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Research Aims

1) To assess the feasibility of using a chaplain-
led spiritual interview with those who have
progressive neurologic conditions

2) To identify themes expressed in the interviews

3) To describe the quality of life, spiritual well-
being, and coping strategies participants at
enrollment and two follow-up time points




Inclusion And Exclusion Criteria

Adult 18 years or older with an advanced
disease

Ability to complete questionnaire/interview

Not a psychiatric inpatient or known to have
an active intent to cause harm to self/others




Methodology

 Patient and support person consented.

* Questionnaires given at enrollment and 2 follow-
up time points.

- Patient interviewed by a board certified chaplain.
(Interview digitally recorded and transcribed.)

* Draft of spiritual legacy document (SLD)
prepared.

* SLD reviewed/edited/finalized by participant and
chaplain, and professionally printed (25 copies)




Demographics

130 enrolled:
* Age range: 18-102 years
* 61% had cancer

* 62% female

* 43% Protestant; 30% Catholic; 25% Other
* 18% 4 year degree; 30% graduate/prof degree

/8% completed interview with chaplain

46% expected to complete post - SLD follow up




Interview Guide

Based on the work of:
* FICA (CM Pulchalski, MD)
* Dignity Therapy (HM Chochinov, MD)

* Religious Coping (K| Pargament, PhD)

Developed by multidisciplinary study team and
reviewed by additional chaplains




Interview Guide
(Piderman, Radecki Breitkopf, Jenkins et al., 2015)

» Can you describe your spiritual
background? \Who was the first person who
taught you about your faith?

» Do you have any regular spiritual or
religious practices that have been
meaningful to you over your life time? What
about now?
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Interview Guide
(Piderman, Radecki Breitkopf, Jenkins et al., 2015a)

» What do you consider the best thing you've
ever done”? Are there other things you're
proud of?

» Have you had periods in your life when you
have faced questions about your beliefs or
approach to life? Are there any things that
nag at you or feel unresolved?
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Interview Guide
(Piderman, Radecki Breitkopf, Jenkins et al., 2015)

»Do you have spiritual guidance or
wisdom that you’d like to share with your
loved ones or reinforce?
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I'm Still Me

* Framework Analysis with transcripts of 19
participants with brain cancer:

Three transcripts read and discussed by two
primary coders.

Initial code book developed and finalized
with team.




Initial Findings

» Key themes expressed by participants were
related to relationships.

» Code book categorized:

Relationships with God, others, and self

What was going well and what was
challenging ...

What was dynamic, static and/or
instructive ...




Keep the Faith

* Mixed method case study approach with five
participants, 80 years of age or older, who
had completed two follow up questionnaires.

* Briefly describes each person and the
themes of importance to them, as well as the
guantitative results.

* Discusses the importance of spirituality In
the elderly and the addressing spirituality In
caring for this group.




Key Themes

» Suffering in
losing loved ones
facing personal failure
dealing with physical limitations
* Spirituality provided
comfort, guidance, strength
community

 Spirituality contributed to
resiliency and choice




Tara: 25 year old with a brain tumor

* | consider myself to be an agnostic
individual.

* For me, God is everywhere. In fact, |
don’t necessarily consider him to be an
individual like an old man in the sky. |
consider him to kind of be in the wind and
| feel like He is everywhere and anywhere
that you need him to be.




Tara: 25 year old with a brain tumor

* | would go with Grandma on her walks
and ride my bike and she always had a
cross in the palm of her hand with a little
beading to put around her thumb. She
would always walk with it and | would
always ask, “What are you doing,
Grandma?” and she would tell me “| am
praying...l am always praying on these
walks.”




Tara: 25 year old with a brain tumor

* | think that | feel the same way as far as
that goes. | enjoy being outdoors and
alone in nature. | feel itis much more
peaceful. | feel like thatis where itis. |
feel the wind blowing, and | feel like that is
God reaching out to you. Like watching
the barley and wheat blow and the grass
blow, | just feel like that Spirit is there with
youl.




Tara: 25 year old with a brain tumor

| don’t really pray. | justkind of, to me it is more
in my head. | think to myself, What do we got
going on today God? Are you going to help me
out? We are going to get through this today. |
got you on my side.

* | don’t really have a steady prayer before bed or
anything. If | am upset | might look into God
more versus going to a friend. | might go, |
need to be alone and | need to cry and be with
God.




Tara: 25 year old with a brain tumor

 This is something very serious that has
happened to me, and | have definitely
guestioned, “Why me”? Whatdid | do to

deserve this?”

* | have had those breakdowns and | have also
come to an understanding that | believe God
has chosen me to do this to inspire people
because | have remained very strong and | am
constantly reminded every day by people how
much of an inspiration | am ...




Case Study Research:
Making their Voices Heard

People of particular interest that inspire
and educate us.

Experiences that

provide a novel and informative
contribution to the literature

promote an understanding of a
chaplain’s role and excellence in health

care
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