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ABSTRACT

This thesis addresses the understanding and practice of spiritual care in a
nonprofit hospice. The identified problem this project seeks to resolve is a lack of a
protocol to continually assess the spiritual concerns of patients and families on service
with this organization. The purpose of this project intervention is to develop a protocol
document that assesses spiritual concerns and helps members of an interdisciplinary team
offer more informed responses to spiritual care needs. The project has multiple intents in
that it will also help address a gap in organizational awareness and seek to enhance
current care practices and understandings. This intervention is guided by a practical
theology of created space that attends to the questions raised by critical incidents and
contexts by cultivating dialogue about experiences, beliefs, perception, and theology.
This confessional approach works from the conviction that God is active and present
within our experiences and that we are called to participate in the compassionate ministry
of Christ. This contextualized theology for pastoral hospice care is influenced by three
values: investment, patience, and a posture of benevolence. The goal is to develop a
deeper understanding and awareness of four areas: 1) a better grasp of God’s presence
and activity, 2) a clearer awareness of our own convictions and perspectives, 3) a more
accurate understanding of the critical incident and relevant details, and 4) to discern a
better way forward. Richard Osmer’s 4-Question Model is used in this context to
substantiate the framework due to its simplicity and accessibility. I used purposive

sampling to assemble a design team from the organization’s volunteer program, along



with one staff member. A delimitation is that I did not consider medical team member
contributions to spiritual care, although this is a necessary next step beyond this
intervention. Members of the volunteer team are a comparative sample because they are
likely to offer care that is similar to that provided by spiritual care disciplines. The team
participated in discussion-based sessions in which their stories and feedback contributed
to the writing of the spiritual care protocol document. Sessions consisted of appreciative
inquiry, teaching on the theological construct, instruction on existing assessments, open-
ended group interviews, and group evaluation. I conclude that 1) there is a place for a
confessional approach to spiritual care, 2) further work is needed on engaging dissonant
beliefs, 3) this practical theology offers substantial resources for addressing end-of-life
concerns, 4) making operative spiritual care definitions explicit encourages involvement,
5) the role of prayer needs exploration, 6) ideographic knowledge is better positioned to
create a robust protocol, and 7) this protocol has applicability beyond this hospice

organization.
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CHAPTER I
INTRODUCTION
The world of hospice is a space where our questions, goals, concerns, hurts,
challenges, beliefs, and operative theology come to the forefront of our minds and
conversations. The questions that most often arise relate to peace, reconciliation, comfort,
legacy, family, and dignity and are fundamentally about how to live the last stage of life
well. This context creates an array of challenges and opportunities for the practitioner
offering spiritual care, and a posture of deep listening is an absolute necessity.

Title of the Project

The title of this project is “The Spiritual Care Protocol: Developing Informed
Responses to End-of-Life Concerns.” The purpose of this project is to develop a protocol
that assesses the spiritual concerns of the patients and families of the Hospice of the Big
Country. There is currently not a set process at this organization with which to
continually assess the spiritual needs of those receiving care or through which to offer a
more deliberate interdisciplinary response. In addition, there is ambiguity as to what
constitutes spiritual concerns or spiritual care. This project seeks to address the gap of
awareness in multiple areas of the organization and enhance the current approaches for
providing substantial, informed, and confident spiritual care. I recruited a design team
from among our structured volunteer program to develop a spiritual care protocol for

interdisciplinary use at Hospice of the Big Country (HOBC).



Ministry Context

I will provide a brief orientation to this unique ministry context, and then will
identify the complex concept of care at work at HOBC. To identify the presenting
problem, I will utilize three collections of data from three qualitative sources: a group
interview conducted with ten hospice volunteers, reflexive case studies representative of
three months of field observations, and an interview with a member of the organization’s
leadership team. Finally, I will use a family systems approach to provide a social
description.

Brief Overview

Hospice of the Big Country (HOBC) is a non-profit organization located in
Abilene, Texas, under the umbrella of the West Texas Rehabilitation Center (WTRC).
HOBC was founded in 1992 and was a stand-alone nonprofit until it joined WTRC in
2000.! This service is offered to terminally ill residents and their families in Abilene and
within the surrounding eleven counties. Within this industry end of life is a technical term
referring to the stage of a person’s life identified by a terminal diagnosis.? HOBC does
not have an inpatient care facility, so residents continue to live in their homes, living
facilities, independent living communities, and licensed group homes while receiving
services. Depending upon the circumstances, some patients are admitted to hospice

during their transition from the hospital to home. If a patient’s health declines to the point

1. “Hospice of the Big Country,” Westtexasrehab.org. 2019. https://westtexasrehab.org/hospice-
of-the-big-countryl.

2. Henry S. Perkins, 4 Guide to Psychosocial and Spiritual Care at the End of Life (San Antonio,
TX: Springer, 2016), 11.



where transportation is unrealistic, they may receive hospice care while remaining at the
hospital for general inpatient care. HOBC provides services that include pain and
symptom management, personal hygiene care, spiritual care, psycho-social care and
resources, grief counseling and bereavement follow-up, volunteer assistance, pet therapy,
veteran recognition programs, and medical equipment/supplies. Even those without
means of payment may receive care due to the benefit of a foundation fund.?

The hospice team is comprised of the director of Hospice, clinical director,
assistant director, medical director, three medical doctors, two pharmacists, a volunteer
coordinator, an office manager, bereavement coordinator, a medical records specialist, a
marketing liaison, registered nurses (RNs), licensed vocational nurses (LVNs), certified
nursing assistants (CNAs), two durable medical equipment (DME) specialists, three
social workers, a chaplain, approximately sixty volunteers, and a facility manager.* My
primary role as a chaplain is to provide spiritual care, emotional support, and counsel to
HOBC'’s patients, their families, and fellow team members. My secondary role is to
participate in or facilitate ceremonies including funerals. As a full member of the team, I
report any changes and concerns to the interdisciplinary team (IDT) at weekly meetings
or as needs arise, maintain a caseload of all patients on HOBC’s census, and make

routine visits to all patients except those who decline chaplain services.’ I am responsible

3. “West Texas Rehab,” Westtexasrehab.org. 2019. https://westtexasrehab.org/foundation/about-
the-foundation.

