Whose ain Matters: A Look
through the Kalei&oscol:)e

TERRY ALTILIO, LCSW, AFHSW-C




Objectives

» Advocate a multidimensional lens that frames an ethical & clinical
response to Pain & maximizes sa{zetg of Patients, Familg, medical
Prac’citioners & the Pub]ic.

> ]dentifjg the ethical Princip]cs & the history & scope of inequities that
inform the sociaU’ustice mandate to reduce sugcring & both assess &
manage Pain related to cancer & its treatment.

> Cha”enge the ethical solution to the “oPioid crises” which risks the
unintended consequence of either the abandoning of Patients or an entire
class of medications.




A}Crican American singlc Momof io year old
son; Pain from metastatic cancer manageci at

home with Patient (_ontrolled Analgesia, comes
to outpatient visit with home health aide; talking

with 3 White clinicians - T_:scalating Pain; does
not want to increase her medication ... “Mg friend
works in a hosPital & she says this is the medicine
the doctors are using to kill the Paticnts.”



Revealing Disparities: Health (_are

Workers’ (Observations of

Discrimination

5urveged workers, across all races, ethnicities, ages, genders, & care settings,
ersona”9 witnessed discrimination considering it to be a serious Problem.

GOunger & health care workers of color more likely than their older or white

counterparts to acknowledge witnessing this discrimination; under half of all

workers indicated the discrimination causes them stress.”
~ Fcrnanc]cz et al ,2024



Recl Thrcacﬂ as
Metaphor

T he ancient (_hinese

Proverb about a silken

red thread signhcics
ongoing connections that
are interwoven through
our lived experiences &...
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Silcncc ]s Not an Option

(_are of Patients who suffer, whether with
or without Pain IS a
Shared Res onsibility
& yet the risk for cacEPrOFession Is not

cqual



CONVERGINGCONTEXTS

]ndustry ]nsurcrs Legislators

D ——

Ft/]:ami]y Clinicians

Advocatcs Kegu]ators

| iti gators e Media




( Inintended Consc—:quences

ltis clearthatthe CDC gui&eline has harmed many Patients.”

~ |ssued 2016; revised 2022

(_oncerns about Possib]e lega] or Prcncessionaljeopardg have been
a signhcicant factorin drasticall9 recﬂucing oPioid Prescribing !:)9
Phgsicians. Liabi]itg Fomcailing to Prescribc oPioids when medica”g
indicated, es]:)eciaug if it results in a Patient’s suicide, may now be
emerging as a counter\/ailing force against the heedless taPering of

Patients with chronic Pain.

~ American Medical A\ssociation, 2020



( Inintended Consequences

OPioid use among Patients dging of cancerhas
declined substantia”g from 2007 to 201 7. Rising

Pai n-re

cancer

ated ]

iD visits suggests that end —~of-life

bain management may be worsening.

~ Enzingcr etal. 2021



FPain Definition 2020

“An umpleasant sensory & emotional experience
associated with, or resemb]ing that associated
with, actual or potential tissue damage,”

& 15 expanc!ec upon bg the addition of six keg
notes & the etymologg of the word Pain forfurther

valuable context:
~1ASF, 1979; revised 2020



]ASF Revised Keg Notes

» [ainis a/waﬂs a /ocrsona/ cxpcn’cncc influenced to varying a’cgrecs Eﬂ bio/o‘g/’cal
Psﬂcﬁo/og/bal & social factors

» [ainé& nociception (sensorg nerve ce”s) are different Phenomena. Fain cannot be
inferred solclg from activity in sensory neurons.

> Through their life cxPeriences, individuals learn the concept of Pain.
» A /ocrson’s report of an cx/ocriéncc as /Dain should be rcspcctca/.

> Al‘chough Pain usua”g serves an adaptive role, it may have adverse effects on
function & social & Psgchological we HJeing.

