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APPENDIX B

Figure B6

Figure B6. My boy.
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APPENDIX B

Figures B7 and B8

Figure B7. van Gogh Self-Portrait 1889. Figure BS. van Gogh Self-Portrait 1889.

Musee d'Orsay, Paris.



197

APPENDIX B

Figure B9

Figure B9. LMR self-portrait. 2011.
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APPENDIX B

Figure B10

Figure B10. Pablo Picasso. Woman with a Chignon. 1901. Oil on canvas. Fogg Art Museum,

Harvard University, Cambridge, MA. USA.
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APPENDIX B

Figure B11

Figure B11. Pablo Picasso. Lola, Picasso’s Sister. 1899. The Cleveland Museum of Art.
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APPENDIX B

Figure B12

Figure B12. Pablo Picasso. Woman with a Crow. 1904. Charcoal, pastel, and water-color on

paper. Toledo Museum of Art, Toledo, OH. USA.



201

APPENDIX B

Figure B13

Figure B13. Vincent Van Gogh. The Raising of Lazarus. 1890. van Gogh Museum,

Amsterdam.
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APPENDIX B

Figure B14

Praise My Soul the King of Heaven

Praise my soul the King of heaven

to His feet they tribute bring

ransomed, healed, restored, forgiven

who like thee His Praise should sing

Praise Him! Praise Him! Praise Him! Praise Him!
Praise the everlasting King

Praise Him for His grace and favour

to our fathers in distress

Praise Him still the same for ever,

slow to chide and swift to bless.

Praise Him! Praise Him! Praise Him! Praise Him!
Glorious in His faithfulness

Fatherlike he tends and spares us

well our feeble frame he knows

in His hands he gently bears us

Rescues us from all our foes

Praise Him! Praise Him! Praise Him! Praise Him!
Widely as His mercy flows

Angels helps us to adore Him
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Ye behold Him face to face

Sun and moon bow down before Him

Dwellers all in time and space

Praise Him! Praise Him! Praise Him! Praise Him!

Praise with us the god of grace

Figure B14. Praise my soul the King of heaven.
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APPENDIX B
Figure B15
Thank you, Lord, for This Great Day
Thank you for all the good things and times along the way
Thank you Lord for every friend
May those friendships never end
Thank you Lord for daughters and sons
Thank you for all their little ones
Thank you Lord for sisters and brothers
Thank you for fathers and mothers
A mother who said her boys didn’t fight
But what were they doing out of her sight
Thank you Lord for the HeartMate Pump
It got me up and off my rump
Thank you Lord for this great life
Thank you for a wonderful wife
A wife who seldom got mad
Threw a slipper once
Thank you Lord, her aim was bad
I think this is all I have to say

Except thank you Lord for this great day.

Figure B15. Thank you, Lord, for This Great Day. Author patient participant.
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B16

Uncertain ﬁz;ure
Given more (ime

Living outwejighs restrictions

As time goes on

Figure B16. Health and wellness trajectory of patients before and after the LVAD.
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APPENDIX B

Figure B17

t Caregiving is not a burden

Persistent worry and stress

Adjustments took time

Figure B17. Caregivers’ trajectory of adjustments and pervasive worry overtime.
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APPENDIX B

Figure B18

Program of Research

*Palliative and End of Life Care in Older Adults with Chronic Illnesses Who Require Life-

Sustaining Technology

Patients with chronic
illnesses: advanced heart
failure, stroke, mechanical
circulatory support devices,
and their caregivers

Palliative End of life
Care Care
: Quality of life
Perceptions HeaIFh Outcomes
Behaviors
lliness -
Health behaviors Coping
SFress o Treatment“”ness Reducing Bio-psycho-socio-
technology well-being

Health Behavior
Interventions

Translation into practice

* Adapted from Indiana University College of Nursing’s Health Behaviors Research Framework
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Figure 19

Figure 19. New self-portrait: LMR.
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APPENDIX C

The University of Michigan Institutional Review Board Approval

UNIVERSITY OF MICHIGAN

E}? eResearch.umich.edu

Medical School Institutional Review Board (IRBMED) ¢ 2800 Plymouth Rd., Building 200, Room 2086, Ann

