The energy level

Theme 2: Meaning

My Lifelsan Example

Wake-Up Call

Why?

Maybe He’s using me to show people what faith aaufod a serious thing like this. And that if
let people know how much I truly believe . . . dhdn | have good results, maybe that would
my way to work for God, to show people that if thmlieve and have faith in Him . . . that He

will get them through awful things like stage,-fdung cancer. . . . | feel it's a miracle.

now?

| It's like a wake-up call. You go to
behurch and you feel like you do the
right thing and all of a sudden it's a

kaboom. This is the real deal. What

It does make me wonder, like,
why are you here if you're just

going to be meant to suffer.

Theme 3: I dentity

Maintaining Identity

Who | Am

Losing ldentity

| just decided I'm not going to let this [illness]
fundamentally change who | am, and it would be easy|
respect religion, and | respect religious people.[T]here
is a huge part of me that realized my life wouldaldétle

easier if | had that component.

| believe that no matter what, I'm a spiritual parsI’'m a
good person. I’'m good to people. | try to do thghtithing
all the time, and | believe that no matter whathére is a
good and bad place, I'm going to a good place. idould

someone send me to a bad place?

| used to love politics. Politics and music. Now
since what has just happened to us, no, | can
watch TV. | can't. | have just withdrawn from

everything, and it's like nothing that | participa

in anymore.

—

Theme 4: Acceptance (Coping)

At first, it was kind of scary, and then you justept it. It is what it is, and you can't get ycelfslown, because that’s probably the worst thiog gan do. So just do wha

you've got to do and move on.

Theme 5:Existential Suffering




| feel sick, tired, worthless, dragging everybofdymily crashed, letting family down by being sick.