4. The team has undergone a number of changes since the initial contextual analysis. Most
relevant to this project is that the bereavement coordinator retired. I then subsumed his role so that I now
hold the title of chaplain and bereavement coordinator. Our volunteer coordinator took on a new position at
our sister organization in San Angelo, and a social worker (who would serve as the outside expert) took on
her role in addition to her current responsibilities. A medical doctor was added and several changes
occurred among the nursing staff.

5. It is an internal policy not to disclose census numbers outside of legally obligated reports.



for creating spiritual care plans and recording visits and interactions in electronic medical
records (EMRs). In addition, I have the opportunity to offer pastoral care training through
in-services.
Thick Description: Design Team

The first collection of data is from a focus group of HOBC volunteers. Care is a
primary component of my context, so the first task of creating a thicker description is to
complexify this central concept. What does good care look like and what needs is it
meeting in this hospice setting? The data from this focus group aid in exploring these
questions for three reasons. First, these volunteers spend significant time with our
patients and families and are required to comply with the same visit frequency and
Medicare regulations as employees of other disciplines. Consequently, they are a
representative sample of the regulatory boundaries within hospice contexts. Second, they
are trained in the philosophy and approach of HOBC. Finally, my assumption is that
these volunteers are a comparative sample for practices because they are likely to offer
care that is similar to that provided by the spiritual care disciplines. The focus of this
study is on the emotional/spiritual aspects of care offered by the team, and medical
practice is not addressed.® With the permission of the director of Hospice, I conducted a
group interview on July 31, 2019, to create a context-specific picture of how care is
rendered to meet patient needs. In this project, “needs” or “concerns” are defined as any

stimulus a) resulting in emotional, spiritual, or physical pain, or discomfort or b) having a

6. For this project, I decided as an insider not to recruit any nurses. This choice was affirmed by
the new challenges of the Covid-19 pandemic and the increased restrictions and workload on the team,
especially on the nursing staff.



negative effect on sense of well-being.” The group consisted of ten members of our
volunteer program who were formally invited to participate through the help of our
volunteer coordinator. The participants were informed before the meeting that the
interview session was part of doctoral research culminating in a thesis. A consent form
was read aloud and explained, and time was allotted for questions before the volunteers
signed. Questions that arose were clarifying in nature, and I provided each participant
with my phone number in the case that any concerns arose after the meeting. All present
agreed to the presence of a digital recorder for use in transcription.®

The first question was, “can you share an experience where you felt like you were
able to offer care?” The wording was too broad; one woman asked for clarification
concerning what kind of care I meant. After I reframed the question around the idea of
meeting a perceived or indicated need, stories arose quickly. The volunteers shared
twenty-five experiences, and three dominant types of needs and opportunities for care
emerged: relational, advocacy, and physical. Fifteen stories involved relational needs,

seven included advocacy, and nine told of specific physical needs.

7. Synthesized from initial contextual research and insights from Gordon J. Hilsman, Spiritual
Care in Common Terms: How Chaplains Can Effectively Describe the Spiritual Needs of Patients in
Medical Records (Philadelphia: Jessica Kingsley, 2017), 105, 195.

8. All names of patients, families, and volunteers have been changed and some details altered to
protect private information and identities.



Figure 1. Coded Experiences
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There is a discrepancy between the number of stories and types of care because some
stories contained multiple types of care. Within the relational type of needs, volunteers
told stories similar to Laura’s: “She didn’t have any family around here, and she was
lonely. We became extremely good friends.”™ “You’re given a patient, and you end up
with a friend,” Laura added.!® “Sometimes we are really closer to the individual than the
family is because they will share with us things they haven’t shared with their family,”
Don said reflectively.!! As the interview progressed one story stood out that illustrates the
depth of the relational care the volunteers were trying to articulate. Melody works with
her certified therapy dog. She told of a time when she was assigned a person described as
“not a typical patient.” This woman was isolated in the nursing home seemingly without
visitors for years. She had many medical issues, and people struggled with her physical
appearance. Melody was determined to become her friend, saying,

This one (pointing to the therapy dog in the room) would get in bed with her, and

she was aware enough to pet the dog and talk to me. She would constantly say, ‘I

love you. I love you.’ I thought she was a beautiful lady . . . [The Volunteer
Coordinator] called me one day and said, ‘just letting you know, I feel like we’re

9. Hospice of the Big Country Volunteer Group interview transcript, 1.
10. Volunteer Group interview transcript, 1.

11. Interview transcript, 2.



getting closer [to death].” I wanted to be sure that as close to [her passing] she was
not going to be alone. She absolutely knew we were there.!?

The advocacy type of need described people with a loss of control or ability to
communicate their wishes to those responsible for their care. Jack shared an experience
with a man recently admitted to hospice:

The first time I met him, he started talking and opened up. I think he had no
family. He had no friends. Well, he had one friend that was out of town. We
started talking and, for some reason, he felt comfortable enough with me to open
up and start telling me some of his experiences. He was paralyzed at the waist
down at seventeen years old . . . but as we talked, he wasn’t getting the care I
thought he should be getting. I walked in the next day, and he was pouring water
over his head trying to cool himself down. He was sitting there pouring water and
rubbing his hair, really anxious. I went to the nursing staff and asked for help, but
they didn’t seem to want to help. So, I called [volunteer coordinator] and she got
help. Uh, I ended up getting thrown out by that floor nurse because I thought we
were all on the same team.!3

Laura contributed an advocacy story with the added complexity that the patient was a

member of the family. Her mother-in-law was living in a facility and experiencing a

decline. Eventually, the family held a meeting to discuss future care needs:
In the meeting, I hadn’t been in the family that long, so, I couldn’t stand up and
scream yet, they were talking about, “We’ll do this and that and whatever to meet
her needs.” Then they said, ‘We’ll give her this much time, and then we’ll send
her for aggressive therapy.” The woman was almost 98 years old! I thought I was
going to die sitting there, and I thought, ‘Over my dead body!” She didn’t want it.
She didn’t need it. It would have been abuse, but sometimes the family is just in
denial. They cannot accept or go where that person is.!*

As these two stories illustrate, the advocacy experiences in the interview often described

volunteers stepping into unexpected roles on behalf of the patient or family with the goal

of improving or providing care. The last type of story, those revolving around physical

