University of South Florida

DIGITAL COMMONS Digital Commons @ University of

@ UNIVERSITY OF SOUTH FLORIDA South Florida
USF Tampa Graduate Theses and Dissertations USF Graduate Theses and Dissertations
January 2012

Exploring the Advance Care Planning Experiences among Persons
with Mild Cognitive Impairment: Individual and Spousal
Perspectives

Catherine Parsons Emmett
University of South Florida, bsnduke81@hotmail.com

Follow this and additional works at: https://digitalcommons.usf.edu/etd

b Part of the Bioethics and Medical Ethics Commons

Scholar Commons Citation

Emmett, Catherine Parsons, "Exploring the Advance Care Planning Experiences among Persons with Mild
Cognitive Impairment: Individual and Spousal Perspectives" (2012). USF Tampa Graduate Theses and
Dissertations.

https://digitalcommons.usf.edu/etd/4313

This Dissertation is brought to you for free and open access by the USF Graduate Theses and Dissertations at
Digital Commons @ University of South Florida. It has been accepted for inclusion in USF Tampa Graduate Theses
and Dissertations by an authorized administrator of Digital Commons @ University of South Florida. For more
information, please contact digitalcommons@usf.edu.


https://digitalcommons.usf.edu/
https://digitalcommons.usf.edu/
https://digitalcommons.usf.edu/
https://digitalcommons.usf.edu/
https://digitalcommons.usf.edu/etd
https://digitalcommons.usf.edu/grad_etd
https://digitalcommons.usf.edu/etd?utm_source=digitalcommons.usf.edu%2Fetd%2F4313&utm_medium=PDF&utm_campaign=PDFCoverPages
https://network.bepress.com/hgg/discipline/650?utm_source=digitalcommons.usf.edu%2Fetd%2F4313&utm_medium=PDF&utm_campaign=PDFCoverPages
mailto:digitalcommons@usf.edu

Exploring Advance Care Planning Experiences amargdas with Mild Cognitive

Impairment: Individual and Spousal Perspectives

by

Catherine Parsons Emmett

A dissertation submitted in partial fulfillment
of the requirements for the degree of
Doctor of Philosophy
School of Aging Studies
College of Behavioral and Community Sciences
University of South Florida

Co-Major Professor: Debra Dobbs, Ph.D.
Co-Major Professor: William Haley, Ph.D.
Kathy Black, Ph.D.
Arthur Bochner, Ph.D.
Ladislav Volicer, M.D., Ph.D.

Date of Approval:
October 23, 2012

Keywords: Care Partners, Advance Directives, Endfef Artificial Nutrition and
Hydration, Transtheoretical Model

Copyright © 2012, Catherine Parsons Emmett



Table of Contents

LISt OF TADIES ... e e e e e e e e e e ii
ADSTIACT ...ttt bbb ———————— e e e e e e e eeaes v
(@4 gF=T o] (=] g @ L = PSR UUPPPUPPRRRPPPTI 1
INEFOAUCTION ...t e e e e e e e e e e e e e e e e e as 1
CONIIDULION L. e e e e e e e e e e e e eeeeeeeens 3
Organization of the DISSEratioN .........cccciveeiiiiee e eee e e e 4
(@ aF=T o] (=T N XYY T 5
Advance Care Planning (ACP) ........ o s e e e 5
Overview of advance dir€CHVES..........ccccccceei i 5
Physicians’ role iN ACP ..o 7
Conceptual Models Of ACP ......cooii it a e 10
Transtheoretical model, health belief model al@PA.............cccccceeeennn. 11
ACP aNnd DEMENTIA ...vvvvveiiiiiiiiiiiie e et e e 13
ACP decisions with dementia...........coooiiiiiiiiiiii e 13
The role of family in ACP for persons with demant............................ 15
End-of-Life Care for Persons with Demential ...........ccoooiiveiiiiiiiiiiiiiiii e 20
(@ U= 1114V [0 [ 0F= 1o ] ¢SSR 20
ANH and quality of end-of-life care for persongwdementia................ 22
Mild Cognitive IMPAINMENT ..........uvuieeeee e e e e e e e e e e e e e eeeeeerere e eeeeee s 25
OVEBIVIBW ...ttt ettt e ettt ettt s e e e e e e e e e e e e e eeeeeeeenees 25
Impact of diagnosisS Of MCl .......cooeiiiiiicieeee e 27
MCTANA ACP ... e e e e e e e e e eeeeeeeeebanna 29
Y (00 |V €T = S 31
(O gF=T o] (=] gl I8 ] (== 33
ReSearch MethOodS .......... e 33
RESEArCh QUESTHIONS ........cciiiieieeeee s e s e e e e e e e e e e e e aeeeeeesaeeennnnns 33
Grounded thEOIY .....coeuiiiiiiee e 34
131153 o | o PP 34
PartiCIPANTS.....coeiiiiiiiiie e 35
Data COIECHION ...ttt 36
Data @nalySIS ....cooe oo —————— 37
(@4 gF=T o] (=] gl o 11 | R ORRPPPP 39
RESUITS ...t bttt e e e e e e e e e e e e e s s e e e e e e e e as 39
DEeMOGIAPNIC ...ttt e 39
TS .. a e 40



Theme 1. Decreased awareness regarding ACP fomplsi@cipants

versus heightened awareness for CPS. ........cooevvvviiiveeviiiicccceee e 41
Theme 2: Desire not to have extraordinary treatratetite end of life. ...46
Theme 3: End-of-life preferences based on peftsorthof-

[Ife EXPEIIENCES ....coiiiiiieeee e e 47
Theme 4: Lack of end-of-life discussions with phians and other
healthcare ProVIAEIS ...........ouuuuuuuues e e e e e 50
Latent TREMIES ... ..t 52
Importance to the CPs of the support from the BI@port groups
aNd 1aWYErs fOr ACP .....uueiiii e e e 52
Hanging on to Self........cooooi i 54
(O gF=T o] (=] gl o A PR U U PPPUPUPPPPRTRT 58
DISCUSSION ...ttt bbbttt et e e e e e e e e e e e e e e e s sannr e e e e eeeeaeeas 58
ACP PraCliCeS. ... it 58
Readiness of ACP for MCI participants and CRS..............ccvvvveeeeennn. 59
FOCUS OFf ACP ... e et 59
ANH aNA ACP ... 60
Shared decision making models..........oooiiiiiiiiii 61
The role of personal end-of-life experiences AGIP..............cccevvvvvrnnnene 62
The role of MCI support groups and lawyers forFAC..........ccccceeeeeeees 65
Hanging on to Self.........oooo oo 66
CONEIIDULIONS. ... e 67
(O gF=T o] (=] g b P UURP PP PUPUPPPPT 69
CONCIUSIONS ...t ettt e e e e e e e e e e e e s nnnnnr e e e e e e e e e s 69
OPPOITUNITIES. ..ottt s e e e e e e e e e e e e e eeeeeeseeenn e 69
LIMITALIONS ..ot a e e e e e e e 70
ReCOMMENAALIONS ......uueeiiiieie e 71
] (= (=] o= PP PPPURT 74
Y o] o 1= T [ PP 92
Y o] o 1= T [ = PP PP 94
Y o] o 1= T [ SRR 97
APPENIX Dottt — b ———————— e aaaas 99
Y o] o 1= T [ =TSP 100



Table 3.1 Demographics

List of Tables



Abstract

Advance Care Planning has been advocated for2fvgears as a way in which
individuals who are no longer able to speak fontkelves, may still convey their
preferences regarding a wide of array of decisimtdding medical care. Advance care
planning may not be initiated by individuals formyaeasons, and even when initiated,
may not be specific enough to help guide decisiaking. Recent advance care
planning models have utilized disease specificrmftdion to help guide end of life
health care decision-making. Persons diagnosddmiitl cognitive impairment face an
increased possibility of developing dementia ats@uint in the future, but may retain
decision making capability for a window of time datmus the opportunity to participate
in advance care planning. The advance care plgraxperiences of individuals with
mild cognitive impairment have not been extensiglydied.

This study explored the advance care planning expegs of persons with mild
cognitive impairment and their care partners’ ustierding and views of advance care
planning, and if the diagnosis of mild cognitiveparment affects the advance care
planning practices of these two groups. A convesgesample of 10 individuals with
mild cognitive impairment and their 10 care pargn@=20) were recruited and
interviewed. Using a grounded theory qualitativalgsis approach, four themes were
identified (1) decreased awareness regarding aéveare planning from individuals with
mild cognitive impairment versus a heightened aness for the care partners; 2) the

preference for comfort care measures only; 3) peefees for future end of life healthcare
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decisions largely influenced by previous end & &kperiences with family and friends;
and 4) lack of discussion of end of life healthodeeisions related to dementia and/or
artificial nutrition and hydration by physicians @her healthcare providers. In addition
two latent themes emerged including from the caréngrs, the importance of the mild
cognitive impairment support group and lawyersddvance care planning and from both
care partners and the mild cognitive impairmentigigants, trying to maintain

autonomy, to ‘hang on’ to self were identified.u®g implications include the need for
structured advance care planning interventions iniividuals diagnosed with mild
cognitive impairment to focus on common end of §éenarios, such as whether to use

artificial nutrition and hydration, which will reipe future surrogate decision making.



Chapter One
Introduction

For much of the 2Bcentury, the focus of the healthcare system wasawing
lives from infection, heart attacks, accidents,cemnand preventing ‘premature’ deaths.
Rapid technological advances resulted in IntenSiaee Units where persons with
previously ‘futile’ cases could be kept alive fayd, weeks or even months (Colby,
2006). Deaths no longer occur suddenly and uneggdlsg but rather are likely to occur
slowly and in old age (Wilkerson & Lynn, 2001). i$ls particularly true of dementia,
which is currently the fifth leading cause of defthpersons 65 and older and has been
slowly rising in the rankings over the past 20 ggdinited States Census Bureau, 2012).
Persons with dementia are most likely to experigmeaes in which others will be
required to make decisions for them (Volicer, 200/) particular, the decision to
administer artificial nutrition and hydration (ANHill likely arise as this disease
progresses (Dharmarajan, Unnikrishnan, & Pitchum2001; Post, 2001; Volicer;
Volicer & Bloom-Charette, 1999).

Advance care planning (ACP) has been advocatestent years as a way in
which individuals that are no longer able to spiskhemselves, may still convey their
preferences regarding a wide of array of decisiomtdyding medical care (Black, 2004;
Fischer, Arnold & Tulsky, 2006). ACP has been iifeed as a process that can involve
many steps including: initiation of the topic, desure of information, identification of a

surrogate decision maker, discussion of treatmptibios, and elicitation of patient
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values in collaboration with healthcare professisnand significant others (Black, 2004,
Emanuel, von Guten, & Ferris, 2000; Fischer, Arn&ldulsky, 2006; Sudore et al.
2008) . Physicians play a crucial role in ACP,ezsally in the area of discussing
treatment options that patients may not understggtdhey may be reluctant to engage in
ACP discussions with their patients for a varietyeasons (Emanuel, von Gunten, &
Ferris, 2000; Fischer, Arnold & Tulsky, 2006).

Recently models of health behavior, including Tnenstheoretical Model (TTM)
and the Health Belief Model (HBM), have been usedxplain engagement in ACP
(Fried, Bullock, lannone, & O’Leary, 2009; Pearim&@ole, Patrick, Starks & Cain,
1995; Prochaska, DeClemente, & Norcross, 1992jhdse models, constructs which
influence ACP may include; perceived susceptihikigif-efficacy, and the barriers to
and benefits of changing one’s behavior. Theseatsdthve been utilized to develop
disease specific interventions to promote ACP,andtional movement for new
physician initiated advance directives (Physiciaddds for Life Sustaining Treatment or
POLST) have been shown to be useful in ensuringpéhtie wishes are honored
(Hickman et al., 2011).

Individuals with dementia often lack the abilityrttake healthcare decisions,
particularly at the end of life and must rely omfly and/or previously appointed
healthcare agents (HCA). One of the most commaroétife decisions that this
population faces is that of receiving artificiattntion and hydration (ANH). Teno et al.
(2011) found that ANH is frequently initiated, aftenly after a brief conversation with a
physician, despite a lack of clinical evidence ffitacy (Chouinard, 2000; Dharmarajan

et al., 2001; Finucane, Christmas & Travis, 1998jd&, 2000; Volicer, 2005).
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Persons diagnosed with mild cognitive impairmenC{Mace an increased
possibility of developing dementia at some pointhi@ future, but may retain decision
making capability for a window of time, and thus tpportunity to participate in ACP.
The ACP experiences of individuals with MCI havé been extensively studied. Do
these individuals perceive that they are at riskfit being able to make healthcare
decisions in the future? Have physicians discusseldof life wishes or have persons
with MCI discussed end of life preferences withitiare partners (CPs)? If individuals
with MCI do participate in ACP are they more likebyarticulate wishes regarding ANH
at the end of life and/or to appoint a surrogatdtheare decision maker and/or re-
examine/revise existing ACP? The purpose ofdlgsertation is to explore the ACP
experiences with persons with MCI and MCI CPs’ ustinding and views of ACP. This
dissertation also sought to explore if the diagho$iMCI affects the ACP practices of
individuals with MCI and their CPs.

Contribution

This study addresses a gap in the literature raggattde understanding of ACP
planning practices of individuals with MCI and th€Ps. Individuals with MCI have a
higher probability of progressing to dementia lmiam a window of time in which ACP
can be initiated or reviewed with their CPs, deatgd HCA and/or healthcare providers
(Plassman et al., 2011). A review of the literateneeals few other studies that have
examined the ACP practices of individuals with MGlarand, Dew, Lingler and
DeKosky, 2011; Lingler et al. 2008). Because eflimited research on the ACP

practices of individuals with MCI, this study hagttical practice implications.



Organization of the Dissertation

Chapter one begins with a brief overview and ihiiction of the issues, the
current gaps in the literature, how this study widbress these issues and the
organization of the dissertation. In Chapter twog\aew of the current literature on
ACP, including the physician’s role in ACP, conaggitmodels of ACP, the TTM and
HBM and ACP, ACP and dementia and the role of fammlACP is presented. Quality
indicators for dementia end- of- life care are exea, specifically examining ANH for
this population. A discussion of MCI and whatusrently known regarding its
progression to dementia is presented. Finallgveew of the impact of the MCI
diagnosis and current knowledge regarding ACP isygbpulation is discussed.

Chapter three presents the study questions, desgihods and data analysis.
Chapter four provides the themes identified asalt®f the analysis along with
representative examples of each theme. Chapeerdiiews and discusses these themes
in relation to existing research and the TTM. Hnahapter six presents practice

implications, study limitations, design issues, &utdre directions for research.



