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All human beings
are born free and equal
in dignity and rights.

‘Tous les étres humains
naissent libres et égaux

en ¢ i eten droits



I PERSPECTIVES ON CARE
ATTHE CLOSE OF LIFE

Dignity-Conserving Care—

A New Model for Palliative Care
Helping the Patient Feel Valued

Harvey Max Chachinar, W, PRI, FRCT'C
THE PATIENT'S STORY

Me S s a 62-psar-old man with primary fang cancer disg-
nosed 18 manths sge, with melastases 1o the liver, brain, and
adrenal glands. He luas recenty develuped severe weskness
of the Zetl upper and lower exteemities with an i'v.-.hilir"
mt, lkely relazed to his bram mewst
seontinied steroids becavse of uoplessaa l.n.l\ erse
#fMevtsand complsted a 2-week course of antblotics for pueu-
oicetiv, H tams—sehich include shortness of breath,
sizUres, o palion, and sasional nglmnou—alc oo
tolled with ipeatiopivem, phenyloin, senrg, halageridol, snd
clonazepan, respretively. He now receives comfont care only,
v S5 a thoughuful and srticulate man, He: ud zn anhappy
chilihood and was later trouled e alcohol abuse assaciated
vith extensive difflcules susiatnlng meaningful, Esting relz.
tonshizs orvocsbonsl commitments. He states his life “rumed
eround" 30 vears ago, aiter meeting hiz wite and jolning Alee-
nedies Annnymaus; by has been sober ever sinoe. He and his
wile describe 3 close, trusting relationship, They do not have
children, While e had a variety of 3055 aver the years, “none
of which | lilked.” ke worked mos razently as 2 trucx driver
)-L Hnanos are “dillicull” but he i s that e and his
ricipalinginusdy
T "4 new intervention rxr-qgnrd to
preserve -:Lg'l(" atthe e lﬂ of Lfe Ke. his wife, and his phy
sician. O Fowere interiewed for thls artice by the suthor.

PERSPECTIVES

MR E: Digmiry is @ state of the soul. Dignity 1s the sense of peace
thar passes all understanaing, I am sure that there is something
this liletme. As a marter of facr, § delleve the consclous-
13755 EOVE ) from heve, Now what the big plan &, neledy has
peer yt bk L on chat, bur Tam sive it fs waonderfal .. . be-
ime, [ hawe been graping avound in the dark and

rrakiny ¢ haices soony of thew goad and samie ned sa good.
MRS 5L Our digricy has brer maintamed becawse of the crre
we e beer: receiving inthe hospiial. The sraffhes eer mar-
fuave been helping us as maci as thry can, Think
part ol digrily is trying (o make him feel that e is still of valuc
Du bt think c individualice and dignity may ke the same
thitig in the end. Ir ends up being what vou see as dignicy for

an Madical Ax attcn. ALl fghes recorved

Porwnbensial frox

The basic tenets of palliative care may be summarized
as the goal of helping patients to die with dignity. The
term “dignity” provides an overarching framework that
may guide tho physician, patient, and famlly In deﬁnlng
the objectives and therapeutlcc 15 fi

talto end-of-life care, Dignity-conserving care is care that
may conserve or bolster the dignity of dying patients. Us-
ing segments of interviews with a patlent with ad-
vanced lung cancer, his wife, and his palliative care phy-
slcian, this article illustrates and expl various asp

of dignity-conserving care and the model on which It is
based. Dignlty-conserving care offers an approach that
clinicians can use to explicitly target the maintenance of
dignity as a therapeutic objective and es a principle of
bedside care for patients nearing death.

. 2002,287:2255-2263
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Juwrself, deesn't 37 1t is trying to preserve the persan as they
wr Ko, chie sensibic things like kecping them clean, kozp-
: rlabiy. but alse enabiing their vy of b g, wivar
made thar perscn that person

Why Is the Notion of Dignity Important?