12. Interview transcript, 5-6.
13. Interview transcript, 2-3.

14. Interview transcript, 7-8.



needs or care, included the ability to talk to someone in German (as Beth did with a
woman) or in Spanish (as Melody did with a family), cutting hair as DeDe does for
patients regularly, or going on shopping trips as Kathy did with a patient who became her
close friend.!> Don told a story that demonstrates well the detailed and personal approach
to care that many of these volunteers feel determined to provide,

I had a patient, and this is one I had years and years ago .... He had pancreatic
cancer, and his cure for pancreatic cancer was to drink a pint of carrot juice that
he squeezed every day. He had a farm. It was about 100 acres. When I started
[seeing him], he walked that 100 acres every day. It got to be the end, and I took a
truck load of folding chairs down there, and every 50 ft. I put a chair. ‘Till just
about the last two weeks he still walked that 100 acres, but he would sit down in a
chair every once in a while to see the place that he had.!®

Jack shared his own story shortly afterward about providing specific care for a
particularly difficult patient. The man was a veteran with a tough persona and let Jack
know that he did not trust him coming into his home. The patient had a reputation in
town, and people would say, “That’s the meanest SOB we’ve ever seen. He’s not nice to
anybody.” However, the wall came down eventually, and Jack began to develop a
relationship that led to a moment of vulnerability,

One night this guy called me. That night there was a big storm, and he called me
and said his power was out. He had no power and wanted me to come down and
help him with a few things in the house. So I took care of the things he was
talking about, and I said, “Well, I guess I should probably go on home now.” He
said, “No, please, John, stay here until the power comes back on.” And I thought,
This guy’s a tough guy, you know, and he’s wanting me to stay there till the
power came back on. It came on at 1:00 in the morning or something like that.
But I stayed there, and we talked, and talked, and talked about different things ....
I can’t think of anyone who has had more impact on my life, aside from family.!’

15. Interview transcript, 1, 2, and 4.
16. Interview transcript, 4.

17. Interview transcript, 6.



Other notable experiences deserve inclusion, but these stories are representative of the
three larger themes of needs that surfaced: relational, advocacy, and physical. Spiritual
care was not explicitly a part of the initial question, and the topic did not organically
show up as a dominant theme. However, spirituality hovered in the background of the
volunteers’ responses. Five times people explained their connection and experience with
a patient as being influenced by God’s direction or arrangement.!® During one story a
volunteer shared that part of her care was to pray with the patient and her mother.!® While
these occurrences are not numerically significant, they are worth mentioning for future
inquiry due to their natural appearance and relevance.

The second question of the interview was framed as a quick answer format rather
than narrative response: What concerns or needs do you hear from patients? The
following are short answers offered as concerns: pain, scared, feeling alone, restlessness
in body language, confusion, lack of independence, and feeling that they are a burden to
family. The next set of answers identified five needs: Jesus, prayer, wanting to go for a
walk outside, a word about family, and craving sweets. These specific examples represent
the same categories of relational, physical, and advocacy needs identified in the first
question. This similarity and continuity in the group’s answers adds credibility to the
identified categories. The main difference between the answers of the two questions is
that the theme of spiritual needs arose at an almost equal rate as the other categories as

opposed to the narrative answers, where it only appeared in the background.

18. Interview transcript, 1, 2, 3, 5.

19. Interview transcript, 1.



The last question was also asked in a quick-answer format and was a time for
introspection: What do you wish people knew about hospice? The following are a
collection of the answers given:?°

e Love.
e That they’re not Dr. Kevorkian.
e People think hospice is a death sentence, but the patient I have now, I've
had for 3 !5 years.
e It cheats everyone when they wait too long to make a referral.
e ‘They’ll starve them.” — that’s the stigma, and I’ve lived with that for a
long time; that I was basically helping to kill people.
e They are still with you.
e Being a hospice volunteer is not for everyone. You’ll find out pretty quick
if it’s the right thing, if your heart is in it. It embarrasses people when you
talk about death; for years I didn’t tell people what I did.
e You fall in love with the families.
As I drew the interview to a close, they all voiced agreement with two summary
comments: “They [the patients] are there. That’s the message.” “I feel like this is such a
sacred time. We can’t [afford to] make a mistake at this point in people’s lives. We have
to get it right.” The central message the volunteers wanted to communicate when
provided the opportunity is that hospice is best represented by a desire to offer care. This
first point of data paints a picture of care and needs from a sample of ten volunteer
practitioners at this particular hospice. The nature of their work is similar in several
respects to the work of spiritual care and offers a team perspective on how nonmedical
forms of care are performed.
Thick Description: Field Journal

The second collection of data comes from my field journal, covering a three-

month time frame. Each entry included the date, a brief phrase to code the central

20. Interview transcript, 8-9.
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thought, the patient’s age, gender, ethnicity/race, diagnosis, and religious affiliation (if
any). The challenge to this angle of the research is that there are two levels of privacy
protection to which I must adhere. The first level is the Health Insurance Portability and
Accountability Act (HIPAA).?! This federal law exists to “protect sensitive patient health
information from being disclosed without the patient’s consent and knowledge.”??> The
second level is the Code of Conduct Policy for Hospice of the Big Country, which states
that employees will “comply with policies restricting the disclosure of company
proprietary information and/or protected Health Information as defined by WTRC
Policies, and applicable laws and regulations, including HIPAA regulations.”? In light of
these levels of protection and the sensitivity of these situations, I will read the data
reflexively, offering a big picture glimpse and then narrowing the focus to my reactions
and interpretations.?* Some entries revisited patient situations previously mentioned in
the journal. Duplicates were removed, leaving a sample size of forty patients (not
including their caregivers and family). There are three designations for living
arrangements: home (23 patients), living facility (13 patients), and hospital (4 patients).
Twenty-eight entries included significant elements involving caregivers and family, and

twenty-eight entries included significant elements involving the patient, with entries

21. “Public Health Professionals Gateway,” cdc.gov. September 14, 2018.
https://www.cdc.gov/phlp/publications/topic/hipaa.html.

22. “Public Health Professionals Gateway,” cdc.gov. September 14, 2018.
https://www.cdc.gov/phlp/publications/topic/hipaa.html.

23. Hospice of the Big Country, Code of Conduct Policy, Section 111, Article C, sub-point 4.

24. Mary Clark Moschella, Ethnography as a Pastoral Practice: An introduction (Cleveland, OH:
Pilgrim Press, 2008), 172-73.

