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Appendix B
Letter of Intent to Catholic Hospice

Date

Contact Name
Organization
Address

City, State ZIP

RE: Uncovering Meanings of Death, Trauma, and Loss as Experienced by Hospice
Bereavement Coordinators: A Phenomenological Study

To Whom It May Concern,

| am a doctoral student at Nova Southeastern University in the Marriage and Family
Therapy program. This research proposal is to be submitted as partial fulfillment of my
degree plan. | have chosen this topic to identify the process that Hospice Bereavement
Coordinators incorporate to create meanings of death, trauma, and loss narratives of
patient-family units experiencing anticipatory or complicated grief.

This research will attempt to serve as a tool for capturing the essence of the phenomena
of working with dying patients and their families. | wish to request your assistance to
allow participants to have an opportunity to participate in this study. My goal is to have
participation from Hospice Bereavement Coordinators and Chaplains. It is my hope that
the analysis of this research of Hospice Bereavement Coordinators and Chaplains who
work with multiple losses and death will serve as a tool for clinical Hospice team
members to reduce stress and compassion fatigue in hospice workers. The information
needed to complete this study will be gathered by means of a one and a half hour
interview. Interviews allow the essence of the death, trauma, and loss to uncover.
Transcription of the interviews allows the researcher to develop themes that emerge from
and within the experience of death and multiple losses.

Should you agree, | would like to reach out to your Hospice Bereavement Coordinators
and Chaplains, I would provide you with the letter 1 will send to them via e-mail
informing them of the research study, an outline of confidentiality and forms to be signed
as consent for participation.

Thank you for taking the time to read this letter. If you have any questions, please contact
me via e-mail at rclarke@catholichospice.org or telephone at 954-593-3228.

Respectfully,
Rochelle S. Clarke



116

Appendix C

Appendix C



117

Appendix D



118
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tnstitutional Review Board
Approval Date: JAN 2 § 2015

Continuing Roview Date:  JAN 25 2016 NOVA SOUTHEASTERN
UNIVERSITY

Consent Form for Participation in the Research Study Entitied
Uncovering Meanings of Death, Trauma, and Loss as Experienced by Hospice
Bereavement Coordinators: A Phenomenological Study

Funding Source: None

IRB protocol #

Principal investigator Co-investigator

Rochelle S. Clarke, M.S. Tommie V. Boyd, Ph.D.
775 SW 148 Ave. #1610 3301 College Avenue
Sunrise, FL 33325 Fort Lauderdale, FL 33314
(954) 593-3228 (954) 262-3027

For questions/concerns about your research rights, contact:
Human Research Oversight Board (Institutional Review Board or IRB)
Nova Southeastern University

(954) 262-5369/ Toll Free: (866) 499-0790

IRB@nsu.nova.edu

Site Information

Catholic Hospice

14875 NW 77 Ave, Suite 100
Miami Lakes, FL 33014

What is the study about?

You are invited to participate in a research study. The purpose of the study is to identify
how Hospice Bereavement Coordinators experience and create meaning of death and
multiple losses while working with patients and families exhibiting anticipatory or
complicated grief.

Why are you asking me?

The researcher is inviting you to participate because you are a faith-based Hospice
Bereavement Coordinator and/or Chaplain currently employed at Catholic Hospice,
located in South Florida, in a role providing therapeutic support to patient-family units
coping with anticipatory or complicated grief. You have six months or more of
experience working with patients and families who have experienced anticipatory or
complicated grief.

Initials: Date: Page 10f 3
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You have experience with losing multiple patients in a Hospice setting; and you have
the ability to meet for a one and a half hour interview with the option of meeting for a
forty-five minute review of transcribed data analysis. You are English speaking and you
are over 18 years old. There will be approximately 6 participants in this research study.

What will | be doing if | agree to be in the study?

You will participate in a one and a half hour audio-recorded face-to-face interview with
Mrs. Clark. Mrs Clark will ask you about your interpretation of death and loss as it
relates to working with patient-family units experiencing anticipatory and complicated
grief; this is to capture the essence of the collective lived experiences. Interviews will be
conducted in a private and closed room located in the main office of Catholic Hospice at
the time that is mutually agreed upon. Interviews will last approximately one hour and a
half (90 minutes) to answer semi-structured questions. The questions will elicit factors
that may be associated with the job duties to capture the emotional factors,
psychological factors, and identification of the process of working in a high stress high
loss environment. Once analysis is drawn from the interview you may choose to review
it with the Pl in order to offer any additional comments and clarification. This second
meeting will last approximately 45 minutes and will take place at the same place as the
first interview. This second meeting is optional and will not be recorded.

Is there any audio or video recording?