The basic tenets of pelliative care, induding symploemn cun-
ol psychelogizal and sotrioval well-leing, wnd care of the fue
iy, may all be surmmarized under e gosl of helpic

to die with dignty '* Constderations of digulty

ql ntlvinvokad as the ultimate justitica: Torvirious. even
dirx l'll‘lrl(ﬂ"\’ opposite, approaches to the care of dying pa-
lienls, vaether in referenee to cuthanasia and

cide, hydm:ion ard nuriton, weeminal sadation. or basic saup-
Lo crsnagerien] 2 In many cirvles, the <eem “death with

Authee ATl _u;u hinanl cf Mychialey. Lebrndly o 025 =lIntw, ard Cane
Apudlu Au»uu and Repnnly: Darvey Max Croochrew, W0, FhD FR-
46, 731 Bannaby e Neg, Yrinizes Manicbe R3E 3N Canadda fenmis

WO, tZichact W, Rasow,
. A1, s rarapng adttor
hse of L% S.cllm Editer: Mg o Vick

Ferspecth Care
MD. Deguty Collor, JAMA,

(Repenizc: MAPAS Moy |, 2002 Yo, 237, No. 17 2253
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Dignity and the essence of medicine: the A, B, C,
and D of dignity conserving care

Kindness, humanity, and re —t} =values of medical p sionalism—are too ofte
f s Harvey Chochinov, :

typi
ddent
fe by conserving care
ned in terms of lac

are is being
longer the
despair affe

PLAHPETURECPIT




Is It Normal for Terminally Il Patients to Desire Death?

James Henderson Brown, M.B., F.R.C.P.E., F.R.C.P.(C), Paul Henteleff, M.D.,
Samia Barakat, M.D., F.R.C.P.(C), and Cheryl June Rowe, M.D., F.R.C.P.(C)

Among 44 terminally ill patients, the majority
(N=234) had never wished death to come early. Of
the remainder, three were or had been suicidal and
seven more had desired early death. All 10 patients
who had desired death were found to be suffering
from clinical depressive illness. The methodologic
difficulties encountered by the authors were the lack
of 1) a brief, efficient interview schedule suitable for
debilitated patients and 2) criteria for depressive
disorder that do not depend on suicidal thoughts or
on symptoms that can also be caused by physical
disease.

(Am ] Psychiatry 143:208-211, 1986)

he prevalence of depression and suicidal thinking

among terminally ill people has become an impor-
tant topic because of the growth in recent years of a
voluntary euthanasia movement, represented by orga-
nizations such as the Voluntary Euthanasia Society in
the United Kingdom and the Hemlock Society in
California. The basic assumption of this movement is
that people facing serious life problems, especially
people with painful, disfiguring, or disabling terminal
illness, should be given encouragement and assistance
in thinking of suicide as a rational solution. There is,
however, a lack of data on whether people in such
situations, in the absence of mental disorder, seriously
consider suicide or otherwise wish to die.

Because the number of suicides increases as a result of
publicity and imitative behavior (1-3), the publicity cur-
rently attracted by voluntary euthanasia may add to the
number of suicides, but it is not clear whether any of the
additional suicides will be rational. Some studies (4-7) have
provided indirect evidence that suicide is highly dependent
on mental disorder, and four retrospective studies (8—11)
have provided direct evidence that almost all people who
complete suicide have a mental disorder at the time; a
prospective study (12) has suggested that few individuals

Received Jan. 25, 1985; revised June 27, 1985; accepted Oct. 1,
1985. From the Departments of Psychiatry and Social and Preven-
tative Medicine, Faculty of Medicine, University of Manitoba.
Address reprint requests to Dr. Brown, Department of Psychiatry,
770 Bannatyne Ave., Winnipeg, Man. R3E 0W3, Canada.

The authors thank Dr. J. Varsamis, who had previously devised
the checklist for DSM-III depression for use by psychiatric nurses.