11



involving both categories.?> The most common diagnosis was cancer, and various forms
of dementia were the second most common diagnosis. I coded the entries by the type of
concern to which I was responding and offering care. The goal was to create a picture of
the patterns of hospice situations within which I seek to minister as well as to identify
corresponding approaches to care. Four thematic situations and concerns surfaced:
relational/companionship (19 entries), specific requests/concerns (16 entries), spiritual
(15 entries), and psycho-social (21 entries).

Figure 2. Patterns of Hospice Situations

25
20
15

10

(€]

Thematic sutations/Concerns

M Relational/Companionship | Specific Requests/Concerns  m Spiritual Psycho-Social

The following are reflexive entries from each thematic category.

Gained a Friend — 8/5/19:

I made a routine visit to a patient living in a facility. He has always welcomed
spiritual support through Scripture reading and likes to spend the visit lying in his
bed listening as we cover large sections from different books of the Bible. Lately,
he uses visits for processing fear and anxiety and reminiscing as his disease
progresses. This past visit he shook my hand, held eye-contact, and said
something that caught my attention, “I feel like I’ve gained a friend.” This is a

25. Names and details are changed and altered to protect the privacy of the patients, their families,
WTRC, and HOBC.
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man with some estranged relationships and limited support locally. Friendship
means something deep to him. The interaction brings two questions to mind, what
is the place of friendship in pastoral care and what are its boundaries?
(Relational/companionship)

Preparing for Dignity —7/25/19:

I met with a man who was the caregiver for his wife. He felt isolated, because his
kids were scattered in different states. Thankfully, they all made the trip to say
goodbye. We stood next to his wife’s bed, and he described symptoms he had
noticed such as staring up at the ceiling and reaching out. He stated that he
thought this meant she was ready to pass and looked to me for confirmation. As
we continued to visit, I noticed one concern became dominant. He wanted to
know how the process would unfold when the funeral home came at her passing.
Specifically, he wanted to ensure that they would come quietly to the side door.
Procedure was very important to him because he wanted a private and dignified
experience. He did not want his wife to be a spectacle for the neighbors to watch.
The small details make a significant difference. What are the small details of
spiritual care that contribute to dignity? (Specific request/concern)

A Family Prayer — 8/21/19:

I met with a patient who was declining rapidly. He had only been with us on
service for less than a week and was becoming increasingly nonresponsive so that
my focus turned to the family. They were receptive but protective of any
interactions with him. As he continued to decline, they asked me to make a visit. I
understood quickly that I was not there to offer counsel or assist with processing.
They wanted me to play the role of clergy, especially since their pastor was out of
town. His wife stated that praying as a family was very important to her, so we
circled around his bed to pray. I left shortly afterward, knowing that my role was
completed at that moment. This is one of many experiences where I have
observed the central place prayer holds for people in their need for spiritual care.
(Spiritual)

A Team Response — 8/21/19:

One of our patients had recently told a nurse that she was very sad and felt like
crying all the time. After visiting with the doctor, the nurse asked me to make an
assessment and then coordinate with the team for a plan of care before they
considered any changes to medication. When I saw her, she stated she was sad but
did not say why. However, she proceeded to talk about her husband, whom she
lost three years ago. She would share a story or detail, talk about something else,
and, then, circle back to the topic of her husband. I asked when he passed, and she
responded that the anniversary was this month. She was clearly dealing with
bereavement issues that were intensified by the time of year. The final decision
from the team was not to change medication but to increase chaplain visits. I
learned an important lesson about the need for and rationale behind a multi-
disciplinary approach to holistic care and the role that chaplains can play toward
that goal. (Psycho-social)
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These four reflective entries represent the patterns of care and concerns I observed over
three months, and the scenarios contribute to the picture of the particularities and
challenges of hospice care. Together, they help develop a description of pastoral care
within this ministry context.
Thick Description: Interview

The prior two collections of data flesh out the details of common needs and
concerns pulling from my own experiences and from ten practitioners offering
comparable care. This third point of data draws on the insights of the bereavement
coordinator (Burtis Williams) as the other team member working within the same
discipline. His contribution is significant in that he holds a place on the leadership team,
which consists of the heads of all the divisions, and he has also worked for HOBC for
almost ten years.?® Due to his role and experience, Williams is well positioned to offer a
useful perspective on both the organization and the team. I conducted an interview lasting
slightly under an hour and used questions following the structure of an appreciative
inquiry interview with the aim of discovering the best components of the organization
and team that contribute to quality care.?’ I also wanted to identify the goals and hopes of
a senior member of the team within my discipline to discover possible areas of growth in
my own practice. | gave Williams the questions one day in advance for review and
preparation. I then read aloud the consent form, provided time for questions, and received

signatures. After the interview, I wrote a transcript and analyzed the text for thematic

26. Williams retired May 6, 2021.

27. Mark Lau Branson, Memories, Hopes, and Conversations: Appreciative Inquiry, Missional
Engagement, and Congregational Change (Lanham, MD: Rowman & Littlefield, 2016), 76.
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APPENDIX A

IRB Exemption Letter
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1)

2)

3)

APPENDIX B
Session 1 Appreciative Inquiry Questions

Looking back over your life, can you describe a time when you felt spiritually full
or nourished?

a) What was going on in your life?

b) Who was involved?

c) What made this time special/significant?

What are some key lessons about spirituality that you have learned in your life?

a) How have your past experiences influenced how you participate in and think
about spirituality today?

b) What are some lessons about spirituality that might be especially helpful for
this project?

What are some key messages of hope you would want to communicate to our
patients and families who are struggling spirituality?
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APPENDIX C
Evaluative Interview Questions

1) Does this protocol represent the mission and purpose of this organization?
a) How do you foresee this protocol helping the organization better offer quality
care to our patients and families?

2) Does this protocol offer an easy to grasp understanding of spiritual care?
a) Does this protocol help define spiritual concerns/needs?
b) Does this protocol offer practical steps to assessing spiritual concerns?
c) Does this protocol offer practical steps to offering informed responses to
spiritual concerns?

3) Please list anything that could be done to improve the protocol.
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1)

2)

3)

4)

APPENDIX D

Data Protection Protocol
Consent forms will be obtained from all participants making contributions toward
the project thesis. Members of the design team will be reminded at the beginning
of every session that participation is purely voluntary and anyone may withdraw
at any time in the process.
Audio recordings will be made on a hand-held recorder designated solely for the
project.
My field journal and the recorder will be stored in a lockbox and placed in my
work office, which has limited access. I will keep the only copy of the keys.

