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snd includes, hospice care for the terminally il 1t is
applies 1o the entire course ?f illness—from diagnosis to death! As in
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erminally ill palliative care o first ficnicnnslrntcd effective for those
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be even more effective when it is used carlier in the course of an illness.

Suffering from cancer is substantial. Suffering can have physical, psy-
chological, social, and spiritual components.? Of the more than one-third
of Americans who will be diagnosed with some type of malignancy dur-
ing their lifetime, all will suffer in some respects, often beginning with
the diagnosis. Attention to the suffering caused by cancer and its treat-
ment is fairly recent, despite the myriad reports describing its manifesta-
tions and significance.*” Of all patients with cancer, only 50% will be
cured, meaning the cancer is gone and will never come back. Even those
that find cure will often continue to suffer in some respect. Despite the
many advances in cancer care, the proportion cured has not increased
over the past 40 years.*" Over the same period, there has been an
increased interest in the field of psycho-oncology. Recently, there have
been calls for the seamless integration of palliative care with anticancer
are that mirror the calls for integration of psycho-oncology."

Itis the purpose of this chapter to describe a model of palliative care
that can be woven into oncologic care from diagnosis. When palliative
care is seen as extending throughout the course of illness and overall
goals of care determine the treatment plan, then transitions can be
straightforward and transparent. First, palliative care will be defined.
Then, several conceptual frameworks for its role in the comprehensive
fare of patients with cancer will be presented. Finally, an approach to
fincturing the conversation for setting goals of care and making transi-
::DES when goals of care change will be described. All of these issues are
; Within the realm of the oncologist and psycho-oncologist in sup-
Portof the entire cancer care team.
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PALLIATIVE CARE

Hippocrates there have been two overall goals of medi-
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the human experience of illness that may

rath , ychological, social, and spiritual * Quality of life
er than quantity of life is most often the chief aim of those engaged

i’;;?ciﬂ'-’i"i‘z:y of Palliﬂli\'c care. Since suffering is experienced by per-
the ;;aticm ntcl?::t}c mr}actcr. and cr:Fcrin for relicf are best defined by
isolation thr; rellef ‘?“ y ‘}W phyr.l_cmn." "' As persons do not exist in
APy }; _ icfo sufﬁ:rmg Fequires attention to the care of patients

in their framework of beliefs, culture, and loved ones. Suffering is
::\auscd by many factors that are rarely limited to the physical domain.
“5_]]5“;}1- |Cndlng_lo the relief of suffering in these domains cannot pos-
stoly be accomplished by a single medical discipline—a team approach
is required,

Pa!h:}tivc care can be delivered at primary (generalist), secondary
(Sp.ccmhst), or tertiary (academic) levels.” At the primary level, all phy-
?itlans. nurses, and other health professionals need basic skills in reliev-
ing suffering. In this sense, the palliative care skills one would expect of
every medical, radiation, surgical, or pediatric oncologist qualify as pri-
mary palliative care. One might expect oncology professionals to even
have exemplary skills in this area. Secondary levels refer to specialist
physicians and services. Palliative Medicine is the term coined to denote
the physician subspecialty concerned with the relief of suffering within
the larger interdisciplinary model of palliative care,

Palliative medicine is now a recognized specialty. The Royal College
of Physicians in Great Britain recognized palliative medicine as a phy-
sician specialty in 1987." This recognition came only after it had been
demonstrated that there was an established body of medical knowledge
that uniquely pertained to a distinct patient population. Later, the Royal
College of Physicians and Surgeons in Australia recognized the specialty.
The Royal College of Physicians and Surgeons and the College of Family
Physicians of Canada established 1-year postgraduate training programs
in the field in 1999. Similar recognition as a subspecialty followed in the
United States in 2006.”

CONCEPTUAL FRAMEWORK

The mental model of the cancer professional treating patients with can-
cer is of critical importance. Treating cancer is not cqui\:'alcnl to treating
a person with cancer. Failure to recognize Fhls has _lcfl. in some circum-
stances, to cause increased suﬂ"cripg wl?'llc administering anticancer
treatment. An exclusively “cure-or'lented approach to cancer can be
conceptualized in the following diagram where the time course and
goals of such treatment are illustrated (Fig. 37-1).