Copyright © 1986 American Psychiatric Association.
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with no identifiable mental illness commit suicide. Depres
sion, however, is underdiagnosed and often inadequatel
treated (13), and although most individuals who completd
suicide are under medical care at the time of death, thg
doctors of many have failed to recognize the symptoms of
depressive illness or have given inadequate treatment (11
14).

In Finland, Achte and Vauhkonen (15) studied 100
persons affected by cancer and found none who ex-|
pressed suicidal thoughts, although one man late
committed suicide. On the other hand, using the|
Finnish cancer registry, Luohivuori and Hakama (16)
found that the suicide rate was 1.3 times higher among
male cancer patients and 1.9 times higher among
female cancer patients than the rate in the general
population. Farberow et al. (17), in an 8-year study o
all suicides among patients in VA hospitals, found that
23% of 171 persons who had committed suicide had
neoplastic disease. In another retrospective study,
Farberow et al. (18) found that a group of cancer|
patients who had committed suicide had fewer psycho-
social resources and showed a poorer adjustment to
their illness than a control group of cancer patients
who did not commit suicide. Silberfarb et al. (19)
found that three of 146 breast cancer patients had
suicidal thoughts, but all three were in the subgroup of]
patients with recurrent illness. In none of these studies
was the relationship of suicide to major depression or
other diagnosable mental disorder investigated.

Robins et al. (9, 20), in a retrospective study of 134
persons who had completed suicide, identified only five
subjects with terminal medical illness and no accom-
panying psychiatric illness. In two of the five cases the
relatives refused to give information about the subject
and in a third the patient’s wife was unable, or
unwilling, to distinguish between her husband’s med-
ical and possible depressive symptoms.

METHODOLOGIC PROBLEMS

Suicidal thinking by itself does not jusify a diagnosis
of depression, but it is one of the criteria for depression
in the major current research and statistical diagnostic
schemes. For studies in which the relationship ©
suicide to depression is the focus, it would be desirable
to have a set of criteria for depression that does not
include suicide. Other criteria for depression also give

Am ] Psychiatry 143:2, February 1986
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Desire for Death in the Terminally 11l

Harvey Max Chochinov, M.D., Keith G. Wilson, Ph.D., Murray Enns, M.D.,
Neil Mowchun, M.D., Sheila Lander, R.N., Martin Levitt, M.D., and Jennifer ]. Clinch, M.A.

ctive: Euthanasia and physician-assisted suicide have become prominent medical and
social issues. This study investigated the prevalence of the desire for death in terminally ill
patients, the stability of this desire over time, and its association with psychiatric disorders.
Method: Two hundred terminally ill inpatients were given semistructured interviews that as-
sessed their desire for death and evaluated them for major and minor depressive episodes
according to the Research Diagnostic Criteria. Each patient also completed a short form of
the Beck Depression Inventory and provided ratings of pain and social support. When possible,
patients who expressed a desire for death received a follow-up interview after a 2-week interval.
Results: Although occasional wishes that death would come soon were common (reported by
44.5% of the patients), only 17 (8.5%) of these individuals acknowledged a serious and per-
vasive desire to die. The desire for death was correlated with ratings of pain and low family
support but most significantly with measures of depression. The prevalence of diagnosed de-
pressive syndromes was 58.8% among patients with a desire to die and 7.7% among patients
without such a desire. Follow-up interviews were conducted with six patients; in four cases,
the desire to die had decreased during the 2-week interval. Conclusions: The desire for death
in terminally ill patients is closely associated with clinical depression—a potentially treatable
condition—and can also decrease over time. Informed debate about euthanasia should recog-
nize the importance of psychiatric considerations, as well as the inherent transience of many
patients’ expressed desire to die.