Notes will be typed on a password-protected computer.
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APPENDIX E
Consent Form

Title of Project: The Spiritual Care Protocol: Developing Informed Responses to End of
Life Concerns
Introduction: My name is Gabe Fisher, and I am conducting participatory action
research as a doctoral student at Abilene Christian University for use in my thesis and for
the benefit of the spiritual care of hospice patients and their families
Purpose: The purpose of this project is to develop a spiritual care protocol that assesses
the spiritual concerns of the patients and families of the Hospice of the Big Country. This
protocol will help members of our team offer more informed responses to spiritual care
needs.
Procedure: This project will entail six one-hour discussion-oriented sessions. Audio
recording will be used to assist with note taking.
Time Required: Each session will take no more than one hour.
Voluntary Participation: Your participation is completely voluntary. You may at any
time refuse to answer any question or even withdraw from the group.
Confidentiality/Anonymity: Any information you provide will be confidential to the
extent allowable by law. Some identifiable data may have to be shared with individuals
outside of the study team, such as members of the ACU Institutional Review Board. Your
name and any names you mention will be kept confidential in all reporting/writing related
to this project. I will use pseudonyms unless you specify in writing that you would like
me to use your name. If you wish to use your name or a certain pseudonym, please
indicate your choice here . Notes and recordings will be kept in
a lockbox to ensure privacy.
Sharing the Results: I plan to use notes and/or quotations from sessions in the written
portion of my thesis. I also plan to share some of this with our hospice team so that we
can learn from it. At the end of the process, we will compile our insights to create a
physical document called the Spiritual Care Protocol. This document will be available for
feedback from a member of our team designated as an “outside expert” and from those
who will evaluate my project and thesis.
Risks and Benefits: Below are listed several perceived risks and benefits from
participating in the intervention. The perceived risk level of this project to participants is
minimal.
Risks:

1) Some sessions will ask for openness in sharing personal stories that may be

emotionally difficult to re-tell
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2) These stories once shared will be available for others to read in the completed
thesis
3) There is the possibility that the benefits of our work will not go beyond our design
team and pastoral care department
Benefits:
1) This is an opportunity to improve the quality of care given by our organization
2) There is a possibility of the emotional well-being of participants to improve
through sharing difficult and/or personal experiences and gaining insight and
support
3) Participants will develop additional tools and insights to see themselves as
spiritual caregivers
4) Participants will have the opportunity to nurture their own spiritual well-being as
they reflect throughout the process
Contacts:
If you have any questions my phone number is 325-280-3924. Additionally, you can
email me at gafl la@acu.edu
If you are unable to reach me or would like to speak to someone else, you may contact
the ACU faculty advisor for this project,
Dr. Tim Sensing — Associate Dean Graduate School of Theology, Professor
325-674-3730
sensingt@acu.edu

Before you sign:
By signing you are agreeing to the above. Be sure that any questions you may have are
answered to your satisfaction.

Participant’s signature: Date:
Print Name:

Researcher’s signature: Date:
Print Name:
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APPENDIX F

Blank Field Note Protocol

Date: Time: Session #:

Participant Observations Reflexive Comments
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APPENDIX G
Session Schedule Handout

Session 1: February 23™ from 4:00PM — 5:00PM
- Welcome!
- What are we doing here?
- What do we know? — Reminiscing about Spirituality

Session 2: March 2™ from 4:00PM — 5:00PM
- Surveying the Scaffolding
- The 4-question Model
- (Sharing puzzling experiences)

Session 3: March 9" from 4:00PM — 5:00PM
- Assessing the Assessment Tools: What are we looking for?
- (Session 2 material — reflective exercise)

Session 4: March 16" from 4:00PM — 5:00PM
- How do we define it? — what does all of this look like for us?
- Creating our own working definitions
- (Session 3 and 4 combined with eye toward putting together)

Session 5: March 23" from 4:00PM — 5:00PM
- Pen to Paper: Our team’s Spiritual Care Protocol draft
- (Discussion and pointed questions)

Session 6: March 30" from 4:00PM — 5:00PM
- Review and Revise
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APPENDIX H
A Practical Theology of Created Space Handout

“Happy are those who do not follow the advice of

DA A .. the wicked...their delight is in the law of the

v'\':\ézp LORD, and on his law they meditate day and
%q PW night. They are like trees planted by streams of
4 N2 water, which yield their fruit in its season.” (Ps.

1:1-3, NRSV)

Like trees planted by streams of water ...
A é V:’

AR
NN

Practical theology: task of understanding and participating in God’s work in people’s
lives by asking what is really going on, planning a response in light of our faith and
reflections, and then evaluating our work.
Our aim is to create space for dialogue and reflection between our beliefs and what we
are experiencing.
This created space entails a kind of understanding that is more like putting down roots
for a while than looking for new theories or methods. It requires:
Investment
Patience
Careful observation
Benevolence
We want a deeper understanding/awareness of:
- God at work
- Our own convictions and perspectives
- The situation/experience
- A better way forward
My convictions for creating space:
- God is with us
- Mature spiritual care comes from contemplating who God is
- God reaches into our ordinary and mundane experiences
- We are called to participate in the compassionate ministry of Christ
- People’s experiences are valuable
Question: How do we begin to do this?
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APPENDIX I

The 4-Question Model Handout

What is
going on?

How might 4

we Why is it

respond? guestions going on?

What
ought to
be going

on?

1) What is going on? (descriptive task)
- Collecting information that helps us see patterns and dynamics at play

2) Why is it going on? (interpretive task)

- Using insights from different theories to help us understand and explain
these patterns and dynamics (medical, psycho-social, pastoral, experience,
etc.)

- Fallibilist and perspectival

3) What ought to be going on? (normative task)

- Relying on concepts from our faith and ethics to guide our responses and
best practices
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4) How might we respond? (pragmatic task)
- Determining a way helpful way forward
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APPENDIX J
Assessing the Assessments Handout

Categories:
1) Spiritual Screen (“Initial Assessment”)
a) To identify spiritual/religious preferences
b) To note any signs of distress or struggle
c) Done during the admission process.