A patient is first evaluated f.or some f:onstclllatmn of symptoms
for which a diagnosis of cancer is made. Evaluation ‘and treatment is
directed toward the eradication, revcr.s:ﬂ, nr‘suhstamml control of the

. Symptoms help elucidate the diagnosis and course of treatment.
d1s.:asc. Y f treatment can be characterized as disease-oriented and
ga modc.l ]0 Fl-t:;,ll based. Clinicians are engaged in a “war on cancer”
palhophys;;:rﬁliliei in spite of “doing everything” and uanintaini:lg‘a
22;ht?:gpspirit" to the end. The death is often viewed as a ‘casualty” in

war on the cancer.
th‘:Unt'ortunatcl)' this mod
as if they have failed if the
the logic of this model may

¢l leaves many patients and the doctors feeling
cancer “wins” and the patient dies. Following
actually cause suffering. Working within this
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Fig. 37-1. Model of cancer care where only therapies directed at the dis-
ease are considered as part of standard care.
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Fig. 37-2. Model of cancer care where anti-disease therapy diminishes
over time as it becomes less and less effective.

framework, well-meaning clinicians may administer anticancer or other
therapies of which there is no evidence of benefit as a way to demon-
strate their character as “fighters” and demonstrating rejection of the
possibility that they are "quitters” often with substantial adverse effects.
For oncologists who try to modify the approach diagrammed in Fig,
37-1 to include only medical care for which there is evidence of efficacy
for the stage of disease and the likely outcomes of treatment, the patient
and family may perceive the care to be more like that shown in Fig, 37-2.1#
In recognition of the situation when the disease is progressive and treat-
ment modalities are no longer effective, "comfort care” measures may be
instituted. This last period, if it occurs at all, is often of short duration
(sometimes hours to days) and may consist only of analgesics, sedatives,
and a private room. Quite often, this model does not include explicit con-
sideration of nonphysical aspects of a person’s illness experience or that of
the person’s family. Further, once “comfort care” has been recommended,
there can be a perception that the oncologists are no longer engaged in
the care of the patient. That is to say, the patient and family often feel
that the oncologist shows diminished attention to the patient over time.
Unfortunately, in many instances, this is true, as the oncologist struggles
with feelings of failure and discomfort with the death and dying.®
This can lead to a major cause for patient and family dissatisfaction
with the healthcare system—a feeling of abandonment. Although the
severity of illness may be increasing, within this framework the atten.
tion of the oncologist and other healthcare providers often diminishes
when the evidence shows there is “nothing more to do” for the disease,
In addition, the implication of abandonment may lead to strident
demands from patients and families to “do more, do everything” In the
absence of a better treatment framework that addresses these issues,
!hc oncologist may give in to patient demands and revert to the model
in Fig. 371, offering treatment that is of no medical benefit in the ser-
vice of patient autonomy. Such treatment results in increased suffering

!’ur the patient and family independent of adverse events, as important
issues that surround death and dying are ignored.
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Fig. 37-3. Model of cancer care where palliative care b,
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In appreciation that the models. of care diagl_'ammed in Figs, 37,y ,
37-2 do not adequately address issues of.pallem suffering, 4
Saunders in England introduced thf: hospice model of palliative G:z:
Working primarily with cancer patients, she recognized thy Suffec,
might be produced not only from the cancer, but also by medica] !ﬁz;:
to control the disease. She also recognized that the physical, PSYchloe.
cal, social, and spiritual aspects of suffering were inadequately addreses
Dr. Saunders founded St. Christopher’s Hospice in 1967 1o pilot 2 ey
model of inpatient care for patients for whom curative therapy Was ngg
available or was no longer desired. It is useful to note that she triegy,
advance these ideas in standard hospitals and hospices at the tin,
However, because she was unable to influence contemporary patterns ¢/
care for these patients, she developed her own facility where she could
test her ideas. She demonstrated that an interdisciplinary team approuct
to the care of the patient and family that continues into a bereavemer
period after the patient’s death is effective for the relief of suffering Th
hospice concept has been widely adopted because of its demonstrazd
benefits for patients and families.

