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Abstract

EXPLORING PATIENT PERSPECTIVE AT END OF LIFE. Kim T. Nguyand Margaret A.
Drickamer. Section of Geriatrics, Department of Internal Medicine, ¥aleersity, School of
Medicine, New Haven, CT.

This study examines the thoughts and feelings of patients facing tertmess through
gualitative interviews. To give patients the most agency in formingdtaies, we do not
frame the investigation with a specific hypothesis. By having open-ensiaddions with
patients without structured questions, we allow the patients to provide the content on &hich w
form further questions and hypotheses. We interviewed 15 patients with tetmesas, i
beginning each discussion by asking them to tell us about their thoughts duringitiioper
their lives. We examined the interview transcripts and identified 15 topics commentioned
during the interviews: quality of life, course of illness, approaches to &egtpersonal goals,
hopes, fears and worries, decisions of daily living, place of living, familgr prperiences with
death and dying, religion, timeframes, memories, attitude and emotion toviragg atyd
adjustment. After recognizing these categories, we reviewed whattpat@ed regarding each
category and identified themes. While these vary depending on the topic, one ovgitenie
centered on self-identity. We found that many patients possessed a strsa@fself, which
was changed by illness. Much of patient experience with terminal illneselated to how the
iliness affected their identities, and subsequently how they strive toywekeir identities
throughout end of life. Care providers can benefit from this information in several way
Recognizing what patients discuss most in these interviews can help provaer®h areas of
importance in their discussions with patients. Understanding patient expdrighe context of
their thoughts and feelings, particularly those framed by their seifHids, can improve patient
care. Gaining familiarity with the framework in which patients perctieenselves and their
illnesses can help care providers better address patient needs and concerns.
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I ntroduction

As care providers, physicians are responsible for examining the breadth and deeth of
meaning of “care,” and of the means of providing it. In doing so, they expand the boundaries of
care in many directions. No longer solely restricted to the goals of dingniéness, health
professionals recognize the importance of supporting patients through incusableediEnd-of-
life care grew largely from the advent of chemotherapy and novel wayspqkeple alive
longer through life-threatening illness. As Dr. Atul Gwande notes in figetBo,” dying has
shifted from an acute event or a short interval between diagnosis and death, teéiness-
period of time that may span months or yéahen new life-prolonging treatments were
developed for ilinesses previously left untreated, end-of-life care inittedused on managing
the side effects of these treatments.

It was also during this time that patients began to recognize that, unlike irstivehgs
they had few options for managing iliness, they now had a choice between treatthaot
treatment. And unlike in the past, they now have time to consider and life to live whikré¢he
choosing. Confronting this choice and this life brought to light a goal different frenalyn
staying alive longer: the goal to live in a way that one finds worthhilé.> ® with that goal
come the questions of how to define worth and how best to achieve it.

This is where the focus of end-of-life care should lie. As the realm of caulerdadened
from sustaining life to sustaining quality of life, attention has incrgisimeen given to the
process of death and dying. The end of life, a place previously viewed as outside the junmsdicti
of physicians who have been trained to help patients get “better,” is now ssemgsrtant
part of patient care. Physicians are beginning to consider in thought and incarppratgice

the philosophy set forward by Cicely Saunders, the physician who founded hospice on the



principle that “You matter because you are you, and you matter to the end tfeyouve will
do all we can not only to help you die peacefully, but also to live until you die.”

Whether a physician is teaching a 39-year-old how to manage his health to prevent
coronary artery disease; resuscitating a 62-year-old to save him froghfoyin a heart attack;
or administering oxygen to an 87-year-old to provide symptomatic relief as he lselssmmal
from irreversible heart failure, the overarching goal is to give patiratmiaximum means to
lead the lives they find most worthwhile. In all of these cases, physiciamdahould address
the physical and emotional well-being of patients. Care providers have e@ee the period of
end-of-life as being similar to other stages in illness in its need for sppbrsu

Because this is a relatively new area of care to receive attention, esitigois/who
recognize its significance may be unsure of how to address it. This cambe geeongoing
discussion on when to discuss transition to hospice, and what hospice can do for patients. Care
providers have expressed the need for more understanding of how best to discuss hospice, and
the underlying issue of end of life> 2% ! This is why our study focuses on enabling patients to
help us develop care suited to their needs. By speaking to patients about theinegpevith
life-threatening illness, we learn about the context of their lives, whichyaigeermines how
they would like to approach the end of their lives.

In seeking guidelines for end-of-life care, studies have examined patésrtgoces and
perceptions concerning deatfr.** 1 1> *®\While much remains to be learned, these inquiries
into patient perspective offer valuable information regarding how to providepeéetered
care for the terminally ill. By looking at these studies, we can learntfieinfindings as well
as identify areas to explore in greater detail or with a different approaudterlying this process

is the belief that the broad goals of patient care can be applied to the spedfaf aimd-of-life



care. However, it is important to recognize that relationship also works nseevEhat is,

examining patient needs at end-of-life can reveal principles for patienin all phases of

health and life. Indeed, the end-of-life may comprise a unique viewpoint from whicpltoeex
patient concerns. During this time, patients may come to realize or expnéssesits they did

not articulate in the past, whether because they had not been asked about them or bgcause the
themselves had not yet given them conscious thought.

One area of care that end-of-life brings into view is decision-making. Viméronted
with the prospect of death, patients begin to perceive their past and currenthlifeandifferent
framework. Amidst patients’ personal concerns, physicians are resgoiosibddressing
decisions like code status, the purpose of medical treatment, and quality of lifedlingnauch
matters, it is important to first recognize that patients’ life view,twbald be termed their
frame-of-reference, may be affected by the idea of death; and seconlitit tmderstanding of
this process in order to best shape care according to patient perspeciieelidia and
MacGregor note in their emphasis on shared decision-making, healthcare prsivalgds
ensure that patients play a key role in the decision-making proc@éss requires more than
asking patients to make the choices; it entails understanding their petspeegarding life,
dying, and death, such that providers can converse with them about how their options align or do
not align with patient preferences. Awareness of patient experiencesspailelers to offer
more nuanced, individualized care. For example, if providers recognize helpful meapsgf
in their patients, they can encourage them; if providers see that patients pesoé thought
or action that would interfere with the patients’ stated goals, they caorexpé conflict with
the patients.

This exploration of patients’ philosophies, coping mechanisms, and priorities is



something that should be developed throughout a patient’s life and healthcare. Just as an
understanding of patient perspective is useful in making end-of-life choicehleipful in
working with patients to guide their care at any stage of health and illness.vétpthese
issues are often only explicitly addressed at end-of-life due to the declsadmeéd to be made.
It is important to use what we learn from patients at end-of-life to belteess their care
throughout life. To do so, we first consider how to learn more about patient concerdsoét e
life.

Several methods have been employed to gain information about patient prefedesices
faced with life-threatening iliness, each offering unique advantages adgdahsages. These
studies are all qualitative to a degree. To understand why this is the best lappiiadying
end-of-life experience, it is important to define qualitative research. eWhd easy to define
gualitative research by what it is not (quantitative), it is important to défeeaiue of
gualitative research for what it is. Creswell defines qualitativeareh as “an inquiry process of
understanding based on distinct methodological traditions of inquiry that exploralaosoc
human problent? The researcher builds a complex, holistic picture, analyzes words, reports
detailed views of informants, and conducts the study in a natural setting.” $brgde
gualitative research in terms of both its subject and its methods of studying that. s\Wipen
the research concerns a question of human experience, it is useful to approach suada ric
nuanced subject with equally rich and nuanced methods. As such, qualitative methos are be
used when a study is interested in the more subjective questiohg of how than the more
objective questions afhat or how many.*®

In healthcare, qualitative research is necessary in order to understand ieots pat

experience their illness, outside of the concrete physical symptoms anddapwadues. It was



anthropologists and sociologists—researchers interested in the human component of
experiences—who began exploring qualitative methodology in healthcare in the 1960s &nd 70s.
More recently, researchers within the healthcare system itself haveimgoying qualitative
methods to better understand their patients and improve patient care. There is @ lpoolyiof
literature on different methods of obtaining qualitative data: interviews, firoups, and
observation, as well as combinations of these approaches.

With a variety of ways to attain qualitative data, the first question when ciomglac
gualitative study is to decide how to collect the data. The nature of the reseat@nques
determines the method used to answer it. When concerned with patient perspective and
experience, it is important to consider how to elicit both breadth and depth of information.
While surveys such as those discussed in the introduction provide insight into genesahiapi
respondents find important, they do not allow respondents to elaborate upon these issogs or bri
up thoughts outside of what is presented to them. Interviews give respondents tiieadost
to voice their own opinions. When interviewees discuss a topic not previously considdred by t
interviewer, they broaden the range of data. With time and space to speak aleouapilcssthe
interviewees offer more nuanced and detailed data.

To conduct qualitative research, investigators must be open and mindful of the tlata as i
is collected. On the one hand, interviewers should allow the interviewees to guidectission
by having them mention what they deem relevant. On the other hand, interviewers should use
the content of interviewees’ responses to ask follow-up questions and introduce ogliated t
With a qualitative method, researchers do not abandon structure in their studytotheieal
data to structure their investigation. In doing so, they place value not only in thiselataut

also in the dynamic process of gathering the Hataualitative research is best employed when



researching the thought processes that underlie patient experience.t gtagias on end-of-life
care will reveal, this data encompasses patients’ thoughts and expresbioses full substance
would not be elicited by questions with quantifiable answers.
To attain a concrete sense of patient priorities, Steinhauser et al conductsst a ¢

sectional, stratified random national survey of four groups of people: 340 seriopslyatits
(defined as being hospitalized in the past year for advanced chronic diseass) ags332
family members of patients who died in the previous 6-12 months, and 361 physicians, and 429
other care providers (nurses, chaplains, social workers, and hospice volunteersgskedey
these people to rate on a 5-point scale the significance of 44 attributes ofldad»qgberience,
such as dying at home, absence of pain, talking about death, and spiritual cBhcerns.

These attributes were formed based on 12 focus groups and interviews with patients,
family members, physicians, and other care providers, who were asked to dspaess af a
good death. They began the discussion by telling people: “Today we want to talk about what
constitutes a ‘good death.” We are interested in finding out what you think would rdekéa
good and what would make a death bad.” Then, patients were asked questions like “What kind
of things do you think would make a death a good death?” Follow-up questions, termed “probe”
guestions, inquired into specific aspects of dying, such as “How important woula ihbeet
friends and family nearby?” and “How do you feel about being sedated?” Thesesations
enabled patients to speak openly about their feelings regarding death andinlyirey.
discussions, participants six general elements of a good death: pain and symptgemmaha
control over decision making, preparation for death, a sense of completion in life, cargributi
others, and being perceived as a “whole” pefSon.