2) Spiritual History

a) To collect the basic spiritual/religious story of person

b) To collect any life story details that may be helpful to the interdisciplinary
team.

c) Completed from the angle of bereavement by the bereavement coordinator at
admission.

d) Completed informally by chaplain during admission.

e) FICA and HOPE

3) Assessments
a) To discern, interpret, and evaluate spiritual, emotional, and relational needs,
hopes, and resources
b) To determine best goals and interventions for quality care
c) On-going
Question: How are these needs and concerns commonly measured?
a) Chart audits
b) National surveys
c) Questionnaires
d) Conversational-intuitive approaches

Review of Our Goal
1) To write down our insights as a resource for better conversational assessments
and informed responses
a) To create an environment where this can happen (fleshing out what we mean
by that)
b) Explicitly naming important considerations
c) Articulate our approach
d) To build our intuitive skills
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FICA Assessment

F — faith and belief

Question 1: Do you consider yourself religious/spiritual?
a) What gives you hope and strength?
b) What values are important to you?

I - Importance
Question 2: Do your beliefs affect how you want to receive care?

C — Community
Question 3: Are you a part of a church or a support group?

A — Addressing care

Question 4: How can we make life better for you?
a) What is most important to you right now?
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HOPE Assessment

H — Sources of Hope
1) What are your sources of hope, strength, comfort, and peace?
2) What do you hold onto during difficult times?

O — Organized Religion
1) Are you part of a religious or spiritual community?
2) What are some ways you find support in that group?

P — Personal Spirituality and Practices
1) Do you have personal spiritual beliefs?
2) What aspects of your spirituality or belief practices do you find most helpful?

E — Effects of Medical Care and End-of-Life Issues
1) Does your current situation affect your ability to do the things that usually help
you spiritually?
2) Are there certain beliefs/restrictions we should know about?
3) How do your beliefs affect the care you want to receive?
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APPENDIX K
The Spiritual Care Protocol: Worksheet

Purpose and Scope:
The purpose of this spiritual care protocol is to provide a tool to help in continually
assessing the needs and concerns of patients and families on service and to offer
guidance for informed responses.
L To create an environment of trust by:
a) listening and inviting with open ended questions
b) Going into situations with eyes and ears wide open
¢) Committing to kindness
d) Committing to honesty

11. To Create Space
a) For putting down roots and trying to understand what is really going on
beneath the service
b) For reflection between our beliefs and what we are experiencing
¢) For a better understanding of God, the situation, and the person and
family on service
d) For a better way forward in providing quality care

Thoughts:

Definitions:

Spirituality: The process of finding meaning in life and the world around us through

relationship with God, philosophical meditation, ethical goals, and/or rituals.
Thoughts:

Intrinsic Religiosity: the extent to which a person has internalized religion and a central
aspect and motivator for life.

123



Thoughts:

Extrinsic Religiosity: An instrumental or utilitarian view of religion where it has a
functional place in a person’s life but is not central to it.
Thoughts:

Spiritual Distress: 4 time of searching for meaning where beliefs are being challenged in
light of current experiences and typical sources of strength do not seem as readily
accessible due to the fog of crisis.

Thoughts:

Spiritual care: the task of nurturing, sustaining, guiding, or reconciling a person to a
sense of well-being and peace in relation to God, others, and oneself through the use of
faith practices, beliefs/values, pastoral counseling, and companionship.

Thoughts
Values
L Kindness
a.
IL Respect
a.
II.  Dignity
a.
IV.  Honesty
a. To offer a clear and open answer about personal beliefs when asked.
V. Benevolence
a.
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VL Patience
a.
Thoughts

Intuitive Approach to Assessment: The 4-Question Model
1) What is going on? (descriptive task)
- Collecting information that helps us see patterns and dynamics at play
Thoughts

2) Why is it going on? (interpretive task)

- Using insights from different theories to help us understand and explain
these patterns and dynamics (medical, psycho-social, pastoral, experience,
etc)

- Acknowledging that any perspective is partial and susceptible to being
inaccurate

- Being willing to reevaluate in light of inaccuracies

Thoughts

3) What ought to be going on? (normative task)
- Relying on concepts from our faith and ethics to guide our responses and
best practices
- Taking the time to name our beliefs, convictions, and non-negotiables.
Thoughts

4) How might we respond? (pragmatic task)
- Determining a way helpful way forward
- Creating space for their journey
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- Giving honest and respectful answers when directly asked
Thoughts

Helpful Assessment Questions
1) How are you holding up today?
2) Is there anything that would be helpful for us to know about you/your loved
one?
3) Where do you find hope?
Etc.
Thoughts

Possible Interventions
L Dementia Patients: To let them know you are there
a. Read a book or from the Bible
b. Sing (Count Your Blessings and Amazing Grace are well known)
c. Pandora (use a music app to play songs from their younger years/songs
they were known to like)
d. Pictures (show simple clear pictures to draw attention and make
connection)
e. Reminisce
f. Visit where their mind is
g. Presence
Thoughts:

IIL. Companionship
Thoughts:
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I1I.

Thoughts:

Reflective Responses

a. Would you tell me more about that?
b. Ihear you

c. How can I be a help to you right now?

Time to Refer

Thoughts

L.

II.

I1I.

IV.

Bereavement Referral Situations
a.

b.

c.

d.

Chaplain Referral Situations

a. Spiritual distress

b. Emotional distress

c.

d.

Social worker Referral Situations
a. Safety Issue

b. Needed resources

Professional Counseling
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APPENDIX L
The Spiritual Care Protocol: First Draft

Like trees planted by streams of water ... (Ps. 1:1-3)
For we walk by faith, not by sight... (2 Cor. 5:7)

Rationale: This approach to spiritual care uses the metaphor of a tree putting down
roots and the image of a person walking by faith in God’s path. Like a tree with deep
roots the spiritual caregiver tries to dig beneath the surface for deeper understanding.
Like a person walking by faith, this work is approached with hope and commitment to
follow in God’s example of care.

Purpose and Scope:

The purpose of this spiritual care protocol is to provide a tool to help in continually
assessing the needs and concerns of patients and families on service and to offer
guidance for informed responses.
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V.