Chapter Two
Advance Care Planning (ACP)

Overview of advance directivesWhen individuals are able to communicate
their treatment wishes with their healthcare prexsdand family, those wishes can be
honored. For many older adults, however, it islyikbat at some point, they may not be
able to make decisions for their care as theiragisg@rogresses, particularly in advanced
dementia. In the United States, the ability ofpaéient to participate in medical
treatment decisions, even if they are no longes abcommunicate their wishes, can be
preserved through the use of advance directivel/aAce directives express a patient’s
wishes regarding treatment decisions in the eveitthey are no longer able to
participate in those decisions. Living Wills ane tmost common form of advance
directives, but many states also recognize thegdetibn of a healthcare decision maker,
sometimes referred to as a surrogate or a proxy.

The ability of an individual to indicate preferesaegarding end-of-life
healthcare decisions in advance of incapacity fjinaostruments such as advance
directives is recognized by both the Florida Sug&ourt and Federal Supreme Court
(Cruzan, 1990; In re guardianship of Estelle M.\Bnong, 1990). The Cruzan decision
recognized the right of individuals to make medaatisions even if those decisions may
hasten death. Furthermore, this right could be tagiad in the event of future incapacity
through the use of advance directives. In botlegas fundamental question was whether

the administration of nutrition through a medicathyplanted tube was considered a
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medical treatment, or normal care and comfort. sEh#ecisions also recognized the
administration of ANH as a medical treatment, akd bther medical treatments, could
be declined.

In the wake of this Supreme Court decision, theeRaBelf DeterminatioAct
(PSDA, 1990) was passed by Congress in 1990 antimtereffect in December of
1991. The purpose of this act was to increase awarefesdvance directives and to
encourage its use so that patient’s wishes woulkchbe/n in advance, thus preserving
patient autonomy. This act requires healthcarerozgtions such as hospitals, nursing
homes, home health agencies and hospices, whielvegledicare funding, to comply
with certain requirements. These include askingeptd at the time of admission whether
they have completed advance directives, offeriegntinformation on advance
directives, and educating the patient, staff androonity about advance directives.
There are no requirements in the law as to wholdraiscuss advance directives with
patients, and consequently, in many organizatithms task is designated to a clerical
person at the time of admission to the organizatibime focus of this law has been on the
completion of a legal document regarding futurdtheare decisions, but there is no
requirement of discussion of this with a physiamrany other healthcare provider.

This lack of required involvement of a healthcarevider in the discussion and
execution of an advance directive has likely cémiied to problems with both
completion of and adherence to these documenthioddh patients have expressed
interest in completing advance directives (EmanBatry, Stoeckle, Ettelson, &
Emanuel, 1991), many wait for physicians to indi#tis discussion (Perkins, 2007). In

nursing homes, in which many patients with advart®dentia reside, families have
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reported that physicians are ‘missing in actiomiting the opportunities for discussion
of end-of-life care wishes (Wetle, Shield, Teno|l&i& Welch, 2005).

Patients and families may be reluctant to discassad-life wishes due to denial
of death or fear of having treatment limited at efdife. Physicians may believe that
discussing such issues may undermine hope or mayor@atients and families to bring
up the topic themselves, indicating their readinedsave such a discussion. Even when
patients have advance directives, the documentshoidye accessible to healthcare
providers and the preferences of the patient notvkn(Morrison, Olson, Mertz & Meier,
1995; SUPPORT Principal Investigators, 1995). hmabsence of advance directives, the
default is to provide all available care, which nieycontrary to the patient’s wishes.

Physicians’ role in ACP. Many have called for physicians to become more
involved in discussing end-of-life care preferenagd patients and families and have
proposed guidelines for these discussions (Emath@8hb; Fisher, Arnold, & Tulsky,
2006; Lang & Quill, 2004; Perkins, 2007). Thers baen a realization that far from
being a simple process of completing a legal docuntke discussions and completion
of documents are part of an ongoing ACP procegsipl@ discussing life sustaining
treatments and patient preferences is not sufti@ed can leave both patients and
physicians with misconceptions and misunderstarsdjRgscher, Tulsky, Siminoff &
Arnold, 1998). The ACP process includes discusgmags of care based on the patient’s
current health situation, discussions regarding\tedge and attitudes towards life
sustaining treatments such as mechanical ventilgbimviding information and

documenting preferences for care, and review andtiupy of documents with final



application in identified situations. (Emanuel, v@anten, & Ferris, 2000; Fischer,
Arnold & Tulsky, 2006).

Physicians may be reluctant to enter into ACP wéahents and families for a
variety of reasons. The focus of much of the madducation provided is on
identification and cure of disease. Discussionsmaf of life and death have been avoided
in many cultures for many generations. Tolstoytetbe following words from the
Death of Ivan llyclover a century ago, and it remains apt today: “Vwanented lvan
llych most was the deception, the lie, which fomgoreason they all accepted, that he
was not dying but was simply ill, and that he onéed keep quiet and undergo a
treatment and then something very good would régdtistoy, 1960, p. 134). Only his
servant Gerasim acknowledged that death was immiaad only with him did Ilych feel
some sense of comfort. In Behar’s (1996) anthmmgiolstudy of rural life in Spain in
1978, she describes a culture that is beginnirsditio from waiting “patiently in bed,
rosary in hand, for death to come, surrounded byneighbors, the priest, Christ and the
Virgin” to a modern death, where, “one must takeoa¢ seek out doctors, spend money
and above all struggle against death” (p. 49).

Rather than wanting to avoid discussion of endfef tesearch indicates that
individuals desire discussion of end-of-life caaed when these discussions occur,
outcomes include less aggressive medical careatidrenospice referrals (Batchelor,
Winsemius, O’Conner, & Wetle, 1992; Emanuel etE91; Flynn, Smith, & Vanness,
2006; Kass-Bartelmes, Hughes, & Rutherford, 2008gW¥ et al., 2008). Fewer end-of-

life discussions and resultant aggressive endf@ichre have been found to be associated



with worse patient quality of life and worse bere@ent adjustment for survivors
(Wright et al.).

An example of how these recommendations for ACRe lieen operationalized
can be found in the Physician Orders for Life Sagtg Treatments (POLST) Paradigm
Program (Center for Ethics in Health Care, 2018 program seeks to improve quality
of life at the end of life, through communicatioihpatient’s wishes, documentation of
medical orders on a standardized form that is temakle and recognized by healthcare
professionals across different healthcare settiidss form differs from other advance
directives in that it is a physician order formhi§ medical order form addresses four
categories of treatment: cardiopulmonary resuseitgCPR); medical interventions;
antibiotics; and ANH. A recent study demonstratet this tool has been useful in
ensuring that individual end-of-life treatment @meinces are honored (Hickman et al.,
2011).

POLST programs are currently recognized in 13 staith planned
implementation throughout the nation (Center fdri€s in Health Care, 2012). In states
where POLST has been endorsed, two main routesliearetaken for implementation.
One route is through legislation which recognizesform; the second is through
voluntary compliance by healthcare institutionsliag to regulatory recognition
(Spillers & Lamb, 2011) Although this program holds much promise for futengl-of-
life care, many hurdles remain in having it avdiaihroughout the United States. For
example, in the wake of the Schiavo case, whichlired a very public and emotional
debate and prolonged court battle between familnbes of a young woman in a

persistent vegetative state which eventually medeay to the Florida legislative body,
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Florida legislative representatives have not bgendo revisiting end-of-life care
legislation and regulations (Blendon, Benson, &miamn, 2005). Despite this, many
individuals and organizations from the state ofril® have continued to meet and
network to identify strategies for introducing POL® the state (Center for the
Collaboration of Law and Medicine, 2012). At tpigint in time, several pilot programs
are underway with the hope that through these tsffufrvoluntary compliance,
regulatory recognition may follow (Spillers & LambQ11).

Conceptual models of ACP.In this section, general conceptual models vall b
examined and more specific models will be descrihetktail in the following section.
Conceptual models of ACP include those that desc¢hb process as well as those that
seek to explain correlates or predictors of ACRosSe that describe the process all share
constructs which include: initiation of the topitsclosure of information, identification
of a surrogate decision maker, discussion of treatraptions, elicitation of patient
values in collaboration with healthcare professisnand significant others (Black, 2004,
Emanuel, von Gunten, & Ferris, 2000; Fischer, Adn®ITulsky, 2006; Sudore et al.
2008).

Further testing of these general models have ifiletincreased age, higher
educational attainment and female gender to beceded with greater likelihood of
completing this process, while living alone, chmohealth conditions and religious status
were associated with less planning (Black, 2008cB& Reynolds, 2008). In an
interventional study in which participants were es@d to advance directives, and then
later contacted about their ACP, Sudore et al. §268und that 61% had contemplated

advance directives, 56% had discussed with far@§p had discussed with their
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physician, but only 13% had completed an advan®ziive. Those who had
contemplated advance directives were more likeljisouss with family and physicians,
and those who had discussed with family and phesisiere more likely to complete
advance directives, indicating the importance afifpand physicians as part of the ACP
process. Fried, Bullock, lannone and O’Leary (2d08nd a variable readiness to
engage in ACP and did not show progression fromcongponent of ACP to another.
Their study also identified the importance of famditing prior healthcare decision
making for loved ones having a strong influenceperceptions of susceptibility and
engagement in ACP.

Transtheoretical model, health belief model and ACP The Transtheoretical
Model (TTM) was first proposed as a way to underdtaoth the stages and the
processes of change associated with addictive mmisg¥rochaska, DiClemente &
Norcross, 1992) and has more recently been propsadvay to understand ACP (Fried
et al., 2009). In this model, there are five stag&olved in changing health care
behavior: 1) precontemplation; 2) contemplationp@paration; 4) action and 5)
maintenance. Precontemplation is the stage intwihiere is no intention of changing
behavior and may be no awareness of the needdloarsge. In contemplation, there is
awareness that there is a need to change, butmmitment to take action. Preparation
involves the intention to take action in the neaufe. Action is the stage in which
behaviors, experiences and/or environments arefraddiFinally, maintenance involves
stabilization. This model also can involve a dpmavhich these steps are revisited over

time. Processes which are used during these stagade consciousness raising, self-
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reevaluation and self-liberation, which can be usedtrategies to increase readiness for
participation in ACP (Fried et al., 2009; Prochaskal., 1992).

The Health Belief Model (HBM) is a health behavileeory which has also been
used to explain engagement in ACP (Pearlman €t295). The HBM was introduced
over a decade ago as a way to understand ACP; leoway studies to date have used it
as a framework for ACP interventions. The HBM wlaseloped as a way to understand
how individuals seek to avoid illness via beliafisreunding specific health behaviors
(Hare & Nelson, 1991). In the context of ACP, adividual desires to avoid unwanted
care that may result in suffering and believes thatprocess of communicating their
wishes to loved ones and health care providersefisag completing advance directives,
will improve health care decisions when they laekidion-making capacity.

The constructs in the HBM include perceived susbéy (i.e., one’s belief
regarding the chance of getting a condition); pgemkseverity (i.e., one’s belief of how
serious a condition and its consequences are)epertthreat (i.e., combination of
perceived susceptibility and perceived severitgf-sfficacy (i.e., one’s confidence in
one’s ability to take action); demographic variabfiee., modifiers that may change an
individual's perceptions and thus indirectly infhee health behavior); and likelihood of
behavior change (Strecher, Champion, & Rosenst®%7; Janz, Champion, & Strecher,
2002). In a recent study of chronically ill oldetults (N=157) (Dobbs, Emmett,
Hammarth & Daaleman, 2012), three major HBM dom§uesceived susceptibility,
perceived threat, and cue to action) were prediativengaging in ACP. People who had
higher levels of social support, stronger religibesiefs, less fear of death about end-of-

life care decisions were more likely to engageoms form of ACP. Using focus groups
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to explore models of health behavior change and Aied et al. (2009) found that ACP
could be conceptualized as a set of health berawih individuals having variable
readiness, barriers and benefits and perceptiosssaeptibility.

ACP becomes even more important when dealing vatiepts with dementia or
MCI. Patients who have dementia may have lost miotte ability to participate in end-
of-life decision making, so families and/or HCAx<bme key in making healthcare
decisions whether ACP has been completed or maliviluals with MCI still retain
decision making ability, and thus have the oppatyuo initiate, revisit and/or revise
ACP. The next section will address ACP and heal#ndecision making with
individuals with dementia.
ACP and Dementia

ACP decisions with dementia Even when ACP and advance directives are
initiated, they may be vague or not focus on the:@life scenarios most often
encountered by those persons with dementia. Exangblthe types of treatment options
and end-of-life care that should be addressedfsd individuals include
cardiopulmonary resuscitation (CPR), do not hopéaorders, use of antibiotics, ANH,
referral to hospice, and use of palliative carep@n and symptom management (Mezey,
Dubler, Mitty, & Brody, 2002; Volicer, 2005). CHRas been found to be three times less
successful for a person with dementia than forgnitively intact person (Volicer, 2005).
Persons with advanced dementia are hospitalized often than cognitively intact
individuals, and while hospitalized, often recedistressing treatments of limited
benefit, including the placement of a percutanemgoscopic gastrostomy (PEG) tube to

provide ANH (Mezey et al., 2002; Mitchell, Tenotritor, Feng, & Mor, 2007; Volicer,
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2005). Infections are common with persons withaaded dementia, but use of
antibiotics does not appear to improve survivahdsnecessary for symptom
management and may cause adverse effects, sudrided, gastrointestinal problems,
and allergic reactions (Volicer, 2005). One sttmynd that 34% of nursing home
residents with advanced dementia had ANH (Mitchiedho, Roy, Kabumoto, & Mor,
2003), yet multiple reviews have not documentedengience supporting the use of
ANH in this population (Chouinard, 2000; Dharmarag al., 2001; Finucane,
Christmas, & Travis, 1999; Gillick, 2000). Paindasther symptom management is
underreported and undertreated in this populaiati¢er, Mezey et al., 2002).

Triplett et al. (2008) found in reviewing the adeardirectives of 123 nursing
home residents in Maryland, that none addressddrprees regarding hospitalization,
and few indicated preferences for other intervergtisuch as ventilators, antibiotics, or
dialysis. Interestingly, over 50% indicated a desiot to receive ANH or tube feeding.
Few indicated preferences for palliative intervens such as food and water by mouth,
or hospice care, but 36% indicated a desire famfoot care’ and 41% indicated they
wanted pain treatment. Some studies have askatyfam@mbers to look back
retrospectively and identify factors that might adacilitated ACP. A recent study
seeking to identify factors that facilitate or hendACP in patients with advanced
dementia found that both passive and active avoelarere the biggest factors hindering
ACP (Hirschman, Kapo & Karlawish, 2008). Passiveidance took the form of not
realizing the importance of ACP until it was totel#o have the discussion, and active
avoidance simply avoided those discussions. Faswiliho had discussed ACP indicated

they wished they had discussed more specific healhtreatments such as feeding
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tubes. Family members who find themselves in the of making treatment decisions
for their loved ones are thus left little guidaricedecisions involving such issues as
hospitalization for condition changes, even whevaade directives have been
completed.