Steinhauser et al incorporated these comments into the 44 attributes listed surtiegi



Among all groups, 26 attributes were rated important by 70% or more of the groupvelréve
related to physical well-being: absence of pain, absence of anxietycalidesinortness of
breath, being clean, and having physical touch. Four attributes involved preparationhfor dea
feeling prepared to die, feeling that one’s family is prepared for onels, deaving expectations
concerning one’s physical condition, and completing financial issues. Thibatagtdealt with
attaining a sense of completion in one’s life: saying goodbye, attendingesoluad matters,
and reflecting on personal achievements. Two attributes concern decismgnad@cumenting
treatment preferences and naming a person to make decisions if one could not. tflewes at
comprise what focus group participants defined as “being treated as a wisol&’péignity,
sense of humor, presence of friends, not dying alone, having people to listen, and having a
physician who views patients holistically. Five attributes are ctlatéhe patient-provider
relationship: having care from one’s personal doctor, trusting one’s doctor, havingraveoe
can discuss end-of-life issues, having a doctor with whom one can speak to about personal
feelings, and having a nurse with whom one is comfort4ble.

There were several attributes that 70% or more of patients considered mhfjata
physicians did not rank as important: mental awareness, funeral arrangenipintg,dikers,
not being a burden to their family, friends and society, coming to peace with God, agd bray
In light of these factors, it is important for providers to be aware of patieds hesond
physical comfort. Also, providers may be inclined to focus on what patients need awdloverl
what they would like to give; this study shows that patients are concerned with hel@rgy ot
and ensuring the well-being of their loved ones. On the other hand, some attributesireceiv
more attention than perhaps was warranted. For example, compared to patients spreveler

more likely to rank talking about death and personal fears as important.



This study provides insight into which circumstances patients find most idealifor the
deaths, and offer general categories (physical well-being, prepam@tioedth, sense of
completion, decision-making, and patient-provider relationship) for care providadsitess. It
also highlights what providers may overlook in their assessment of what is intgorpatients,
and gives an idea of what to emphasize in end-of-life care. However, the sutiieg me
significantly excludes patient perspective by 1) presenting respondents evilfpred
categories rather than eliciting the categories from respondentstiesiand 2) lacking
opportunities for patients to expand on what the attributes meant to them, and whyetthey rat
them in a particular way. Because the survey’s content is based on preveouiswd with
patients, the subsequent respondents are limited to the issues that a select geosgpdhals is
therefore necessary to build upon the general information gathered in this sureeking -
depth discussion with patients.

Quialitative studies designed to incorporate more patient voice did so in a vanietysof
Singer,Martin, and Merrijoyconducted discussions to address particular questions regarding
end-of-life-caré® They spoke to three patient groups: dialysis patients, HIV patients, and
residents of a long-term care facility. With each of these groups, Singexsétedl about
specific areas of their experience. For example, they examined paterdl at end-of-life
among long-term care residents by asking them the following questionkat{ihey previously
thought about it? (2) what were their general views on control over decision makingad thie
life? (3) what would be their personal preference “when the time comesiitl(dhey see any
potential obstacles to having their wishes honored? and (5) what were their pemsesabout
withdrawal or termination of treatment, as well as euthanasia and phyassisted suicide?”

Through such questions, Singer et al aimed to frame the discussion in terms depaédriis



instead of by experts in end-of-life care. For example, instead of speakingadioad,
somewhat ambiguous topic like “quality of life,” patients can identify mpeeific aspects of
care. Moreover, interviewing patients shifts the focus from components of erfie-cdle from
things that are measurable to things that are most important to patients, evgaiiéthet
guantifiable. Their responses were categorized into five domains of quahtf-&fedcare:
having sufficient pain and symptom control, not unnecessarily prolonging the dgcespy
attaining a feeling of control, easing burden, and strengthen connectiomstts faind family®
This interaction with patients and direct inquiry into their thoughts and prefereffieea wealth
of information about patient perspective at end-of-life. As conversations, interggwexplore
in detail the point of view of patients regarding certain parts of end-ofxgergnce.

Such discussions are both informed and limited by the fact that they address @-form
specific questions (What do you think makes a good death? What are your viewsaalpers
control in decision-making?). Going into interviews with the intent of asking suchangest
ensures that information related to these particular topics is obtained. Hpivenagr also
prevent patients from introducing their own topics of concern, which may lie ouisideaim of
the investigators’ original interests. As such, these studies are sufiicenswering certain
guestions about end-of-life care, but may overlook other issues that are sigtafijpanénts.
The results from these studies reveal broad categories of concerns consigeréhinby
patients. This is extremely helpful in identifying specific items foe gaioviders to address with
their patients. But to broaden our understanding of patient needs, it is useful todeaabout
aspects of patients’ overall experience not specifically examined inghebes. Feeling that
previous work focused on creating universal models that would assist physicagsize

general themes in end-of-life care without truly exploring the rangetieinp@xperience,



Yedidia and MacGregor emphasized eliciting patient narrative in their igagsh. In their
study, they asked patients to speak about “what it feels like to be serigushailprovides
strength, what is meaningful, what is difficult, how they view the future, and hguptreeive
death.”™® Because they did not guide patients to discuss specific parts of their éfedebfake,
Yedidia and MacGregor let patients choose what was most important to themtimnmé his
method allowed patients to construct their own means of telling their stories, anohghvolost
to share. As a result, this study gathered information on how individuals approacieascmat
entire experience. Instead of finding commonalities among all respondents to prgposesh
model of the dying process, it presents different ways patients cope with dy

Based on these interviews, Yedidia and MacGregor formed seven motifs to describe
varying perspectives on death, which they defined as: struggle (living argladg difficult),
dissonance (dying is not living), endurance (triumph of inner strength), comidm{ a new
balance), incorporation (belief system accommodates death), quest (seekmggne death),
and volatile (unresolved and unresigned). The struggle motif encompassed thet ikifeahidh
always been difficult, and dying was a continued part of the difficulty. Tlsemsice motif
compared a past life with dying, where patients could no longer be who they lsegatients
thus saw dying as “the end of their story.” The endurance motif placed valaenitaimng
strength and optimism during times of difficulty. For patients showing tleggocationmotif,
dying was part of an overall belief system that may be but is not nalsessagious, and as
such did not require particular change to deal with it. In contrast, the coping regtfled on
adjustment to the experience of dying. People with this perspective wanbte tegdance in
their lives, counteracting the negatives of dying with new or past means fg@espport.

People believing in the quest motif perceived in dying the chance to grow and to dasover

10



much as they did in living. Death, then, was a continuation of the exploration and possibilities
life. People with the volatilbelief, on the other handid not possess such a cohesive direction.
They suffered from an accumulation of difficult experiences, of which dying maker one,
that remained unresolved.

These studies on patients’ perspectives at end-of-life have nicely exploedgda
thoughts and opinions on death. Steinhauser et al examined how patients defined a “good
death,” or their preferences for how the actual act of dying would occur. aByn8inger,
Martin, and Merrijoy investigated what patients most wanted at the titheiofdeaths, from
their symptom management to end-of-life measures to relationships with lovedveuidia
and MacGregor expanded the scope of discussion by asking patients whatké@sdatients
to be terminally ill; however, their interpretation of the patient conversafiocused largely on
how patients perceived death itself.

In our study, we are interested in how the rest of patients’ lives are gddrynthe broader
context of being terminally ill. While we continue to investigate patientsgptions of death,
we also want to know how patients live day to day. Like Yedidia and MacGregor mietised
of interviewing allowed patients to form their own stories, we adopted aadymipen-ended
method. In contrast to Yedidia and MacGregor, we did not ask patients to speak abbat speci
topics such as “what provides strength, what is meaningful, what is difficwit they view the
future, and how they perceive death.” Although these topics are general enoughdpesiic
patient narrative, they still focus on specific areas of this phase of fifieitlies, sources of
strength, and so on), which assumes that these are what patients most want to ldisteass
we simply asked patients to speak about what it has been like for them during thisrptread |

lives. They can thus choose for themselves what is most significant to sisaaeellt,

11



patients spoke not just about their views on death, as elaborated by Yedidia and Miadibteg
also on life. What do patients want to accomplish each day? What do they think about upon
waking up and upon performing their daily routine? What is their daily routinkb@t kvotivates
their actions, in regards to the treatment of their illness as well as sgeats of their lives?

What has been most important to them not just in this end-of-life period, but in thegriees?

As medicine becomes increasingly distant from the patients it seekstit¢hiesa conversations

bring us closer to the source and destination of our care—the patients.
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Statement of Purpose
With the goal of better understanding terminally ill patients’ thoughts ancomat end
of life, this study uses qualitative methods to interview patients. In doing sayvie:a
1) Attain a more comprehensive, in-depth understanding of the issues most important to
terminally ill patients during their end of life care;
2) Enable patients to guide discussions of what their lives are like whilatael;
3) Record how patients describe their experiences in their own words;
4) Offer information to care providers on how to approach discussion with patients

regarding their experiences during end of life

13



Methods

To pursue the aims of this research, we designed a qualitative study usinguwsgewth
terminally ill patients who were receiving care at clinicalssuathin the Yale community. We
first recruited patients for interviews, as described in the followingosech data collection.
The structure of the interview is explained in the section on design. Afteréwsrwere
conducted, the transcripts were read and reviewed to identify categadissussion. These
categories were then examined further for recurring themes, withtircagegory and among

categories. This process is described in the analysis section.

Data collection

Patients were recruited for the study through healthcare providers vehimcgerminally
ill patients, including the hospice unit and ALS clinic at the VA hospital, the Yald@mnc
clinic, and the geriatrician working on this study. In the beginning, the magpdtibye initial
patients were older (70 years and above). When the investigators felt thattndorfrom these
interviews constituted data saturation, they sought to recruit patients fréferardi
demographic age group (younger than 70 years). In some cases, patieneewéoe ®llow-up
interviews. Typically these occurred if the patient’s health situation eldamgif the patient was
faced with a new decision. This longitudinal follow-up enabled us to follow the coutlse of
patients’ experiences. Given the personal nature of the interviews, mostondteted with
only the patient, rather than in groups of patients.

Fifteen patients were interviewed for one or more sessions for a totalraeRdews. .
Four patients had a family member present for the interview, per the wiskhespattient. All

but one interview was performed in person with KTN, either in a clinical settitige patient’s

14



home. One interview was performed by phone at the request of the interviewee.eevist
lasted between 30-90 minutes. They were all recorded and transcribed. Two individidls (K
and MAD) analyzed the interviews as they were transcribed, coding thaante for themes.
This continual analysis guided the sampling process, in determining the number aofd type

patients to interview and the saturation of data.

Design

After choosing the qualitative method of interviews, the design of the stadged on
how the interviews would proceed. When patients were asked to participate, thegadcca
prompt summarizing the purpose of the study. This same prompt was used to begin the
interview (Appendix A). To ensure as much comfort as possible in discussingvedssiies,
interviewees were told that they could pause or end the interview at anyTimg were assured
that interview content was confidential, and that both the recording and transc¢higt of
interview would be made available to them if desired.