Sadly, this model leaves a sharp demarcation between disease-orien:
therapy and hospice care. Fig. 37-3 shows the most common position
of hospice care in the overall scheme of cancer patient care introduced &
Fig. 37-1, This model suggests that the goal of medical care is first cureof
cancer, then relieve suffering. Although hospice care aims to address aspees
of pat:ent suffering not usually addressed during “standard medical mJ
ment,” the period of hospice care espoused in Fig, 37-3 is often short &
comes at the end ofalong care process. The median length of hospie & |
for1.3 {mlhon patients in the United States in 2006 was 20.6 days with abod
?rggtilhlrd of Patients receiving hospice care for 7 days or less.” Only ﬂ{?fﬂ .
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,cho.onco]ogisl can facili‘latcl these discussionslﬁlc:.sdﬁ:r;ed?jc.f: A
f(.':hcir Jiscase status, a patients goals and priorities should detenln'.on
which treatment approaches will be most valuable to them. A treat ine
an that is directed by those goals should be provided and adhcr::lc:“
* These goals and treatment plans will usually evolve a:

by the care team.
ihe illness changes and should be reevaluated often. This care scheme is

shown In Fig. 37-4.

In this model palliative care is given simultaneously with curative
care, and hospice care represents the completion of comprehensive can-
cer care, ot an alternative to, or an abrupt change from, the preceding
care plan.® Thus abrupt transitions are avoided and the best of all types

of care are provided throughout the illness.

tre.ﬂ!'ﬂfm a

NEGOTIATING TRANSITIONS AND GOALS OF CARE

Clearly, negotiating goals of care throughout an illness process is the
important clinical skill rather than conceptualizing care as abrupt tran-
dtions. In other words, an abrupt transition from curative care to pal-
liative care suggests earlier communication and conceptualizing were
omitted or were incomplete.

Along the trajectory of cancer care, several trigger situations invite

the patient and healthcare provider to reflect upon and discuss goals of
g7 (1) at the time of

cre. These include general advance care plannin
diagnosis, (2) at first and subsequent episodes of progression or relapse,
and (3) when initiation of hospice care is recommended.

Evidence shows that patients are open to such discussions. Studies
done in North America and Europe show that between 85% and 95% of
patients want to have honest discussions with their healthcare providers
regarding life-threatening diseases.” Evidence also suggests that oncol-
ogists struggle with and often avoid such discussions.** Some stt'ldle.‘:
suggest that oncologists generally fail to adequately address their patients
emotional concerns and often are deficient in the skills necessary to
handle the emotional component of discourse with patients. Fortunately,
research shows oncologists and others can learn these skills. %

'f\s_“‘“‘fp approach to structuring such conversatio
m;‘g{almnlduring the disease trajectory st{Ch as adv

is‘ Iscussing treatment options, or when introducing
modclf'f{t))trnfl has been adapted from 2 widely use(:} C(;n:' the discus-
sion of e t E‘del‘wery of bad news.”* Specxfic examP . have been

'f resuscitation orders or when introducing hospice carc

ed elsewhere 734 Jkin
63 [ii";'clplcul uses the general principle o::nn; atieIEI;';
000 ‘1:;]""1 making as a process puts great em
Ueatm e, re ile acknowledging the physicians resPi’h
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Celists g Iﬂlcd].c'“c- Psycho-oncologists and palliative M€
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actors such as lev nation shared seems to depend on patient
South American Uﬂczlfequcatlo.n or socioeconomic status. Only 18% of
diagnosis of cancer. n_‘::'glﬂs think their patients would want to know a

Asking patients i

n T
illformatigog canltj air:d] f?mllllcs what they want to know before giving
within calturd] e helpful in guiding further discussion while staying
rutisie il norms and the wishes of the patient.*~** In some cases,
dccisionsqlfme :‘13PP11}' prefer their families to hear the news and to make
patient fm?r: t crn E\_.'cn in North America, there is nothing to preventa
giving his or her autonomy to others.

USING GOALS OF CARE TO NEGOTIATE TRANSITIONS

Ehc:hng_ patient preferences is at the center of goals-of-care discussions.
Empflthzc listening, a highly underestimated skill in medical practice, is
required to negotiate goals of care. Therefore, it is imperative to start
Lhc- conversation with an open-ended question followed by active lis-
tening. This allows the patient to focus on his or her maj[:r concerns
and sets the stage for patient-centered care. Active or empathic listening
then includes nonverbal communication skills that show full attention
such as good eye contact and leaning toward the patient as well as ver-
bal empathic listening techniques such as reflection, paraphrasing, and

validation.”