This research project will include digital audio recording of the one and a half hour (90
minute) face-to-face interview. This audio recording will be available to be heard by the
Rochelle Clarke, the IRB, the dissertation chair, and committee members. The
recording will be transcribed by Rochelle Clarke. The recording will be kept securely in
a locked cabinet in Rochelle Clarke’s home office. The recording will be kept for 36
months and destroyed after 3 years. Because your voice will be potentially identifiable
by anyone who hears the recording, your confidentiality for things you say on the
recording cannot be guaranteed although the researcher will try to limit access to the
audio recording as described in this paragraph.

What is the danger to me?

Risks, such as psychological discomfort are minimal, meaning, the research requires
the participant to recall experiences which may cause some distress. You have the right
to reserve sharing information or discontinue participation from the research at any time
without any penalty. If additional help is required, the researcher will provide you a
counseling referral, however, you will have to assume full costs associated with the
services received. Another potential risk is confidentiality. The likelihood of a breach of
confidentiality is minimal as procedures are in place to secure information. Names will
not be utilized, audio recordings will be transcribed in Rochelle Clarke's private home
office in a password protected computer accessible only to Rochelle Clarke. All
materials will kept in a locked cabinet.

If you have any questions about the research, your research rights, or have a research-
related injury, please contact Rochelle S. Clarke at 954-593-3228 or via email at
clarroch@nova.edu. You may also contact the IRB at the numbers indicated above with
questions as to your research rights.

Initials: Date: NOV i Page 2 of 3
Institutional Review Board

Approval Date: JAN 2 6 2015
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Are there any benefits to me for taking part in this research study?
There are no direct benefits to participants.

Will | get paid for being in the study? Will it cost me anything?
There is no compensation for participation, nor any cost to you.

How will you keep my information private?

Your information is confidential. The information gathered will be kept private. The
researcher will not include any identifying information that will make your identity known.
The interview transcripts will be secured in a file for the review of researchers only.

The information gathered will be kept in a locked cabinet in the PI's home office. The
recording will be secured for 36 months and destroyed after 3 years. All information
obtained for in this study is strictly confidential unless disclosure is require by law. This
audio recording will be available to be heard by the P! (researcher), the IRB, the
dissertation chair, and committee members.

What if | do not want to participate or | want to leave the study?

You have the right to leave this study at any time or refuse to participate. If you do
decide to leave or you decide not to participate, you will not experience any penalty. If
you choose to withdraw, all information collected from you before the date you leave the
study will be kept in the research records for 36 months from the conclusion of the study
and may be used as part of the research.

Other Considerations:
If the researchers learn anything that might add to information about being involved, you
will be told of the information.

Voluntary Consent by Participant:
By signing below, you indicate that:
o this study has been explained to you
e you have read this document or it has been read to you
e your questions about this research study have been answered
e you have been told that you may ask the researchers any study related questions
in the future or contact them in the event of a research-related injury
e you have been told that you may ask Institutional Review Board (IRB) personnel
questions about your study rights
* you are entitied to a copy of this form after you have read and signed it
= you voluntarily agree to participate in the study entitled “Uncovering Meanings of
Death, Trauma, and Loss as Experienced by Hospice Bereavement
Coordinators: A Phenomenological Study”

Participant’s Signature Date
Participant's Name Date
Signature of Person Obtaining Consent Date
> = NOVA ey
Initials: Date: Institutional Review Board Fegadofd

Approval Date: JAN 26 2015
Continuing Review Date: JAN 25 2016
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Appendix E

Research Questions for Research Study Entitled

Uncovering Meanings of Death, Trauma, and Loss as Experienced by Hospice

10.

11.

12.

Bereavement Coordinators: A Phenomenological Study
What made you choose the Hospice field?
What are some stressful aspects of your job? (stress)
Tell me some of the ways you deal with stress from your job. (stress)
How would you describe loss in the context of your job? (loss and process)
Please describe a case in which you remember losing a patient. Be sure to
describe elements surrounding your relationship with the patient, how you found
out about your patient, and details of how you responded. (loss and process)
Has working with loss impacted the way you work with patients and families? Be
sure to give details. (loss and process)
When you think about a stressful situation in the last month were you able to
discuss it with anyone? How did it make you feel? (support)
Thinking back, has there been a time when you found yourself wrestling with
thoughts of a case, could you describe in detail what happened? (trauma)
What was that like for you? (process)
You’ve probably had some interesting experiences with death; can you recall any
of them? Give details. (death)
Are there some that stand out more than others, can you give details? (death and
trauma)

Has your view of death changed since working here, if yes, how? (death)



13.

14.

15.

16.

17.

18.

19.