To enable interviewees to most freely discuss what they had on their minds angl to kee
within their comfort levels, the interviewer did not use a pre-defined list ofignes Based on
information provided by the interviewee, the interviewer developed prompts to further
discussion. There are two general types of prompts: floating and planned. $\floartaag
prompts are formed during the interview, planned prompts are designed ahead @ time.
study, planned prompts were developed as recurring themes emerged in thenateRor
example, after several patients mentioned how seeing another person expistiemedfected
their own perspective, the interviewer developed the following planned prompponsesto

any patient mentioning having witnessed another person face death: “How dixptvatece

15



influence how you approach your own situation?” In this way, qualitative obsisaa dynamic

process, where information collected may guide the investigation as iepsegr

Analysis

As mentioned, a key component of qualitative analysis is the ability to begin aralysis
data is being collected, helping to guide the progressing data collection. Tileseha
investigators to improve interview methods and consider recurring themaesayahape
interview prompts. It also allows the investigators to develop and change hgsotisebe data
are collected, thereby giving more weight to the interviewees’ resptiveseso the
investigators’ initial impressions. In this way, researchers use anivelpobcess of analysis:
they examine the data to identify analytical categories used to desndhexplain human
behavior and thought. This approach was defined as “grounded theory,” where hypotheses ar
developed as research progresses rather than from the?utset.

To characterize and set guidelines for this process, the “framework appraesch” w
developed. We employed this approach in our study, which includes five stagesritaatidia,
identifying a thematic framework, indexing, charting, and mapping and inteipnetat® As
the first stage, familiarization encompasses the first encounter with taywdach in our study
included the interviews and the transcripts of the interviews. In this phasesdhecteers get to
know the content of their data and may begin considering how to categorize retwanias t
By first conducting the interviews, and then reviewing them thoroughly seweed in
transcript form, the researchers are able to build upon their initial acqumaéth the data,
absorbing details and patterns that may have been missed during the daiarcollect

In the second stage of the framework approach (identifying a thematievixak),
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researchers consider general categories and issues that have been ob#esvad data.
These are identified after the researchers have undergone enough faatidmamvith the data to
recognize recurring topics within and among interviews. These topics calheldecesegories,
and the raw data can be then be coded by category. In our study, we developed fiftee
categories: quality of life, course of iliness, approaches to treatneestnal goals, hopes, fears
and worries, decisions of daily living, place of living, family, prior expegsneith death and
dying, religion, timeframes, memories, attitude and emotion toward dymgadjustment.
These categories were formed by KTN and MAD atfter five interviger® conducted,
transcribed, and reviewed. KTN and MAD independently made a list of categ@ezsdra
these initial interviews. The final list included categories that botlarelsers identified, as well
as any categories that one researcher identified that was not idenyifiee other. This made it
less likely that a significant category would be excluded. The interviatembthat contributed
to forming these categories is presented irrébdts section. As such, thesults represent the
initial stages of the framework approach: familiarization and indengjfframeworks.

Once categories are established, researchers enter the third stalgeing, where the
raw data is coded by the categofiesThis is done using the software NVivo7, and the method is
described by NVivo as topic coding, where “topic coding is the process ohiagsigferences
within your data to the topics, categories or concepts they relafé fbhis entails reading the
transcripts of the interviews, and identifying any content related to thgociat® established in
the previous stage. Once the researcher identifies this content, NVive Hilewesearcher to
“code” the content by the category. Later, the researcher can view alpatetegory and see
all of the interview content that has been coded under that category. For exbapétient

mentions spending time with her son, the researcher can highlight this contentansheat
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and code it under the category “family.” After all the interviews have beded, the researcher
can look under the category “family,” and see what content in all of the interkigavesbeen
coded as relating to “family.”

In our study, two separate researchers (KTN and MAD) independently deded t
transcripts using the categories previously described. Again, this wasui@ ¢hat as much
content was identified and categorized as possible. Because thesaeategmr formed
gradually as interviews progressed, several categories were addexhaswst progressed.
Interviews that had been coded before the new categories were addeé-agted to include
these categories.

After data is indexed by category, the qualitative data then undeagtong. In this
stage, researchers examine the data coded by category and reteadaa based on other
observed patterns. The data coded under certain categories could be further divided int
subcategories by characteristics of the respondérfisr example, in this study, data coded
under the category “attitude and emotion toward dying” could have been furtheddiwide
patient age. It would be possible to divide the patients into groups older and youndss, tha
and compare the content of “attitude and emotion toward dying” between these guieste
However, we did not pursue further charting in our study. Although individual responses
displayed variety and differences, each category contained severahgaegas. We found
that analyzing the same ideas among patients with very different ehestacs provided greater
insight into patient thought than grouping patients into different categoriesngtamnce, there
were themes in the category “attitude and emotion toward dying” that tloeityaf patients
discussed, regardless of age, and this gave more information about how to approaclapatients

end-of-life than examining the more minor and obvious differences between patidiftsrent

18



ages.

The final stage consists ofpping and interpretation, where researchers study the
charted categories for themes within and among the categories th#teldseihuman behavior
and thought that they are investigatfigln our study we examined patient responses within one
category for similarities and contrasts in how patients discussed thergateyd formulated
themes based on patient responses. This mapping and interpretation wasdaoitzigted
independently by both KTN and MAD. Each researcher described themes eddoyifi
reviewing the content of each category. We then met to discuss our individiiad)§, and
KTN consolidated the separate interpretations. Once we identified thethestie categories,
we looked together at the data broadly to determine if there were assectween the
themes in different categories. The interview content that contributed tdyioenthese themes
is presented in thdiscussion section. As such, thescussion represents final stage of the

framework approach: the mapping and interpretation.
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Results
The patients interviewed represented a variety of demographic attrivhieb are

shown below.

Attribute Category Specific Attribute n
Male 9
Gender
Female 6
>65 10
Age
<65 5
Cancer 7
[1Iness Heart disease 4
ALS 2
Other 2

As the specific circumstances and histories of the patients may infooritent of their
interviews, it is important to understand the backgrounds of the interviewed patients. Thes

descriptions are based on the patient at the time of the interview.

EA: 29 year old man with Hodgkin’s lymphoma who was pursuing palliative chemoyhelrigp
enjoyed working on automobiles and attending car shows. He had an 11 year old datlghter w
whom he is very close.

EM: 93 year old woman with chronic renal failure. She knew that her renaldumweis
steadily declining, but was unsure as to when this lead to passing away. She hadlosen a
until she married and had three sons, after which she dedicated her time todakiofytcem.
Her hobbies included painting and reading mystery novels.

EP: 93 year old woman with nasal melanoma. She had been a librarian, and loved tdltrave

longer able to travel, she enjoyed reading about other places. She was divitdpatone; she
had a daughter from Massachusetts who visited frequently, and a son in California.

20



FS: 58 year old man with stage four breast cancer. He had worked aarelreseentist in a
hospital-based epidemiology research center until he became sick. ®mdeetinad devoted
his time to writing nonfiction, and was currently working on a collection of essdg lived
with his wife, his primary caretaker.

GJ: 64 year old man with amyotrophic lateral sclerosis, diagnosed eaghtago. He was
wheelchair-bound, and beginning to lose his voice. He had been a truck driver for an oll
company. He lived with his wife, who quit her job to take care of him.

HH: 88 year old woman with lymphoma. Her husband had been a minister and dehoty s
professor, and had passed away from Parkinson’s disease several yearsStellead three
children, one of whom depended largely on her financial support.

JA: 67 year old man with esophageal cancer who came to the West Havem\Adtairs’
Hospital from Puerto Rico. He was admitted to the hospice unit at the VA. $1a devout
Catholic who had four daughters.

JB: 75 year old man with amyotrophic lateral sclerosis, with symptoms begithneggyears
ago. He was walking with a cane. He had been an anesthesiologist. He fividwounger
wife, whose welfare was one of his major concerns.

JM: 64 year old woman with lung cancer metastatic to her brain. She washabditation
center, and her daughter was an advanced practitioner nurse in hospice care.

JP: A 63 year old man with congestive heart disease. He was a veteranashjdebefore
becoming ill was performing maintenance at the Christmas Tree Shop, a emceestore. He
lived with his wife and was mostly bedridden.

MG: 89 year old woman with bronchoalveolar lung cancer that had been diagnoseatsix ye
ago. She had chosen not to pursue further investigation and treatment until it recently
metastasized to her bones. She initially chose to then pursue non-chemo medicalliberapy
later ceased treatment. Her son from California came to live with her diisrtgme.

RL: 87 year old man with lung disease and heatrt failure. He was living at hdimiesvvife
during his first interview, and was interviewed again when he was admitted to Goutnect
Hospice.

RW: 65 year old man with congestive heart failure who had been admitted to the hospite unit a
the West Haven Veterans Affairs’ Hospital, but had improved and was hoping to tramsé#ion t
retirement home setting. He served in the army and was stationed at thedaorRepublic.

He was a Jehovah'’s Witness.

VM: 97 year old woman with coronary artery disease and end stage aortigitagan. She

began receiving home hospice after she was admitted to the health centertineneeme
community for a heart attack. She required oxygen at home, where she lived by herself
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WC: 66 year old man with lung disease and recurrent pneumonias, who was admitted to the
hospice unit of the West Haven Veterans Affairs’ Hospital, where he had dé¢cidgay until
passing. Feeling that his passing was imminent, he was focused on lgisttiffgirs in order.

In speaking about their experiences, these diverse patients bring up a nurapesof t
These topics were identified by KTN and MAD, and are presented here with teatassed to
identify them. They include the following: quality of life, course of illneggproaches to
treatment, personal goals, hopes, fears and worries, decisions of daily livaegopliaing,
family, prior experiences with death and dying, religion, timeframes, mesnattitude and
emotion toward dying, and adjustment. The number of quotes selected to represent these
categories are indicative of how much overall content was included in the gatégor
example, the category quality of life contained six pages of quotes, whiatdgory course of
illness contained two. The quantity of quotes for the respective categdigessrthis difference
in quantity of overall content.

Interview content is presented in both tlesults anddiscussion sections. The interview
content presented here represents the information that helped the resédeatigrshe 15
categories. That is, they provide evidence that these topics were discupsdigrits. As noted
in themethods section, this encompasses the initial stages of the framework approach: the

familiarization with the raw data, and thedentifying frameworks by forming categories.

Quiality of Life
Patients speak at length about what it is like to live with the effedteinfiiness. This

includes pain, sleep, appetite, mobility, and relationships, among other things.

EA: | lost a lot of weight ‘cause of loss of appetil just didn’t want to eat. I'd try to eat atigbn
it would come back up....it tends to hurt after comiragk up so much and for the last three years
I've been on pain meds.
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FS: The only problem | had in terms of living ofuese is pain...and I’'m on crutches, you know, |
can’'t work anymore.