Psychooncolgists and pall
help in these discussions, as th

iative medicine specialists can be of great
ere exists evidence that oncologists strug-

gle with these discussions. For example, it has been shown that oncolo-
gists, on average, interrupt their patients only 20 seconds after they begin
to speak. It has also been shown that oncologists often miss empathic
opportunities* and tend to use close-ended questions in an attempt to
retrieve information as fast as possible. This risks that patients never get
to address their major concerns. Unfortunately, under these circum-
stances, the majority of patients leave the office without ever having their
concerns addressed or with a feeling that they have been “heard.™

Itis helpful to give medical information in short phrases using wgrds
that the patient can understand, with frequent pauses 1o chu::ck for patient
response and understanding. The higher the emotional impact of the
given information, the less likely the patient is to hear '..vhat is being s_zud.
It might therefore be necessary to repeat the informal.:on at a later time
and more than once. Not only can Psyén-onw]og:sgs and palliative
medicine specialists facilitate these discussions, they might also be ahlo.;.
to reflect back to their oncologist cpl]eag_ues these facts in the service 0
educating and impmving‘oncologlst skill and sense of competence in

having these discussions.*”

6 STEPSTO SETTING GOALS

care discussions helps to re .
nents of the discussion- This is particu-
rienced or early in their training where
been learned.* The six steps include (1) pre-
riate setting for the discussion, (2) asking
erstand about the patient’s health sit-
ct will happen in the future apd fvhfz
rall goals and treatment options: q\{a]
d implementing a plan’

roach to goals-of- mind the cli-
all major compo
ho are inexp¢

A step-wise apP
nician to include
larly true for those W
this skill has generally not yet
ingand establishing an approp ¢
the patient and family what they un
ualign. (3) finding out what they expe

to know, (4) discussing overat
gg;:l?:tag to emotions, and (6) establishing an
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Prepare and el a‘ppr:(fr:l'crsation by knowledge of the
sion. Preparation o7 goal-scnmg'.d nce-based outcomes regarding
clinical facts of the case and thlc 'cn cmdiangn, Carmery S ardio.
stage speciic PrOERE “:hcmm i al, patients are more inter-

ulmonary resuscitation 1s a must. Iq ,gcnej’ b p_ e living if
Estcd in concrete descriptions of abilities ( I..lfc is no} wo bl gcans
won't be able to speak.”) than in the details ofm{crventlops (b :\asmmid(
that we would have to put a tube d‘nwn your throat that is a o_tllt e
as your finger”), where often funcuon'al consequences ar; omi 'l:I "dm-

Reflection upon the expected emotional responses an pos;l ei ]
tity issues that might arise for the patient or the phys:“c:an"be ore c:rf:itert
ing the discussion is helpful. The phrase.. I'ma ﬁghter or“l alwa?'s ghr
for my patients” are expressions of patient identity, not expressions o

desire for a specific plan of cancer care.
The meeting should occur in a private and comfortable place when

those who need to be present can be present. The atmosphere should be
unhurried and undisturbed, with the clinician sitting at eye level. After
general introductions, the purpose of the meeting should be made clear.
Examples of introductory phrases are

ate setting for the discus-

+ Id like to talk to you about your overall goals of cancer care.

+ Id like to review where we are with your cancer and make plans for
the future,

« Id like to discuss aspects of your cancer care today that I discuss
with all my patients.

Before continuing, asking if anyone else should be present for this
discussion can avoid serious pitfalls. If others need to be present, the
meeting can be postponed accordingly.

Ask the patient and family what they understand. Starting with
an open-ended question to elicit what the patient understands about his
or her current health situation is the best approach. This is an important
question, and one that many clinicians skip as their nervousness drives
them to speak first. If the physician is doing all the talking, the rest of the
conversation is unlikely to go well. Example phrases are

+ What do you understand about the cancer?

+ Tell me about how you see things are going.

+ What do you understand from what I and the other doctors have
told you about your cancer?