(Am ] Psychiatry 1995; 152:1185-1191)

F ew problems in contemporary nfedicine have gen-
erated as much controversy as the issues of eutha-
nasia and physician-assisted suicide. Among the general
public, support for the “right to die” has grown steadily
since the 1950s, with over 60% of the population now
favoring the legalization of voluntary euthanasia for
patients with terminal illness (1, 2). Within the medical
community, concern has been raised in response to sev-
eral highly publicized case reports in which physicians
have complied with patients’ requests for assisted death
(3, 4). These cases have promoted a spirited debate (5-
11), including the publication of proposed clinical cri-

Received Nov. 2, 1994; revisions received Feb. 14 and March 21,
1995; accepted April 6, 1995. From the Departments of Psychiatry
and Medicine, University of Manitoba; the Manitoba Cancer Treat-
ment and Rescarch Foundation, Winnipeg; the Department of
Medicine and School of Psychology, University of Ottawa; the Reha-
bilitation Centre, Ottawa; and the World Health Organization Col-
laborating Centre for Quality of Life in Cancer Care, Winnipeg. Ad-
dress reprint requests to Dr. Chochinov, Department of Psychiatry,
University of Manitoba, 771 Bannatyne Ave., Winnipeg, Man. R3E
3N4, Canada.

Supported by grants from the Manitoba Cancer Treatment and Re-
search Foundation and the Manitoba Mental Health Research Foun-
dation

The authors thank Mr. Kuldip Maini for statistical assistance.

Am | Psychiatry 152:8, August 1995

teria and procedural safeguards for euthanasia and
physician-assisted suicide (12, 13). Recent surveys sug-
gest that 35%-60% of responding physicians believe
that laws prohibiting these practices should be changed
(14-16); 28%-40% of physicians have reported that if
cuthanasia were legally condoned, they would be will-
ing to pcrform it in some circumstances (14-17). In the
Netherlands, where euthanasia has been decriminal-
ized, 54% of physicians have acknowledged assisting in
at least one death at the patient’s request (18).
Although it is clear that euthanasia has a strong base
of support, there remain a number of central issues that
are still poorly understood. First, little is known about
how common it is for terminally ill patients to desire
death in order to relieve their suffering. In North Amer-
ica, overt requests for assisted death are apparently rare
(15-17), but they might become more frequent with
changes in social, medical, and legal pol In the
Netherlands, voluntary euthanasia and assisted suicide
account for an estimated 2.1% of all deaths (18). Pa-
tients with advanced cancer constitute the majority of
these cases; in this population, 6%-7% of patients
eventually choose to die with physician assistance (18).
A second issue that requires clarification is the stabil-
ity over time of the desire for death in patients who are

1185




Stability of Will to Live with Pain in an 80 Year-old
Patient with Colorectal Cancer
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Reasons - According to Physicians -
Patients Requested Euthanasia/PAS

Loss of Dignity -57%
Pain - 49%
Unworthy Dying - 49%
Being Dependent - 33%
Tiredness of Life - 23%

Pain Alone - 5%

Van der Maas Lancet 1991



Distribution of Sense of Dignity Responses

Responses Prevalence

0 No sense of lost dignity 114 (53%)

1 Minimal sense of lost dignity 64 (30%)

2 Mild; sense of lost dignity occasionally; 19 (9%)
regarded as minor problem

3 Moderate sense of lost dignity; regards 11 (5%)
as significant problem

4 Strong; feels clear sense of lost dignity 5 (2%)
most of time

5 Severe; clear sense of lost dignity almost 0 (0%)
always present

6 Extreme; sense of lost dignity virtually 0 (0%)
constant

Chochinov et al. Lancet. 1999:354:816-9



Desire for death (p <0.0014)
Loss of will to live (p<0.013)
Depression (p < 0.0084)
Hopelessness (p < 0.020)
Anxiety (p <0.003)

Chochinov et al. Lancet. 1999:354:816-9



e Pain (p<0.048)
 Difficulty with

bowel functioning (p
< 0.026)

« Physical appearance
(p < 0.002)