One of the most critical ACP decisions is the desipn of a healthcare decision
maker or health care agent. In the study by Titigleal. (2008), 86% of residents with
advanced dementia and advance directives had tadieahealth care agent. When
health care agents are not designated, state taates who will make these decisions.
These laws vary from state to state and may pladedavidual who has little knowledge
of the patient’s preferences in the decision makalg. Spouses are usually the first in
line to be the health care agent when one hasewst besignated by the patient, but may
be emotionally and/or physically unable act ashibalth care agent at a time of crisis.
Even in the presence of a health care agent, ppovitiay feel the need to initiate more
aggressive life sustaining treatments and hospatidins if faced with family members
who offer conflicting opinions regarding treatmeletisions. In appointing a HCA,
individuals may only be contemplating that indivadlunaking a decision regarding
withdrawal or withholding of a life sustaining ttegent at a specific point in the future.
In reality, with dementia, there may be years ofamand minor healthcare decisions that
must be made for the patient.

The role of family in ACP for persons with dementia A qualitative study was
conducted by Caron, Griffith, & Arcand (2005) tovep a substantive theory of
decision making with HCAs for persons with dementiatheir study, HCAs felt their

role as decision maker was not clear and did notkwhat was expected of them.
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Quiality of life was a central concept in decisioakimg for HCAs, and determined their
decision making regarding end-of-life care. Thegatibe four phases in which this
decision making takes place; the transitory pheseiliich it is slowly being recognized
that the individual does not have decision makiagability), curative stage (in which all
treatment options are pursued), phase of unceytetmtvhich the HCA begins to
guestion what treatments are beneficial) and thed phase (in which death is
anticipated).

In the transitory phase, the person with demeatia stable health and the HCA
perceives a good quality of life is experiencedhsyindividual and intensity of medical
treatments is high (Caron et al., 2005). As tlividual enters the ‘curative stage,’
usually through a pivotal event that marked a ckangondition, there was still a
perception of a good quality of life and a gradietrease in intensity of treatments.
During the phase of uncertainty, the HCA experisra@ubt about whether person with
dementia is experiencing a good quality of lifene$e doubts, in turn, complicate
decision making. In the final phase, the HCA perethat the person with dementia
has a very poor quality of life and decisions imeoavoiding suffering and promoting
comfort. During each of these phases, the authessribe a complex interplay in which
dimensions associated with the person with deménéalth, preferences, quality of life)
interact with dimensions of the HCA (points of refiece, values, relationship to patient,
interpretation of experiences). Other dimensimgtude the context of interactions with
healthcare providers (quality of relationshipsgtrency of contact, trust, values and
beliefs), absence or presence of other family atrfsupportive or problematic) and

treatments (invasiveness, side effects, and canioi to quality of life).
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This model could be expanded so that the focusvording suffering and
promoting comfort was not a priority only at thewend of the dementia process. This,
in fact, should be a consideration and the incneggriority from the time of diagnosis of
dementia. The most common forms of dementia deawmoently have a cure and
therefore are considered a terminal diagnosishelinodels proposed focused on goals of
care rather than on treatment decisions, the gdagoiding suffering and promoting
comfort would be met throughout the course of tiseake.

While the focus of ACP is often on what treatmenfgerson would or would not
desire and the role of family in honoring thosetneent choices, research is
demonstrating that outcomes may be of more impoetdiman specific treatment
decisions. In a study to identify the desireddead of end-of-life decision making in
older adults, Rosenfeld, Wenger & Kagawa-Singe0(@@ound that individuals were
more concerned with the outcomes of illness rattem the specific treatment utilized to
achieve those outcomes. Individuals were intedestéreatments only to the extent that
it might return them to valued life activities. Ii&k (2004) proposed that healthcare
professionals focus their ACP discussions on wiedH&8A will be rather than on the
treatment decisions themselves, and on helpingmatarticulate and prioritize goals of
care. Emanuel (2004) asserts that “when the czaks gre clear and shared by all
parties, the specific decisions usually fall intage coherently and comfortably” (p.
642). In a study examining older adults and HC##tudes regarding advance
directives and end-of-life care decisions, it wasd that very few wished to document
specific treatment preferences (Hawkins, Ditto, Ba& Smucker, 2005). Most desired

to express values and goals for care, and to alew HCA leeway in decision making.
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Since caregivers for individuals with dementia masgume greater decision
making responsibility as the disease progress&spossible contributor to the patient’s
perceived quality of life is the degree to whickitlpreviously expressed wishes
regarding care are honored. As indicated in &lARP and advance proxy planning
models, communication is critical in ensuring thvégdhes are honored. Engaging
individuals in discussions of goals of treatmeras heen seen as an obligation and
responsibility of physicians (Gillick, 2004; Roseldf et al. 2000), yet as indicated
previously, does not routinely occur in many sgdirMany of the models discuss the
need to hear the narrative of the patient and fastdries, yet without communication
and trust, this will not occur. Hawkins (1999)ledlfor a drastic revision of medical
education so that, “the individuality of the patienrecognized and honored both in
theory and in practice, and the beliefs, assumptamd attitudes of patients become an
intrinsic concern in actual medical practice” (p- x

Giving voice to both HCAs and persons with demeistierucial to the ACP
process with this population. As indicated in thedels presented, there are a multitude
of factors that intersect at the end of life. Aalf@nd, Raspa, Briller and Schim (2005)
(2005) indicated in their model, individuals apprie@nd of life within a narrative and
cultural construct, bringing a lifetime of storigt impact the individual, family and
community. Abby’s story in their book tells of &gibwa woman with advanced
dementia (Gelfand et al., 2005). Her daughteheadHCA, sought to share her mother’s
experiences and beliefs as well as her own asaligated the end-of-life decision
making process with her siblings who did not slihose same beliefs, and dealing with a

nursing home that was unfamiliar with those belafd practices. Through ‘hearing’ the
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daughter’s voice and through her, Abby’s voice,thesing home staff and siblings
responded to her desire to honor the traditionddw@ preparations for her final journey.

Hawkins (1999) expands upon this social ethicsgatiSickness is meaningful
not just for the individual sufferer but for thedar society as well. Constructed around
the belief that each individual is part of an icéte web of the biosphere, such
pathographies (individuals’ accounts of dealingwilihess) warn us by example of what
can happen if we continue to ignore this interdeeace” (p. 184). Charon (2006) also
expands on the need to bear witness to patientfaamties, “Our narrative efforts
toward ethicality and intersubjectivity enable asbt just feel on a patient’s behalf but
to commit acts of particularized and efficaciousognition that lead beyond empathy to
the chance to restore power or control to those dwe suffered” (p. 181).

Shared decision making is increasingly being rezeghas a way to not only
facilitate ACP, but also to improve communicatioa&are delivery at the end of life.
Engelhardt et al. (2009) studied the advancedsireordinated care program (AICCP)
in a large health system. Individuals with advac&ecer, congestive heart failure, end
stage pulmonary disease or end stage renal failere assigned to a control group or to
the AICCP group. Participants and their familieshiea AICCP group received non
directive health counseling, education and caredination. Information included
understanding iliness, treatment expectations, gmgisymptoms, communication with
health professional and ACP specific to their disgarocess. AICCP significantly
improved communication and care delivery, and ACP.

A similar shared decision making process is thepReting Choices program in

La Crosse County, Wisconsin (Hammes, Rooney, & @umgd2010). The program
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identifies six goals: 1) reflect and discuss futinealthcare relevant to their stage of
iliness; 2) provide assistance by trained non-gigss in the planning process; 3) written
plans are accurate, as specific as possible arerstaddable to all; 4) written plans are
stored, transferred and retrievable in all carerggt; 5) plans are updated and are more
specific as illnesses progress; and 6) plans arewed and honored at the right time
(Hammes, Rooney, & Gundrum, 2010). A recent stxmining the effectiveness of
this approach with patients with congestive heattife and end stage renal disease
demonstrated their surrogates had significantliebeinderstanding of patient goals and
preferences (Kirchhoff, Hammes, Kehl & Briggs, 2010

In further consideration of ACP for individuals tvilementia and/or for those
with MCIl who may progress to dementia, it is impaittto understand what constitutes
quality of life at the end of life for this popuilan. The following section will explore the
current literature on this issue.
End-of-Life Care for Persons with Dementia

Quality indicators. Optimal end-of-life care for all individuals astopic of
research that has only recently emerged, but haklgiecome a focal point of concern
across many disciplines and in many settings. Withe broad category of end-of-life
care, persons with dementia present special clggteand represent a growing concern.
As a disease associated with aging, and with theigg aging population, the number of
individuals with advanced dementia will continuaige. Unlike diseases such as cancer
and heart disease in which patients may be aldertonunicate their wishes and

participate in their care well into the diseasecpss, individuals with advanced dementia
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have usually lost this ability, posing challengegvaluating whether their care needs are
being met.

As dementia progresses, issues of depression,enaimte of mobility,
management of eating difficulties, infections atigeo medical conditions, comfort, and
symptoms of agitation and resistiveness need tdeessed (Volicer & Bloom-
Charette,1999). Volicer (2005) and the Alzheimé&ssociation (2006) found that 67%
of dementia-related deaths occur in nursing hom#%; of residents died within 6
months of admission to a nursing home, but only Iéxe referred to hospice care, and
nonpalliative care, such as tube feeding, laboyatsts, restraints and intravenous
treatments are common. They and others have feihtjuality indicators for end-of-life
care for persons with dementia which include symmptoanagement, referral to hospice,
preference discussions with surrogates, documentafipatient preferences, medical
intervention decisions and post death assessmegatiof symptoms, spiritual concerns,
caregiver burden, assistance needs and ACP (Letealz2008; Lorenz, Rosenfeld, &
Wenger, 2007). ACP and communication with healtb@roviders have been found to
contribute to optimal care for persons with dengntihile lack of ACP and
communication are more likely to result in nongliie treatments, including ANH
which may be contrary to the individuals’ previguskpressed wishes. (Engel, Kiely, &
Mitchell, 2006; Volicer 2005; Teno, Gruneir, SchtzalNanda, & Wetle, 2007; Lorenz,
Rosenfeld, & Wenger, 2007). The issue of providkiNH at the end of life for persons
with dementia has been addressed in much dettikifterature and deserves specific

attention.
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ANH and quality of end-of-life care for persons wih dementia. The use of
ANH is an issue that cuts across many of the QQheaend-of-life care indicators that
have been identified for patients with advancede®m and has been the focus of many
reviews and research over the past decade (Chdui2@00; Dharmarajan et al., 2001;
Post, 2001; Volicer, 2005; Volicer & Bloom-Charett®99). These studies have
documented that patients with progressive demenfi@rience many nutritional issues,
including weight loss, apraxia, chewing problemd &ood refusal. Often, once these
problems begin to manifest themselves, ANH isatdd through the use of a PEG tube.

A review of the literature specific to patients wadvanced dementia who
received ANH through PEG tubes indicates thatrieslical intervention does not
achieve many of the stated goals for placementpaadresult in decreased quality of
life at the end of life for patients with advanamentia (Chouinard, 2000; Dharmarajan
et al., 2001; Finucane, Christmas, & Travis, 1998yi, Hensley, Cervo, Nicastri, &
Fields, 2008; Gillick, 2000). Goals of ANH citeaclude improved nutrition and
hydration, prevention and treatment of pressuressand infections, and prevention of
aspiration. Studies to date have not born outttieste goals of care are met by the use of
AHN (Buff, 2006; Chouinard, 2000; Dharmarajan et28l01; Finucane et al. 1999;
Gillick, 2000; Volicer, 2005). Contrary to the dad comfort care at the end of life,
ANH has been associated with social isolation, eegion and denial of the taste and
texture of food and liquids in the mouth. ANH a@so be associated with increased use
of restraints, both physical and pharmacologicakdep the patient from pulling out the

PEG.
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Moral, ethical and legal issues are raised as nsggsatients receive ANH through
PEG tubes. ANH has been designated a medicahtesdtn both Florida Supreme
Court and Federal Supreme Court decisions (CruZe81; In re Guardianship of Estelle
M. Browning, 1990). The court decisions also dsthbd that as a medical treatment,
individuals could decline ANH, and the ability taake a decision to decline could be
preserved even if incapacitated through the uselehnce directives. Despite this, many
still view ANH as different from other medical ttezents. Foster (2006, p. 27) points
out that ‘language creates our reality.” The afsthe term feeding tube implies that this
mode of providing nutrition and hydration is ‘jue’ normal nutritional intake, when in
fact this describes an artificial mode of introdwgnutrients into the body through a
medical intervention.

Colby (2006) describes how attitudes towards ANHI lsa impacted by high
profile end-of-life cases and how they are portdayethe media. Following the Quinlan
and Cruzan cases, many individuals talked abouttheywwould not want artificial
interventions such as tubes and machines to kesp #tive in similar situations. The
Schiavo case, which involved a young woman in gipent vegetative state who lacked
written advance directives, produced a highly cedrgmotional discussion as to whether
she should be allowed to ‘starve to death,’ letstaand individuals voiced concerns
about withholding ANH as being cruel and potenyiakusing suffering (Blendon,
Benson, & Herrmann, 2005). Many also wrongly bediélvat to withdraw ANH once
started is illegal, when in fact there is no susthgbition. In discussion with families,
physicians may fail to emphasize that the provigibANH is a medical intervention

(Casarett, Kapo, & Caplan, 2005). A recent stwgported that physician discussion
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about ANH initiation with families was either absen shorter than 15 minutes (Teno et
al., 2011).

Instead of providing for comfort, ANH may increaiscomfort and require more
intensive symptom management. Teno et al. (208d9rted that family members of
relatives who died from dementia with ANH reportbdt the decedent was often
physically or pharmacologically restrained and theye less likely to report excellent
end-of-life care than those who did not receive ANHis difficult to equate dignity and
respect of persons to a situation in which one rbasestrained and isolated to receive
ANH. Families can not receive full information acemmunication to make informed
decisions regarding treatments if healthcare psidesals are not aware of the evidence
or lack of evidence for treatment. Finally, homgrpreviously expressed wishes may be
difficult due to beliefs regarding standard of caresunderstanding of legal and ethical
issues regarding provision of ANH, and organizadldactors.