» \erbal dcscription IS onlg one of several behaviors to express Pain; inabilitg to
communicate does not negate the Possibility that a human or a nonhuman animal
expericnces Pain. *



» [ain occurs in 20% to 50% of Paticnts with cancer; roughlg 80% with aclvancchstage
cancer having moderate to severe Pain.

> A meta—-analgsis looking at Poo]ed data from 52 studies found that more than half of
Patien’cs had Pain. With younger Patients are more ]ikelg to exPerience cancer Pain &
Pain flares than are older Patients.

> A systematic review of the literature identified reports of Pain occurringin 59% of
Paticnts recciving anticancertreatment & in 33% of Patients after curative treatments.

» | his data excludes Pain from other conditions.

~ National (Cancer |nstitute, 2024



FPainin T nd of | ife across Diagnosis

& He&man et al., 2024

> The SWCCIish Kegistcr of Palliative (_are was used to retrieve data on 3 15,000 pts from
2011 to 2022 about Eain uring the last week of life to examine if Pain differed between
Paticnts with cancer, eart{:ailurc, COFD & dementia.

» [ain during the last week of life more commonlg seenin cancer (81%) than in dementia (69%),

heart failure (68%) or COFD (57%).

> 5cvere forms of Pain were registerccl In35%in Pa’cients with cancer & in | 7—21% in non-
cancer Paticnts.

» At time of clcath,gj% of canccr}Patients 90% of heart failure Patients, 84% of COFD

Paticlcngs & 94% or dementia patients hacfan injcctablc oPioid Prescribecl against Pain as
neede

> Complctc Pain relief was obtained in 86.8% of patients with dementia, followed bg 77.6%in
heartfailure, 76.1% in cancer & 7%.2% in COF%



Racial & [ thnic Disparities: Opioid Access &

(rine Drug Screening

~Enzinger etal, 2023

> Furpose: T o characterize racial & ethnic clisparitics & trends in oPioid access & urine drug
screening (UDS} among, Paticnts &ging of cancer, & to exPlore Poter\tial mechanisms.

> Among 518,549 non~HisPanic White (\White), Black, & Hispanic Medicare decedents
olderthan 65 years with Poor~Prognosis cancers, we examined 2007-2019 trends in opioid

Prescription fills & potency per clag near the end of life TFOD e clisparitics in((JDS5.

> Estimating the effects of race & et}micitg on opioid access, contro”ing for dcmographic &
clinical factors, acﬁusting models for socioeconomic factors inclucling cluaLcligibility status,
communithevel deprivation, & ruralitg.

» Petween 2007 & 2019, White, Black, & Hispanic decedents cxPerienced stcaclg declines
n Ol oPioicl access & raPid exPansion of UD5



Racial & [ thnic Disparities: Opioid Access

& (rine Drug Screening

~Enzinger etal, 2023

> Comparecl with White Paticnts, B]ack & Hispanic Patients were less likcly to receive
any oPioid; long~ac’cing oPioicls; received lower c]ailg doses & lower total doses

» Black patients were more likelg to undcrgo UDS

> DisParities in Ol oPioid access & (DS disProPortionatelg affected Plack men.
Acljustment for socioeconomic factors did not attenuate the EOL oPioic} access

clisParities.
> Conclusion; T here are substantial & Pcrsistcnt racial & ethnic inccluitics in oPioicl

access among older Patients clging of cancer, which are not mediated bg socioeconomic
variables.