20.
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Do you have balance between your work and your personal life, could you give
details? (burnout)

How were you able to do this? (process)

What are your perceptions of death, trauma, and loss in the context of your job?
(process)

Does it differ between the context of your work and your personal life? (process)
Do you attribute meaning from your experiences with death, trauma, and loss?
Please give details. (process)

Avre there services or programs created for you at work to help you process stress?
Tell me how spirituality may or may not play a role in the context of your job.
(spirituality)

Has your spirituality changed since working at hospice? Please explain.

(spirituality)
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Appendix F
Researcher’s Journal
Participant A

| could relate to many of the things Participant A was saying. | remember when |
started working at Catholic Hospice; all I wanted to do was use my therapeutic skills and
became frustrated when it did not quite flow as it once did when | was in a field other
than hospice. | realized that it was not so much about being prepared with the use of a
certain model as it was being present in the moment with each patient and family member
and allowing my therapeutic skills to enter our conversation without premeditation. |
could understand when the participant discussed the importance of not taking things
personally.

The nature of working with dying people is to accept the raw emotions that you
are exposed to when working in this setting. | too felt like my team members have
supported me with difficult cases so, it was nice to hear that it is a resource for the
participant. I wonder if my curiosity was initially stunted by the fear of what it might lead
to at first. What is meant by this is the candid nature of descriptions of pain a person may
be experiencing both physically and emotionally. It is the uncertainty of not knowing if
you can cope with what is about to be revealed. It is an undisclosed fear of what
therapeutic dialogue might uncover through stories, emotions, the process of letting go
and allowing the nature of the illness to take over, and whether you, the therapist, will be
able to protect yourself from going in too much which could result in psychological
distress. It was as if to become curious might lead to opening yourself and becoming

vulnerable or learning how to get through it while not quite knowing how to process the
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stories revealed about experiences the patient chooses to discuss as they no longer feel
the necessity to carry it with them to their grave. | could relate to initially being stunned
then realizing how to re-story or reframe their experience so that they were somehow
dissolved or at a point where they could find a resolve and pass in peace.

Participant B

Remarkable how spiritually lead individuals can find themselves questioning or
wrestling with much of the same feelings and emotions that | have. It was as if | began to
yearn for a deeper level of spirituality. The deep connection of realizing that we are all at
the core human and in our humanness we face similar situations, similar reactions, and
our outcome is dependent on our spiritual perceptions. | felt blessed to be in the presence
of people like this, who work with dying patients and assist families from a place of
spirituality where meaning is derived when there is a trust in a higher power which offers
healing. The nonjudgmental stance at which people can take to ensure the dying can truly
rest in peace.

The stressors of the job can really be guided by the functionality or dysfunction of
the patient family unit. The death and family interpretation of the death and loss can stay
with not just me but others in this field too. | was comforted to know that the struggles of
disconnection lies within my colleagues as it normalized my internal struggles. Learning
how spirituality serves as a consolation makes me what to walk a more spiritual path if it
can in fact provide a sense of peace and healing. It relieves the pressure of feeling like
you and the patient or family are in this alone, it is comforting to know that there is a
higher power looking over us all and providing us with a way when there looks like there

IS no way.
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Participant C

| could relate to the driving but I do not view it as a stressor, | appreciate it. For
me, this is a time to unwind and process the details of a case and it allows me to get
prepared for the next case. There are stressors when traffic causes you to fall behind, yes,
but I look at it as there is a reason why | need to get to the next place a little later. | find
that I feel less in control about things I once thought | somehow had control over, like
traffic and time. | realize that death is merely the absence of a physical body. | found
myself wishing that | had asked myself these questions before | posed them to my
colleagues as the richness of each interview provides me with new ways of viewing
situations. | was honored to know we have such dedicated people working alongside
patients and families. The selfless act of self-preservation and the unfortunate reality of
self-deprivation are all factors that one encounters working in this field. It was as if there
was an off loading and in it a comfort came, knowing that we are not alone in this way of
thinking and being.

Circumstances and emotions are relatable. The beauty that spirituality gives us to
know that there is a life after death where this physical body that seems to let us down,
that has and ultimately will fail us perishes but that the center of our being, what some
may call our spirit or mind, will have an eternal life provided me with great consolation.
The constant though of questioning our own mortality is another thing | realized that
participants shared and this too has been the case with me. Realizing my own mortality is
something that has changed the way | view each day, it guides my thoughts and actions
because now I know how life can go in an instant. My patient’s illness begins to be

somewhat of a blessing in that it provides them with a window of which to make their
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wrongs right and because of the uncertainty of life and death | live each day without
leaving loose ends unattended to.
Participant D

This interview was like taking a class in the philosophy and practice of
spirituality. The ability to work with dying patients and families created a faith and
purpose in the participant’s life. Working with the dynamics of family members and
patients are difficult and the faith of the participant has given the questioning and words
they use to serve as a pillar of comfort. It is as if working in this field is a call that one
receives from a higher power.