GJ: When my lung capacity is at 34% | really cdnold a conversation without trying to breathe
hard, and that’s frustrating to me. The most isahiity to speak and that’'s rough on me.

GJ: That bothers me. | can’t hold [my grandkids].
JM: You know, | couldn’t get my breath. I'd go apd down stairs and it was an effort. Then |
went to the chemo with the taxol. It affected ragtf so | have trouble walking....l had to use the

walker....l had trouble using the commode.

VM: | had that nauseous feeling all the time arglri¢ally awful....l try to do things in the
kitchen—forget it.

Course of IlIness
When speaking about their experiences as patients, several people sunimaarize t

trajectory of their illness from initial diagnosis through progression oadéesand treatment.

FS: | was taking a shower in a stand-up showel. stadtarted to soap myself up, you know; | felt
a big lump there. So then | was more concernedkeld in the mirror afterward, and then | saw
my private care physician....He thought it was a solabss that would resolve. But he ended up
checking things further and we were in contact withe breast surgeon at Yale....they did a
biopsy and whatnot. She confirmed the diagnogisséue did my mastectomy....So then Dr.
Chung had me have a series of radiation.

EA: | have terminal cancer. It started off in nglan, | want to say about three years ago, spread
to my liver. They have found some spots in my king

GJ: There are a lot of different stages. A lotiffiedent progressions throughout the illness, you

know, from walking, using a walker, to falling, théo using a wheelchair. You know, | was able
to put my hand on the toggle switch; now | can’ttidat.

Approachesto Treatment

In theirdescriptions of iliness, interviewees discuss their treatment and their philosophies

underlying their choice of treatment.

HH: | don’t want the children to have to take me and shoot me. | think it's about time to turn
loose life, this life at least. I'm not a strondibeer in an afterlife, but I'm not gonna push for
every little thing to be done.

MG: Just in general, | just don't think it's wise prolong old people’s lives.

EA: The big thing a lot of people want to know abisuside effects, how it's going to affect you.

FS: Now my philosophy is let’'s do the maximum treant. Don'’t worry about the pain. Don't
worry about the side effects. You know, I'll ha@dl one way or the other.
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As seen here, people have different approaches to their treatment. In padstto do with the

goals people set up for themselves in terms of functioning.

HH: If the rest of me, like my mind, is not alrighid rather just see what happens if you let the
lymphoma do what it wants to do.

FS: | don’t want to be bedridden completely.

JB: | will accept that, you know, I'd be in a whelghir and | can’t walk. And now, if | couldn’t
move my arms and | couldn’t move my legs and hdaktfat, | think that might be an end point.

Approaches to treatment are often guided by people’s goals for othersasipibetir

lives, which is a topic of discussion for a number of interviewees.

Personal Goals

Interviewees often mention things they wanted to accomplish before passing, from
completing a creative product to ensuring that their family membersfwaneially stable.
They also have goals for their quality of life, such as maintaining mobilityaving control over

their bodies. Other goals are related to battling their illnesses abéesobuld.

FS: My goal is to keep mobile for as long as pdesiind not be bedridden....The other goal is
just to become mobile so we can enjoy ourselves. w&ht out the other night and found a little
restaurant.

MG: | just thought | wanted my body back.

JM: I’'m willing to try anything...To function. Like auman. Being a little more independent. I'd
like to be able to get up and dressed and walk.

HH: | would like time to go get ready and get thérig order.
Some goals are related to helping others, not only loved ones but also strangers.

EA: As long as | can help somebody else out thghirtbe going through it and | can answer some
guestions that they might have, that's a help toyoa know?

RW: I'd like to do something with my life. Help pple, you know?
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Hopes

Related to goals, which people have a certain sense of control over, are hopes,aevhich ar
things people wish to happen and cannot necessarily control. MG hopes to live long enough to
see her great-grandchild born. GJ hopes to simply live “a little while lon§errie

interviewees hope to leave behind specific messages and perceptions of tremselve

HH: 1 would like to be perceived as a person whae wat selfish and who was kind to her friends.
That's about it.

EA: | just want people to remember the good timas @member you gotta keep fighting, you
can't give up.

Interviewees all hope to have enough time remaining to achieve their persalsal g

Fearsand Worries
People sometimes feel that they will not be able to achieve these godlsatacmhcern

comprises much of people’s worries. People also have fears regarding howllites wi

HH: | hope | won’t have to die in the hospital.
VM: | don’t want to suffer.

EM: | just don’t want anything dragged out.
The uncertainty surrounding these circumstances, and how disease walsgrogr
contributes to the fear and worry people harbor, as EP mentions when she says “l don’t

know what it's going to be like.”

Decisions of Daily Living
While interviewees speak about their thoughts on iliness in general, much of their
conversation centers on their daily life. On the one hand, patients recognineittdielns that

their conditions impose on their lives, and plan their lives accordingly:

HH: At the time | faced the lymphoma, | also fadkdt fact that | could not do things that were
too complicated and difficult and where | needddt@f rest.
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MG: | was vice president of the council...and theyt jusd an election, and | was afraid they were
gonna make me president and | just resigned. \Msnt to the meeting and | talked to the
leading president and | said | really can't, | ddaiow, my future’s too uncertain. So | just
resigned.

The prospect of death also necessitates decisions regarding funeige@eats, financial

situations, and day to day choices such as whether it's worth buying a new lsathing

FS: We have to handle the income first, so [welehavplan how we’re going to exist financially.
WC: | had my daughter and my wife go to the fungalor and set up funeral arrangements.

MG: | think of the humorous things too, like...| nemehew bathing suit, but | do really want to
spend that much money?....I think well you knodoh't really need that.

Place of Living
One aspect of living where patients express strong choice concerns wigdnseth® W
would like to move to “retirement place,” where he can be somewhat independent. He is

adamant about not wanting to be in a rest home, where people have to look after him:

| don’t think I'm ready for a rest home yet. I'ma self-sufficient | think for a rest home. | want
to go into like a retirement place...cause | can ab\ggt someone in to do my housework if |
have to. The rest home don't really care if youae of bed or not, you know?

RL expresses distaste for nursing homes and hospitals, and prefers tdetag:at

I'm very comfortable when I'm at home....My wife coo&ad | like it. | have a huge television, a
46 inch. So that helps. | don't see too well....hdlevant to go back to the hospital and | don’t
want to go back to the nursing home....get me homdeavié me there.

Most often patients have the desire to remain wherever they have been living\thettee
house or retirement home.

Where people want to live is often related to where people want to die. As seen in the
topic of fears and worries, some patients like HH express a desire to not dibaspital. GJ

notes that he wants “to die at home.”

Family

Interviewees speak about their families in a variety of contexts. Frequastibnts
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mention the change that one person’s iliness has caused in the familiahstligiti Related to
quality of life, people want to spend time with their family, and family provadssurce of

support for them:

HH: | try to stay in touch with the children anakttwo younger children stay in touch with me.
MG: My son’s come here from California to be witle mnd of course it's an enormous help.

RW: My daughter comes and sees me, my sisters,i@ogs) my grandchildren. If they didn’t
come to see me, | think I'd be lost.

However, there is concern over being a burden to family members, and having tanb=atake

of by others.

GJ: I'm not easy to live with in respect of notddde to do anything for myself. Eating. Water.
Bathroom. Wipe my eyes. You know, so it takes baol[my wife] as well as me.

HH: | really don’t want my son Peter...to be burdesedong with having “got to go see Mom,
got to take the boys to see Mom.”

In addition to being cared for by family, patients emphasize the need to take ttaie of
families, and ensure that their futures are stable once patients pass. (fletibed@J, JB, FS

and RL, this is primarily focused on their wives. Others like HH mention heirehil

Prior Experienceswith Death and Dying

When patients have seen family members or others pass away, they draw upon these
experiences to formulate thoughts on their own circumstances. People whornegnecalers
by profession, such as EM who was a nurse and JB who was an anesthesiologist, have seen
patients undergo life-preserving measures. As a result they seek to avom¢hstsations.
Others who took care of family members over a long period of time, like HH whose husloand h
Parkinson’s, recognize when illness had deprived him of quality of life: “He cowdn’
anything. So | really, | felt | couldn’t grieve for him too much because hevsld not want to

go on living that way.” MG had a similar experience with her husband: He wiasntidn |
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married. He was different, and | don’t think he would have wanted to go on.” Both HH and MG
endorse not wanting to continue after losing a certain degree of awarenessigndrmdirefer
to having seen what it was like for their spouses. GJ felt likewise about his niStheeknew it

was her time and she didn’t want to be kept alive by a machine, because that’'s gpojlifait

Religion

Interviewees refer to their religion or absence of religion, often byolvegferring to the
support a religious community or belief offers them.

FS: I've very active in our church for the most part. So, the camaraderldititat

in church, we have a lot of good friends there, that makes living worthwhile.

That’s very important to us, very important to me.
For EA and JA, the idea of God gives them comfort, with EA believing that hissllagart of
God's “calling” for him, and JA and WC feeling that someone is “watchingfith

WC: | believe He’s up there. | believe He’s still watchin’ over everybbdy

believe He’s watchin’ over me. | talk with my pastor every four or five days and

say prayers. | believe in Him and | believe what He stands for and what#$le s
Others refer to the afterlife when discussing the notion of death. WCHaelsetwill live

forever, whereas FS feels that because there is no afterlife timerensertainty about what

happens after death.

Timeframes

When faced with the prospect of death, time becomes a subject of concern.whythis
people talk about the progression of their lives in terms of their illness anchthi &llows
them. FS mentions that terminal iliness colors the way he thinks about the amouet o tias
remaining: “One does think about what's gonna happen. How long are you going to have?”

Because there is limited time remaining, people now make deadlines, bothcspetiviague,
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for completing their personal goals. People like EM, HH, and FS invest in creatiks they
want to finish before dying.
People often perceive older age as a timeframe for dying, and so oldatgpacognize

that they are at the age for death:

HH: I've lived longer than my husband. We were $hene age and I've lived already two years—
he was 86—two years longer than he, three yeagetahan my mother, and 20-odd years longer
than my mother. I've had more than my share efdifjood things.

VM: | knew that my time was short....l never expededive so long.

Memories
In thinking about the end of their lives, interviewees bring up their past, both pleadant a

meaningful memories and reflections on regrets. People speak about travéys afaanivork:

EP: | enjoy, you know, thinking of those placesdniito. Once | took a trip on the Trans-Siberian
Railroad. That was, as | said, 1986. And thdtshiggest trip | ever took....ever since | was a
little girl I've been fascinated with the Trans-8itan Railroad.

HH: Traveling has been extremely important to Hve always wanted to travel and so I've
planned the trips and I've financed them | might, $eom my own funds.

EM: When | got married, | stopped work because mgbiand was a fireman and it was hard work
for him....And there were—we got three sons....So | datidneeded to be there to take care of
the house and meals and things. So | haven't wioskece.

JM: I’'m chairman of the police commission in towAnd | built the transfer station in
Branford....|l built that back in the 80s.