Arbor, MI 48109-2800 * phone (734) 763 4768 « fax (734) 763 9603 ¢ irbmed@umich.edu

To: Dr. Francis Pagani

From:

Michael Geisser
Alan Sugar

Cc:

Jesus (Jessie) Casida
Francis Pagani
Rosalind Peters
Lydia McGowan
Susan Wright
Sarah Fox

Linda Marcuccilli

Subject: Amendment [Ame00024322] Approved for [HUM00028567]

SUBMISSION INFORMATION:

Study Title: Self-Concept of Adults Living with Long-Term Implantable LVADs & Lifestyle Adjustments of
Caregivers

Full Study Title (if applicable): Self-Concept and Lifestyle Modification of Adults Living with Long-Term
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Implantable Left Ventricular Assist Devices & Lifestyle Adjustments of Caregivers
Study eResearch ID: HUM00028567

Amendment eResearch ID: Ame00024322

Amendment Title: HUM00028567 (AMDT Part 3)

Date of this Notification from IRB: 8/10/2011

Date of Approval for this Amendment: 8/9/2011

Review: Expedited

Current IRB Approval Period: 2/1/2011 - 1/31/2012

Expiration Date: Approval for this expires at 11:59 p.m. on 1/31/2012
UM Federalwide Assurance (FWA): FWA00004969 expiring on 11/17/2011
OHRP IRB Registration Number(s): IRB00000244

Approved Risk Level(s) as of this Amendment:

Name Risk Level

HUMO00028567 No more than minimal risk

NOTICE OF IRB APPROVAL AND CONDITIONS:

The IRBMED has reviewed and approved the amendment to the study referenced above. The IRB determined that
the proposed research continues to conform with applicable guidelines, State and federal regulations, and the
University of Michigan's Federalwide Assurance (FWA) with the Department of Health and Human Services
(HHS). You must conduct this study in accordance with the description and information provided in the approved
application and associated documents, as amended.

APPROVAL PERIOD AND EXPIRATION: The approval period for this study is listed above. Please note the
expiration date is not changed by the approval of this amendment. If the approval lapses, you may not conduct work
on this study until appropriate approval has been re-established, except as necessary to eliminate apparent immediate
hazards to research subjects. Should the latter occur, you must notify the IRB Office as soon as possible.
IMPORTANT REMINDERS AND ADDITIONAL INFORMATION FOR INVESTIGATORS

APPROVED STUDY DOCUMENTS:

You must use any date-stamped versions of recruitment materials and informed consent documents available in the
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eResearch workspace (referenced above). Date-stamped materials are available in the "Currently Approved
Documents" section on the "Documents" tab.

RENEWAL/TERMINATION:

At least two months prior to the expiration date, you should submit a continuing review application either to renew
or terminate the study. Failure to allow sufficient time for IRB review may result in a lapse of approval that may
also affect any funding associated with the study.

FUTURE AMENDMENTS:

All proposed changes to the study (e.g., personnel, procedures, or documents), must be approved in advance by the
IRB through the amendment process, except as necessary to eliminate apparent immediate hazards to research
subjects. Should the latter occur, you must notify the IRB Office as soon as possible.

AES/ORIOs:

You must inform the IRB of all unanticipated events, adverse events (AEs), and other reportable information and
occurrences (ORIOs). These include but are not limited to events and/or information that may have physical,
psychological, social, legal, or economic impact on the research subjects or others.

Investigators and research staff are responsible for reporting information concerning the approved research to the
IRB in a timely fashion, understanding and adhering to the reporting guidance

(http://www.med.umich.edu/irbmed/ae_orio/index.htm ), and not implementing any changes to the research without

IRB approval of the change via an amendment submission. When changes are necessary to eliminate apparent
immediate hazards to the subject, implement the change and report via an ORIO and/or amendment submission
within 7 days after the action is taken. This includes all information with the potential to impact the risk or benefit
assessments of the research.

SUBMITTING VIA eRESEARCH:

You can access the online forms for continuing review, amendments, and AEs/ORIOs in the eResearch workspace
for this approved study, referenced above.