\ Chochinov et al. Lancet. 1999:354:816-9



» Bathing (or=8.45[150t0
47.70]; p < 0.016)

* Dressing (or=2.7910.95-
8.15]: p < 0.061)

e |Incontinence (or =347
[1.27 - 9.51]; p < 0.016)

Chochinov et al. Lancet. 1999:354:816-9






MAJOR DIGNITY CATEGORIES, THEMES AND SUB-THEMES

lliness Related Concerns

Dignity Conserving Repertoire

Social Dignity Inventory

Level of Independence

Cognitive Acuity )

Functional Capacity )

Symptom Distress

Physical Distress )

Psychological Distress)

e medical uncertainty
e death anxiety

Dignity Conserving
[ Perspectives J
continuity of self
role preservation
generativity/legacy
maintenance of pride

hopefulness

autonomy / control
acceptance

resilience / fighting spirit

Dignity Conserving
Practices
e living "in the moment”

e maintaining normalcy
e seeking spiritual comfort

(Privacy Boundaries ]

( Social Support )

( Care Tenor J

( Burden to Others J

(Aftermath Concerns)

Chochinov et al. Social Science and Medicine 2002




Dignity IN cA

g

Manitoba Palliative Care Research Unit

mpcru@cancercare.mb.ca

Patient Dignity Inventory

Chochinov et al JPSM 2008

For each item, please indicate how much of a problem or concern these
have been for you within the last few days.

8

9

1=NOTA PROBLEM

3 = A PROBLEM

5 = AN OVERWHELMING PROBLEM

2 = A SLIGHT PROBLEM 4 = A MAJOR PROBLEM

Not being able to carry out tasks
associated with daily living

(e.g. washing myself, getting
dressed).

Not being able to attend to my
bodily functions independently
(e.g. needing assistance with
toileting-related activities).
Experiencing physically
distressing symptoms

(e.g. as pain, shortness of breath,
nausea).

Feeling that how | look to others
has changed significantly.

Feeling depressed.
Feeling anxious.

Feeling uncertain about iliness
and treatment.

Worrying about my future.
Not being able to think clearly.

Not being able to continue with
my usual routines.

Feeling like | am no longer
who | was.

Not feeling worthwhile
or valued.

Not being able to carry out
important roles (e.g. spouse,
parent).

14 Feeling that life no longer has
meaning or purpose.

Feeling that | am not making
a meaningful and / or lasting
contribution in my life.

Feeling that | have ‘unfinished
business’ (e.g. things that

| have yet to say or do, or that
feel incomplete).

17 Concern that my spiritual life is
not meaningful.

Feeling that | am a burden
to others.

Feeling that | don't have control
over my life.

Feeling that my illness and care
needs have reduced my privacy.

Not feeling supported by my

community of friends and family.

Not feeling supported by my
health care providers.

Feeling like | am no longer able

to mentally ‘fight'the challenges

of my illness.

Not being able to accept the
way things are.

Not being treated with respect
or understanding by others.
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The Landscape of Distress
in the Terminally Il

Harvey Max Chochinoy, MD, PhD, Thomas Hasard, PhD, Susan McQement, PhD,
Thomas Hack, PhD, Chych, Linda J. Krstjanson, PhD, Mike Harlos, MD,

Shane Sindair, BA, MDiv, PhD (C), and Alison Murray, MD, CCFP, MPH

M, b Poll Care R oh Unit (HM.C ), Communagy Hoallh Scionces

(H.MC, THas), and Faculty of Nursing (SM., T Hec. ), Untversity of Manitobs, Winn ey

M da F Care Ky Ungt (HM.C, SM ), and Patent and Famdy Support Sevwices
(H.M.C,, THac) ConcerCare M ba, Winnipag, M. da, Canads Wetern Australan Centre
for Cancer & Palliative Care (HM.C, LJK.), Curtin University of Tachnology, Perth, Australia;
St Boniface Geneval Hospital (MH. |, Winnipeg, Manitods Tom Boker Cancer Centre (5.5.),
Calgary; Department of Oncology (S.5. }, Faculty of Medicine, University of Calgary, Calgary; ond
Calgary Health Region (A.M. ), Calgary, Aberta, Canada