Persons with Pain are | reated

within Converging (_ontexts

\Within relationships & in environments which are

impacted !:)9 Tale

ividual, team, institutional &

societal values,

nistory, beliefs & influences

which invite, at the very Icast, inquiry, curiosity,

attention & action -



Whg IS Fain Urwique & Why Does it

Lead to Under~treatment

( Iniversal,

Cu]turallg, Spirituallg, Emotionang & 50cia”9 Infused -
A 5ué’cctfvc Expcrfcncc in settings that Privilege

objcctive knowleclge & value data



Multidimcnsional ]:_xl:)loration of Fain

Multidimensional exl:)loration of Pain is not a denial
of Phgsica] Pain ~ratheritis expression of interest,
caring & concern for the total person. Medical
management needs to accompany efforts to
understand bclimcs, thoughts, behaviors & feelings &
the environmental context of their lives that may

contribute to Pain, sugering & distress



[Pain as a Multidimensional Experience

> ]ntcgrates
> Knowledge of symptoms & treatments
» |ndividualized illness exPcrience ~ mediated 139 Patient, Familg, & HCF
intchretation
> ]mpacts
» Mood
» [Tunction
> Qualitg of life
» (qrief & bereavement & more



FPersons at Specia] Risk for

Urwder:rreatment

Those who are

Older; Cognitivc impairment Increases vulnerabilitg

Younger
chalc

English as a second language
| ow litcracg, Innumeracy

FCFSOHS OF CO]OF

( Inintended consequence- initia”y a lower % increase in deaths



Ethical Mandate: “[ Do No Harm”

“Harm occurs when the amount of hurt or suﬁ:cring IS
reater than necessary to achieve the intended benefit.
Here lies the basic ethical chaucnge to caregivers; since
Pain seems harmful to Patients & caregivers are
categorica”g committed to Prcventing harm...not using all
the available means of relieving Pain must bejusti{:ie&.”

~ Walco, Cassitg, Schechter, 1994



E_ti'nicai Principics
Justicc, beneficence, non-maleficence
Do these Principies cthicaug both Permit & require care?
Fidclitg, competence, non-abandonment
Standards &guicieiines; science & reguiation

(Jsual & customary yet aPPiieci to unique circumstances

Ficiuciar9 moral rcsPonsiiDilitg for technical competence - [ rust we are

cioing our best & kecping pace with science

Litigation & emphasis on end-of-life care



Respect for Fersons

“Human digm’tg requires & demands that unnecessary,
treatable Pain be relieved. Severe or chronic Pain
blocks or serious! impe&es the realization of almost
all other human va?ues. Relief of unrelcnting Pain IS
required to allow the human being to reflect, enjog

human rclationships & even to think & functionon a
most basic level.”

~Johnson, JLME 2001



- [Tairness in access to care; persons will receive care equa] to
others

. Justice is violated when subgroups of Patients receive less
adequatc Pain management & as racial, socioeconomic & ethnic
disparities continue

- Do we have an ethical dutg to cha”enge conditions that create
hostile environments inclucling interventions suggestive of law
enforcement or risk aversion rather than Paticnt care ?

~ Rich, 2000




Frinciplc of Balancc

> Opioicls may be inclispcnsible to managing Pain & may also be abused
4 Happenings in the world do not obviate ethical clutg to Paticnt

» (_ontinued sugering must be result of inherent limits of science rather than lack of exPertise

» [~ fHforts to address abuse as a Public health concerns should not interfere with
legitimatc medical Practice

» [ainé& symptom control ethica“g defensible in end of life even if treatment may
imPact life expectancy

» (Jse of Pa”iative sedation may be engagec] more often as a consequence of lack
of cxper’cise



Data 2019:2022

- 2019-]n US, 70, 630 &rug overdose deaths; Opioid deaths 49,860
+ White non-lispanic - 35,997; Black non-[Hispanic ~ 7,464; [fispanic ~ 5,264
- Male -~ 34.,635; female-15,225

e 2022 ~ ]n US, 107,699 drug overdose deaths; Opioid deaths 81,051

- White -5%,022; Black~14,5§7; Hispanic ~-9.921; Asian-5%%; American
Indian or Alaskar\ Native - 932

- Male-56,757,emale -2%,654
~ www.kg.org/statc:{atcgorg/health~status/opioi&s



As deaths increased in White communities

> Im!:)act on stigma; obituaries

> “Pub]ic health crises” rather than “criminal response”

> Frecipitous de»-]:)rescribing; litigation

> Emp!ﬁasis on treatment resources & education of Pro{:essionals

> Organizations have disappeared &,/ or revised advocacy
> Joint Commission, WHO, American Fain Societg i Academg of

lntegrative Fain Managcment...