MORE INFORMATION:

You can find additional information about UM’s Human Research Protection Program (HRPP) in the Operations

Manual and other documents available at: www.research.umich.edu/hrpp.
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pazet— W01

Michael Geisser Alan Sugar

Co-chair, IRBMED Co-chair, IRBMED
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APPENDIX D

Wayne State University Human Investigation Committee Approval

IRB Administration Office
MYN E STATE 87 East Canfield, Second Floor
Detroit, Michigan 48201
N IVERS I Phone: (313) 577-1628
FAX: (313) 993-7122

http://irb.wayne. edu

NOTICE OF EXPEDITED AMENDMENT APPROVAL

To: Jesus Casida
Adult Health/Administration
" Cohn
From: Dr. Scott Millis e,

Chairperson, Behavioral Institutional Review Board (B3)
Date: August 24, 2011
RE: IRB #: 034909B3E

Protocol Title: Self-Concept and Lifestyle Modification of Adults Living with Long-Term Implantable Left
Ventricular Assist Devices: A Qualitative Study

Funding Source: Unit: Nurse Anesthetist Program
Protocol #: 0903006906
Expiration Date: February 13, 2012
Risk Level /| Category: Research not involving greater than minimal risk

The above-referenced protocol amendment, as itemized below, was reviewed by the Chairperson/designee of the Wayne
State University Institutional Review Board (B3) and is APPROVED effective immediately.

* Protocol - Changes to enrollment criteria, data collection methods and/or instruments, telephone script, and other
changes which includes the use of Appendix D: Mini-cog instrument to ascertain cognitive levels of participants prior
to interviews, the use of Appendix H: Patient and Caregiver profile to tailor demographic profile to patients and
caregivers, modifications to interview script to tailor to patients with destination therapy and their caregivers, and
recruitment script modified to tailor to destination therapy patients and their caregivers. These changes do not affect
risk to participants.

Consent Form (revision dated 07/05/2011) - Consent Form updated to reflect changes to protocol and to include
compensation for participation.

* Receipt of Amendment Approval notice from University of Michigan (dated 08/09/2011)
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The University of Michigan IRB Amendment: Continuation of Study

UNIVERSITY OF MICHIGAN

Ej eResearch.umich.edu

Medical School Institutional Review Board (IRBMED) ¢ 2800 Plymouth Rd., Building 200, Room 2086, Ann Arbor, MI 48109-2800 « phone (734) 763 4768 « fax (734) 763 9603 «

irbmed@umich.edu

To: Francis Pagani

From:

Michael Geisser
Alan Sugar

Cc:

Jesus (Jessie) Casida
Francis Pagani
Rosalind Peters
Maureen Daly-Myers
Lydia McGowan
Sarah Fox

Linda Marcuccilli

Subject: Amendment [Ame00027519] Approved for [HUM00028567]

SUBMISSION INFORMATION:

Study Title: Self-Concept of Adults Living with Long-Term Implantable LVADs & Lifestyle Adjustments of
Caregivers

Full Study Title (if applicable): Self-Concept and Lifestyle Modification of Adults Living with Long-Term
Implantable Left Ventricular Assist Devices & Lifestyle Adjustments of Caregivers

Study eResearch ID: HUM00028567

Amendment eResearch ID: Ame00027519
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Amendment Title: HUM00028567 12-28-11 Ame update CVs Casida-Peters

Date of this Notification from IRB: 1/18/2012

Date of Approval for this Amendment: 1/18/2012

Review: Expedited

Current IRB Approval Period: 12/20/2011 - 12/19/2012

Expiration Date: Approval for this expires at 11:59 p.m. on 12/19/2012

UM Federalwide Assurance (FWA): FWA00004969 expiring on 6/13/2014

OHRP IRB Registration Number(s): IRB00001995

Supporting Documents: Updated CVs for Jessie Casida and Rosalind Peters

Approved Risk Level(s) as of this Amendment:

Name Risk Level

HUMO00028567 No more than minimal risk

NOTICE OF IRB APPROVAL AND CONDITIONS:

The IRBMED has reviewed and approved the amendment to the study referenced above. The IRB determined that
the proposed research continues to conform with applicable guidelines, State and federal regulations, and the
University of Michigan's Federalwide Assurance (FWA) with the Department of Health and Human Services
(HHS). You must conduct this study in accordance with the description and information provided in the approved
application and associated documents, as amended.