A story related by Zaner (2004) in which a physidieels that ANH is no longer
indicated and feels frustrated by a spouse whopeheeives wants everything done
illustrates the complexities of this one aspeatak. After much discussion, the real
issue is not the ANH at all. The husband feel# guier his wife’s hospitalization, guilt
that he did not allow her to talk about her wisteggarding end-of-life care, and now
guilt that he was not able to get her back homahsocould be among her things. He
feels that the physician has tried to force hino @tdecision he could not voice. Zaner
discusses the power physicians have in relatigratients and their family members. It
is “a power for (acting on the patient’s behaltlasy define it regardless of whether |

agree); a power over (paternalism, acting on thiempigs behalf as | define it, ignoring
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their wishes) and a power with (shared decisiongyal trust, acting on the patient’s
behalf as has been worked out over a course ofdimdeshared concern)” (p. 65). When
one has not participated in a shared history, aneno longer take for granted shared
values, outlooks and conversations.

As indicated previously, while individuals with dentia often lack the ability to
participate in decision making regarding end-aé-kre and ACP, individuals with MCI
do have the ability to initiate, revisit and/or i ACP. An overview of what is known
about MCI and the ACP practices of individuals WM 1 will be presented.

Mild Cognitive Impairment

Overview. As awareness of Alzheimer’s disease and otheed&as has grown
over the past decade, a category of individuals arkecexperiencing slight impairment in
cognitive function, yet retaining normal performang activities of daily living has been
identified. These individuals are described asra¥ICl, also termed cognitive
impairment, not dementia (CIND). The main diffezerbetween CIND and MCI is that
CIND requires either complaint of a problem or inned test performance, while MCI
requires both (Plassman et al., 2011). For thpgaes of this paper, | will refer to MCI.
MCI has been described as a transitional phasesleetwormal aging and mild dementia
(Petersen 2004, Petersen, 2005). Several categrddCl have been identified
including: amnestic, multiple domains and non-mgnummains (Petersen). Amnestic
MClI is the most common, and for many people appiedpe a transitional state between
normal aging and the earliest presentation of déméRetersen, 2003, Tuokko &

McDowell, 2006).
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Just as with Alzheimer’s disease, there are noniie® diagnostic tests for MClI;
however, practice guidelines for early detectiomamory problems were published by
the American Academy of Neurology (Petersen, e@01). These guidelines identified
the following criteria for an MCI diagnosis: e conied report of memory problems,
greater than normal memory problems with standagchary assessment tests, normal
general thinking and reasoning skills, and abtlityerform daily activities. Three basic
approaches to diagnosing MCI have been describeakkbd & McDowell, 2006); norm
based, criterion based and use of clinical judgmé&aich has advantages and
disadvantages. In norm based diagnosis, an theVs performance is compared to the
known distribution of scores of the cognitively mal sample, however there is overlap
between those who truly have MCI and those whoremenal’ but have a low score. In
the criterion approach, a score on a referencesested to determine impairment, but
the problem is in identifying the correct test g&euln utilizing clinical judgment, the
practitioner is examining the overall presentattbthe patient, but reliability can be
affected by the patient’s characteristics, the mesment tools and the rater’s
characteristics.

Recent studies have found that the incidence of M@IND is greater than the
incidence of dementia (Plassman, et al., 2011 sRlan, et al., 2008). These studies
found that the incidence of CIND/MCI is approxinigté0% more than the number of
incident dementia cases of Alzheimer’s diseasberage group 72+ in the United States.
Individuals with MCI have been found to progresslémentia at a higher rate than those
with no impairment, but studies to date have reackalgnificant variation (Alzheimer’s

Association, 2011). Early studies looking at satgevith amnestic MCI have shown the
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progression to AD to occur at a rate of 10-15%\eer, compared to control subjects at
1-2% per year, and an overall conversion of 80%ngus years (Petersen et al. 2001).
As more long term studies have been completedjngrates of conversion have been
found to exist. In a pooled analysis of 15 longnistudies, Mitchell and Shiri-Feshki
(2008) found the annual conversion rate to be 4@%ba cumulative conversion rate of
31.4% over five years or longer. Recent reseaashshown that the use of different
criteria for MCI produced different conversion igtearying from a cumulative rate of
7.4% up to a rate of 41.5% over five years or lor{§axton et al. 2009).

Overall, when a high threshold for identifying MSlset, there is a high rate of
conversion, and when a low threshold is set, caiwrris also lowered (Tuokko &
McDowell, 2006). Measures of executive functioniagisodic memory and perceptual
speed appear to be most effective at identifyings&tindividuals, however there is
much overlap in scores between those who will gtoatevelop dementia and those who
will not (Backman, Jones, Berger, Laukka & Smallp2; Backman, Small, &

Fratiglioni, 2001). Plassman et al. (2011) regergported over 50 % of individuals with
CIND did not progress to dementia. Future resewatitibe needed to determine a more

accurate conversion rate; however, the risk foveosion to dementia does appear to be
elevated in the MCI population.

Impact of diagnosis of MCI. As MCI has become more recognized, researchers
have begun to examine the impact of this diagrosisdividuals and their CPs. In a
study looking at patients presenting with memomptaints, Elson (2006) found that
86% of individuals wanted to know the cause. Thsihcommon reason they wanted to

know was to allow them the opportunity to planfisiure decisions, however, ACP was
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not cited as one of the anticipated planning awtisi Carpenter et al. (2008) also found
that a diagnosis of MCI or early dementia did rtect levels of depression in those
individuals or their CPs, and in fact offered sdeeel of relief that there was a reason
for the problems they were experiencing. The metess believed that the diagnosis
may have given these individuals and their CPaesef self-efficacy by being able to
take a more active role in managing their illness.

In addressing quality of life for individuals wiMCI, or dementia as compared to
controls, Ready, Ou and Grace (2004) found there we significant differences in
individual's evaluation of quality of life, suggesg that when faced with this challenge,
standards of evaluation may shift to accommodaeliallenge and to preserve feelings
of well being. Several qualitative studies havegst to better understand the experience
of living with MCI. In a study examining the patiés experience of living with MClI, it
was found that while positive feelings regarding tilagnosis were expressed, they were
in the context of relief that the diagnosis wasdementia (Linger, et al. 2006). Lu,
Hasses, and Farran (2007) found that individualls WCI struggled with this diagnosis
and attributed memory loss to other causes. Ayspfichdividuals with MCI and their
CPs also revealed uncertainty regarding the diagrosl little support or information for
patients or their CPs (Blieszner, Roberto, Wild®arham, & Winston, 2007).

Garland, Dew, Eazor, DeKosky and Reynolds (2@3amined caregiver burden
in spouses of persons with MCI. They found thelbarwas less than those dealing with
dementia however; spouses were experiencing iretldasels of distress associated with
increased caregiving responsibilities. In a stegmining the perceptions of iliness,

coping and well-being of both the individual withMiand their care partner, Mcllvane,
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Popa, Robinson, Houseweart, and Haley (2008) alsadf less distress than that found in
Alzheimer’s caregivers. Both CPs and persons i@ reported normal levels of well-
being, and tended to minimize the likelihood of wension to dementia. CPs, however,
reported providing an average of 24 hours of camegiper week, indicating the persons
with MCI did require substantial assistance. Taksyp found that both groups endorsed
mental and physical exercise, optimism, dietarynglea and stress reduction as strategies
to prevent conversion.

Several autobiographical narratives have beenenmrhy persons diagnosed with
dementia (it could be argued that since they wble @ write their own stories, they
may in fact have had MCI). In these accounts tiseadso some relief of having a
diagnosis, however, there were varying responstsgmms of well-being, including a
frank discussion of the contemplation of suicideobg individual (he decided against it
after talking with his wife) (Davis, 1989; Debaggk02; Lee, 2003).

MCI and ACP. Decision- making skills can remain intact fqggexiod of months
to years following a diagnosis of MCI. Values diaation, an essential component for
ACP has been found to be consistent over a ninghmpariod for individuals with
dementia (Karel, Moye, Bank & Azar, 2007). Althdugany studies have examined
ACP practices of older adults, the presence of mckvairectives for patients with
dementia and the end-of-life decisions made fomtbg family, very few studies have
addressed the ACP practices of individuals with MGarris (2006) found major
concerns expressed about future decision makirtgydmention of ACP. Several

studies have described that receiving a diagnd$#Q led to contemplation of planning
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for the future, but, again, no mention was mad@®©P (Blieszner et al., 2007; Lu,
Haase, & Farran, 2007; Lingler et al., 2006).

Garand, Dew, Lingler and DeKosky (2011) reviewedPA@tes of individuals
with MCI and early Alzheimer’s disease who had deamce directives prior to
presenting to the memory disorders clinic. Thepkbx at whether ACP documents were
initiated over a five year period and found thalyanminority of individuals (39%) had
initiated ACP. They did not study whether thoseovilad advance directives at the time
of presentation to the clinic re-examined or mauknges to existing advance directives.

In pathographies (biographies which focus on aqressliness) about dementia,
planning for the future is frequently mentionedt bsually in regards to financial
planning or insurance needs (Debaggio, 2002; L@@3R In only one pathography was
there explicit discussion of ACP (Davis, 1989).vi3ehad served as a pastor for over 30
years and had many encounters with individualeaend of life, including those with
dementia. He expressly indicated that these estpees prompted him to plan for his
future end-of-life care with his wife, and compigtian advance directive, but there is no
mention of discussion of ACP with his physician.

One might expect that a diagnosis of MCI would ppb®CP, especially since
these diagnoses often are provided at Memory Desarichics where specific resources
and experts in the field of dementia are availalflestudy assessing physicians’ ACP
discussions with patients with mild to moderateh&lmer’s disease found that 81%
reported counseling their patients regarding tihesees (Cavalieri, Latif, Ciesielsky,
Ciervo & Forman, 2002). The issue of whether tlavigion of counseling influences

ACP and end-of-life decision making is one thatudtidoe further explored. Mcllvane
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and colleagues (Mcllvane, Popa, Robinson, Housay&ataley, 2008) discovered that
individuals with MCI tended to minimize the possildonversion to Alzheimer’s disease,
which might indicate that ACP would not be pursaedreater levels than that found in
those with normal patterns of aging. An initidirospective exploration into the ACP of
individuals with MCI and Alzheimer’s disease intf@ound that they were no more
likely to designate a healthcare decision makefar@bmplete an advance directive than
were healthy older adults (Lingler et al. 2008aather retrospective study found that
among individuals with MCI who had not yet initidt&CP, only a minority had initiated
ACP after five years (Garland, Dew, Lingler & Delkgs2011). Whether a diagnosis of
MCI prompts initiation of or revision of ACP hastrizeen explored to date.
Study Goals

As previously presented, individuals with dememtithhave many healthcare
decisions that must be made for them over peribtisme. Some of these decisions will
include whether to be placed in nursing homes, dreéb have antibiotics or other
medical interventions and whether or not to haveHANFamily members and/or HCAs
will be in the position of making these decisiongh or without ACP. Individuals with
MCI have been shown to progress to dementia atraigs than those without this
diagnosis. Since they are at risk for dementid,the possibility of having others make
healthcare decisions for them in the future, it lda@eem that this is a group for whom
ACP would be very important. Specifically, the issaf whether the individual would
want ANH would seem to be one that should be sipatly addressed with this
population, since this is a frequent decision Whlitftace a person with end stage

dementia.
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Studies reviewed to date have not shown that AGeasrring, nor that their CPs
are participating in discussions regarding ACPisBtudy will seek to fill gaps in the
existing knowledge reviewed above in: the ACP eigmees of individuals with MCI; the
experiences of the care partner’s understandingigwgs of ACP; and if the diagnosis of

MCI affected the ACP practices of individuals WMCI or those of their CPs.
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Chapter Three
Research Methods

Research questions Little is known regarding the ACP practicesmdividuals
diagnosed with MCI. Additionally, we also do naidww much about what CPs’ views
and understanding of ACP are. Since individuath WICI are known to progress to
dementia at a rate higher than those with normalgggatterns, there is a time period in
which these individuals might initiate, discuss /ande-engage in ACP and end-of-life
decisions. Since individuals who develop dementistmely on others to make
healthcare decisions for them after they lose aapacdiagnosis of MCI might prompt
the CPs of these individuals to initiate and/ocdss ACP. The aim of this research is to
explore the answers to the following research goest

1. What are the ACP experiences of individuals withIMC

2. What are the experiences of the CPs for individuatis MCI understanding and
views of ACP?

3. Did the diagnosis of MCI affect the ACP practicésnalividuals with MCI or
those of their CPs?

Within these broad questions seeking to understaméxperiences of ACP with
these individuals, this research will further explthe individuals’ perceived
susceptibility for developing dementia, their urelanding of possible future end-of-life
treatment decisions (perceived severity), if thayenparticipated in ACP such as

contemplation and/or completion of advance dire@stj\communicating with physician
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and family (perceived benefits), if they have nattigipated in ACP (perceived barriers),
if ACP has occurred and/or been revisited, whatmted this (cues to action), and if
there has been an experience with ACP how dodsdhadual view their future ACP
being honored (self efficacy)?

Grounded theory. Grounded theory was developed in the 1960’s lag&s and
Strauss as a way of systematically developing rardye theory from data (Glaser, 1978).
Data is analyzed using joint coding and analydisong systematic guidelines. Codes
are developed from the data rather than from peenhéeted categories. Constant
comparison is utilized to ensure consistency witdnd between codes. This approach
has the goal that the theory produced meets ttexiarof fit, relevance and work (Glaser,
1978), where fit refers to the components of tle®ti corresponding to the data,
relevance means that the theory captures the essétite phenomenon, and work
explains variation and predicts future phenomena.

Design. The purpose of this research is to explore the a&geriences of
individuals with MCI in order to better understaheése experiences and to identify
variables that may be measured in future stud@slitative methods such as the use of
grounded theory have been recommended by someacakseafor this type of
phenomenological inquiry (Berg, 2009; Creswell, 200In order to understand these
complex experiences which are influenced by manitofa, questionnaires were
developed incorporating open ended research quedtiat were asked in order to
increase knowledge and allow for unanticipatedarasps and probing beyond the
prepared questions (Berg, 2009; Creswell, 20078. sEme basic questionnaire format

was utilized for both individuals with MCI and thé&Ps (Appendices A & B). A semi-
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structured, face to face, interview format waszgil to examine in depth the experiences
of ACP with patients with MCI, the understandinglariews of the family members of
MCI patients, and the experiences of ACP. IRB apgravas obtained from the

University of South Florida IRB, #Pro00000945.

Participants. A purposive sampling was performed to recruit sciisjevith MCI
and their CPs (10 MCI participants and 10 CPs)e Jample of MCI participants and
their CPs were recruited from the MCI Support Groapducted by the Sarasota
Memorial Memory Disorder Clinic. Participants g group have been diagnosed with
MCI through this Florida State designated Memorgddder Clinic, where a
comprehensive physical, psycho/social and neurcébgiork-up has been performed.
Every effort was made to enroll individuals who édeen diagnosed within the last 6
months, but due to a lack of sufficient numbersdfviduals meeting this criterion, it
was expanded to include those diagnosed withitesteyear.