Deprescribing Amongst a

\eterans Fo ulation
P

. Among Patients testing Positive forillicit Arug use
while receiving L TOT (Iong term oPioici

thcrapg}, clinicians are substantia”g more m«:ly to
discontinue oPioi&s when the Patient is Plack

~ (Faitheretal., 2018



Tl"lé Answer Docs not Res’c
In Abandoning the (Ise of a

( lass of Medications




Nor | Does ]t Kestin Trcating
T hose Alrcad at Risk of

Urxdcrtreatment through the Lens
of Wh:te Distress - | airness.

~ WAILOO 2020




Put Rather Learning How

to Assess & | reat &
Advocate & PBuild




» (_onsiderthe historg ofgour institution & Practice

~ Ca”a}‘lan 2021

> ]maginc what needs to haPPen to become trustworthg; reframe mistrust &
what might be seen as “barriers” as situational & Protcctivc

~ Laws, 2020

» | ransition from Pain management }39 “substitutcdjudgment” of clinicians
to “intersubjcctive undcrs’canding” & respect for “situatedness” of

PC Frsons.
~ Wailoo, 2020




Delegitimization

... the withdrawal of legitimac , usua”g from some
institution such as a state, cultural Practice, etc. which

may have acquirc—:& it cxplicitlg or implicitlg, }39 statute or
accepteé Practice.

..to diminish or clestroy the lcgitimacg, Prestige or
authoritg of



Delegitimization

A Narrative Keview of the ]mpact of Disbelief in

Chronic Fain ~ Newtonctal, 2013

> E_xp]ore the social context in which individuals exPerience

disbelief or feel discredited

> K69 results integrate to form three main themes



> 5tgma — through actual or Perceiveci encounters

> Fsgchological explanation of Pain
> Ferceived cha”enge to intcgritg & ’chcrebg affect ic}cntitg
> Mag be influenced bg negative stereotypes of women

> The exPerience of isolation consequent to loss of
relationships & being disbelieved —~ may be self initiated

» Disbelief canlead to emotional distress — guilt,
Aeprcssion, anger



Dc]egitimization & Language

What accusations,
discrediting, innuendo &

misinformation may sound &

read like



| isten & Read -~ Data

» | ikes the Percocet > Dgsfunctional
» (_laims to be in Pain > Drug seeking
» Doesntlook like theg’re in Pain > Cloc‘( watcher
> heg’re asi(lng for °*Y > Acidict,junkie, clean, dirtg
> heg’re d Ing anyway, who cares if N t'
they are a dic’cedﬂ arcotics
» Non com!:)liant/ non adherent > Dlvertmg



& When ]t ]s Written

» | estimonial lnjustice
~PBeachetal 2021

“that which occurs when a scfcakcr receives

unfair deficit of Crca//}éf/f@ ue to Prej udice on
the Part of the hearer”’

~ Frickcr 2009



Consequentia] [Harms

» Acted outinlaw enforcement’s response in Black communities

» |n healthcare

> Delagcd cliagnosis, inappropriate treatment, unnecessary pain & sugcring
& possible death

» | inks to substantive harms similar to harms of micro-aggressions &
cxperience of being disbelieved

» \When discredited we are dishonored as human- a sgmbolic,
conscqucntial & “core cpistemic insult.”