APPROVAL PERIOD AND EXPIRATION: The approval period for this study is listed above. Please note the
expiration date is not changed by the approval of this amendment. If the approval lapses, you may not conduct work
on this study until appropriate approval has been re-established, except as necessary to eliminate apparent immediate
hazards to research subjects. Should the latter occur, you must notify the IRB Office as soon as possible.
IMPORTANT REMINDERS AND ADDITIONAL INFORMATION FOR INVESTIGATORS
APPROVED STUDY DOCUMENTS:

You must use any date-stamped versions of recruitment materials and informed consent documents available in the
eResearch workspace (referenced above). Date-stamped materials are available in the "Currently Approved

Documents" section on the "Documents" tab.
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RENEWAL/TERMINATION:

At least two months prior to the expiration date, you should submit a continuing review application either to renew
or terminate the study. Failure to allow sufficient time for IRB review may result in a lapse of approval that may
also affect any funding associated with the study.

FUTURE AMENDMENTS:

All proposed changes to the study (e.g., personnel, procedures, or documents), must be approved in advance by the
IRB through the amendment process, except as necessary to eliminate apparent immediate hazards to research
subjects. Should the latter occur, you must notify the IRB Office as soon as possible.

AES/ORIOs:

You must inform the IRB of all unanticipated events, adverse events (AEs), and other reportable information and
occurrences (ORIOs). These include but are not limited to events and/or information that may have physical,
psychological, social, legal, or economic impact on the research subjects or others.

Investigators and research staff are responsible for reporting information concerning the approved research to the
IRB in a timely fashion, understanding and adhering to the reporting guidance

(http://www.med.umich.edu/irbmed/ae_orio/index.htm ), and not implementing any changes to the research without

IRB approval of the change via an amendment submission. When changes are necessary to eliminate apparent
immediate hazards to the subject, implement the change and report via an ORIO and/or amendment submission
within 7 days after the action is taken. This includes all information with the potential to impact the risk or benefit
assessments of the research.

SUBMITTING VIA eRESEARCH:

You can access the online forms for continuing review, amendments, and AEs/ORIOs in the eResearch workspace
for this approved study, referenced above.

MORE INFORMATION:

You can find additional information about UM’s Human Research Protection Program (HRPP) in the Operations

Manual and other documents available at: www.research.umich.edu/hrpp.
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pazet— W01

Michael Geisser Alan Sugar

Co-chair, IRBMED Co-chair, IRBMED
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APPENDIX F

Wayne State University Amendment: Continuation of Study

IRE Administration Office
WAYNE STATE T e
UNIVERSITY o e

http://irb.wayne.edu

NOTICE OF EXPEDITED CONTINUATION APPROVAL

To: Jesus Casida
Adult Health/Administration

Cohn — }\u
Froin: Dfs Scol Mills . o

Chairperson, Behavioral Institutional Review Board (B3)
Date: January 18, 2012
RE: IRB# 034908B3E

Protocol Title: Self-Concept and Lifestyle Modification of Adults Living with Long-Term Implantable Left
Ventricular Assist Devices: A Qualitative Study

Funding Source: Unit: Nurse Anesthetist Program
Protocol #: 0803006906
Expiration Date: January 17, 2013
Risk Level / Category: Research not involving greater than minimal risk

=

Conlinuation for the above-referenced protocol and items listed below (if applicable) were APPROVED following
Expedited Review by the Chairperson/designee of the Wayne State University Institutional Review Board (B3) for the
period of 01/18/2012 through 01/17/2013. This approval does not replace any departmental or other approvals that may
be required.

Recruitment Letter
Receipt of U of M Consent Form (dated 07/05/2011)
Receipt of U of M Continuation Approval (approval period 12/20/2011 to 12/19/2012)

* Federal regulations require that all be d at least You may receive a "Ci

two manths prior to the expiration date; however, it is the Principal !rwmligalnrs rasponsfbllily 1o oblain review and mnl.lm.led appruual before the
ion date. Data coll d during a period of lapsed app PP and can never be as

data.