There are countless signs and miracles revealed that allow a person to become
renewed in faith and develop a stronger walk with their spirituality. | understood the
concept of being overwhelmed. | am realizing that with each interview | am developing
respect, admiration, and a bond with each participant as their process provides multiple
ways that | too can cope. | gather that if you have faith when you encounter death fear
will disappear and preparation to be with your maker will be the glory you look forward
to receiving.

Participant E

In this interview we both laughed and cried. The interview questions served as a
vessel to allow the participant to share in the journey taken as psychosocial guidance is
provided to patients and families. I realized the missed opportunity of having social
groups of others in similar kinds of work coming together to share their cases and the
value of having a person to disclose the effects of working with cases of anticipatory and

complicated grief.
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| realized that the death of others can become compounded when we experience a
loss in our personal life. I also found the necessity for organizations, like hospice, to give
its employees the opportunity to off load. We could laugh about some of the
uncomfortable situations we sometimes are placed into due to patient-family dynamics
and how difficult it can be to disconnect. | realized that if we are not given recognition
from our peers about the preservation we hold onto about the lives of our patients through
their verbal accounts of legacy building we become filled with overwhelming sadness.

The patient and family losses a loved one and with our role in hospice settings,
working with multiple cases of anticipatory or complicated grief we are left with multiple
losses. Our patient’s whom we, in what may seem like a short time, we have developed
strong emotional bonds with have passed and left us with candid conversational
descriptions of raw emotions without reserve. | learned that service failures on our end
can contribute to the detrimental uncertainty that surrounds a family’s ability to cope with
death loss and trauma. I also realized that although the trauma of a person’s life is
revealed when we are truly present with them in their story secondary trauma can creep
into us. | learned that not having a voice with which to discuss complexities of this job
may result in compassion fatigue and burnout. Today, | witnessed a spirit of good will
clinging on to hope by a thread. | am honored to have allowed that silenced voice to
speak.

Participant F

There is a rapport building that has to happen when working with patients and

families. At times it can be slow which might leave the person charged with providing

support to feel like time is running out and there are other cases where connections are



128

made right away. The connections made right away can be formed when a person can
relate to the patient by closeness in age, similar family dynamics, and depending on the
patient’s age especially if they are children, adolescents or young adults. | could relate
when it was discussed that when a patient is dying and they are close to you in age their
fatality, their situation can stay with you longer and takes a while for you to process it. It
brings awareness to one’s own mortality. | found myself thinking back to a case as the
participant talked about difficulties they experienced working with a patient who was
their age. | realized that this person too discussed their faith in a way that provided
consolation and how their faith had been renewed when they could not provide
themselves with answers. There is a profound role spirituality can play to resolve these

things that we question.
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Biographical Sketch

Rochelle S. Clarke was born in Queens, New York. At the age of 12 she moved to
South Florida with her parents and younger sisters. She received her Bachelors of Arts in
Sociology from Florida Atlantic University. She then pursued a degree in business and
received a Master of Science in Human Resource Management from Nova Southeastern
University. After working in the business field Clarke felt driven to pursue a field in
therapy where she could assist patients and families cope with chronic or terminal illness.
Clarke went back to school and received her Master of Science in Marriage and Family
Therapy with a certificate in Family Systems Healthcare from Nova Southeastern
University, Clarke continued her education. She then completed her coursework toward
her Ph.D. in Marriage and Family Therapy at Nova Southeastern University.

Mrs. Clarke is a Registered Intern with the State of Florida and is currently
employed with Catholic Hospice as a Bereavement Coordinator where she delivers
therapeutic support to patients and families exhibiting signs of anticipatory or
complicated grief. Clarke has begun to deliver training programs to local South Florida
hospitals on the importance of self-care, warning signs of compassion fatigue and
burnout, and the need for healthcare workers to decide for themselves and open a
dialogue with patients about advanced directives and end-of-life care. Multiple groups
have been spearheaded throughout South Florida to support bereaved members of the
local community. Establishing groups and/or in-services with Florida Medical Center,
Plantation General Hospital, Mount Sinai Medical Center, and a variety of assisted living

facilities and nursing homes, Mrs. Clarke provides both healthcare professionals and
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patient-family units with education about death, grief, loss, and trauma fostering
participant interaction.

Clarke has been invited to present at AAMFT’s National Conference in Portland,
Oregon and the Solution-Focused Brief Therapy Association’s Conference in Toronto,
Canada on “(SFBT) Relational Backpacking for Family Journeys with Autism”
highlighting the journey families with a child with autism face throughout phases of life

and techniques therapists can utilize to identify strengths within the family.