Open-ended questions have been shown to establish trust and set
the tone for patient-centered decision making. Structured this way, the
answers help the care team assess and address misconceptions or con-
flicting or missing information. They also allow a quick glimpse into the
patient’s emotional response to his or her current health state, such as
fear, anger, or acceptance, More time might need to be spent to clarify
:{he.c;:rrenl situation before the patient is able to address future medical

ecisions.

Find out whag they expect will happen. For the patient who has a
good understanding of the status of their disease, the third step is to ask
the patient to consider their future. Examples of how to start are

+ What do you expect in the future?
+ Have you ever thought about how you want thi if y

much more ill? 4 B ik b
» Whatare you hoping for?

This step allows the care provider to listen whi i
plates and verbalizes his/ hcrpgun]s. hopes, annd“;:e;:]':. t'?lflf ::leepnct:rioart‘;:r:
opportunity to clarify what is likely or unlikely to happen F‘:)llc)w-un
questions might be needed to better understand the paticn't’s vision oI:'
the futurc_. as well as his or her values and priorities. If there is a sig-
nlﬁlcant discrepancy between what the physician expects and hat t}{f
patient expects from the future, this is the time to disiovcr it i

.‘m.mc cancer care teams find they are speaking for the ﬁrs:t time with
a patient and family late in the course of treatment. Cons tl “lrlll
should be acknowledged, and often, before PTUCEcd.in it equently, this
how much the patient wants (0 know about his/her coﬁ'd'itils m';}c.to g
vides a protection against giving unwanted information Utg a :igzzt

whose culture or personal preferences are ¢ithe, not tg
0
Ny, o
T b

take the decision-making role. Examples inclyd,
.l
« Some patients like all the information, others i}
someone else in the family. I wonder what i try Efme 10 spegy
« Tell me how you like to receive medical inf"’!‘ma:i or wig,
. Some people are detail oriented, some wap, j“‘?ni,
which do you prefer? St the big i
Discuss overall goals and specific options, Ng,, tha
been set with a mutual understanding of the patients prﬁen[h: Sage i,
pated future, a discussion of overall goals of care anq Spfciﬁct ang 5.,
ensue. Allowing the patient to reflect upon goals that oht ::'11 ‘
istic despite reduced functional abilities and a limited |ife cxp-:, be rey
be a very effective tool to maintain hope.**** Insight into the [;atianc?" .
ues and priorities will help structure the conversation of meg; Ca]m"!jz‘.
and guide expert opinion. Using language that the patient can uﬂd;';‘-‘rmr_,
and giving information in short phrases is best. In general, patient tand
a focus on treatment outcomes rather than the details of cdiu!}frdt:
ventions. Stopping frequently to check for emotional reactions, aéitg
clarifications, and to clarify misunderstandings will improve the e, t
nication between patient and care team, d
As an introduction to specific treatment options, Summatize i,
patient’s stated overall goals and priorities, In following the principle (;f
shared decision making, clarify that recommendations are based, by
on the patient’s stated overall goals of care as well as medical e;pﬂ{
opinion. For example

. 0t
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. ?’ou have told me your goal is to try for a cure while staying pain

ree.

« T'understand your goal is to feel like you are a fighter and not
quitter. You also said you understand that you can both hope for
the best, but plan for the worst.

+ You have tqld me that being at home with your family is your num-
ber one priority and that the frequent trips to the hospital have
become very bothersome for you.

* If 1 heard you correctly, your first priority is to live to participate in
your granddaughter’s wedding in June.

* Theard you say that your goal is not to be a burden to your wife and
children.

spelifig‘::::]r:ig til':jdls:.:ussion of treatment options from the patient’s per:

e cvaluating treatment options according to their potentid

betere € patient’s overall goals can be a great help in building trust

g n',,;]anentt-I zfnd healthcare provider. Working to achieve realis-

b Boals s inherenly hope_:fu!. The goals may change over time, but the
petful attitude aboyt achieving them can be sustained.

evidence that initia] thera idn" :

sooner than they th i
responses, Parenyt; o?uci}illt& might cry, become angry, or myriad othef

ciall likely to be epen a.l ren with Iife-threalening diseases are espe”
care team. In contrast lxon and will need extra support from the head
© COMmMOon worries in the healthcare community

: e might i
Consider using phrases sﬁhchl?x; =

* lcan see this makes you sad

* Tell me more about how ym; ar

* People in your situation cftcne
feeling right now.