= Al or to the aboy P require review and approval by the IRE BEFORE implementation.

= Ad Events (AR.I'IJE) must be submllled on the appropriate form within the timeframe specified in the IRB
Administration Office Policy (hitp: rb.wayne.

NOTE:

1. Upon af an g site visit, hold notification, and/or external audit the IRB Administration Office must be contacted

immediately.

2. Forms should ba downloaded from the IRE website at each use.
"Based on the Expediled Review List, revised November 1898
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APPENDIX G

Letter of Support

University of Michigan Susan M. Wright, RN, MS
Health System F7859 Mott Extension, SPC 5230
1500 E. Medical Center Dr.

Ann Arbor, MI 48109

II|
i

Cardiovascular Center

e e e 734-615-3068
_— — 734-936-6266, pager 8080

Center for Circulatory Support

March 3, 2010

Linda Marcuccilli, RN, PhD Student
College of Nursing

Wayne State University

Detroit, Michigan

Dear Ms Marcuccilli,

Please be informed that I have reviewed the proposal titled: The Lived Experience of
Destination Therapy patients and Their Caregivers, and discussed it with Dr. Casida.
This project will include a purposive sample of 20 or less patient/caregiver dyads. |
support this research project and will allow Dr. Casida and Linda Marcuccilli to access
patients and their medical records.

Sincerely,

Goan [it/‘*u%/\f"

Susan Wright, RN, MS

The University of Michigan Health System
Supervisor, Center for Circulatory Support
Section of Cardiac Surgery
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APPENDIX H
Recruitment Protocol for Research Coordinators
Inclusion Criteria for Patients with DT
Able to read, write, and speak English
Men and Women
Must be 18 years of age and older
All races: American Indian/Alaska Native, Black or African American, Asian, Native
Hawaiian/Other Pacific Islander, and White
All ethnicities: Hispanic/Latino, non-Hispanic/Latino
Voluntarily consent to participate in a tape recorded interview
No evidence of cognitive decline
Must have the LVAD as a DT for at least three months
Exclusion Criteria
Unable to read, write, or speak English
Less than 18 years of age
No evidence of cognitive decline
Has the LVAD as a BTT
Had an LVAD then received a donor heart
Inclusion Criteria for Caregivers of Patients with DT
Able to read, write, and speak English
Men and Women
Must be 18 years of age and older

All races: American Indian/Alaska Native, Black or African American, Asian,
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Native Hawaiian/Other Pacific Islander, and White

All ethnicities: Hispanic/Latino, non-Hispanic/Latino

Voluntarily consent to participate in a tape recorded interview

No evidence of cognitive decline

Must have cared for someone with an LVAD as a DT for at least three (3) months.
Exclusion Criteria

Unable to read, write, or speak English

Less than 18 years of age

No evidence of cognitive decline

Cared for someone with an LVAD for less than three (3) months

Cared for someone with an LVAD as a BTT

Cared for someone who received a donor heart after LVAD implantation.

Thank you!

Linda Marcuccilli, PhD Student, RN

Linda Marcuccilli, PhD Student, RN



222

APPENDIX I
Outreach Protocol: Inclusion of Women and Minorities
*Proposed Outreach Guidelines

Understand study population.

I will engage in culturally sensitive practices to enhance recruitment and retention of
women and minority populations. I will meet potential participants at the Center for Circulatory
Support outpatient clinic, or a setting of their choice, including community settings, in order to
build trust and enhance the quality of interview. I will spend time with the potential participants
before the interview to build rapport, establish trust, and understand cultural, ethnic, and racial
backgrounds.

Establish an explicit outreach plan.

I will dialogue with LVAD coordinators and make suggestions for establishing set-goals
for recruiting and retaining study participants. Suggestions for LVAD coordinators to enhance
the inclusion of women and minorities, including: Engaging in culturally appropriate
conversations and building trust to enhance recruitment and retainment of women and minorities.
I will communicate with the LVAD coordinators on a weekly basis to keep lines of
communication open.

Achieve agreement on research plans.

I will collaborate with Susan Wright, supervisor/facilitator, LVAD coordinators of the
Center for Circulatory Support, [and community members if any], and members of the
dissertation committee to achieve consensus about the aims and structure of the proposed
research.