Presentations were made to the support groupree geparate occasions
explaining the research as well as through two anc@ments in the group’s newsletter,
which was approved by the University of South Flarinstitutional Review Board. One
individual signed up after reading about it in tieavsletter, which is mailed to 100
individuals throughout the community. Fifteen mduals initially signed up for the
interviews after presentations at the support gwhjeh was attended by 16 MCI
participants and their CPs at the first presemadiod 30 at the second presentation. One
individual was excluded because she could not iljeatCP. One couple was not
available to be interviewed during the study tinne ¢tb previously scheduled travel

plans. One couple declined when contacted fontamiiew date. The three remaining
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couples were contacted for an interview date ameessage left. After interviewing ten
couples, data saturation was achieved, so in vidgiveoexploratory nature of this inquiry,
those remaining couples were not re-contactechterviews (Berg 2009, Creswell,
2007, Kvale, 1996).

CPs were identified by the individual with MCI aodnfirmed with that CP at the
time of recruitment into the study. Informed camseas obtained from all participants
including both the participant with MCI as well#®ir CP. A copy of the informed
consent form was provided to each individual, aad discussed with them.
Opportunity was given to ask questions, and thengweven the opportunity to withdraw
from the study and/or stop the interview at anynpoiSigned consent was obtained and
copies given to the participants, while the origioams were retained by the researcher.

Data collection Data collection took place from fall 2010 thrbugpring of
2011. At the time of recruitment, participants wefiered the choice of being
interviewed at the site of the support group megetinin their home. All but one couple
chose to be interviewed at home, while one coughedto be interviewed at nearby
senior site, immediately following the Support Gooueeting, due to the distance to their
home. Interviews were conducted on the day and @fithe participants’ choosing.
Separate interviews were conducted with each gaamt, first with the participant with
MCI, then with their CP.

All participants were interviewed using an intewiguide (Appendix A) with
open-ended questions regarding ACP, both priontbsince the diagnosis of MCI.
These questions covered discussions with familysigclans, completion of advance

directives and whether ANH had been specificallgradsed as part of ACP. Descriptive
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information including age, education, race, andtrehship of patient to CP, employment
status and finances were also obtained. Interviegre conducted using the technique of
theoretical saturation or until no new themes t¢egaries were uncovered in the data
(Glaser, 1978; Kvale, 1996). As anticipated basegrevious phenomenological studies,
10 participants in each group were interviewed ¢B2009; Creswell, 2007; Kvale,

1996).

All interviews were digitally recorded and tranbedd verbatim for analysis by a
medical transcriptionist. Once transcriptions weeeived back from the
transcriptionist, they were verified by this resdesr against the original recordings and
corrections made for transcription errors, and fidggng information removed. Two
couples (four participants) were randomly selettectview transcriptions for
verification of information gathered during thedntiew. They were contacted via
telephone and asked if they would be willing toiegvthe transcription and verify the
information collected. Both couples agreed, aogcriptions were mailed to the couples
(both participant with MCI and CP) with self addsed stamped envelopes and
instructions on reviewing and inviting them to @atrand/or add any information they
felt was incorrect or missing. All four particigarsent back transcriptions as originally
transcribed.

Data analysis A grounded theory approach was used in the aisaby the data.
The verified transcriptions were loaded into th&aéti version 6 software program.
Participants were identified by number (interviely #2, etc.), by MCI and CP. Data
were initially coded by CPE, a doctoral candidatgerontology and a gerontological

nurse practitioner with over 25 years experiendeeialthcare and ACP with older adults
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and qualitative methodological training. The datenfirst reduced into meaningful
segments and naming these segments utilizing bptioa and in vivo codes (Berg,
2009; Creswell, 2007; Janesick, 2004). These coees then classified according to
themes. This coding and classification was comalily reviewed by a PhD trained
gerontological sociologist with experience in gtalve research, for agreement on the
final set of codes. Disagreements were resolvediggh consensus agreement. Once the
final codes were identified and agreed upon, tha d&re further analyzed to identify
overall themes within the major codes. Finallyta# codes and themes were reviewed
by a geriatric social worker with experience in lifafive research to ensure that the
codes and themes identified accurately reflecteditiia. The consolidated criteria for
reporting qualitative research (COREQ) were utdit@ ensure that key aspects of
gualitative research were included in the studygieand analysis (Tong, Sainsbury &
Craig, 2007). Descriptive statistics were conddicie the demographic variables

collected.
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Chapter Four

Results

Demographics.Ten individuals with MCI were interviewed as wedl their
respective CPs. All of the individuals interviewsdre Caucasian, and while socio-
economic information was not collected, none ofgh#gicipants were living in
subsidized or substandard housing. All but oneviddal had at least graduated from
high school, with the majority having some colleyperience and seven with advanced
degrees. All participants were retired. Of théividuals with MCI, the average age was
77.7 with a range of 70-89. The gender of the padnts was evenly divided. Of the
CPs, their average age was 75.5 with a range 8663All CPs were the spouse of the
individual with MCI. All CPs reported that both thand their spouse with MCI had
completed some form of advance directive, althaughy of the MCI participants did
not remember doing this. The majority of both induals with MCI and their CPs
indicated they had communicated with family abdwirt end-of-life decisions. In
contrast none of the MCI participants thought thagl communicated with their

physicians while the majority of the CPs reporteeythad.
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Table 3.1 Demographics

MCI CPs
Sex
Male 5 5
Female 5 5
Age

<65 0 1
65-74 2 3
75-84 7 5
>85 1 1

Highest education completed
< High school 1 0
High school 2 1
Junior college 4 3
Bachelor 0 2
Graduate degree 3 4

Completion of Advance directive

10* 10

Indication of ANH choice

3* 3

Appointment of HCS

9* 9

Communicated with family

7 9

Communicated with MD

0 5**
*CP report

*Communicated about their ACP/Spouse
Themes

Four main themes emerged from the data: 1) deaeasareness regarding ACP
from individuals with MCI versus a heightened awess for the CPs; 2) the preference
for comfort care measures only; 3) preference$uttire end-of-life healthcare decisions
of both MCI participants and CPs largely influendsdprevious end-of-life experiences
with themselves, other family members and/or frigembt by the diagnosis of MCI; and
4) lack of discussion of end-of-life healthcareidiens related to dementia and/or ANH

by physicians or other healthcare providers. Twerall latent themes emerged: from
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the CPs, the importance of the support from the Bl{pport group and lawyers for ACP;
and from both CPs and the MCI participants, tryimgnaintain autonomy, to ‘hang on’
to self.

Theme 1: Decreased awareness regarding ACP for M@hdividuals versus
heightened awareness for CPsMCI participants reported they were unaware of
completion of advance directives or future planneyen though all CPs reported that
both the CP participant and the MCI participant bachpleted a living will or some
other form of advance directive and several hadhmasged long term care (LTC)
insurance or moved to a congregate care retirentgnimunity (CCRC) or assisted living
facility (ALF).

The MCI participants did not report designatingealth care decision maker, but
most assumed it would be their spouse and/or @mldx term that myself and other
researchers had previously identified as ‘defeagdnomy’ (Daaleman, Emmett, Dobbs,
& Williams, 2008). Several described this perceilaak of need for planning through a
subtheme of “Why discuss details” in which they tekre was no need for planning until
faced with a situation requiring decisions as #éld by: “there are so many potential
problems...why contemplate them all?” (MCI participant #2)t | get sick, she (wife)
is to make the decision...what other decision makogld | have to consider?” (MCI
participant #3). This deferred autonomy also nestéd itself through MCI participant
#4's comment: “| figure | shouldn’t have to worrgaut it because | won't be around.”

CPs, as compared to the MCI participants had ehtengd awareness of the need

for ACP, not only of advance directives but for LiSurance and for future housing
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needs, having moved to a CCRC or ALF, or were éengifocess of contemplating those
future needs.
“1 know of situations where a spouse will say, IWbu keep me at home
regardless,” and there are times that that jussibaecessarily work even
though you want it to, that you can’t get enouglpher whatever, for all kinds of
reasons. So | think having our long term carerizsce does cover care at home,
which not all does, so that we are covered thareifomy mind | know that
sometime it's just not enough. So whatever hdsetbas to be as far as | see it”
(CP participant #5).
“I realized we needed to get LTC insurance. |toaka policy in 2004 and we
were both approved. He recently was diagnosed MATth and I've just filed a
claim with the LTC insurance. We have to pay f@oapanion to come for a
few hours a day every day for the next 3 monthandithe eligibility period and
after that the policy will begin to pay... Our poksido not have any limit and
they increase the benefits every year. | justkb@@nd this year it will pay up to
$190/day and one of the nice ALFs we've looked atharging $180/day, so |
think we will be OK” (CP participant #7).
The focus of the ACP for many was to stay outwbkimg homes or ALFs. These
guotes from four different CP respondents exemjpiify subtheme:
“My instructions were that my wife would never lEnsto a nursing home. I've
made that very clear to all my children. They spand the entire inheritance to

do that” (CP participant #1).
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“Both of us hate the idea of assisted living. Asadl, we’ll probably stick it out
here as long as we can” (CP participant #2). “Iknloat | want to keep him
home as much as | can, you know, and if | need, hadpeven discussed having
someone come in if I need that” (CP participant #3)

“We want to stay in our home as long as we can.., Btan't get the additional

care that he has, and we really don’t want to ¢ anlong-term care facility

unless it's absolutely necessary, and | think wedssal with staying home. As
bull-headed as he is, and as hard-headed a Swégeigsyeah, we’ll deal with

it” (CP participant #6).

All CPs had completed advance directives along Wieir spouses. Many CPs
had also completed the Florida state do not resiemrder (DNRO) form for their
spouse. In response to the question of what prespem to complete the DNRO, the
CP responded, “We both want to go when it's ouetime don’t want to linger. We've
had a good life” (CP participant #1). Another conmbeel,

“We have taken the steps with healthcare direcreshealthcare surrogacy’s,

and Living Wills. I've had a Living Will for yearsl have had a heart attack and

two strokes, so we both know that we don’t wantlieg tubes, and we don’t
want to be kept alive in a persistent vegetatiagestand we don’t want... you
know, there’s a DNR for both of us” (CP particip6).
Response from CP patrticipant #7 shows an awarehéiss need for planning for the
DNRO in the near future,
“Well, the DNR we haven't talked about yet, butniidw we need to. | know that

they can be ignored, but now that we have the compashe asked if we had a
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DNR and | realized that we hadn’t had that conuesayet and we really need
to. I need to know if he collapses, does it waattocall 911, or does he just
want to go. That's going to be the next conveosasind if he wants to just go,
then we are seeing the doctors in March and cathget to sign it, because |

know that the Dr. has to sign.”

Most CPs and MCI participants had very comprelendocuments and had
conversations with their spouse, children and dxiends regarding their wishes as
indicated in CP participant #7’s response:
“We have trusts, living wills and all of that. &taken his name off the living
wills, so he will no longer be listed as the demismaker for me, but I'm still his
decision maker.
Well, it's actually called a Healthcare Declaratanmd it has the living will and
the Health Care Surrogate designation. I'm thegtee for my husband and his
brother is listed second. In Delaware, | did aasafe Declaration that lists me
first and a very close friend in Delaware seconothBny friend and his brother
have copies of the Declaration. Oh yes, we’re wgrgn with those types of
discussions. We don’t want any life prolonging swas, nothing artificial.”

In describing conversations with family memberswahb®CP, CPs’ responses included:

“Yes, we talk constantly. They’re happy that ialsspelled out. They know the

forms are here and they have copies as well” (CRcjgnt #1).

“We've talked about the fact that we’re asking thienmake a final decision for

us as to whether or not we should continue to bgoome form of treatment, or

just stop all treatment and let what's gonna happappen” (CP participant #2).
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“She was a little reluctant on accepting thairat because she said, you know,

“I might not agree with this,” and | said, “You &t agree to it or I'll come back

and haunt you.” (Laughter) So I said, you know,we lived a good long life, |

don’t want somebody to put us on machines to sustéife. | was very definite

about that” (CP participant #4).

“Oh yes, we're very open with those types of distuss. We don’t want any life

prolonging measures, nothing artificial” (CP pagdant #7)

“She (daughter) understands our wishes and suppstisth” (CP participant

#10).

Specific end-of-life preferences were generallyregped in general terms for the
individuals with MCI:

“Not to have artificial life, | guess would be otegm. No external stimulus if in

a persistent vegetative state and no tube feedM@1 participant #6).

“Well, my Living Will is that | do not want any esdordinary things done.

Just don't keep me alive” (MCI participant #5).

“I know it’s at the end no unusual measures, orteder that is” (MCI participant

#10).

CPs were more aware of the actual advance directingg had been executed and
what the specific end-of-life directives statedt imost were still general in nature and
did not address specific issues such as ANH.

“We both want to go when it's our time, we don’twao linger. We've had a

good life” (CP #1).

“Yeah, if there’s no hope of full recovery, forgdiout it.... don’t drag it out. If |
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can come back to normal, you know, fine. If notgket about it” (CP #2).

“It spells it out as it says that in the case okegency treatment that no heroics

and that sort of thing. She (daughter) was @ Irgluctant on accepting that at

first because she said, you know, “I might not agséth this,” and | said, “You
better agree to it or I'll come back and haunt {o{lLaughter) So | said, you
know, we've lived a good long life, | don’t wantraebody to put us on machines

to sustain a life. | was very definite about th@P participant #4).

“Would not want to live in a vegetative state oedihing support” (CP

participant #5).

“They give the instructions that I'm not to be py@gl up on a machine to be kept

alive. | don't want that. I've seen a lot of tlaatd | think it's sad, real sad” (CP

participant #9).

“Pull the plug” (CP participant #10).

Both MCI participants and their CPs related thafttid not wish to have ANH even
when that was not reflected in their ACP.