People also mention less pleasant moments in their lives. For HH this includes thbéend of
husband’s life and the difficulties he faced, as well as caring for a troubleB\&bdiscusses

the life-changing event of losing his leg and not being able to work.

Attitude and Emotion Toward Dying
In speaking about concrete aspects of being ill, patients also mention howeahalydut
the experience and the prospect of dying. Some interviewees express sadnegsramcathe

negative elements of illness: inactivity, effects on relationships withllomes, uncertainty of
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how things will progress, a feeling of helplessness. FS and GJ are updsyletrinot be as
active as they once were, as FS says: “l get angry in a way that sapearenting me from
doing things.” RW is sad to miss seeing his “grandson and granddaughter growingJupiesG
as he talks about his illness and the inability to do anything about it:

Never sick a day in my life...Always healthy....it's hard talking about

(sobbing)...And nobody can help. There’s no medicine or nothing out there....If

it was something lifestyle, you know, that | did, whether it's smoking or my job,

would maybe get out of what | was doing. But | don’t know why this happened

and | can’t change what is.

On the other hand, the same interviewees and others emphasize positivity in thinking
about their situations. People like MG focus on “thankfulness” for the time they hve ha
Others like EA endorse the need to “keep thinking positive.”

EA: You got to have something in life that you look up to, like | have my

daughter and I look up to her and | do a lot because of her and then | have a car

that was built for me. They built a car for me and that makes me think positive

and gives you some hopeful thing to go through this stuff.”

In this way, people express a range of emotion and attitude toward dying.

Adjustment

When discussing the experience of being ill, people speak of things that make #ss proc
easier on them. Their attitude toward dying is a part of this adjustment. Theygiotnot
always speak of these things directly as “adjustment,” they note thahogetys of thinking or
doing things have helped them cope with their situations. These include receivingad g
support, finding ways to be active within their limitations, focusing on gathsmrthan losses,

and acceptance of their circumstances.
EP: I've had a good life. Very good. I've got anaerful family. | just think how fortunate | am
to be as good as | am for as long as | can be... dhinag resigned to [dying], you know. I'm not

afraid of dying. | figure I'm going to do it, so.

JP: 1 don't like it, but | mean it's a part of lif€hat's a part of life you gotta deal with.
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WC: Life is full of good and bad. We just take stiacomes.

MG: [My doctor] put me on physical therapy, whichrh very grateful for because it gave me
something positive to do to strengthen my right leg

It is this process of adjustment—how patients process their illness and expéretiat

connects all these categories describing patients’ thoughts at end of life
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Discussion

When trying to understand patient concerns at end of life, we often think of death and
dying. This limited perspective may obscure certain aspects of patpartences which are
related less to dying than to living within a different framework. Some of #lesnents were
elucidated in our study when patients were given the opportunity to speak freely andticbmose
own topics of discussion. As evidenced by the categories identified from thegewnse
patients raised a variety of topics. Within each of these topics therdfarerdithemes
characterizing patients’ thoughts and emotions, which will be discussed in tuore Being so,
it is important to examine the common lens through which patients considerdbasagy
disparate issues.

Once patients face a life-threatening iliness, they acquire another dfareference with
which to view themselves and their lives. While few patients explicitly dbesttris experience
in terms of discrete stages, their thoughts during our interviews revealeccagwoth several
parts. Patients first confront the idea of change: that their lives wilFieeedit from what they
have known previously (though there is great range in the severity of this changesfaspat
change is evident for most). Patients often express disappointment in nottideitggfanction
in the same way, and these functions are very much related to their identgisachi with
illness comes a loss of self-identity.

As patients grapple with these changes and sometimes undergo a certaimumnst
of the people they had perceived themselves to be, they then strive to rebuild fteensiges.
Within the constraints of their iliness, they find means to continue embodying whaethas
their defining characteristics. In some ways, illness gives paaeotber venue to demonstrate

qualities and principles important to them.
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Even as patients attempt to retain their former selves through thessjlthey
acknowledge that their lives will not be fully restored to what they were anthéhatdentities
need new avenues of expression. In speaking to patients about their experibeces s
clear that illness is a fundamental change to a patient’s life. Thisruledleach patient to
maintain the same sense of self in a different form. These experienides @iplored further
within the individual categories of patient concerns.

Interview content is presented in both tlesults anddiscussion sections. The interview
content presented here in tfiecussion represents the information that the researchers used to
identify themes within and among the 15 categories establishedriestits. As noted in the
methods section, this encompasses the final stage of the framework approatiapfneg and
interpretation. Whereas the interview content presented iméldts provide evidence that
patients discussed specific topics, the interview content presenteddisdission show
evidence for the development of themes regarding these topics. For exartipegsults
section, the quotes in the category “family” show that patients mentionedpbheamce of their
families during interviews. This contributed to the researchers’ idaattdit of “family” as a
category, which is part of familiarization with the raw data and identifgifgmework. In the
discussion section, the quotes in the category “family” will provide evidence for the tleéme
how family is connected to a patient’s sense of self, which is part of mapping enatdtion.
Below we present the themes identified within each category, and the inteonémnt on which

the themes were based.

Quality of Life

When considering patients’ quality of life during their illness, a reayitopic of
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discussion is their autonomy in conducting their normal lives. This has a gretd dealith

their physical activity. They often refer to their level of activitydsefthey were sick:

EA: The thing that really stinks about this wholeiation is | was a very active person before all
this. | was always on the go and this and that,rew it just slows you down and you really can’t
do a lot.

RW: | was a really active person. | always kepgybu

HH: I've gradually gotten less and less independehtfe is extremely limited now of course. |
can’'t go anywhere.

EP: You know, | used to play tennis and things that. | can’t go as many places as | used to
like to go to. | used to like to travel. If | ditd have all of this going on, | certainly wouldjitst

be sitting around here doing nothing.

Wife of GJ: [He] feels helpless. He was very vacyive and he did all the yard work and he did
all the maintenance of the property, and now i€spdifficult for him to depend on others to do
this stuff.

For most patients, illness decreases their baseline level of activity aebytlksrupts
the things that they feel define them and that give them individual agency. For one
patient with ALS, the most difficult change has been to lose his ability t&.s{Sailar
to this physical change, patients metaphorically lose their voice whenahey longer
choose to do the things that they feel are part of who they are.

Patients express different approaches toward this change. Some, like EP, accept
the differences: “I have bad health and | can’t do everything I'd like to ids”
important to note that although EP endorses accepting the loss of things that had been
previously important to her, she speaks of her acceptance as part of her cHachotér
really get into a swidget over things. If | can’t do something, | just@adt.” Even
though she may have lost some of self-defining abilities, she deals witbsthisyl
maintaining the rest of her character.

Others deal with the decrease in their activity by seeking ways iowemnd be as active

as possible. Although people lament their current situations compared to how actiwverhey
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before their iliness, they also value any progress compared to the loweshpbeit illness.

Within their limitations, patients try to continue their previous lives to @fedsgree:

JP: When | came home...I couldn’t move around. ldotido nothin’. | can get up out of this
bed now..l can get up and sit on the side of the bed anel tak reacher and reach and pull stuff.
And you learn how to do things when you, you kngay get into certain conditions....l can get
the wheelchair and get the walker and transfer thfreen the walker to the wheelchair. |
couldn’t do nothin’ before.

RW: I'm here because | couldn’t breathe anymormuldn’t take ten steps unless | could sit
down. But, I'm doing much better now. They chathgey medications, so I'm taking breathing
medicine and also oxygen, and I'm feeling a lotdret

HH: [My doctor] has given me permission to walkhatt an aide, which is a great liberator.
Even though patients cannot return to the same level of functioning prior to thessjlthey are
encouraged if they feel that they are actively working on their situation.

In this regard, physical therapy is a valuable means to maintaining a leasitadl.

Several patients mention the importance of physical therapy to them:

FS: Getting a physical therapist is not going tdenar break the illness. It's still going to rus i
course, but it really contributes to increasingryguility of life. For example, | know how to go
up and down stairs now.

MG: | had physical therapy...That was a big helpvds a positive thing to do and it was making
my body stronger.

JB: | want to keep as limber as | can. Now my askdre fixed all day as long as | have these
[braces] on, you know. And when they’re not onah move my legs forward and | can move my
ankles. | can't move them actively, but | can dpassively. | want to preserve what | have, and
that’s what I'm doing with [my physical therapist].

For JB, the mindset that his physical therapist imparts is crucial to how hevatipess
reduced abilities: “She said, ‘We don’t concentrate on what you’ve lost; wentoatee
on what you have and what you can do with it.”” Having the mentality of remaining
active, even if it is not to the same degree that patients previously exgekienaintains
their sense of agency and thus sense of themselves. These seemingly minoentove
can help patients cope with major changes in their lives.

Some patients also mention the importance of their mental faculty, dispasia
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their physical activity declines. For EP, her ability to read somewhagtexasates for her
inability to travel: “I like to read. It's a good thing because | can’t do aswphbgsically
as | used tolf | can’t go places | can read about theminother patient, HH, feels that the
primary thing she wishes to keep intact is her mental awareness. She ndtes tha
what allows her to find quality of life despite the limitations of her ilindgy. mind is
good enough yet to enjoy certain things. | went to the movies last Saturday.”

Interaction with people is another means for patients to maintain their sense of
selves. HH and MG, residents at the same retirement community, both mention the
desire to have meals with other residents. Relationships and regular secation are
important to them. This is also true for patients who are in more isolated sefimys
example, RL has had to stay in rehabilitation centers and hospitals, and he says that it
important for him to be situated in “general surroundings where people can visit and | ca
communicate with people.” Maintaining relationships established before pdissume
sick may help them retain a sense of who they are despite their iliness.

When these relationships change, this can damage patients’ quality of lifa. GJ
patient with ALS that has taken away his ability to move his arms and legs,dbeeam
emotional when speaking about how he can no longer interact with his grandchildren in
the way he used to: “That bothers me. | can’t hold them.” Having strongly iddntifi
himself as an affectionate, playful grandfather, GJ is upset when his iltedsres
with this role. Another relationship change that several interviewees mentians oc
between patients and their significant others. That is, the balance of providirghider
when one person in a couple becomes ill, and the other takes on tremendous

responsibility in caring for the patient. While caregivers who were i@ed often
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express that they do not perceive their significant others as a burden, ¢héspati
themselves are concerned with losing their independence and needing thegasignifi
others to take care of them. FS says his iliness “produces a burden on the spouse...We're
here having this interview, but you know, | have to ask [my wife]: ‘Could you get my
coffee’....Before | would walk down to the kitchen and get my own doggone coffee.” FS
is unhappy that the responsibility of taking care of him affects his wifey $mall
inconveniences like this to larger obstacles like the inability to travel. Whentsare
in the position where others have to cater to their needs, they may feel that their
relationships have changed and this may affect how they perceive thesnaslberdens
rather than mutual partners.