Design and conduct evaluations.
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I will collaborate with the supervisor/facilitator, LVAD coordinators, [community
members if any], and members of the dissertation committee to evaluate the recruitment and
retention strategies. Strategies includes: 1) assessing potential participant responses to
recruitment and retention strategies; and 2) assessing compliance through participation in first
and second interviews. Additionally, participants will be asked [at the end of each interview]
about the context of questions in relation to understanding the experience and meaning of living
with DT.

Progress of study.

I will elicit feedback from the supervisor/facilitator and LVAD coordinators about the
progress of the study, and number of accrued participants [including minority and ethnic study
participants] on a weekly basis to evaluate recruitment and retention processes.

Establish and maintain communication.

I will keep supervisor/facilitator, LVAD coordinators, [community members if any], and
members of the dissertation committee informed of research study progress, including emerging
themes. Finally, as a token of appreciation for the participants, collaborating institution, and any
involved community leaders, I will invite participants to a 30-minute presentation of the study

results at the completion of the study.

*Based on the Outreach Notebook for the NIH Guidelines on Inclusion of Women and Minorities as Subjects in
Clinical Research. NIH Publication No. 97-4160, 1997. U. S. Department of Health.

http://Grants.nih.gov/grants/funding/women_min/women_min.htm.
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APPENDIX J

Recruitment Slip

Hello, Mr. /Mrs.

We are looking for research participants who either have a LVAD as a DT, or care for a person
with a DT. We would like to talk about your experience of living with and caring for someone
with a LVAD as a DT. Research volunteers will participate in one face-to-face interview, lasting
for no more than one hour, and one follow-up telephone call, lasting for no more than thirty (30)
minutes after the interview. The study is strictly on a voluntary basis, and requires us to pass on
your name and home phone number to the primary research investigator, Linda Marcuccilli, to
contact you.

If you would like to hear more about the research, please let us know so that we can contact the
primary research investigator to discuss your participation in the research study.

Thank you!

The Center for Circulatory Support

The University of Michigan Health Care Systems

Primary Research Investigator

Linda Marcuccilli, PhD Student, RN

Wayne State University College of Nursing

Ickmster(@hotmail.com

1.313.300.9269
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APPENDIX K
Mini-Cog

The Mini Cog Administration
The test is administered as follows:
1. Instruct the patient to listen carefully to and remember 3 unrelated words and then to repeat
the words.
2. Instruct the patient to draw the face of a clock, either on a blank sheet of paper or on a sheet
with the clock circle already drawn on the page. After the patient puts the numbers on the clock
face, ask him or her to draw the hands of the clock to read a specific time.
3. Ask the patient to repeat the 3 previously stated words.
Scoring
Give 1 point for each recalled word after the clock drawing test (CDT) distracter.
Patients recalling none of the three words are classified as demented (Score = 0).
Patients recalling all three words are classified as non-demented (Score = 3)
Patients with intermediate word recall of 1-2 words are classified based on the CDT (Abnormal
= demented;
Normal = non-demented)
Note: The CDT is considered normal if all numbers are present in the correct sequence and
position, and the hands readably display the requested time.
From Borson, S., Scanlan, J., Brush, M., Vitallano, P., & Dokmak, A. (2000). The Mini-Cog: A
cognitive ‘vital signs’ measure for dementia screening in multi-lingual elderly. International
Journal of Geriatric Psychiatry, 15(11), 1021-1027. Copyright John Wiley & Sons Limited.

Reproduced with permission (See below).
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Mini-Cog Permission for Use
Copyright.com special order (10211320)
Confirmation Number: 10211320
Updates on Items You Ordered:

INTERNATIONAL JOURNAL OF GERIATRIC PSYCHIATRY, 51252744

Current Status: Granted
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APPENDIX L
*Demographic Profile of Adults with LVADs as DT

Participant Code:

Age: Gender:

Race (circle one):

African American Asian White/non-Hispanic Black/non-Hispanic
Native American Alaska Native  Pacific Islander other (please specify):
2 or more races (please specify):

3 or more races (please specify):

Decline to answer:

Ethnic Oriqgin:

Hispanic Latino Other (please specify):

Marital Status (circle one):

Married Single Divorced Widow
Domestic Partner

Number of Children:

Highest Educational Level (circle one):

0123456789 101112 13 14 15 16 17 18 19 20+  Other (please specify):
HS TT AD uG G D

(HS = high school; TT = technical trade; AD = associate degree; Undergrad = bachelor’s degree;

Grad = graduate degree; D = doctoral degree)

Relationship to caregiver:

Living Arrangement: (dwelling, number of people living in home):
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Do you live with your caregiver?