I notice you are silent. Will

* Many people experience st
for you.

Bet angry. | wonder what you -

r’:’# tell me why you are thinking?
8 emotions, | wonder if that is ¥



 barrier to this step is the physician's fear to precipitate
A commOn emaotional outbursts that they might not he able 10 han-
whe "_Tntl‘mwrsﬁﬁ“”“ between physicians and their patients often
e, AS -}m[;;c cognitive realm where emotions are not addressed. The
ain m(1 wercome this barrier is to learn how to sympathetically
way . tient emotions and to learn to be comfortable with silence,
spond itr:' of paticnts are embarrassed by being emotional and keep
‘mmo;&mm brief. This is because most patients have adequate
i r-q\-iil.s and appreciate the presence of a doctor while they work
o h' the experience and their emotions. As with most aspects of
throvg hysician, @ sense of competence and confidence imparted to
Mng;k[r’“ leads to a willingness to engage in the challenge on the part
:,I:'chsfh partics.
gstablish and iImplement the plan. Esmbli§hing and implementing
, plan that will meet the agreed upon goals, aids in coping, sets goals
* £} expectations, and lays out the tasks at hand. The plan should be
rar and mlCSl‘md n:-sponsnbﬂmcslshould be ur}dcrstond by everyone
involved. Consider using language like the following;

, You said that it is most important for you to continue to live inde-
pendently for as long as possible. Si.nce you are doing so well right
now and need your current breathing machine only at night, we
will continue what we are doing. However, when your breathing
becomes worse, you do not want to be placed on a continuous
breathing machine. We will then focus on keeping you comfortable
with medicines to making sure that you do not feel short of breath.

, The different regimens we have used to fight your cancer are not
working. There is no other anticancer therapy that I think will be
cffective. We discussed your options at this point including getting
a second opinion from one of my oncology colleagues or asking a
hospice program to get involved in your care. In light of what you
told me about your worries about being a burden to your family,
you thought that hospice care might be the best option at this point
because you would get extra help at home from the hospice team
members that come to see you at your house. I am going to call the
hospice team today and arrange for them to call you in the morn-
ing so they can see you and explain more about what they offer. We
can talk more after you see them.

« We'll start combination chemotherapy and radiotherapy next week.
We won't know whether it's working for about 2 months when we
repeat your scans. If it is not working at that time, we will have
exhausted all of our anticancer therapy options. I'll ask the pallia-
tive care team to see you after you're admitted so they can help me
with your symptoms and to give you and your family some sup-
port. They can continue to see you when you follow-up with me as
an outpatient,

+ Tllask our social worker to help you finish those advance directive
forms I gave you at your next office visit. She can then make copies
and get them into the medical record.

* From what you've said, I think getting hospice care involved athome
seems to be the option that best helps you to realize your guals.'

* Lets try this third-line chemotherapy and treat your nausea with a
different drug regimen. We'll repeat the scans after the second tl':ycle'
Ht‘he cancer is smaller or the same size, we'll continue. If it’s biggen

. '\-;'e L flap chemotherapy and get the hospice program involved. |

ou don't feel you need the help, but the hospice team can ﬁ p

z'::;r f‘“_“dY cope through the support from the nurse, chaplain,

social worker. In addition, the bereavement team will look out

. Im..‘hfm after you are gone.
tis clear you want to try all options to extend your life as long as

Possible, even if there is a small chance they will work. So, we'll start

ifth-line chem i ion that is serious,
t n infection that is §
otherapy. If you develop a i

:5,‘1“:1{“'“ for you in an intensive care setting with xrcllax}ime o

l'eas(-ln ‘;"Iﬁw:r, if you are unable to communicate, an ;;) t:rt e

an U:u ¢ chance of recovery, you want life support to be stopp

Itis $tolet you die comfortably.

Flzg g e helpful 1o ask the patient or family member to summa-
4 and underlying reasoning in their own words to ensure

-
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m‘rl’frﬁ;“:ilt“% Especially for the emotionally overwhelmed patient, it
Iiy &fr p» tl““ there is good continuity of care. Ensuring this continu-
i ; f ample, by arranging for follow-up appointments, speaking to

e re erring clinician, or writing the appropriate orders, is part of the
oncologist’s and care team’s responsibility. =

COMMON PITFALLS IN GOALS-OF-CARE DISCUSSIONS

There are a number of common pitfalls that fall into several categories.
These are outlined below.