Because quality of life is an important consideration for patients when making
medical decisions, this discussion offers insight into how patients approachetreatm
their illness. That is, when people consider quality of life, they are also thinking about

how to maintain their identities.

Courseof Illness

Perhaps because illness changes one’s perspective and life, the narratseds pe
illnesses are important to them. When asked to talk generally about thes,iboene people
begin with an extensive summary from initial diagnosis to present day, andpetdicsdates

for when events occurred:

HH: | moved down here [in the health center oftibesing home] the 26of February....I was
expecting to be down here about three days. linvadarge, wonderful apartment upstairs, but |
never got back. And I've had one booster shot,weeks ago...and I'm going to have one in, |
think, late November.

EA: I've had cancer since | was 12 years old. Vendodgkin’s disease lymphoma, so | went

through chemotherapy when | was younger and tlveant through some chemo before they did
the embolization...they did that and | was done Fetyrad" and March 24.
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For one family, FS and his wife, knowing the timing of a particular event—tleglaf his
skin grafts—seemed to be important. Neither person could quite remember theofaimge
during which FS could not lie on his back after receiving the skin grafts. FS andénis wif

discussed this for several minutes:

FS: | had skin grafts all over my back and | cotilthy on my back on the tables for the biopsy. |
couldn’t lay on the table for about a month maybe?

Wife: | think it was a few months. It was like Jutlyaybe when that happened and it was maybe
October or something.

FS: ....The metastases to the bone first recognizddria of 2008 — that was the injury that |
had...It doesn’t say when it was diagnosed.

Wife: But | think it was — you had the skin graiftsJuly | think.

FS : Well | was treated with Faslodex and everghiractually, | was treated before that.
Anyway, it doesn’t say when it was confirmed, but racollection is it was about a month and a
half. [My wife] thinks maybe two months or so.

Wife: | think it was longer because it took so Idngeven get the surgery on your back with the
skin grafts and then —

FS: It may have been done before the skin grafts.

Wife: No. It couldn’t be —

FS: No? You sure?

Wife: No, I'm sure. They were waiting to get thersgrafts done and heal, and so it seems to me
it was about three or four months before you abtual

FS: | know it wasn’t four months. | know that. la&ssomewhere between my recollection and
hers. Hers is probably a little more accurate tiname.

Wife: | can remember how long it took because tymm had the skin grafts, then you had to wait
an unbelievable time for the skin grafts to heau¥%now | put —

FS: He let me lie down on the table after the gkaft was given, the skin doctor.

Wife: Honey, | put lotion on your back for monthsdayou had to wait to get the, I think it was the
CAT scan of your back.

People may naturally want to feel a sense of control and possession of thawewrrat
which can become centered around illness when they face a terminal .diEb@seay

explain why knowing whether the effects of a skin graft lasted two versus @tmihsnis

so important to FS and his wife. When illness dictates so much of their lives, it becomes
significant to feel that they have some control of their narrative by kndWwendetails

and telling their story. This simple but often overlooked opportunity to narrate the course
of one’s illness may offer patients one means of maintaining their sense bfsedfit a

life- and identity-changing experience.
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Approachesto Treatment

When patients speak about how they wish to treat their illness, severahgstuar
actions and decisions with definitions of themselves. For example, one patieray&thas he
would not want life-saving measures because he sees himself as “very indepéddeittwant
to rely on anybody, so maybe that's why | don’t want to be kept alive by a macliags fiot
me.” GJ would like his decisions regarding his treatment to align with hipeseiéption, and
this desire may be heightened by the fact that he has lost many selfglaBpects of his life
(which will be further discussed under quality of life).

Another patient (JM) refers to both what she is and what she is not to explain her
approach to her treatment. She states that she continues chemotherapgdancérebecause
she identifies herself as a “fighter”: “You're talking to somebody whdigtder, and I’'m not
gonna give up.” Like GJ, she would like to maintain her sense of self, and makes sheice
feels are consistent with her character. In addition, she wants to avoid assertany
identities. When discussing her use of pain medications, she says, “I don’'t wahtiteefém
a drug addict.” She explains that this is not in line with her personalityigister f

Other patients also describe the experience of illness as a “fight,” but thidif#d=nt
meaning for each person. For JM she sees herself as fighting the himegghttreatment. In
contrast, EA fights for control over his treatment: “Sometimes you do nee@dladmd I've
taken a break a couple of times. I've told the doctor ‘enough is enough.” For people who have
been accustomed to having control over their lives and have now lost a great deal of agency du
to illness, patients like GJ, JM and EA seek control in their treatment choices.

It is important to recognize this relationship between patients’ decisions and the

identities when discussing approaches to treatment with them. Knowing how pdope de
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themselves can make it easier to explain treatment options to them astaelhdsrstand their
choices. Patients may resist beneficial options because they feel teatlibees do not align
with their self-identities. If these options can be shown to be consistent withdlfie
perceptions, they may be open to other choices. For instance, being a “fighter” eanld m
continuing treatment or it could mean being able to ask for a hiatus in treatment. Bhim®toe
entail manipulating patient perception. Rather, it offers multiple perspedtom which
patients may evaluate their situation, broadening their choices during &hienethey may feel
very limited.

It is also important to understand the threshold where patients feel too much of their
identity would be lost. JB, for example, knows how much limitation he is willing to takeat
take: “If you want to talk about the end point where | [would choose to] stop eating andglrinki
and die, | would say, either inability to breathe or inability to eat. | wikpicthat, you know,

I'd be in a wheelchair and | can’t walk. If | couldn’t move my arms and Idrduinove my legs
and had to lie flat, | think that'd be an end point. So I look at those three things.” For JB, he
may feel that within some constraints he can still sustain enough of himselfitauediving,

but after certain points which he clearly defines, he would rather die. Becawespdhs are
different for each person, it is helpful to discuss how much of themselves pa#irrgse losing

through their illness.

Personal Goals

When faced with the concrete idea of death, there is much for people to consd®sin t
of what do with their time remaining. In terms of their personal goals, iateees both adjust
past goals and create new ones. As mentioned in the “quality of life” secti@mtpatrive to

continue their previous activities. Although most cannot maintain the same level of mealve
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that they had before their iliness, sustaining some degree of participaiomgportant goal for
patients. Even though she cannot make all the meetings for the police commissiorhehich s
had previously headed, JM attends any meeting she can and tries to stay in toudiewith ot
members of the commission. For FS, muscular chest pain prevents him from giayog, a
passion he misses greatly. He stays connected to music by listening to itaarsdh@pe that
he may begin to play again, albeit not as intensely as he had before. MG resigned from her
position as the vice president of her retirement community, but still speaks tecbessor to
ensure that things are running smoothly. Because patients strongly ideniifiehese
activities before their ilinesses, it is significant to them to continua #eemuch as possible
through their illness, even as they recognize their inability to continue tartteedegree. With
iliness affecting so many aspects of their lives, a very importahtgywatry to preserve as
much of their identities as they can.

lliness also presents an impetus for completing goals that people alwapshiad to
achieve but had previously put off. In particular, for many interviewees theoomraon
desire to create. Several interviewees begin to write. HH has a wisitet@ \story about her
childhood, and publish it in her retirement community newspaper. MG wrote a book about her
family’s history and saw it published by a University Press before hér.défter not being
able to work due to his iliness, FS is now devoting his time to writing, with the intention of
publishing a book. For all of these people, the endeavors had been goals in the past, &nd illnes
presented the necessary motivation and provided the opportunity to complete them. Thus,
though illness is limiting in many areas of patients’ lives, it can also pusn{satio pursue new
things that are strongly connected to their desires and needs before bedonhiniis way,

illness can be an avenue for patients to strengthen their sense of selves.
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Hopes

Along similar lines to illness opening up new goals, several patients expedsspe that
they can use their situation for something positive. Two patients donated theg toostieence,
with HH saying that she feels it is the “last good thing [she] can do on earhmietions how
important it is to him to be a source of comfort to others who are sick, how he oftenells t
“l know what you you're through firsthand so if you need somebody to talk to, I'm here.’
Feeling that their adversity can be beneficial to other people may providetpatith meaning,
during a time when they have lost some of what previously gave their lives meaning.

Patients also continue to hope for the same things that were valuable to thenthlegfore
were sick. These overlap with personal goals in the sense that they gsehieywish to
achieve, but may be more accurately called hopes in that patients depend largeglggn ha

enough time remaining:

EA: I've got some things | wanna do yet in life.€Fl’s a couple places | want to go. If
something were to happen to me and my time wasdidand they put a time limit on it, there’s a
couple places | want to visit before | die.

RW: That's one of my biggest projects—trying to gat to California....I'd like to go before |
get any older.

It is important to these patients to feel that they have the potential to do aneéaee a f
more things. Even the notion of being able to simply have more time without specific
plans is valuable, as evidenced by GJ who “hope[s] for the best as far as litileg a li

while longer,” and JB who is encouraged by a doctor who “offered some hope [when] he
said ‘there’s varying degrees of progression and probably 10% of people have quite a
long time.” While it is not always possible to give hope of more time, it may bejssi

to address what patients hope to have in the time they have left.
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Fearsand Worries

Many of patients’ fears and worries concern the possible inability taisudkeir quality
of life, pursue their personal goals, or attain their hopes. Understandindhesdefine as their
quality of life and their personal goals—essentially, what how they déigmeselves—can thus
provide great insight into what their fears and worries may be. Patients eearesger losing
many of the things previously discussed that they feel are crucial to Hesiaind identities:
physical abilities, self-reliance, mental faculty, and relationshipser@l interviewees perceive

the loss of these things as a distinct stage of illness they do not want to reach:

FS: | don’t want to be bedridden completely.
EM: | hope | don't get to that stage [where | cauldjet around].
EP: If | get so | can't read, that's gonna be thd.e

HH: I’'m beginning to have trouble with memory...thatme is the final signal that it's time to go.
While illness is a multidimensional experience that encompasses teamnés, patients often
identify an area of life they most fear will be disrupted—being able to, \nedkl, or remember.
This can be useful to remember when it feels overwhelming to address so many afsipeng
with illness with patients. It may help patients to discuss with theirprakaeders the things that
they most connect to their identities.

A significant aspect of illness that heightens these fears and wisrtiesuncertainty

about how disease and dying will progress:

EP: | just have to live with it and | don’t know atit's going to be like....That's what keeps me
awake at night...not knowing.

FS: The patient always lives with this element éertainty....it gnaws at you, you know. It's
there all the time because you know sooner or iesegonna come up and bite you....How long
are you going to live? How long can you stay ali¥e@ you going to get these bills paid before
time? You know, are you going to finish a book? so@& going to be able to see the grandkids
again? What are you going to do next Christmasf yau be bedridden? When you are
bedridden, what are you gonna do about it?

While the unpredictability of the course of illness usually makes it difftoutliminate patients’
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uncertainty, it is important to acknowledge this element of patients’ emotiaffedts how they

make decisions, from how to treat their iliness to how to live day to day.