~ Fricker, 2009; Bcach etal 2021



]nter\/cntions

» Datato be explorec! & understood; joining

» Redefine, reinforce & reframe

> RePeat using Prmcerrecl Phrases or words

> Ask c]uestions — eschew assumPtions

> Explorc issues of trust

> “Columbo” aPProach; ] am confused

» “| need 9ourhclp”

4 Aﬁcirm shared mandate to assess & Provicle best care



A Sampling of Research Related

to ]nequities

An I ssential [lace that Captures the
]mpact of Bias & the Kelevance of

Language & \Word (Choice



Racial Pias (srounded in False

B c l iC{:S e 2016

Black Americans are sgstematicaug undertreated for Pain
relative to White Americans

|s this racial bias related to false beliefs about biological
differences between Blac‘(s & Whites such as

“Black People’s skin is thicker than White People’s skin?”

“Blacks’ nerve cnéings are less sensitive than \Whites?”



Tlﬂé ]mpact of l:a]se Belimcs Within

Medical Training

Findings suggest that individuals with at least some medical
training hold & may use false beliefs about biological
differences between Blacks & Whites to inform medical
ju&gments, which may contribute to racial disparities In Pain

assessment & treatment.”
~Hoffmanetal, 2016



to be (Inderstood &/ or Overcome 7

|nvitations -




Parriers ~ Patient & Familg

. Emotional Factors-~ a samPling
« Distress, denial &/or depression imPact
. Abilitg to assess & report Pain
. Wi”ingness to acknow]edge Pain

. Acceptance of need for treatment



Parriers - Patient & Familg

. bclicgs&\/alucs e [Tears

e Pain/ swq:ering inevitable, . Bothcring/ clistracting clinician from “cure”
necessary . Side effects, hanc”ing meds, hastening
. Requires stoic response death

Addiction / tolerance
Symbolic signhcicance

uPsetting Familg

Reprcscnts sacrifice, rcclemption

[ntent of clinicians & medical
system is suspect

Situational mistrust



AsPects of Patient Experience

. Signa]s status of disease, life ~ “Pain better”
. Fami]y, work & financial pressures

. Literacg, irmumeracg, language difference

. Stigma attached to oPioids & Pain

. Compensation claims, ]itigation



Structure & Stcwarcjship

. Professional & ethical mandates lead to Practiccs that
structure & build sa{:ctg

. Policies - send message to all Pa’cients & statt

. Assessment — extension of goo& medical Practice; Pain, drug & trauma hx,
directed Phgsica] exam, review of Prior interventions, co-existing diseases or
conditions, rx oPtions, integrative, Pharmaco]ogic, needed consultations.

- CAGLE _Qut down, Annoged, Qui't, E_ge opener; ORT Opioic} Risk T ool
- SOAFF-R - Screener & Opioid Assessment for Persons in [ain ~Kevised



Structure & StewarAshiP

. | rial of oPioi&s -

o [nformed consent agreement, as we do with other medications
as all seem to have risk

Shared review of outcomes - function, Pain relief, side
eHfects informs continued Planning

Ongoing evidence-based risk assessment

Continuing therapy relates to benefit
I" ducation re: withdrawal



]nter\/cntions - some evidence
based, intended to support
aPPrOPriate use; for many im ]9
mistrust & threaten confidentia ity;

an example of balancing rights of the

™) /™ W= W — Walk A - W = N

™ . -
\ 1 VIUIUIC @ \_J \_/ PR




Structu re for Sagetg

Team aPProach . Agreements, contracts,

Familg involvement Fatient Provider Agrccmcnts
(FFAS) , ln{:orme& consent etc

. Frequent visits
. Urine toxicologg - expert
. Honest,opcn ,
communication ’ F'” counts, FMFrograms
. Diaries éjoumals . Appropriate referrals

- Mediate access barriers



& What of Those W!"IO Fear our

|ntentions & Medications

Fsgcho education
I in recovery, integrate sponsors, counselors
Anticipatorg guidance

Re{:ramm% addiction harms aPProPriate medication
improves life

Structure for sagetg
Negotiate & trial ....



An |nvitation... & the | nd of
Rubg’s Narrative ...
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