Inadequate preparation

« Having an agenda: If a physician enters a room with a predeter-
mined agenda (e.g., to “get the DNR” or to “stop this futile treat-
ment”) trouble may ensue.* By trying to understand patient values
and priorities first, the care team can make appropriate medical
recommendations which are most likely to achieve the patient’s
goals. An awareness of possible agendas of all parties involved ina
goals-of-care discussion such as the physicians, patients and fami-
lies, consultants, or even hospital administrators assists in under-
standing the different perspectives and can help prevent adversarial
outcomes.

+ Stakeholders not identified: A picture-perfect goals-of-care dis-
cussion might have occurred and everyone seemed to have agreed
upon a reasonable plan, but then the “cousin from out of town™ flew
in and threw out the whole plan, Before starting a goals-of-care
discussion, make sure that all stakeholders are either physically
present, included over the phone, or otherwise represented to the
extent possible. Stakeholders also include other healthcare provid-
ers involved in the patient’s care.

« Homework not done: Be prepared to answer questions regard-
ing the outcomes and evidence of discussed interventions, such as
resuscitation survival data, prognosis, and the risks and benefits of
various of treatment interventions. Just as in any other informed
consent discussion, patients need accurate information to make
good decisions.

Inadequate discussion of overall goals and specific options

« Inadequate information giving: Each person handles information
differently. While some paticnts want to understand the numeri-
cal probability of success or failure of specific interventions, most
people do not comprehend statistical information. Many clinicians
share an excessive amount of medical details (because its familiar
or interesting to themselves) using language that the patient can-
not understand. The actual information given should be tailored to
the patient’s needs and learning style. It might be helpful to ask the
patient to repeat the information back using his own words.

Improper shared decision making, informed consenting, and

decision-making capacity assessment

« The person either does not have, or is inappropriately denied,
decision-making capacity: Before asking someone to make a
decision regarding goals of care, assess if that person has decision-
making capacity. This is usually the case if a person can summarize
the decision in his or her own words, including weighing the risks
and benefits and demonstrating appropriate underlying reason-
ing. Patients with delirium, dementia, depression, or other men-
tal health problems may be able to demonstrate decision-making
capacity. Since decision-making capacity is specific for each deci-
sion and at a specific point in time, patients might very well be able
to make consistent decisions regarding their care. This right should
not be taken away from them inappropriately. Nor should a choice
that was stable while the person had decision-making capacity be
reversed if they lose that capacity but other stakeholders have dif-
ferent opinions on that decision. Furthermore, simple “yes” or “no”
answers do not imply understanding, and decision-making capac-
ity should never be assumed.
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d decision

) medicine™ The process of share

' "Rﬁmuf:::n;g“\:lues patient autonomy but also r;c:;g:sizisalgg
:lt::‘tylg% fhe healthcare provider to make rcconlzalr;l'i : g achi;ve e
on his or her medical c\:i(pertisle. thcalta ?::e;l?igsih:: i[}c o s

ient" d goals. Many physi C iving an

E:;::tt;;i‘r?it;n.%ﬂen lem'i:)ag thcmsclve§ frustr?lcd as t_l}vi} :’a::z;.e
offering a wide array of all pfossii:lc m:dlctatloof}:?;se, ?t!f;hlis c1a r)l =
i a restaurant menu for the patien 3 ¢
::cm ;;?cnl fecling lost and overwhelmed as well. Ph}'i;cm;'-:h 2;2
under no obligation to offer any single lherlapy, especially i e
is no belief of benefit to the patient and pqssr_ble risk of harm. ln }f
those options with potential benefit and within the patients goals o
care should be offered.

PEARLS REGARDING THE DISCUSSION OF GOALS OF CARE

» Start with the “big picture™: Many healthcare providers skip steps
2 and 3 (finding out what the patient understands and expects to
happen) and lunge straight into detailed descriptions of medical
interventions. These two simple steps help set the stage. They show
that the clinician is interested in the patient and his/her experience
and wants to support them to achieve their goals. Starting from
the patient's perspective not only establishes trust and a feeling of
safety for the patient, it also makes giving recommendations much
easier later on. When the “big picture” goals are clearly understood,
the discussion of specific medical interventions most commonly
fall quickly into place.