Decisions of Daily Living

Because there is much uncertainty in how exactly death and dying will ocopie pe
to complete what they need to do before it is too late. We have seen this sentiment ith persona
goals, and both areas may contribute to patients’ need for a sense of corusoltiaeni
uncontrollable forces of illness. Finances often take priority in patients’ treoagbtt their

current situation:

FS: We have to handle the economic situations méexa you know....We have to handle income
first, so [my wife] and | have to plan how we'reigg to exist financially.

EM: You have to think of finances too.
Related to these concerns are ensuring that everything is arrangeabtorrss after

patients’ deaths. This includes, in the short-term, funeral arrangements:

HH: We have a place for my name [in the Grove $t@mmetery]. So we've done all we can do.
WC: | had my daughter and my wife go to the fungealor and try to set up funeral
arrangements. | want everything taken care ofredfte times comes...I'd rather have it taken

care of so nobody has any gripes about what bidlg gotta pay or what’s gotta be done or who's
gonna do what. | don’t want anyone fightin’ overthing.

This also includes, in the long-term, the well-being of family members:

HH: You would like to have time to get ready and tipngs in order. | support my oldest son.
He did not have a job in ten years....So, | suppant hBecause if | don’t support him he’ll have
to be in a shelter and | just can’t bear that.

EM: Everything’s pretty well-settled for my sonstéke over.

MG: I'm trying to leave things in good shape....| hare daughter who is, well, handicapped....|
think the other thing | wanted to do was to seedayghter in a satisfactory situation.

JB: [My wife] is 20 years younger than | am, salé to think about money and finances and
things like that.

RL: My only concern is my wife. That she feelsaalcare of. That she’s financially okay....I
communicated that to my advisor.
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During this period of time where patients require caretaking and lose controtsobpar
their lives, it appears especially important that they feel capablenohiming burden on
others (by considering funeral arrangements, for example) and of takengf¢heir
loved ones (by ensuring financial stability), especially where theyhaag a child with
special needs.

This becomes more evident when considering the context of patients’ day to day
lives, where they have to accept help from others. Several interviewegairecwhere
they require additional assistance, but express discomfort with giving up their

independence:

VM: | was always very independent and | came heréghe retirement community] almost three
years ago....It took me awhile to make up my mindelbray house. | was in the house for 61
years and so that was a hard decision, but | hgi/&oup my car and | knew that it was about
time for me to come to some place like this.

JB: People told me, “Oh, use the cane.” Well,m'tdwant to use the cane, you know...Well, |
fell mowing the lawn out there in the summer of,’@8d this winter | used the snow blower
because | could hold onto that and go back andl farthe driveway...But they said, “You could
break a bone.” And then | started thinking, yoowrl could. | could break my hip and then I'd
be in the hands of the orthopods, which | don’t ttarbe, and | would wind up in a nursing
home. So | can have “companions” in the house sanddo.

Independence is a key factor in people’s decisions about how to live with illness., For JB
sacrificing some independence (having companions at home) is worth preverttieg
loss of independence of the future (having to be in a nursing home). The importance of
self-reliance is helpful to remember in having discussions with patients atssitance
that may be beneficial to them. Placing focus on how assistance can hehpspatiain
their independence, and finding areas of patients’ lives where they caaestdbhtrol,
may help them maintain their sense of autonomous selves.
Having an understanding of how iliness affects patients in small ways can bpfak hel

as acknowledging the broader challenges of being sick. For examplerid@les with
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deciding whether it's worthwhile for her to buy a new bathing suit or glastes she is unsure
of how much time she has to live. To cope with this uncertainty, she developed a “priority
system of what’'s most important,” where she completes tasks sheréeabkcassary before she
dies, like shining up her flat silver to send to her daughter-in-law. Even though thssaf pa
living are usually outside the realm of clinical concerns, they are oftahpatients think about
on a daily basis. To help patients through the broad realm of iliness, it is importaneit the

context of their daily lives.

Place of Living

When speaking about decisions of daily living, where people live is a common topic.
Patients universally expressed preference for staying where theyregstly living. There are
a variety of reasons for this preference, many of which are the fairly oladlbastages to
continuing to live in their own home: RL likes having a large television and hiswideking
(compared to the food at the hospital and nursing home in which he stayed: “The food is
absolutely atrocious in both places”), and GJ wants to die while at home whergs timare
comfort and familiarity. MG notes that staying in her place helps hemcentier routine life
even as she is sick: “I tried to lead a fairly normal life, which | think | almdioshaving an
apartment up here.”

However, patients often recognize when there is a need to move elsewhere—tq hospice
for example. Although some patients like EM hope to not get to the stage where theedil
hospice, many appreciate the care a hospice unit provides. According to JA, ‘ahgpdre
better here...You can go outside and this gives you a good hope.” RW agrees that ighile he
hospice, “they take wonderful care of you.” Even RL, who would rather be at home, finds the

hospice staff “absolutely fantastic....They practically offer youlaingtyou want.” Despite the
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apparent benefits, it may be difficult for patients to make the transitionvitoere they are

living to any new setting, much less hospice which many equate with a siagecbeath. Itis
therefore important to recognize the significance of this and address theaphpsiemotional
changes of moving with patients. One’s place of living is closely tied to the kirfd ohe

leads, and thus connected to a person’s identity. As has been the case with othettieqiss pa

discuss, these changes associated with iliness can affect the wayss petieeive themselves.

Family

Another part of patients’ daily lives that may be overlooked when consideriegtpati
experience is their family. Here again the theme arises of losingserese of independent self.
EM notes that “you gotta rely on your family for more things.” This is diffitard people
who are accustomed to being caretakers, as mentioned previously in regardsytofjifali
Losing the ability to take care of their loved ones, and needing to be taken catbeaf b
families, may contribute to patients’ personal goal of ensuring that émeilids are well taken
care of after patients’ deaths. Unable to provide the concrete care to thre@rgpand children,
they want to secure continued financial stability for their families.

Patients also seek to protect their loved ones during the period of their illnegpte Pe
often do not communicate their concerns regarding their illness with theirdami#A says that
it is hard to know how to talk to his young daughter: “Sometimes | wish | knewlwbatd tell
my daughter. She knows that I'm sick but I don’t know how to tell her that...you know what |
mean, that | might not be here down the road.” When interviewing GJ, his wife isednari
see him start crying when talking about his ALS: “This is the first timeedeen you break
down.” He says he has never discussed these things before: “Maybe | don’t sholwwaand

to hide it....I don’t want people to worry.” EA and GJ are both used to looking out for their
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families, and want to continue doing so during their illnesses. To maintain this prteextor,
patients may shield their families from the realities of their illegesd the possible expense of
their own need to express and discuss their issues. As care providers, understarstingce
of this conflict can help reconcile patients’ needs with those of their loved ooesxdmple, it
is important to discuss how conversations about patients’ concerns can be asabémefici
families as to patients, and show that this gesture aligns with, ratheyaésiagainst, patients’

roles as protectors.

Prior Experienceswith Death and Dying

Having an identity as a caretaker affects patients in other waysllasRatients who are
accustomed to caring for other sick people, either as a profession or faamlyem refer to
these experiences to contextualize preferences for their own experiempasticular, people
who have seen others endure lifesaving measures, like EM who was a nurse and 38 aho w

anesthesiologist, do not want the same for themselves:

EM: I've taken care of too many people like thaknow what it is...if you know how it's gonna
be, you avoid what you can.

JB: One of my classmates got ALS...he went on a \&atiland he was on a ventilator for over
eight years....That doesn’t appeal to me. | took cateo many people on ventilators....there’s
something about lying there, you know, kind of heds....and, you know, the family dynamics

when somebody is on a ventilator is really tough.

People who have cared for ill family members draw on their experience aseeative
of a kind of life that they do not want. HH notes that her husband, who suffered from
Parkinson’s, “couldn’t feed himself. He couldn’t take care of himself in the
bathroom...and | knew that he did not want that kind of life.” She endorses not wanting
to have this kind of life for herself either.

While these offer examples of what patients do not want, some patients also look

to other people going through similar experiences for support and guidance on what to
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pursue. For instance, JB reads many stories and novels about other people auth diffi
diseases and draws upon their experiences. From a woman who wrote about having a
stroke and subsequent therapy, JB learned about another kind of physical therapy that he
then sought out. For VM, she first thought of pursuing hospice from a friend who had
been sick: “I would remember my friend who was at hospice in Branford and how
pleasant it was...l could see they were very kind. And she needed it, but she didn’t
realize that.” In these cases, seeing another person undergo certain kindscahcar

push a patient to pursue the same. Several patients who are in support groups emphasize
the assistance and insight that other people with similar experiences carPeibipte

who are in communities with older people, many of whom may be sick, are exposed to
situations they perceive as things to consider. These are often not relatddidife
measures, but are related to daily living. MG, who lives in a nursing home, T$sgyre “

are a lot of difficult situations here and the more | hear about them, you know, the more
feel, | just take it as it comes.” It may be easier for patients tmneze the benefits and
downsides of aspects of their illness and care, by perceiving someone elségnigh

them. This is an important aspect of support for care providers to keep in mind.

Religion

For some people seeking community during their illness, religion can provide
comfort. FS values the “camaraderie” he “find[s] in church,” and RW attslpag of
his ability to cope to the Jehovah’s Witness community to which he belongs. It is
important to consider whether a person is part of such a community, because rahgion c

affect how a person views their illness and in turn how they approach living with it.
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Those who perceive illness in terms of God’s role see their experience in the

hands of someone else:

EA: Some people are like ‘oh well how can you heeeson that goes to church and believes in
God and stuff like this and you're sick. God muaté made you sick.” Well, if God made me
sick, then that was my calling to be sick. If Ilheomeday and it’s all that | do, it's my timego
home then it's my time to go home. | can’'t makat tthecision.

JA: | got somebody [God] who's listening to me. thidiut God | would’ve been worse. God's
watching me.

WC: While | was in congestive heart failure...God daédwould could to get me when it was
time. The time is close, he says it's not yet.

For these people, religion has always played a role in their lives, and the prafsence
religion is stable through their illness. This may be construed as one titpare
able to maintain their identities after falling ill. Although much has chéripeir faith
remains constant.

For some patients, this strong faith in God eliminates certain worries about how
things will turn out. For people like RW and WC, there is less fear of death due to the

belief in an afterlife:

RW: | feel that I'm gonna live forever anyway.

WC: | know that when it’s time for me to go, somdias gonna be there for me and they're
gonna take my hand and bring me to God, so | kriowgbin’ there.

For others, not having this belief can also provide comfort, in the sense that people do not

have to spend time considering where they will go:

FS: One’s demise is part of existence, you know,yaru don’t have to worry about, theologically
worry about afterlife and where you're gonna bedose you don’t necessarily accept that there
would be one, so it makes things a lot easiefinkth

JB: You might ask do | believe in God? Do | bedien afterlife? And, you know, | really have to
go to ‘I don't know.’...So | guess | can wait untigét there.