*Adapted from Casida (2009) Self-Concept and Lifestyle Modification of Adults Living with

Long-Term Implantable Left-Ventricular Assist Devices: A Qualitative Study
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APPENDIX M
*Demographic Profile of Caregivers of Adults with LVADs as DT

Participant Code:

Age: Gender:

Race (circle one):

African American Asian White/non-Hispanic Black/non-Hispanic
Native American Alaska Native  Pacific Islander other (please specify):
2 or more races (please specify):

3 or more races (please specify):

Decline to answer:

Ethnic Oriqgin:

Hispanic Latino Other (please specify):

Marital Status (circle one):

Married Single Divorced Widow
Domestic Partner Decline

Number of Children:

Highest Educational Level (circle one):

0123456789 101112 13 14 15 16 17 18 19 20+  Other (please specify):
HS TT AD uG G D

(HS = high school; TT = technical trade; AD = associate degree; Undergrad = bachelor’s degree;
Grad = graduate degree; D = doctoral degree)

Relationship to LVAD patient:

Living Arrangement: (dwelling, number of people living in home):
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Are you currently working? If so, hours per week:

Hours spent with LVAD patient per day:

*Adapted from Casida (2009) Self-Concept and Lifestyle Modification of Adults Living with

Long-Term Implantable Left-Ventricular Assist Devices: A Qualitative Study.
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APPENDIX N

Patient Interview Script
Questions for participants with LVAD DT
Tell me about living with an LVAD.
Tell me about a typical day about life with an LVAD — from the time you get up until the time
you go to bed.
When you look back over the time when you have had this LVAD, what event stands out in your
mind?
What are all the things you must do to care for your LVAD?
How would you describe your life just before you received this LVAD?
What are all the things that changed after you received this LVAD?
Who are designated as your caregivers?
What are all of the responsibilities of a caregiver?
How would you characterize your relationship with your caregiver?
As you know, you meet this research study’s inclusion criteria because your LVAD was the only
therapeutic option available to you. Could you describe what is means to you to have the LVAD
under these circumstances?
I wonder if you know what medical practitioners call your circumstance.
Have you ever heard someone call this circumstance a “DT”
In your opinion, what do you make of this terminology?
Imagine for a moment your caregiver’s perspective on having an LVAD as a final therapy. In
your opinion, how would they describe knowing that there are no other options?

Is there anything else that I didn’t think to ask that, in your opinion, would help me understand
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your experiences caring for someone with an LVAD as a final option?
Thank you for you time and patience. Your answers will help healthcare professionals provide
care for recipients of LVADs.
Probing Questions:
Examples, neither inclusive nor exhaustive:
Are there other things that make it stand out?
Can you describe your feelings surrounding [name of their event]?
Are there other things that you do every day...
How did that make you feel...
Are there other things about living with an LVAD that would help me understand what it is like
to live with it?
I’m not sure I understand what you men when you say [their exact words]. Could you explain
that for me?
Could you describe an example or situation that illustrates what you mean when you say [their
exact words]?

Could you describe a situation that illustrates your relationship with your caregiver?
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APPENDIX O

Caregiver Interview Script
Questions for caregivers for a patient witha DT
Tell me about caring for someone living with an LVAD.
Tell me about a typical day for caregivers caring for someone with an LVAD — from the time
you get up until the time you go to bed.
When you look back over the time when you have been caring for someone living with this
LVAD, what event stands out in your mind?
What are all the things you must do as a caregiver for someone with an LVAD?
Now, I’d like to go back in time and discuss the time when you first learned that the person you
are caring for would receive this LVAD. How would you describe your life just before the
person you are caring for received this LVAD?
Now think over the period from learning about this LVAD and now: What are all the things that
changed after the person you are caring for received this LVAD?
Now, I would like to talk about how you coordinate your care with the LVAD recipient.
What are all of the responsibilities of the LVAD recipient?
How would you characterize your relationship with the LVAD recipient?
As you know, you meet this research study’s inclusion criteria because an LVAD was only
therapeutic option available to the person you care for. Could you describe what is means to you
to care for someone with an LVAD under these circumstances?
How would you describe knowing that there are no other options?
I wonder if you know what medical practitioners call your circumstance.