Vi

To serve as hands and feet:
a) To use personal gifts to serve and care

To create an environment of trust by:

e) listening and inviting with open ended questions

f) Going into situations with eyes and ears wide open

g) Committing to love, kindness, respect, honesty, patience, and service

To Create Space

e) For putting down roots and trying to develop a deeper understanding by:
pausing, paying attention, asking questions, and not making assumptions

f) For reflection between our beliefs and what we are experiencing

g) For a better understanding of God, the situation, and the person and
family on service

h) For a better way forward in providing quality care

To create awareness of spiritual needs/concerns, spiritual care, and informed
response by

a) Offering an intuitive-based assessment tool

b) Providing quick reference definitions

¢) Offering suggested interventions and guidelines for referral

d) Providing cited resources for further learning
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Intended for use by chaplains, bereavement coordinators, social workers,
nurses, volunteers, and any member of an inter-disciplinary team who is

wanting to contribute to spiritual well-being

278

Thoughts:

Definitions:
Spirituality: The process of finding meaning in life and the world around us through

relationship with God, philosophical meditation, ethical goals, and/or rituals.
a) The personal beliefs and practices that provide direction and meaningful
engagement with life.
b) An awareness that there is more to life than what can be perceived by our five

senses.
Thoughts:

Spiritual care: the task of nurturing, sustaining, guiding, or reconciling a person to a
sense of well-being and peace in relation to God, others, and oneself through the use of

faith practices, beliefs/values, pastoral counseling, and companionship.
Personal Question: In what ways do you participate in spiritual care in your

work/volunteering?
a) Do you see spiritual care as relevant to what you do?

Thoughts

Faith Motivated: a person sees faith and/or religion as centrally important, a motivator,
and guide for life. Faith for this person may entail a meaningful relationship with God, a
way to interact with others, a way of finding truth, and a way of experiencing spirituality.

Thoughts:
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Faith Affiliated: A person is generally or nominally connected to faith and/or a religion
but it does not play a central, personal, part in his/her life. His/her participation may be
based on tradition, obligation, or social relationships.

Personal Question: Looking at the previous two definitions, what role does

faith play in your own life?

Thoughts:

Spiritual Distress: 4 time of searching for meaning where beliefs are being challenged in
light of current experiences and typical sources of strength do not seem as readily
accessible due to the fog of crisis.

a)
b)
c)
d)
e
N,
g
h)
i)

Questions the meaning of life and/or suffering
Questions his/her belief system
Feelings of emptiness, loss of direction, or abandonment
Fear
Depression and/or despair
Anxiety
Sadness, anger
Feelings of hopelessness
Intense spiritual searching
Thoughts:

Common Spiritual and End-of-Life Concerns/Needs:

Isolation and loneliness.

“Why won'’t they eat/drink?” or “Why won't hospice make them eat/drink?
“Don’t use the word hospice around my loved one.”

Life regrets.

Limited support system.

Disconnected from the faith community.

Feelings of guilt or shame.

Desire for faith renewal.

Searching for meaning in life
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o The problem of suffering
e Providence and God’s will
e Disappointment (in God, self, family)

Emotional Barrier: an artificial limit or unquestioned belief that can inhibit growth and
understanding and is reinforced by anxiety.

e.g., A family believes that hospice will quicken the death of their loved one and
struggles to hear anything different.

Thoughts:

Imaginative Gridlock: a mental state where imagination (or the ability to think of
options) is suspended and unavailable due to anxiety. Often an instinctive mindset
characterized by short-sightedness.

e.g., A family has been instructed to call hospice in times of health
emergencies. However, in the moment of crisis, the family forgets/ignores instructions
and calls 911 regardless.

Thoughts:

Guiding Values
1) Love
a. Let love be genuine — Rom. 12:9

b. No one has greater love than this, to lay down one’s life for one’s friends.
—John 15:13

2) Kindness
b. Clothe yourselves with compassion and kindness — Col. 3:12

3) Respect
b. Outdo one another in showing honor — Rom. 12:10

4) Honesty
b. Let no evil talk come out of your mouths, but only what is useful for

building up, as there is need, so that your words may give grace to those
who hear. — Eph. 4:29
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c. Always be prepared to give an answer to everyone who asks you to give
the reason for the hope that you have. But do this with gentleness and
respect. — 1 Pt. 3:15

5) Patience
b. Bear with one another and, if anyone has a complaint against another,
forgive each other, just as the Lord has forgiven you, so you also must
forgive. — Col. 3:13

6) Service
a. Each of you should use whatever gift you have received to serve others, as
faithful stewards of God’s grace in its various forms. — 1 Pt. 4:10
Thoughts

An Intuitive Approach to Assessment: The 4-Question Model
Description: The 4-Question Model is a response to situations and incidents that
seeks to describe what is going on, make sense of why it is happening, consider what
ought to be happening, and then respond with an informed intervention.

a) “Intuitive approach’ refers to assessment that occurs during conversation. It
is developed through training, experience, and intentional observation. An
Intuitive Approach is opposed to more quantifiable metrics like surveys,
questionnaires, or screens and is more conducive to routine spiritual care.

b) The 4-Question Model is an intuitive approach to assessment, reflection, and
intervention that uses simple to remember questions one would ask
him/herself to organize effective spiritual care.

¢) This is a tool that would be used during routine visits to continually assess
and provide informed care to patients and families on service.
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What is
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We Why is it

respond? guestions going on?

What
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on?

1) What is going on? (descriptive task)
- Collecting information that helps us see patterns and dynamics at work

2) Why is it going on? (interpretive task)
- Using insights from different theories to help us understand and explain
these patterns and dynamics (medical, psycho-social, pastoral,
experience, etc.)

3) What ought to be going on? (normative task)

- Relying on concepts from our faith, ethics, experience, and discipline to
guide our responses and best practices

4) How might we respond? (pragmatic task)
- Determining a way helpful and concrete way forward

Question 1: What is going on? (descriptive task)
Helpful Assessment Questions:
a) How are you holding up today?

b) Is there anything that would be helpful for us to know about you/your loved
one?

¢) Where are you finding hope/strength/peace?
d) What'’s this been like for you?

133



e) Do you feel like you are at peace?

f)  Would you say more about that?

g) How would you describe God?

h) How are you adjusting to hospice and your new schedule?

Thoughts

Question 2: Why is it going on? (interpretive task)

Helpful Personal Questions:
a) What “theories” do you rely on to make sense of situations and incidents
(medical, psycho-social, pastoral/theological, experience, etc.)
b) What limitations do your chosen theories have?
Helpful Assessment Questions:
a) What is this person’s view of God?
b) What role does faith, religion, and spirituality play in this person’s life?
¢) What other stressors are present in the situation and/or family?
d) What do I know about this person’s history?