Because religious beliefs can be a significant component of one’s idenstiigipful to
consider if and how experience of illness has been affected by a patdigitsxr For

the religious patients interviewed, religion remained an important partiobémses of

50



self, which can be a rare source of stability amidst change. It is possibigniess can
also change a person’s religious perspective, and thereby identity; abesnghmindful

of this issue can foster sensitivity to people’s identities before and afessil

Timeframes

While for some there may be certainty about what happens after death, ropley pe
experience uncertainty about their time remaining. The prospect of dying &fttasca
timeframe through which patients then perceive their lives. For examplee pabgloncrete
timelines for accomplishing things they have always wanted to do, such as HiMitsgoand
FS’s novel. RW, who has always wanted to visit California, now gives himself arsetmtio
so: “I'd like to go before I'm 67...s0 | got two years to plan.”

As people seek to fulfill goals connected to the identities they had befamaineg ill,
they also incorporate illness into their new identities. People assoaiaia eges with dying,
and this helps them frame their dying in terms of natural life. People deémselves by their
age, evidenced by the way many interviewees start conversations abowiviesrby giving
their age. And so when age and dying are associated, dying becomes paridsritigy.

Many people contextualize their illness and dying in terms of their age:

EM: After all, I'm 93 and | can’t expect to live fiever. In fact, | never expected to live to 93. So,
you adapt to it....it's the way it should be.

HH: But I'm very content with the end of my life ibg near....I never wanted to be 90 and I'm
getting pretty darn close.

EP: | don't know whether | told you or not, but I'93. So, that figures into everyone’s plans.
Understanding how people perceive their time remaining is an integral parir afitee
Given the relevance of people’s self-perception to their well-being andexge it is

useful to ascertain whether a person has assumed their dying as partidétiigy.
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This is more evident in older patients, while younger patients may have mareltiffi

reconciling dying with their senses of self.

Memories

As the idea of death makes age register with some patients, it also canygsemple to
reflect on their lives. This facet of people’s lives may not surface during rsatio® about
illness and dying, as these discussions often focus on the present and futuresuls\vaere
neglect people’s pasts which can comprise the bulk of their identities. Whenhgvamance to
speak freely about themselves, patients bring up a variety of past experaiidesod,
marriage, past work, and travels. Some people wish to capture certain memstoees and
art, to remember them for themselves and to share them with others. These aseaourc
comfort and sustenance for several patients.

Others mention regrets. Like their pleasant memories, these are adted telfamily
and work. HH mentions regrets about circumstances surrounding her husband’s death, and he
continuing regret over her son’s troubled life. RW laments the difficulty he had imggetirk
after losing his leg while in the army. While resolution of these conflicismobe possible,
being able to speak about one’s past at the end of life is can be an important part of
understanding a patient’s identity. With this context, patients’ approaches andipezspe

regarding their iliness and dying can be better elucidated.

Attitude and Emotion toward Dying
All of these topics of discussion relate to how patients perceive and process the
experience of dying. When speaking about their end of life experiences, peafinrtieeir

activities, their families, their goals—all of which encompass theiragmbr to living with
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illness. They also speak about how they feel about dying itself. This is an impatspective
to explore, because how one views the prospect of dying may affect their egperfidiving
with a fatal illness. While most interviewees talk openly and directly aheutdgative aspects
of illness, most try to find reasons for gratitude amidst their situation anuidbepect of death.

EM and GJ find that despite their misfortunes, they feel lucky compared to ctiteasions:

EM: | was glad to know really [that | will die]. &t people don’'t know, can't tell, and they just
go on stringing along until they go. But no, |f@reto know what the chances are and what the
odds are probably going to be. It's easier to yiaur life that way. And you know you're going
anyway, so you might as well know when, if you cahhe lady at the table | eat lunch with, she’s
97, and she’s as miserable as | would be becaesgstkeeps going on and on.

GJ: There are people a lot younger than me that fray illness]—I happen to be older, and in
that case I'm lucky. A friend of mine had it wheswas 35.and he went within three years and
he left a young family. At least my two childrereagrown.

GJ is glad that his illness (ALS) has been a gradually progressive orea%at lived
longer, which I'm grateful for, versus getting it and dying within thregry.” Other
people who have progressed through different stages of disease expresgsatiiide
for having had a good amount of life after diagnosis, like MG: “What | need iagdem
myself each day is the thankfulness for the six years I've had afts first told | had
lung cancer.” Knowing that people feel more positively when considering their tim
remaining, it may be helpful to patients for their care providers to discuss tise ema
progression of disease, and to avoid framing illness as suddenly all-consuming.

With the gradual and often unpredictable progression of iliness, many patients
develop a day-by-day approach to their situations. It is difficult for peomleal with

the uncertainty of how and when things will proceed, and positivity helps them cope:

EA: You gotta take it one day at a time and youamok at life different, you know what | mean,
you don't take life for granted after you go througpmething life-threatening....It's hard to go
through, and yeah, do people get upset? Yeah @@eplupset...but you don’'t have you have to
make it worse, you just gotta take it one day tina.

EM: | have to wait and see. | can’t worry aboutritil it happens....I don’t know, so I'm figuring
it out as | go along.
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JB: My attitude is, as much as possible, when alpro happens we'll solve it.

MG: There are a lot of difficult situations out teeand the more | hear about them, you know, the
more | feel, | just take it as it comes. All alotig way I've felt that attitude was very important
you know, how you look at something colors it aagréeal.

Developing positive approaches to negative situations takes effort, and thisheftod Ise
encouraged and affirmed by patients’ care providers. During a time where pesipl
vulnerable and less capable, focusing on their strength, ability, and individual &gancy

substantial source of coping.

Adjustment

And thus, in discussing topics like quality of life, personal goals, hopes, and attitude
toward dying, we have run the gamut of how patients adjust to terminal iliness. &¢bdmnwith
an event such as life-threatening disease, the concrete aspects of @emeeviidbly changes.
How a person copes with this change may be termed adjustment. Without referring to it b
name, patients endorse many different ways that they have adjusted to thistoliaagdives
and identities by talking about what they hope to achieve, how they think about theietea
what they strive for in quality of life.

Often, one of our primary concerns as care providers is patients’ adjustnblesit
health issues, and to address this topic it seems necessary to address thbdwepic8Vhile not
every person may need to discuss each category, considering each of them andtigether
important to a particular patient can help bring to the surface concernsahathmerwise be
overlooked. The common thread through these distinct areas has been the notion of a person’s
self-identity, and how it is changed by illness. Adjustment can be seen astiemspaope with
this change, and it encompasses their perspectives on all of the categauesedibere as well

as more that is beyond the scope of our project. While it is difficult to cover tlexfeiit of a
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person’s needs, keeping in mind the theme of identity makes us attentive to thehawgrarc

concern of many patients.
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Conclusion and Future Implications

The aim of a qualitative study is not to discover generalizations that can lapgall
patients. The value of these interviews stems from insights into individualengeerand from
that arises a general framework with which to approach patients. Withinaimework,
healthcare providers strive to cater to each patient’s personal needs andsomberresults
and conclusions of this study, which elucidate the strong connection betweenalidgsstient
identity, can give care providers a way to understand patient thoughts, prefeeamte
decisions.

By first learning how patients define themselves, we can then see how dlfiests
these self-perceptions, and how this interaction affects patient lifeirfgr@onversations about
this period of life around the patient’s personal identity can address tholghtsight
otherwise go unnoticed, and can help care providers provide more individualizedddeteile
informed guidance. This entails paying attention to how patients perceivesthesitiroughout
the experience of illness. When patients are first diagnosedmyiiliness with the potential to
become terminal, it is important to ask them to share self-defining agpdlecesnselves. As
patients progress in their illness, care providers should continue to ask thenhabewspects,
and pay attention to whether changes occur. For example, if a patient stronglyeslstf
being a mother at the beginning of her iliness, it would be important to ask her azase dis
progresses if and how her role as a mother has changed.

If patients note changes in these self-identities, it is then esdentalre providers to
speak with patients about ways to maintain components of their former selveséhbeba
affected by illness. In this way, care providers may consider options to injpabeat

experience of terminal illness that they may have otherwise overlooked, qutysasl
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therapy, support groups, hobbies that are important to patients, or things patierits want
accomplish before death. Speaking about these issues may help patients, in addeicar t
providers, recognize and process the patients’ experiences. Care proardalso offer support
in affirming the ways that patients can maintain their self-identitisgitdethe challenges of
illness.

While this approach may promote general quality of life and self-esteemalsbis
applicable to specific aspects of patient care. When discussing topiaggeéikaent options and
end-of-life management, many patients make these decisions based on hogvdberep
themselves. It is important, then, for care providers to recognize how thigig®ahisalign
with these self-perceptions in order to best explain the choices patientsmbdawa@them
navigate their decision-making. For instance, instead of asking patientgtg shose
between two treatment options, care provider may ask the patients to explaiadmogpgon
affects their senses of self. This gives care providers an opportunity to anddrstv the
patients interpret not only their self-identities but also their choicesh Mbte understanding,
care providers can have better-informed conversations with patients whaggtirsg to
maintain their identities through a life-changing experience.

This may extend to all patients, not just those who are terminally ill. An gustele of
iliness, or a chronic disease, can alter how people feel about themselves in blothttheds
long term. Being attentive to this by asking questions regarding selfragfagtors of patients’
lives throughout the iliness, and following the trajectory of changes that might caa help
patients through the process of change.

Given that this study has elucidated a general framework with which to appréiach pa

care and discussion at end of life, future studies may be able to focus on this bhiemveews
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can be structured to target how patients define themselves, and how they would likedaommaint
their identities through illness. Studies on whether this improves patient ang fia@miber
satisfaction with end-of-life care can be useful.

Often at the end-of-life there is focus on what has been and will be lost. As JB, one of
the patients interviewed, emphasized, it is helpful to patients to consider vrgat cain be
maintained. Though these things are different for every patient, the mayeritigd to the
patient’s sense of self. At the end of life, when patients are losing phifsictile spirit of who

they feel themselves to be may be the one thing that we can strive to preserve.
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Appendix A: Interview Prompt

Thank you for agreeing to speak with me today. | am interested in learninglabeuperience
of patients who are facing life-threatening illness, and hearing abouthvemathioughts and
feelings are at this period in their lives. We hope that understanding youreexeewill help
other care providers better address the needs and concerns of patients.

The interview is entirely open-ended; | don’t have any structured questions tbvasuld like
to learn what you are thinking about during this time.

The duration of the interview is entirely up to you. If at any time in the coni@rsatu feel
uncomfortable continuing, please let me know. | will be recording the interviewhand t
recording as well as its transcript will be available to you if you wouldttikeave them. The
materials will remain confidential, and any of the content used in our resefiraienyour
initials only.

Do you have any questions now? Please feel free to ask me any questions dumiegvibe.
We can begin wherever you would like to start.
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