+ Pay attention to nonverbal lan

guage: Approximately 50% of com-
munication between people

happens nonverbally. Sitting down,

maintaining eye contact, leaning forward, and a nod of the head
in response to a patient talking all communicate interest and con-
cern.”” Similar behaviors in the patient or family member suggest
they are listening. Standing, pacing, breaking eye contact, scowl-
ing, or whispering to other family members suggest there may be
a problem.

* Deferring autonomy is an act of autonomy: Concerned family
member sometimes ask that healthcare information not be dis-
closed to the identified patient. This can make clinicians feel very
uneasy, as it interferes with their understanding of patient auton-
omy. Less skilled oncologists tell the truth over the objections of
patient or family in a misplaced sense of duty. More skilled oncolo-
gists verbalize understanding for the family members concerns and
then convey a need to check with the patient if this is how he/she
would like to proceed (if the care team hasn't done that already).
When the patient is seen alone, he/she can be asked how they
would like to handle medical information and decision making,
Questions such as: “Some people want to know all medical infor-
mation as we find it and discuss all options with the doctor. Others
would rather have their children make decisions and do not want to
have to deal with the medical information, Where do you stand?”
can be helpful,

* Cultural competence: In multicultural societies, such as the
United States, physicians are apt to care for patients and familjes
from many different backgrounds. The term culture js used here
in the broad sense and includes ethnic, religious, and social. Each
culture has its own values and language. Sensitivity to differences in
cultural background helps to facilitate communication and under-
standing. When inquiring about cultural backgrounds sentences
such as: “People from different backgrounds handle medical deci-
sion making very differently. Is there anything that we should be
aware of regarding your care?” might be appropriate. It can also be
very helpful to be sensitive to the “culture” of the facilities or other
medical specialties involved in the patients’ care to help avoid con-
flicts or misunderstandings,

* Validate “unrealistic” or conflicting goals: Physicians are some-
timfs frustrated by their patients’ “unrealistic” goals. “They just
don’t get it” is a common reason for palliative care consultation
fequests. Many people have some hopes that might not be very

‘

realistic (“I wish I could win the lotte
difference lies in how these hopes ar
a life counting on what seems an up
example of this is a terminally ill parent is unak, N offen ., &
necessary arrangements for his/her minor childre 5 © Pakey.
egy is to support hope, but at lhle same tim

priate plans for future needs with a “Plap g approach, ing Drrs
hope for plan A, lets also prepare’fnr plan B, just ip casen e
useful way to validate the patient’s hope is the «| wish” §
for example: “I wish that were possible. Whatever happen
be there for you™* It is often similarly dislressing t
viders when patients verbalize conflicting goals o
to be aggressive but I don’t want to keep coming
an example. Acknowledge that conflicting goals
example, “I wish I could eat ice cream three tim
be as slim as I was when I was 20" In end-of.]j
intermittent denial of terminal prognoses verbal;
hopes can be an effective way of coping. As long
making decisions that will harm them or others,
and worked with as a coping mechanism.

+ Pay attention to emotions and identity issues:
standing, comfort, trust, and thereby successful di
sion making is of the upmost importance. Emotional awareness js
at core of empathic healthcare and allows for a true, authentic, ang
ultimately successful relationship between clinician and patient®
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SUMMARY

The mental model of the relationshi

p between palliative care and antican-
cer care is im

portant to negotiating transitions in care. For most patients
with cancer, transitions can be predicted at four times: (1) diagnosis of
cancer, (2) recurrence of cancer, (3) worsening cancer despite therapy,
and (4) lack of efficacy of cancer treatment. A model of integrated anti-
cancer and palliative care can help smooth these transitions. Preparing
for and addressing goals of care periodically over the course of a patients
illness is an important part of patient-centered care and has been shown
to increase patient satisfaction and decrease patient stress and anx-
ety. Simple steps can be taken to ensure good goals of care discussions.
Psycho-oncologists are well poised to assist oncologists with these discus-
sions and educate Physicians about improving such interactions. Goal
oriented care sustains hopefulness fo both patient and clinician.
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