Abstract

Understanding the complexities of distress and knowing who is mest vulnerable is
Joundational to the provision of quakty, palliave mdoflife care. Although prior dudies
have ined the preval of sympiom distress among patins nearing death, these
studies have tended to largdy focus om physical and to & ksser exend, psychological
challenges. The aim of this study was to use the Patient Digvaty Inveniory (PDI), a novel
reliable, and vabdated measure of end-of Bfe disteess, ® describe a broad landscape of distress
in patients who ave erminally il The PDI, a 25-im sdfsepert, was adminidered to 253
patients recewing palliative cave. Each PN item is rated by patients to indicate the degree to
which they experience various kinds of end-of-Bfe duteess Pallative cave patients reported an
average of 5.74 problems (standard deviation, 5.49; range, 0~ 24), including physical,
pryxcholagical exutential, and spinitual challenges. Bang an inpatint, being educated, and
having a pariner were associated with certain kinds of md-of Bfe problans, particularly
exisiential distress. Spiritually, especially its exidential or “sevse of meaning and purpase’”
dimension was assocated with kess distress for brminally il patimss. A beller appreciaion
Jor the nature of distress is a arifical step wnward a fuller understanding of the challnges
Jacing the terminally ill A dear articulation of he landwape of dstvers, including insight
regarding those who ave mast af visk, should pase the woy toward more effective, dgnity-
conserving end-ofiffe care. | Pain Symptom Manage 200%.9:9-u. © 2009 US
Cancer Pain Rdief Commitiee. Published by Ekavier Inc. All vights veserved.
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The Patient Dignity Inventory:
Applications in the Oncology Setting

Harvey Max Chochinov, M.D., Ph.D.*>* Susan E. McClement, R.N., Ph.D. 22
Thomas F. Hack, Ph.D., Psych“ Nancy A. McKeen, R.N., Ph.D.!? Amanda M. Rach, B.A.2
Pierre Gagnon, M.D.° Shane Sinclair, B.A., MDiv, Ph.D. £ and Jill Taylor-Brown, M.S.W., R.S.W.*

Abstract

Background: The Patient Dignity Inventory (PDI) is a novel 25-item psychometric instrument, designed to
identify multiple sources of distress (physical, functional, psychosocial, existential, and spiritual) commonly seen
in patients who are terminally ill. It was also designed to help guide psychosocial clinicians in their work with
patients. While its validity and reliability have been studied within the context of palliative care, its utility in
clinical settings has not as yet been examined.

Purpose: The purpose of this study was to determine how psychosocial oncology professionals would use the
PDI with within their practice and what utility it might have across the broad spectrum of cancer.

Methods: Between October 2008 and January 2009, psychosocial oncology clinicians from across Canada were
invited to use the PDI to determine their impressions of this approach in identifying distress and informing their
practice.

Results: Ninety participants used the PDI and submitted a total of 429 feedback questionnaires detailing their
experience with individual patients. In 76% of instances, the PDI revealed one or more previously unreported
concerns; in 81% of instances, clinicians reported that the PDI facilitated their work. While it was used in a wide
range of circumstances, clinicians were more inclined to apply the PDI to patients engaged in active treatment or
palliation, rather than those in remission, having recently relapsed, or newly diagnosed. Besides its utility in
identifying distress, the PDI enabled clinicians to provide more targeted therapeutic responses to areas of patient
concern.