Thoughts

Question 3: What ought to be going on? (normative task)

Helpful reflection questions:
a) What beliefs and values are most important to me?
b) What goals do I believe are most important during the end-of-life?
¢) What do I consider a “good death?”
d) What situations make me the most uncomfortable?
Helpful assessment questions:
a) What is most important to you right now?
b) What does this person consider to be a “good death?”
¢) What do you need from me right now? How can I be a support?
d) Is there anything that might be helpful for us to know about you/your loved
one?
e) What does peace/comfort/quality of life look like to you?
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Thoughts

Question 4: How might we respond? (pragmatic task)

L.

a)
b)

c)

d)

e
P

g
h)

II.

a)
b)

c)
d)
e

D

I1I.

Responses to Dementia Patients: To let you know I am here

Read from a book, Bible, or newspaper.

Sing hymns (Count Your Blessings and Amazing Grace are well known)
Pandora (use a music apps to play songs from their formative years or songs
they were known to like)

Pictures (show simple, uncluttered pictures to draw attention and make a
connection)

Reminisce as able.

Visit where their mind is present.

Touch (to help provide comfort, reassurance, and connection)

Presence

Companionship: A Few Principles Borrowed from Dr. Alan D. Wolfelt

Companioning is about curiosity, not about expertise.

Companioning is about learning from others, it is not about teaching them
Companioning is about being still; it is not about frantic movement forward
Companioning is about sacred silence; it is not about filling every painful
moment with words

Companioning is about being present to another’s pain; it is not about taking
that pain away

Companioning is about going into the wilderness of the soul of another, it is
not about thinking you are responsible for finding the way out

Reflective Conversation

a) Offer validation where appropriate.

b) Encourage self-care (to both patient and caregiver)

¢) Normalize common hospice experiences (they aren’t alone in thinking
of feeling this)

d) Encourage story-telling.

e) Ways to encourage sharing:

i. Would you tell me more about that?
ii. I hear you or help me understand
iii. How can I be a help right now?

f) Active Listening
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IV.  Pastoral Care
a) Faith sustaining support: reading scripture/devotionals, prayer, study,
song, eflc.
b) Pastoral Counseling
¢) Life Review
d) Grief Support
e) Pastoral dialogue
f) Spiritual direction

V. Caring for the Caregiver
a) Respite
b) Companionship
c) Listening
d) Encouraging processing
e) Validation and affirmation
f) Remind of services

Thoughts

A Time to Refer

VI.  Bereavement Referral Situations
Emotional distress
Suspected depression or depressed mood
Complicated grief
Signs of unhealthy grief coping
Questions about grief process

MOS0 TN R

VII.  Chaplain Referral Situations
e. Pastoral Counseling:

i. Spiritual distress
ii. Emotional distress
iii. Conflict (also appropriate to refer to social worker)

High levels of anxiety/fear

Signs of unhealthy coping (e.g. denial)

Specialized religious needs (e.g. request for priest, Last Rites,
specific clergy contact, etc.)

i. Perceived need for reconciliation

=00
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Jj.  Specific faith questions

VIII. Social worker Referral Situations
e. Safety Issues

i. Threat, ideation, or risk of self-harm
ii. Unsafe living environment

iii. Risk of patient wandering

iv. Inadequate caregiving support

f- Request for resources
g. Questions about hospice care and services
h. Family estrangement interfering with care

IX.  Nurse

Pain crisis

Falls

Medication and daily care questions
Specific questions about disease progression

S0 S e

Thoughts

Special Consideration: Do I have to put aside my beliefs to offer spiritual care?
Spiritual care is made available to all on hospice service regardless of belief
background. There are a couple of commitments to quality care that are in place to
protect dignity including:
1) To respect each person’s journey, even if it diverges substantially from our own.
2) To create a safe environment for care where patients and families do not feel
guarded or defensive about their beliefs/values/spirituality.
Is there ever an appropriate time to talk about your own beliefs in spiritual care

conversations and situations? It is the position of this protocol that the answer is a
qualified yes.

Quality spiritual care is built on relationships of trust, which entail mutual openness
and vulnerability to the extent it is appropriate. There comes a time when a patient or
family may ask a direct question. Here are some guidelines for those situations.

1) Ask God to teach you his ways: to guide feet, guard mouth, and guard mind (Ps.

27:11)
2) Share what you believe in relation to the question.
3) Use “I” statements and talk clearly and descriptively.
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4) Use language that is characterized by gentleness and respect and avoid arguing
(arguing/debating will reflect poorly on hospice services, close doors for future
spiritual care, erode trust, and potentially cause distress).

5) Trust that your faith is being made evident through your life, your kindness, and
your commitment to do God’s work.

6) Use the situation as an opportunity to ask them their views on the topic and
develop a faith conversation.

Helpful Resources

Books:

Martha Jo Atkins, Ph.D. Sign Posts of Dying: What You Need to Know.

Derek J. Flores, Seven Keys to a Peaceful Passing: A Hospice Nurse’s Step-by-Step
Guide to Hospice.

Kathy Fogg Berry, When Words Fail: Practical Ministry to People with Dementia and
Their Caregivers.

Atul Gawande, Being Mortal: Medicine and What Matters in the End.

Louise Morse, Dementia: Pathways to Hope: Spiritual Insights and Practical Advice.

Steven Nolan, Spiritual Care at the End of Life: The Chaplain as a ‘Hopeful Presence’.

Brent Peery, Outcome Oriented Chaplaincy: Perceptive, Intentional, and Effective
Caring.

Barbara M. Roberts, Helping Those Who Hurt: A Handbook For Caring and Crisis.

Tim P. VanDuivendyk, DMin. The Unwanted Gift of Grief: A Ministry Approach.

Alan D. Wolfelt, Ph.D. Understanding Your Grief: Ten Essential Touchstones for
Finding Hope and Healing Your Heart.

Online Resources:

Center for Loss and Life Transition. https://www.centerforloss.com/

Center for Spirituality, Theology, and Health (Duke University)
https://spiritualityandhealth.duke.edu/

Positive Approach to Care. https://teepasnow.com/
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