Have you ever heard someone call this circumstance a “DT?”
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Finally, imagine for a moment the LVAD recipient’s perspective on having an LVAD as a final
therapy. In your opinion, how would they describe the LVAD recipient’s knowing that there are
no other options? What do you think their feelings are about their having no other options?
Is there anything else that I didn’t think to ask that, in your opinion, would help me understand
your experiences caring for someone with an LVAD as a final option?
Thank you for you time and patience. Your answers will help healthcare professionals
understand the needs of caregivers of recipients of LVAD:s.

Probing Questions:
Examples, neither inclusive nor exhaustive:
Are there other things that make it stand out?
Can you describe your feelings surrounding [name of their event]?
Are there other things that you do every day...
How did that make you feel...?
Are there other things about living with an LVAD that would help me understand what it is like
to live with it?
I’m not sure I understand what you men when you say [their exact words]. Could you explain
that for me?
Could you describe an example or situation that illustrates what you mean when you say [their
exact words]?

Could you describe a situation that illustrates your relationship with your caregiver?
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Left-ventricular assist devices (LVADs) have improved the quality of life for many
patients with advanced heart failure. Past research focused on technology issues and survival
rates, but patients’ and caregivers’ perspectives of living with an LVAD as a destination therapy
(e.g., permanent alternative to transplant) was not explored. Roy’s adaptation model provided a
framework to guide an understanding of how participants adjusted and accepted living with
destination therapy. A hermeneutic-phenomenology as described by van Manen was used to
explore and describe the essence of destination therapy from patients’ and caregivers’
perspectives in order to understand the meaning of this experience. Data saturation was achieved
with 14 participants (7 men as patients, 71-76 years old; 1 man and 6 women as caregivers, 50-
74 years old), who lived with destination therapy at home. Data was collected using open-ended
interviews, thematic analysis was ongoing, and final themes were consensually validated.
Procedures to ensure trustworthiness are described. Themes were consistent with Roy’s
adaptation model. Participants illustrated a process of adjustment and eventually accepted the

LVAD as part of their lives. Patients adjusted to the LVAD as part of their bodies, accepted the
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device as necessary to live, and exhibited an improved quality of life. Caregivers described
persistent worry and stress and accepted caregiving as part of life. Dyadic perspectives reflected
gratefulness for more time to live despite uncertainties about death and dying. Findings advance
the knowledge of destination therapy management. These findings may direct a holistic
approach to palliative and end of life care, and can heighten nurses’ awareness about the process
of adaptation as a vital component for the promotion and maintenance of health and well-being
among this growing population.

Key words: left-ventricular assist devices, destination therapy, caregivers, hermeneutic

phenomenology, Roy Adaptation Model.
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AUTOBIOGRAPHICAL STATEMENT

As I reflect upon the words set forth by van Manen in my preface, [ was ‘struck with
wonder,” even ‘rendered speechless,’ as participants’ recounted their lives and experiences of
living with DT. Being given the opportunity to hear the stories of participants’ experiences of
living with a such a life-sustaining device has clearly affected me emotionally, but I am still
Linda — a woman, a wife, a mom, a spiritual human being, and a nurse scientist. Yes, the stories
of my participant struggles, thoughts, beliefs, and brushes with death, have clearly affected me in
ways that are indescribable. But in the end, I learned to embrace the external forces which come
our ways in unexpected ways — to turn to my family for support, believe in myself, who I am,
and the work I’m going to do to help those afflicted with life-limiting illnesses and their
caregivers. My new self-portrait (Figure B19) reflects an infectious enthusiasm for a life filled
with unknowns and hopes for a productive and successful career in meeting the needs of those

who need it most.