Conclusions: While this study suggests various clinical applications of the PDI, it also provides an ideal fore-
runner for research that will directly engage patients living with cancer.
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ORIGINAL REPORT

Dignity Therapy: A Novel Psychotherapeutic

Intervention for Patients Near the End of Life

Harvey Max Chochinoy, Thomas Hack, Thomas Hassard, Linda [ Erisgianzon, Susan MeClemont
and Mike Harlos

A B 8§ T R A C T

This study examined a novel intarwention, dignity therapy, designed to address psychoeocial
and existential distress among terminally il patients. Cignity therapy imvites patients to
discuss issues that matter most ar that they would most weant remembered. Sessions ars
transcribed and edited, with & returned final wersion that they can bequesth to a friend ar
family membear. The objective of this study was toesteblish the feasibility of dignity themapy
and determine its impact an verious meesures of psychosocial and existential distress.

Patients and Mathods

Terminally ill inpetients and those receiving home-based paliative care senvo

Canada, and Perth, Australis, wera as

sense of dignity, depressicn, suffering, end hopelessness; sense of pupees, sense of meaning,
desie for death, will to live, end suicidality; end a postimtervention ssfisfection sunvey.

Results

Mimety-one pencent of participents reported being satisfied with digrity therepy; TE% reported &
heightered =serse of dgnity, 88% reported en inoreesed sense of purposs; E7% reported
a heightered s=nss of meening; 47 % reported en increased wil to live; and 81% reported that
it had b=en or would bie of help to their famiy. Postintsrvention measures of suffering showed
sigrificant immprovernent (P = 0231 end reduced depre syrmptoms [P = &) Findng dignity
therepy helpful to their femily comelatad with life feeling more meeringful r = 0.480; £ = 0000
and hewing 3 serse of purpose (r = 0.682; P = .000), eccompanied by & lessened sense of
suffiering {r= 0327; F = .001] and increessd will to live [r = 0.387; F = 0000

Conclusion
Dignity therepy showes promise as a novel therapautic intervention for suffering and distress
at the end of life.

o Clin Oneol 23:6620-6625. & 2005 by Amenican Sooiety of Clinicsl Oncology

derstood; hence, although the pursuit of

! L] dignity frequently underlies various ap-

One of the most confounding challenges
faced by end-of-life care providers is helping
patients achieve or maintain a sense of dig-
mity. Our prior studies of dignity and end-
aof-life care have shown a strong association
bebween an undemmining of dignity and de-
pression, anxery, desire for death, hopelsss-
ness, feeling of being a burden on others,
and overall poorer quality of life.! ™ Yet, dy-
ing with digmity is usually only vaguely un-

Far
Amenizan Soclsty

proaches to end-of-life care, its therapeutic
implications are frequently uncertain.
Thereismounting evidence that suffer-
ing and distress are majorissues facing dying
patients. Some studies suggest that psycho-
social and exdstential issues may be of even
greater concemn to patients than pain and
physical symptoms®-” The Institute of Med-
icine has identified owerall quality of life
and achieving a sense of spiritual peace and
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Dignity Therapy: Step by Step

Identify eligible patient;

Provide full explanation of Dignity Therapy;

Share Dignity Therapy Question Framework;

Obtain ‘framing’ history for Dignity Therapy;

Arrange Dignity Therapy session;

Conduct Dignity Therapy session;

Follow editing protocol to create generativity document;

At follow-up session, read document to patient; address
any final editing issues;

Provide patient final generativity document.



Dignity Therapy Question Framework

“Tell me a little about your life history, particularly the parts that you either
remember most, or think are the most important. When did you feel most alive?”

“Are there specific things that you would want your family to know about you, and
are there particular things you would want them to remember?”

“What are the most important roles you have played in life (family roles, vocational
roles, community service roles, etc.)? Why were they so important to you, and what
do you think you accomplished in those roles?”

“What are your most important accomplishments, and what do you feel most proud
of?”

“Are there particular things that you feel still need to be said to your loved ones, or
things that you would want to take the time to say once again?”

“What are your hopes and dreams for your loved ones?”