Theme 2: Desire not to have extraordinary treatmenat the end of life
Despite reporting a lack of awareness of the MCligpants regarding ACP, all were
able to express their desire not to have extraargitreatment at the end of life.
Participants commented, “at the end, no unusuasurea” (MCI participant #2),
“whoever wants to can pull the plug” (MCI particigat9), “let life system take its
course” (MCI participant #7), “no external stimul§MClI participant #6), “I do not want
any extraordinary things done” (MCI participant #dnd “just don’t keep me alive”

(MCI participant #1). Although the majority of indduals with MCI did not think they
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had given directions as to ANH in the future, meste not in favor of that intervention.
In fact one individual who answered most of thelniew questions with a simple yes or
no, when asked if she would want that interventiesponded emphatically, “I don’t
want any of that!” (MCI participant #8).
Theme 3: End-of-life preferences based on personahd-of-life experiences
Both MCI participants and their CPs described peskexperiences with themselves,
family members or friends when discussing their-efilife preferences, not the MCI
diagnosis or reflecting on what that particulamgiasis might mean for future health
decisions. MCI participants shared the following:
“No out of the ordinary things to keep me aliveredall | could have stepped over
the line when | had the aneurysm, but | woke upniind morning and said thank
you Lord for the extra days. No feeding tubegist don’t want those tubes. |
leave it in God’s hands. | believe deeply in tlwed. My doctors say | am a
miracle, that I'm alive is a miracle. Every dag the stroke has been a gift.
My husband and | have discussed this and that'semve are now” (MCI
participant #1).
“He (father) was taken into the hospital, EMS tdak in, and he had a massive
coronary, a stroke, or | don’'t know, something likat, and the physician who
was taking care of him at the time, | asked herhai\the prognosis?” “You
know, your father could stay alive for a long tilésaid, what kind of life
would he lead, what's the quality of life? “Wdik’ll be like he is now and we’'ll
send him to a nursing home and he could be thengefrs.” | said, wait a

minute. My father wouldn’t want this, and | disseed it with my sister and my
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brother, and we decided no. So then | talkedpgbyeician friend of ours, and he
said, “I'll take care of it,” and they disconnecteidh from the life support. And |
hope that when my time comes, I'd want the sanrggtto happen to me. And,

my Living Will says that” (MCI participant #5).

“She (daughter) had had very severe and uncontielkpilepsy for many years,

and finally she was unresponsive, totally, and toamhake the decision whether to

remove the external stimulus or not. She was ervémtilator for a period of
time, and then a decision had to be made whethentove that or to continue.

I’'m sure she was dead” (MCI participant #6).

CPs also shared that personal experience and df¢éemily and friends
contributed to their end-of-life preferences. He following excerpts, CP share
experiences which have influenced them to limitmeent at end of life.

“I've seen several people die of cancer, some lgatten chemo and treatment,

some haven't, but | haven’t seen anyone saved g&#Bcipant #1).

“I mean based upon situations in the family thatve@ot had control of but

discussed. | do not want that type of life suppamt | think he knows that. |

think we’re very much in agreement in terms of ehtfe decisions” (CP

participant #5).

Personal experience with of their own and withateih also informed more specific
decisions for this couple:

“His daughter (who died). And that was a big pdirhis decision making. | had

a grandmother who had ALS and we both feel pretighnrthe same about end-of-

life decisions, and we did talk about it. We h#aleen the steps with healthcare
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directives and healthcare surrogacy’s, and Livings/A/ I've had a Living Will
for years. | have had a heart attack and two efroko we both know that we
don’t want feeding tubes, and we don’t want to bptlalive in a persistent
vegetative state, and we don’t want... you know,dlses DNR for both of
us”(CP participant #6).
For one couple, family experience with hospice ptegt an alternative view from
aggressive treatment in an acute care facility:
“Well my husband and | don’t want to be kept alaréficially; we're both very
clear about that. We’ve had family experiencefwibspice, it's very spiritual”
(CP participant #7).
Experiences in hospital setting provided anothem@R her perspective on avoiding
ANH:
“Well, I don’t know, | really don’t. See when | wieed in the hospital... | really
don’t know that | would even want that (ANH) unlesdoctor really pushed for
it” (CP participant #9).
A family experience which lasted some time anduagifomuch expense offered another
CP the perspective that it would be better notad wntil the very end to limit treatment:
“And, we have seen her brother languish for theyaar. It was a million dollar
period and he never was going to come out, andapoint he asked her, he was
very close... it was just the two of them...and prolgdbt this period, much
closer to her than he was actually to his wifeddvice, and he asked her what
should | do, and she said, “just give up,” and teeldn’t do it. He said, “No, |

don’t want to.” We feel when you know you're temal it's the time to give up,
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not at the end of the terminal period. The bloaatkybeing in a hospital, being

incapacitated. They say pneumonia is the onerdsaties you from your

problem, you die, and he’s in the hospital, sogut®d against any germs, we
come in fully gowned, and he can’t even get pneuentindie. So | am probably,

maybe more so than her even, would take an eaxi€r(CP participant #10).

Theme 4: Lack of end-of-life discussions with physians and other
healthcare providers There appeared to be a lack of discussion bHuaae
professionals with the MCI participants and theisGabout what particular end-of-life
decisions they might be faced with in the futuBpecifically, no CP or MCI participants
reported that any healthcare professional had sisezlipotential future needs for
decisions regarding ANH, even though this is a wenymon decision that would be
faced by family members, should the MCI progressamentia. While the CPs were
aware of the potential for further memory loss arbssible diagnosis of Alzheimer’'s
disease, the ACP related more to planning for &utare needs such as LTC insurance,
moving to ALFs or CCRCs, and hiring in-home assiséa The possible need for ANH
if the memory loss did progress to Alzheimer’s dsewas not something that neither
any MCI participant, nor their CP discussed.

The diagnosis of MCI might have prompted complebf advance directives
and/or review/revision of existing documents whkit physician or healthcare
providers, but this was not the case for any ofpdaicipants. Most of the CPs talked
about having their advance directives completedi a1t attorney.

“We used the same lawyer that did all my familggdl work for our advance

directives” (CP #7).
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“When we moved permanently to Florida we saw a Evat that time because
we’re from Connecticut originally and the laws bét state are different. So we
went to a lawyer here and he set up both thing®’ g@rticipant #8).
For two couples, changes had been made because lainyer's advice that the Florida
advance directive laws had changed.
“I heard that FL law had changed about Living Wélsd wanted to make sure
they were up to date. We hadn’t redone anythingver 20 years” (CP
participant #1).
“I think he’s updated maybe four or five years agmmnething or other in there. |
think the law did change about five or six yeare”d@P participant #8).
Several CPs did share that advance directives &a lppdated to remove the spouse as
designated decision maker for themselves, but ner substantive changes/revisions
were made.
When both MCI and CPs were asked about whetherghgsicians had talked
with them about advance directives, the answerneasin cases where there had been a
conversation with a physician, it was the MCI andih® CP participant who had initiated
the conversation.
“Our doctors have been very good at doing what \wwetwWhen we first go to a
new family doctor, which we’ve had to do a coupi¢imes, we tell him that we
don’t want anything artificial or prolonged and neadure he’s in agreement.
We've never shown them the living wills, they'rer&aéf we have to go to the

hospital” (CP participant #1).
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“(I've talked with) my family doctor. | do havemece of paper, | carry that

around, because he’s had mini strokes, and ittbe&ys Do Not Resuscitate, you

know” (CP participant #3).

If they had not talked with their physician, theegtion elicited the response that
they felt they should initiate that conversation.

“We probably should (talk with the doctor)” (CP peipant #7).

“As a matter of fact | thought | should take himegeopy of the advance

directive)” (CP participant #9).
Latent Themes

Importance to the CPs of the support from the MCI sipport groups and
lawyers for ACP. Several CPs expressed that the MCI support gtbedeader of the
group and the neuropsychologist who assists welgtbup had been of help and support
to them in understanding MCI and in thinking abA@P. In response to the question of
who had been helpful in understanding MCI, the M@pport group was frequently
cited:

“All the people in the MCI Support Group, (the soppgroup leader and the MCI

Neuropsychologist) and all the speakers they hadé (CP participant #7).

“Basically the group. I'd love it to be more thance a month” (CP participant

#8).
In addition to the MCI support group, additionabf@ssionals were also identified as
being of help:

“You mean other than the support group? There baea times that, oh, maybe

once a year, there was a therapist that | wouldjgstesort of a healthy baby
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check up or whatever. |think my background imtgiof my caregiving skills,

which is what took me in education probably... | mé&ansure as a nurse you

know there’s certain caregiving skills that if yaere put in the position would
come more naturally than to somebody else. I'iedapport from friends too,
but a lot of it... and you know our attorney and astant have been helpful in

terms of things that | needed to take over” (CRigaant #5).

“Well, (the neuropsychologist) has been a tremasdwlp. She did his work up,
and she was a tremendous help, and | went onlideliaa lot of reading” (CP

participant #4).

Although all the MCI participants had been seethatMemory Disorders Clinic,
and all had physicians in the community, none esged that a physician had
communicated with them about what to expect or aB@P. No one described
initiating or revising an advance directive basacconversations with physicians or
other health care professionals, while severalesg®ed that they had completed advance
directives with their attorneys. One in particukas critical of the Memory Disorders
Clinic physician’s lack of communication:

“Basically as it was explained, and | will havestwoot a barb at the doctor when

he came in and did the final diagnosis. He litgnadad it. He had never looked

at it before | don't think, and didn’t really ansmany questions. And then he left.

And it’s like, okay, and we’re paying for this \igi (The MCI Support Group

Leader) was very helpful. She explained in thepsast terms. She said you

know there’s not a vitamin deficiency that notickealthere’s no real obvious

brain damage that popped up in the MR, althoughethvas a little bit, some of
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it's normal aging, but we have noticed the follog/things, and they said, you
know, that someone with a Ph.D. thought processegemnerally up here. She
said, “you and me, you know, 1 to 10, if we thinkX0 we’re doing really great.
That's fine.” She said (her husband) normally tjiiduat a 14 or a 15, and now
he’s down at about an 8, which for him is a bigloscognitive powers, and that
there is a possibility that it could get worse, émeke’s a possibility it could stay
the same. At this point with MCI, they're not tefj us a whole lot. They don’t
know. I think itis a very individual... it could go dementia, it could go to
Alzheimer’s. | don’t know. So we live with it. 8Mive one day at a time” (CP
participant #6).
Hanging on to self Throughout the interviews, both CPs and individwats
MCI communicated that despite the diagnosis of My were still intent on hanging
on to their autonomy and to themselves, and thatitkethe diagnosis, life goes on.
Individuals with MCI discussed taking precautioodry and preclude worsening of the
disease:
“I think it will get worse, but in a very loving maage, and he’s always saying to
me, “Well, that’s not that bad,” and I'm actuallgesng more slipping in some of
my friends than where | am, and so | think... I'm eadive, we’'ve got a big
family, and you know we talk about it and they jsay, “Don’t worry about it.”
So we’ll see what happens.
We're both really so much on the same page witbféhis. And I think it's also
that we're absolutely shocked that we’re this dlide just put in to move to

Sunnyside. We're 78on the list for the unit we wanted. We thoughtyvdidn’t
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we think of this when we were 75 instead of 79,wetdon’t... it's not a refusal
to face it, | think we’re just so engaged in lifet we don't realize it's time to
make these... so this is why | was so interestedlking with you, because it's
time for us to focus more on these things” (MCltiggyant #10).
“I hope it doesn’t get any worse” (MCI participaifl).

Many MCI participants discussed specific activitieat they were engaged in:
“I mean I'm taking all the right precautions andhlreading a lot about memory
disorder and so forth, and my wife’s been very sufppe, and | haven’t given up
on anything. I'm still doing about everything I"exer done” (MCI participant
#5).
“My wife and | walk two miles every morning and we a lot of exercise, we
play a lot of tennis, and we both keep very fitd gou know we keep our weight
down and eat properly, and so forth, and go ahgadask some more questions”
(MCI participant #7).

Emotional and practical considerations also appkrée motivating factors for these

preventive measures:
“I don’t know. It's frightening really, and havirgways been in academics and
being very sure of myself, sometimes now I'm naAhd so | would like to do
everything | can to preclude any more failure” (Mglrticipant #6).
“Well, just stop for a second. | looked at it tiway. I'm older than she is, and
most likely I'll go first, so I'd like her to be ppared to take care of herself and
the children are taken cover of themselves, thdifiee So that’s the only thing |

have in mind. | don’t know when that should happ&hould it happen now or
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later, | don’t know. | never gave it much thougketause | never thought I'd

reach, what time is it to do that. Am | makings&h So that'’s it, in fact I've

been mulling it around in my mind, you know, hegitbr get going on that, and

see what it will be. And | don’t think it's gonitee a problem because I'll

probably go first because I'm older than she ig, smthat's about it. I'll base

that upon that, you know, that make sense?” (M@i@pant #3).

Some CPs seemed to take the view that while theunse had been diagnosed
with MCI, it either wasn’t progressing, or was @oteal issue for concern:

“Oh, definitely. Well it's doing better. He’s gatpositive attitude. Now, there is

one thing they told him at both places. His malkilis are excellent. We are

what we call a silver tongue, and so people cottildasvn and visit with him for

hours and not pick it up” (CP participant #9).

“It's like everybody, and if she’s required to remiger where she put something,

she will remember, but otherwise she might be rdtiese and put something

down and an hour later she can't find it. It's alw eventually found. We've

seen fellow senior citizens and you know, it's@nsfalling off the cliff as far as

it seems memory and Alzheimer’s and any cancerfaviea Until you get

started... and | don’t think she’s changed that maiobe she has been in the

memory clinic” (CP participant #10).

Other CPs acknowledged the diagnosis and probabiflidecline, but still
focused on the positive and living in the moment:

“Well, it's gonna get worse. | can't see it gettibetter. And, when it finally gets

down to the point where it's a threat, well therilileave to do something. What
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itis I don’t know. We're not even talking abotit Both of us hate the idea of
assisted living. And, so, we’ll probably sticloiit here as long as we can. If she
should become incapacitated, | would have to gassisted living. | can’t
function very long. | can go a week maybe, buttgreoon the floor is littered
with things that | can’t pick up and that sort loifity. And, so we’ll probably talk
about it when it becomes a real problem” (CP pigdiat #2).
“Um, | think the thing that | noticed, | just no#&id things going on and finally
convinced him that perhaps, and someone had toldbmet the Memory Center,
because | really had no idea where to start with suthing, but | was referred to
them by a friend and he agreed to go, and asnetuout he was actually relieved
because he knew there were changes and he wa$/ddedid of Alzheimer’s,
which he had not expressed until after the diagnoSb he seems to have been
very comfortable with this, and you know, and fodtely in many ways I've
been able to make life go onyou know there was a strong possibility that it
could go into Alzheimer’s. But, you know, | feedry fortunate for both of us
that at this point it has not. | mean he’s gonemall, but not drastically cause |
do see things that go on in the support group wpeople have had much bigger
falls over the time than we've had to deal with’P(@articipant #5).
“I don’t know. It's going very slow. I'm just hapg that it just stays that way.
You know, | take it day by day and just hope far best. Accept it, there’s
nothing else | could do” (CP participant #3).

The focus for many of the CPs and MCI participaras not the MCI diagnosis, but

rather dealing with the day to day concerns.
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Chapter Five
Discussion

ACP practices.The fact that all of these couples already hadade directives
at the time of the MCI diagnosis is perhaps reiflecdf the educational level and socio-
economic status of the participants. Although ociGeconomic information was
collected, the education and professional backgtswshared during the interview
process appeared to reflect a higher socio-econsiatias for most participants.
Additionally, the educational level was very higit both MCI participants and their
CPs. All described having their advance directo@sipleted with their attorneys. In my
25+ year history of working with the community toceurage the use of advance
directives, | have frequently encountered this adenn southwest Florida, where many
attorneys will have completion of a living will 8#CA document as part of the estate
planning process, without discussion with a phgsi@r other healthcare professional as
to the specific ACP needs for the person complatiggdocument.