“What have you learned about life that you would want to pass along to others? What
advice or words of guidance would you wish to pass along to your (son, daughter,
husband, wife, parents, others)?”

“Are there words or perhaps even instructions you would like to offer your family to
help prepare them for the future?”

“In creating this permanent record, are there other things that you would like
included?”






Dignity Therapy Study: Phase | Trial

(n=100)
Satisfied or highly satisfied 91%
Helpful or very helpful 86%
Increased Sense of Dignity 76%
Increased sense of purpose 68%
Heightened sense of meaning 67/%
Increased will to live 47%
Believed it had or would help their family |81%




Finding the Dignity Intervention
Helpful to ones Family

*Finding life more meaningful
(r =.489; p<.000)

*Having a heightened sense of
purpose (r =.562; p<.000)

*A lessened sense of suffering
(r =.327, p=.001)

*An increased will to live
(r =.389; p<.000)




Family Dignity Follow-up Data (=60

Question Percentage
Helped patient 95%
Gave patient heightened sense of purpose 71.7%
Heightened patient's sense of dignity 78.3%
Helped patient prepare for death 65%
Was as important as any other aspect of 64.6%
patient’s care

Reduced patient’s suffering 43.3%
Helped surviving family during time of grief 78%
Will continue to comfort family 76.7%
Recommend it to other patients and families 95%
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Effect of dignity therapy on distress and end-of-life experience
interminally ill patients: a randomised controlled trial

a unique, individualised, shortterm p Jlathnmpm that was developed for patien
gated whether dignity therapy could
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Dignity Therapy RCT
Patient Data

Post Study Survey Questions Standard Client Dignity Y2 p-
The study arm has... Care (SC) | Centered Therapy 2df | value
Care (DT)
(CCQ)
...been as helpful as any other aspect of my 3.27 3.12 3.63 6.386 | 0.041
health care
...given me a sense of looking after 2.86 2.93 3.35 6.874 | 0.032
unfinished business
...made me feel like I am still me 3.59 3.40 3.81 5.906 | 0.052
...made me feel that I am still able to carry 3.48 3.02 3.62 8.963 | 0.011
out important
tasks or fill an important role
...made me feel that life was more 3.19 3.31 3.55 6.731 | 0.035
meaningful
...given me a heightened sense of purpose 3.20 3.15 3.49 6.858 | 0.032
In general, | am satisfied with my 4,14 3.99 4.25 5.969 | 0.051

psychosocial care




Dignity Therapy RCT

Patient Data

Post Study Survey Questions Standard Client Dignity X p- Arms DT
Care (SC) | Centered | Therapy value | Significantl
The study arm has... Care (DT) y
(CCQC) Outperfor
med
...improved my spiritual well being 3.00 2.56 3.27 10.354 | 0.006 CCC
...lessened my sense of sadness and 2.57 2.65 3.11 9.379 | 0.009 SC
depression
...been satisfactory 3.80 4.17 4.26 29.583 | 0.000 SC
...been helpful to me 3.50 3.72 4.23 35.501 | 0.000 | CCC, SC
...improved my quality of life 2.96 2.84 3.54 14,520 | 0.001 | CCC, SC
...increased my sense of dignity 3.09 3.11 3.52 12.655 | 0.002 | CCC, SC
...or will be of help to my family 3.20 3.29 3.93 33.864 | 0.000 | CCC, SC
..or could change way my family sees 2.85 2.85 3.58 33.811 | 0.000 | CCC, SC

of appreciates me
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‘Dignity therapy', a promising intervention
in palliative care: A comprehensive
systematic literature review
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Care of the human spirit and the role of dignity
therapy: a systematic review of dignity
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Dignity Therapy Data Overview

Establish high satisfaction; high acceptability
Benefits for themselves and their families
Increased sense of meaning and purpose.

Studies with higher base rates of distress
Indicate lower depression, anxiety; and
Increased hopefulness

Multiple adaptations i.e. different populations
and settings
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