Most CPs and many individuals with MCI felt thagyhhad sufficient
conversations with family and that they were awaareé would honor their advance
directives and their wishes regarding LTC placemastvell as DNRO requests. These
discussions though, were general in nature andstedsof vague instructions, such as
‘pull the plug’ and ‘no extraordinary measures’hebe vague instructions could leave
family in a difficult position as they attempt tawigate the decision of whether or not to

institute ANH as previously identified (Caron, Gitti, & Arnold, 2005).
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Readiness of ACP for MCI participants and CPs.It is perhaps not surprising
that the majority of individuals with MCI reportel®creased awareness of ACP decisions
that had previously been made, as memory lossadlmark of the diagnosis. Even with
this lack of awareness, most articulated a desitémhave extraordinary treatments at
the end of life and assumed that their spouse agctilnren would make decisions. This
type of deferred autonomy, in which individualsiasge their family members will know
what decisions to make, or to make the right denisiccording to the circumstances has
been described before in previous research (DaaleBramett, Dobbs, & Williams,
2008) and other research has shown that most thdils want their family members to
have leeway in decision making (Hawkins, Ditto, Ra& Smucker, 2005).

This also fits with the TTM in which the MCI parip@ants did not perceive their
diagnosis as increasing their risk for future peal$ with dementia or other health
problems, therefore placing them in the categonpgretontemplation, in which there was
no perceived need to plan for future end-of-lifeid®ns. Like previous studies of MCI
participants, the participants in this study mayehminimized the possible conversion to
dementia and were more focused on preserving duueation, than on future planning
(Linger et al. 2006; Mcllvane et al., 2008).

Focus of ACP. While all of the individuals with MCI and their Cihad executed
advance directives, the focus of ACP for CPs wanend-of-life care, but on financial
planning and avoidance of future nursing home plesd. Most CPs had taken the step
of removing their spouse who had MCI as HCA, bubtiger changes to advance

directives were described as a result of the M@gdosis. This fits with the TTM in
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which the CPs were taking action and maintainirgy thctions to preserve current or
future living situations. The perceived threat oggible nursing home placement is
probably the most obvious future scenario that €fsimagine. Nursing home
placement is a very visible transition and sevefahese couples have had experience
with a relative or friend who required nursing hopt@cement, based on the interview
comments. Previous studies have also describaaiplafor the future in terms of
financial and housing decision, but not end-of-tirisions (Blieszner et al., 2007;
Elson, 2006; Lu, Hasses, & Farran, 2007).

ANH and ACP. ANH, while being a very common decision thatasdd by
individuals and their families dealing with demantinay take place months to years after
nursing home placement out of the eye of the conitymahlarge. Although both MCI
participants and their CPs discussed not wantimgigé¢ aggressive treatments at the end
of life, neither talked about any scenario in whilkhy imagined ANH in relation to a
diagnosis of dementia as a possible decision tiglitmeed to be made in the future,
even though most CPs were aware of the possibflidementia and many even
commented that they were continuing to see dediitieeir spouse.

As indicated previously, individuals desire disc¢ass with their physician
regarding ACP (Kass-Bartelmes, Hughes, & Rutherf2@d3; Wright et al., 2008), and
research has indicated that these discussionstodxedongoing and include goals of care
related to the disease process (Emanuel, von Gu&tEarris, 2000; Fischer, Arnold &
Tulsky, 2006), yet these discussion did not oc&ince all of the participants had some
form of advance directives, one might assume tiestd individuals might have brought

up these issues with their physician, but none imstiad, like participants in other
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studies, appeared to wait for the physician togup the discussion when it would be
appropriate.

Shared decision making modelsResearch on ACP in recent years has focused
on shared decision-making models in which a speti#atment decisions which a person
may be faced with have been discussed and valukegaats of care clarified (Engelhardt
et al. 2009; Hammes, Rooney, & Gundrum, 2010; Kioff) Hammes, Kehl & Briggs,
2010), and research has demonstrated that indigidiwadesire to have their physician
discuss their treatment options (Flynn, Smith, &Wess, 2006). These models have
focused on congestive heart failure, chronic réafire, cancer and chronic obstructive
pulmonary disease. MCI, with its high rate of cersion to dementia would seem an
obvious target for future efforts with this modelth discussions regarding ANH being
at the core of the EOL planning.

In addition to having some form of advance direstiseveral MCI participants
also had DNRO orders which would cover sudden aarédvents in the home or
community settings. While three couples knew thair documents contained specific
instructions regarding ANH they equated this towahting to be kept alive as a
vegetable or in a persistent vegetative state. vidwe of advance directives seemed to be
more on acute care situations, not on the serismafl decisions that might need to be
made in the event of moderate to end stage demddtaCP participant articulated that
they might need to make a decision regarding ANtHefMCI diagnosis progressed to
dementia, even though most seemed aware of tHénbkel for in home services or

possible placement in the future.
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The lack of specific directions supports the comioation of goals of care for
future ACP decisions for this population (HawkinBstto, Danks, & Smucke, 2005), as
well as discussion of common end-of-life scenasiosh as the decision regarding ANH
or nursing home placement. While several partitiparticulated their desire to not live
in a nursing home, the reality for many who progreem MCI to dementia is that that
may be the more appropriate care setting at thegtlifé depending on the family’s
resources and ability to provide care as the despesgressed. Focusing on keeping the
individual comfortable no matter what the careisgtinight ease caregiver’s in the
decision making process in the future.

The role of personal end-of-life experiences and AZ Although no one
discussed revisiting their advance directives basethe diagnosis of MCI, many
discussed the need for these documents while desgfiamily experiences. These
family experiences consisted mainly of acute hasgituations, but none dealt with end
stage dementia. Personal experiences included heatt conditions, cancer and stroke.
The personal experiences that were described #ubdtcurred with themselves or close
family members seemed to exert a powerful desiteantinger’ or have life prolonged
with no hope for recovery. This is in line withi€and Khodyakov’s study (2007)
which found that recent experience with a painkdtt significantly predicted
completion of advance directives and discussioenafof-life preferences with others.

Stories and shared experiences are part of whedr@eet al. (2005) discussed in
their interdisciplinary team model of end-of-lifedsion making. Others have also
discussed the power of family and personal expeegin increasing ACP participation

(Fried et al., 2009; Lambert et al., 2005). S®oéacute treatments for
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cardio/pulmonary events and cancer are very pravaleur culture. While more
individuals are aware of dementia and it's progmesghrough experiences with family
and friends, or through national stories such asaRbReagan, the actual end-of-life
experiences and whether or not ANH was consideagd hot been part of our national
stories, nor perhaps, are they shared among famigss they are intimately involved in
the care decisions. There may be concern thallécegsion was made to not initiate ANH
that the family would be viewed as ‘starving thesoa to death’.

While several CPs reported talking to physiciamgrding their advance
directives, the conversations appeared to be tediby the CPs, and did not include
discussion of ANH. Both CPs and MCI participargl that doctors and especially the
staff of the MCI support group had been helpfulhieir understanding of MCI and what
might happen in the future, but none reported disicins regarding ANH, despite this
being the most common end-of-life decision for espa with dementia. While many
expressed general desires to limit aggressiventierat ANH is often viewed differently
than CPR or use of a ventilator. If specific wishage not been previously expressed,
the default is usually to provide ANH. It could theat both CPs and the healthcare
professionals feel that this decision is too favdahe road to begin the discussion at the
time of diagnosis of MCI.

The time frame in which one might continue to hdeeision making capacity
can not be predicted, so frank and open discussitre possibility for making this
decision should be considered relatively earlyh¢ourse of MCI. Following the TTM
this would allow the process of precontemplatiamntemplation, action and maintenance

to be initiated (Pearlman et al., 1996). As oetlirby Fried et al., (2009), the quality of
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ACP could be most effective by this type of custmation focusing on disease specific
decisions such as ANH and perhaps inviting refbectin past end of life experiences
with significant others. It could be that stafftla¢ MCI clinic and/or support group did
bring this up, but that both MCI participants ahdit CPs did not see this as a possible
scenario in their future.

Many of the participants in the study either hdehtified no ANH in their ACP
documents or articulated a desire not to have ANtHeaend of life. Most seemed to
associate the need for ANH with being in a persistegetative state, which is not
surprising given the media attention for both Na@ecyzan and Terri Schiavo’s court
cases. Although the emerging research on MCI ohmksate associations with future
planning, the planning is focused on financial Avidg arrangements, not on end of life.
Only in the pathography of Davis (1989) who hadrged experience in ministering to
individuals with dementia at the end of life of simg homes, did he focus explicitly on
his desire not to have ANH as his dementia progaes©ther research with MCI
participants has also found a lack of responsaiiiaiting ACP after diagnosis (Garland
et al., 2011, Lingler, 2008). Hirschman, Kapo, &ailawish (2008) described both
passive and active avoidance of end-of-life disicusswith MCI participants and their
physicians. In the case of this MCI populationyaatte directives were seen as being
taken care of with no new revisions needed withdibgnosis of MCI other than to
remove the participant with MCI from the CP’s adeanlirective as HCA.

Interestingly only one participant cited hospideew discussing end-of-life care.
With shared decision making and documents sucheaBOLST, hospice can be

introduced as an option early in the end-of-lifeid®n making process. Individuals with
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MCI could articulate goals of care that includefitral to hospice to manage end-of-life
symptoms, even if progression to dementia was g as a real possibility.

The role of MCI support groups and lawyers for ACP. As was indicated in
the literature (Gillick, 2004; Rosenfeld et al. B)0communication is key in ACP and
the CPs appeared to have received the most diegzahd communication from the MCI
support group and staff facilitating that group.the diagnosis of individuals with MCI
becomes more prevalent, more MCI support groupsforay, just as there are currently
numerous Alzheimer’s and related disorders supgrodps around the nation. These
support groups may be one location to focus intgrgas such as the shared decision
making model and/or initiation of the POLST documewhile the POLST needs to be
signed by a physician, in many settings, the dsioasof the document is initiated by a
nurse or social worker. MCI participants and tligfts expressed a trust and reliance on
these groups and the individuals facilitating thamg would probably be receptive to
ACP interventions from them.

This particular group may not be indicative of atgeups throughout the
country, and may be uniquely staffed and suppor&dokszner et al. (2007) found that
participants of an MCI center felt they did not tfet needed information and support. A
meta-analysis of interventions with caregivers @fspn with dementia showed no
significant effect on caregiver ability or knowleggo support groups may not provide
the most effective venue for these types of intetieas (Pinquart & Sérensen 2006).
While this would obviously be of assistance to wndlials who seek out and attend these

types of groups, other mechanisms would have welbeloped to target those who do
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not participate in these groups. MCI clinics migidiude this as a part of the follow up
with participants once a diagnosis is made.

ACP was viewed as necessary by the CPs but wasddanitially on LTC and
the need to secure financial arrangements andiaglarrangements. In this view of
ACP, lawyers were viewed as the professional to torfor advice and support, not
physicians. This is perhaps not surprising, gitert many individuals in the cohort have
probably had experiences with friends and famiies have had to place individuals in
nursing homes, and most do not want to have to reltedecision in the future. Fewer
individuals are aware of the end-of-life needs dadsions that are made for persons
with dementia probably because these usually aodwospitals and nursing homes,
away from the eyes of the public. Elder care a#ggs are more aware than estate
planning attorneys of the need for discussion oHA®Nd the need for designation of a
HCA, but many lay persons do not go to elder ctigraeys. Efforts to educate all
lawyers of the need for discussion of ACP documueiitts healthcare professionals need
to be ongoing. Fried and colleagues (2009) alsocate for ACP to be visited as part of
other ongoing planning such as funeral planningh&ligh many individuals are aware of
dementia, there has been little to no public disicunsof ANH with this group and only
recently has there been vigorous discussion iptaissional community about this
issue.

Hanging on to self Since the individuals with MCI do express the desir
retain autonomy and hanging on to self, and asesspd through these interviews, still
have strong opinions as to future end-of-life c#is, appears to be a population that

would be receptive to discussion regarding ACRefat of life. Specific discussions
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regarding possible scenarios involving decisions$amly about potential NH placement
but ANH at the end of life can and should be redwith this population. Hirschman,
Kapo and Karlawish (2008) found there was bothigasand active avoidance of
discussion of ACP; however families wished thaytiweuld have initiated those
discussions in retrospect. Although there is feat these discussions may cause
distress, studies have demonstrated that familresivave had these discussions are
better able to cope following the death of theureld ones (Fried et al., 2009; Wright et
al., 2008). The individuals with MCI and their CRere focused on doing what they
could to retain current function, and part of neitag control could include active
participation in shared decision making, and/orceien of documents such as the
POLST.
Contributions

This study explored the ACP experiences of persotisMCI and that of their
CPs and contributed information to a current gagnénliterature. The study
demonstrated that although persons diagnosed withfte an increased possibility of
developing dementia at some point in the futurey tthd not appear to perceive
themselves at being at increased risk for beindplenta make healthcare decisions in the
future, while their spouses did appreciate thisaased risk, in most cases deleting them
as HCA from the CPs’ advance directives.

Additionally, the participants in this study repattthat physicians did not discuss
end-of-life wishes with participants with MCI, naiith their care partners. The diagnosis
of MCI in and of itself did not serve as a trigder initiation and/or reexamination of

ACP for the MCI patrticipant, although it did sera® a trigger for the CP to change the
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HCA in their advance directives. The discussiolNH (one of the most common end-
of-life decisions for a person with dementia) a &md of life was not discussed with any
of the participants. This study points out thechie healthcare providers to address

possible specific scenarios such as ANH with irdlrails diagnosed with MCI.
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Chapter Six
Conclusions

Opportunities. Advance directives alone have not been shown tffeetive
despite several decades of use. Researchersimt ngxars have focused on shared
decision models and/or use of documents such &@&ST which incorporate specific
directions related directly to the individuals'uation. Studies looking at use of this
model with individuals with chronic heart, lung akidney disease as well as cancer have
been demonstrated to be effective in honoring iddiais’ goals of care.

Individuals with MCI are a growing population img country and many will
progress to dementia over time. Once diagnosddM4Al there is a period of time in
which the individual retains decision making capa@and this is a crucial time in which
shared decision making and/or POLST could be teiia ANH is one of the main end-
of-life decisions that individuals with dementialface, and many would benefit from
the end-of-life services provided by hospice. Dsston of this with MCI individuals
could give them an opportunity to continue to eiger¢heir autonomy and retain self, as
well as offering family feedback on goals of canel guidance for future end-of-life care.

The emergence of MCI as a diagnosis has also feahtbe emergence of
support groups to assist both the individual witGINMnd their CPs in coping with the
diagnosis. As evidenced by this study, individdalsd that the support group and its
facilitators offered support to them, and may [seting in which to offer the shared

decision model and/or initial discussion of POLSince individuals diagnosed with
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MCI often receive this diagnosis at a memory disasdlinic, the clinics themselves may
be the best site to initiate the shared decisiodahand/or POLST, as that would capture
individuals that may be less likely to participatesupport groups as well. Physicians did
not play a strong role in the ACP of these par#inig, but by initiating the discussion at
the MCI support group level or in MCI clinics, malMCI participants and their CPs may
be empowered to then discuss their goals of catetheir physicians.

Limitations. This study relied on a convenience sample frontal IMCI
support group. This support group is located ao@mmunity which is largely Caucasian
and has a higher socioeconomic level than mostaoida, as well as the nation. This
likely contributed to the lack of diversity in tkeample population. The participants
appeared to have a high socio-economical level hadda higher education level than the
general population. The participants were setceld, and may not reflect the same
views as those who chose not to participate irstbdy. All were diagnosed at the same
MCI clinic, and attended the same support groughece may be different results from
different clinics. Specifically, these more afflagwell educated participants may have
been more likely to utilize attorneys for ACP andhaive a focus on financial planning
versus end-of-life care. Individuals who do nééladl a support group may be less likely
to initiate ACP as well. While the participantstimis study were very positive about the
support they had received from the MCI support grand its facilitators, this may not be
the same experience at other support groups.

All participants knew that the focus of this resdewas on ACP and may have
chosen to participate because they had alreadyeddga ACP and were interested in

more information regarding ACP. It may be thatiwalals who had not yet engaged in
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ACP were less likely to participate in this res@arélthough this qualitative study
reached data saturation with ten couples, it chalee been that the small sample size
limited the findings since the participants did maty in terms of ethnicity, and were
well educated.

All participants in this study were married anditha@entified CP was their
spouse. Experiences of ACP may differ with indixats who are widowed, divorced,
separated and whose CP is not a spouse. AlthaayhMCI participant reported having
a physician, there were no specific questions aakedt neither the individuals’ primary
care provider, nor the type of physician (Interma&ldicine, family practitioner,
geriatrician, etc). This would be important to siger in future research as the type of
physician may influence the degree of involvemanhitiating ACP discussions and the
types and depth of these discussions.

Although the interviewer did have many years exgrere as a nurse in talking
with individuals about ACP, there was a lack of ex@nce in conducting open ended
interviews, which may have resulted in lack ofd@llup for more in depth probing
guestions to elicit more information in some cadeslividuals with MCI were not
screened for level of impairment. This had beamsitered during the proposal process,
but was deemed not to be necessary. In retrogpedtmal screening with the mini
mental status exam or St. Louis University mentaius exam would have provided
helpful baseline information to compare responses.

Recommendations The MCI population represents a prime opporjutat
initiate/revisit ACP to specifically address potahend-of-life decisions and other

potential ACP decisions that may be faced if tregydosis proceeds to dementia as is
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likely for a large number of those receiving thigghosis. MCI support groups offer
support and education to both MCI participants tedr CPs and, in the population
studied were a trusted source of information fos study population. MCI clinics are
also a potential source of ACP information. A p#tudy should be conducted in this
setting utilizing the shared decision model andidgral discussion of the POLST.
Participants would be encouraged to continue teeudsion with their primary care
physician and continued support could be offerethbyMCI clinic staff or support
group. A model put forth by Sudore and Fried (20d@poses a model for healthcare
practitioners that could be easily utilized in sacpilot that involves identifying the
HCA, clarifying values and establishing leeway i@Aldecision making.

Although recent attempts to promote ACP throughlipyolicy have been met
with misunderstanding, this does not mean thatetlatempts should be halted. Fried
and Drickamer (2010) call for the development plialic message that ACP is part of
preventive health care. This would emphasizepbetonal participation in ACP takes
place on a clinical level between the patient divdotan, but encouraging participation
in ACP must occur on a population level, by inchegshe public’'s awareness of ACP,
the benefits and the potential negative effectsobiparticipating. This might also aid in
the fact that while most individuals desire to h#wese types of conversations with their
clinicians, they are waiting for clinicians to iaite. By sending a strong public health
message that the time to discuss these issuesnsrs@ther than later, individuals may
go to their clinicians and initiate the discussibemselves instead of waiting for the

clinician to initiate.
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Although much literature has been published inphst decade regarding ACP,
end-of-life care and dementia, very little is knomegarding the ACP experiences of
individuals with MCI. ACP has been found to invela complex interplay between
individuals, their family and physicians, and thewowledge and understanding of future
health outcomes. As indicated earlier, individwaidh dementia will usually experience
prolonged periods prior to death in which a mudtéwf healthcare decisions will be
made for them. Individuals diagnosed with MCI pexs to dementia at a higher rate
than those without this diagnosis. Perhaps intheraroup of individuals is the need for
ACP more important. Any additional information tisheds light on the process by
which these decisions are contemplated and exeudlidoe of immense value in helping

to guide efforts to engage this group in ACP.
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Appendix A

Interview Guide for Advance Care Planning/MCI

Thank you for meeting with me this afternoon.
I’'m interested in finding out about what kind ofdticare planning older adults and their
families have thought about and/or already haveeddrunderstand that you were seen at

the Sarasota Memory Disorders Clinic?

INTRODUCTORY QUESTIONS

What was the reason you were seen at the Clinic?

Follow-up:
What were you told about your memory?
Who helped you in understanding what was goingptiygician, family,
friends, others)?

What do you think will happen to your memory in twming years?

TRANSITION

Has anyone talked with you about planning for lnealte decisions that may need to

be made in the future? (If yes, prompts to explorther-who, what was discussed)
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Have you heard the term Advance Directive (AD)(f explain term)

If yes, Have you completed one? (If have not comepléut know about AD, explore
reasons not completed)

(If AD completed, explore when it was completed aiviioes it say, is HCS/DPOA-
HC part of AD, who is HCS/DPOA-HC, has the AD beewnised since MCI Dx?
Explore reasons decision were made and when thesymwade, have they changed
over time and/or since MCI Dx. If they have not ajpped a HCA, but know about it,
why not?)

Have you discussed/shared any of these decisiansftents with your family?
(Explore what was discussed or if no discussiony ndt?)

Have you discussed/shared any of these decisiansftents with your physician(s)?
(Explore what was discussed and if no discussidry, not?)

Have you discussed/shared any of these decisiansfuents with other persons, such
as a spiritual advisor (priest, pastor, rabbi) theo health care provider (social

worker, nurse)? (Explore what was discussed andtitliscussion, why not?)

CLOSURE
Is there anything | didn’t ask about planning fotufre healthcare decisions that you
would like to talk about?

Would you like further information on ACP?

Thank you for visiting with me today.
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Appendix B

Interview Guide for Advance Care Planning/MCI CP

Thanks for meeting with me this afternoon.
I’'m interested in finding out about what kind ofdtiacare planning older adults and their
families have thought about and/or already haveeddrunderstand that you are the CP

for (fill in name) who was seen at the Sarasota Blgnbisorders Clinic?

INTRODUCTORY QUESTION

Personal History

How long have you been the CP for (individual witiMCI)?
Relationship

Age

Education

How long have you lived here?

What was the reason (fill in the name) was se¢heaClinic?

Follow-up:

What were you told about (Fill in the name) thegmory?
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Who helped you in understanding what was goingptiy<gician,
family, friends, others)?
What do you think will happen to (fill in the nam@emory in the

coming years?

TRANSITION

Has anyone talked with you and (fill in name) aty@anning for future
healthcare decisions that may need to be madeifutare? (If yes, prompts to

explore further-who, what was discussed)

Have you heard the term Advance Directive (AD)(f explain term)

If yes, has (fill in the name) completed one? @& not completed but know about
AD, explore reasons not completed)

(If AD completed, explore when it was completed aiviioes it say, is HCS/DPOA-
HC part of AD, who is HCS/DPOA-HC, has the AD beewnised since MCI Dx?
Explore their understanding of the reasons decssiagre made and when they were
made, have they changed over time and/or since DACIf a HCA has not been
appointed, why do they feel this has not been done?

Have you discussed/shared any of these decisiansfaents with your (fill in

name)? (Explore what was discussed or if no dissnse/hy not?)
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Have you discussed/shared any of these decisiansftents with your physician(s)?
(Explore what was discussed and if no discussidry, not?)

Have you discussed/shared any of these decisiansfuents with other persons, such
as a spiritual advisor (priest, pastor, rabbi) thieo health care provider (social

worker, nurse)? (Explore what was discussed andtitliscussion, why not?)

CLOSURE

Is there anything | didn’t ask about planning fotufre healthcare decisions that

you would like to talk about?
Would you like further information on ACP?

Thank you for visiting with me today.
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Appendix C

DIVISION OF RESEARCH INTEGRITY AND COMPLIANCE
Institutional Review Boards, FWA Neo. CC00 1665

12001 Bruce B. Drovens Bled . MOC0535 % Tampa, FL 3361247990

UNIVERSITY OF  (313)9745635 ' FAX (313) 9745615
SOUTH FLORIDA

Catherine Emmett,
School of Aging Studies

RE: Expedited Approval for Initial Review

IRB#: Pro00000945

Title: What are the Advance Care Plani{ftGP) Experiences of Persons with
Mild Cognitive Impairment (MCI)?

Dear Catherine Emmett:

On 7/26/2010 the Institutional Review Board (IRByiewed andAPPROVED the
above referenced protocéllease note that your approval for this study eulbire on 7-
26-2011.

Approved Items:

Protocol Document(s):

Study Protocol 6/22/2010 5:23 PM 0.02

Consent/Assent Document(s):

|C.pdf 7/27/2010 8:34 AM 0.01

It was the determination of the IRB that your staglified for expedited review which
includes activities that (1) present no more thammmal risk to human subjects, and
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(2) involve only procedures listed in one or mof¢he categories outlined below. The
IRB may review research through the expedited veyiecedure authorized by
45CFR46.110 and 21 CFR 56.110. The research proposkis study is categorized
under the following expedited review category:

(6) Collection of data from voice, video, digital,image recordings made for research
purposes.

(7) Research on individual or group characteristicsehavior (including, but not limited
to, research on perception, cognition, motivatidantity, language, communication,
cultural beliefs or practices, and social behavionesearch employing survey,
interview, oral history, focus group, program ewian, human factors evaluation, or
guality assurance methodologies.

Please note, the informed consent/assent docuraents&lid during the period indicated
by the official, IRB-Approval stamp located on tieem. Valid consent must be
documented on a copy of the most recently IRB-ammtaconsent form.

As the principal investigator of this study, itysur responsibility to conduct this study in
accordance with IRB policies and procedures arappsoved by the IRB. Any changes
to the approved research must be submitted tdRBdadr review and approval by an
amendment.

We appreciate your dedication to the ethical condibuman subject research at the
University of South Florida and your continued commnent to human research
protections. If you have any questions regardmig matter, please call 813-974-9343.

Sincerely,

) Y Y
I.' /

Krista Kutash, PhD, IRB Chairperson
USF Institutional Review Board

Cc: Various Menzel, CCRP
USF IRB Professional Staff
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Appendix D

DTVISION OF RESEARCH lf\__:G'{:__'l AND COMPLIANCE
Institutional Review Doards, FWA No. CCCCI@@-‘

':'“r=_:r-;:l._'1_'uhj:~ & Tampea. FL 336124709

UNIVERSITY OF = s e B e
SOUTH FLORIDA

Tuly 11, 2011

Cathenne Emmett,
School of Aging Studies

RE: Expedited Approval for Continuing Review

[EE# Pro00000%4 5

Title: What are the Adwvance Care Flanming (ACF) Expeniences of Persons wath WMild Cogrittive
Impairment (MCD?

Study Approval Penod 7262011 to 7l26/2012
Dear Ms, Emmnett,

O TrE01] the Institutional Review Board (IRB) reviewed and APPROVED the shove protocol for the
period indicated above [t was the determination ofthe IRB that your study qualified for expedited
review hased on the federal expedited category number:

() Collection of data from woice, wdeo, digital, orimage recordings made for research purposes.

{71 Research on individual or group charactenstics or behawior {(including, but notlimited to, research on
perception, cognition, motivation, identity, language, communication, cultural heliefs or practices, and
social behavior) of research emploving survey, interview, oral history, focus group, program evauation,
human factors evaluation or quality assurance methodologies.

Please reference theahove IRB protocol numhber in all correspondence regarding thiz protocaol with
the IRE or the Diwvision of Research Integrity and Compliance. It is your responsihility to conduct this
study in accordance with [RE policies and procedures and as approved by the [RB.

We appreciate your dedication to the ethical conduct of human subject research at the University of South

Florida and vour continued commitment to human research protections, If you have any questions
regarding this matter, please call 513-374-5438

VLl 2D

Sincerely,
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Appendix E

DIVISION OF RESEARCH INTEGRITY AND COMPLIANCE

Institutiona!l Review Boards, FWA No. 00001669

ST T = 12801 Bruce B. Diowrns Bled - MDC0A5 » Tampa, FL 336124759
UNIVERSITY OF (513)9743635 » FAX(313)3743613

SOUTH FLORIDA
June 27, 2012

Catherine Emmett
School of Aging Studies
234 Delmar Ave.
Sarasota, FL 34243

RE: Expedited Approval for Continuing Review

IRB#: Pro00000945

Title: What are the Advance Care Planning (ACP)dtignces of Persons with Mild Cognitive
Impairment (MCI)

Study Approval Period: 7/26/2012 to 7/26/2013
Dear Ms. Emmett,

On 6/27/2012 the Institutional Review Board (IRByiewed andAPPROVED the above protocdbr
the period indicated above It was the determination of the IRB that yourdstgualified for
expedited review based on the federal expeditextjoay number:

(6) Collection of data from voice, video, digital,image recordings made for research purposes.

(7) Research on individual or group characterigtickehavior (including, but not limited to, resgar
on perception, cognition, motivation, identity, garage, communication, cultural beliefs or practices
and social behavior) or research employing surivegrview, oral history, focus group, program
evaluation, human factors evaluation, or qualisuaance methodologies.

Protocol Document(sBtudy Protocol

Please reference the above IRB protocol number irlaorrespondenceregarding this protocol
with the IRB or the Division of Research Integriilyd Compliance. It is your responsibility to contduc
this study in accordance with IRB policies and pahgres and as approved by the IRB.

We appreciate your dedication to the ethical condstbuman subject research at the University of
South Florida and your continued commitment to humegearch protections. If you have any
guestions regarding this matter, please call 8135538.

Sincerely,
100



AV 9

John Schinka, PhD, Chairperson
USF Institutional Review Board
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