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Desire for Death in the Terminally Ill

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.

; Euthanasia and p icide bave 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 bundred 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 whoexpressed a desire for death recewed a follow-up mterview after a 2-week mterval,
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
withowut such a desire. Follow-up interviews were conducted with six patients; in four cases,
the desire to die bad 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 eurha-
nasia and physician-assisted suicide. Among the general
public, support for the “right to die™ has grown steadily

since the 1950s, with over % 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-
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and procedural safeguards for cuthanasia and
physician-assisted suicide (12, 13). Recent surveys sug-
gest that 35%-60% of responding physicians believe
that laws prohibiting these pr. es should be changed
(14-16); 28%—40% of physicians have reported that if
cuthanasia were legally condoned, they would be will-
ing to perform 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 ar the patient’s request (18).
Although it is clear that cuthanasia 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 policies. 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 thar requires clarificarion is the stabil
ity over time of the desire for death in patients who are
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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 J

Practices

e living "in the moment"
e maintaining normalcy
e seeking spiritual comfort

(Privacy Boundaries )

( Social Support )

C Care Tenor J

C Burden to Others )

(Aftermath Concerns)

Chochinov et al. Social Science and Medicine 2002




Therapeutic Pointers
About Dignity Therapy

*\Who is Dignity Therapy For?

*How to Introduce Dignity Therapy
to Patients?

*Dignity Therapy Protocol Questions

eTone

Placing the Dots

*Photo Album Analogy




Therapeutic Pointers
About Dignity Therapy

*Good, Sad and Ugly Stories

Clarity

*Not about promoting
psychological insight







Social Support Generativity Continuity of Self

|

Care Tenor ——

Maintenance
of Pride

Aftermath Concerns [ Maintaining Hope

Role Preservation

Chochinov HM. Dignity-conserving care-a new model for palliative care. JAMA.2002
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Dignity Therapy: A Novel Psychotherapeutic
Intervention for Patients Near the End of Life

Harvey Mux Chochinow, Thomas Hack, Thama Hassard, Linda | Kniyarson, Sasum MeClement
il Mk Harles
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This study examined a novel intarwentian, dignity therapy, designed o eddress psychosocial
and existertial dstress among terminglly ill patients. Dignity therapy invites patients to
discuss issues thet matter most or that they would most went remembered. Sessions ans
transcribed and edited, with & returned final wersion that they can bequeath to & friend ar
family mamker. The abjective of this study was to esteblish the feasibility of dignity therapy
and determine its impact an warious meessures of psychosocisl and existential distrass.

Patients and Methods

Terminally ill inpatients and those receiving home-bassd paliatve care sendces in Winnipeg,
Canada, and Perth, Austrelis, were esked to complete pre- and postinesvention meeswres of
sense of dignity, deprassicn, suffering, end hopelessness; sense of purpose, sense of meaning,
desine for death, will to live, end suicidality; end & postintervention ssisfaction survey.

Results

Ninety-one percent of participarts reported being satisfied with digrity therspy; 76% reported 8
heightered serse of dignity; 8% reparted en inoressed sense of purpose; B7% reportad
& heightened sense of meeaning; 47 % reported en increased wil o Fve; and 81% reported that
it had been or would be of help to their famiy. Postintervention messwes of suffering showed
sigrificant improverment (P = 023 end reduced depressive symptoms (P = EH:'I Hndrg dignity
therepy helpful to their femily comeleted with life feeling more meaning®ul r = 0.480; F = 000
and hewing & serse of purpose (r = 0.BE2; P = .000), eccompanied by & lassened serse of
suffering (r= 0.327; P = 001} and increesed will to live Ir = 0.387; P = 000

Conclusion
Dignity therspy shows promise s a novel therapeutic interventSon for suffering end distress
at the end of lifa.

J Qin Oncol 236620-6626, & 2006 by Amencen Sooety of Clnics! Onooilogy

derstond; hence, although the pursuit of

Lo tol, dignity frequently underlies various ap-

One of the most confounding challenges
Eiced by end-of-lfe care praviders Is helping
patients achieve or maintain a sense of dig-
mity. Our prior studies of dignity and end-
af-lifle care have shown a strong asoclation
berween an undermining of dignity and de-
presion, anxiety, desire for death, hopelzss-
ness, feeling of being a burden on others,
and owerall poorer quality of life.! ™ Yet, dy-
ing with dignity is usually only vagnely un-

proaches 1o end-of -Hfe care, its therapeutlc
Implications are frequently uncertaln.
There is mounting evidence that suffer-
ing and distress are major isues facing dying
patients. Somne stmdies suggest that paycho-
social and existentisl isnes may be of even
greater concem o patisnts than pain and
physical sympomms > The Institute of Med-
jcine has identified overall quality of life
and schieving a sense of spiritual peace and

3, 2005 . For parsonal . Mo olier uses wilhout pemission.
mtymcmm%.unmmﬁﬁm




Dignity Therapy Study: Preliminary Data

(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%




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%




Effect of dignity therapy on distress and end-of-life experience
in terminally ill patients: a randomised controlled trial

chatherapy that was developed for patients
limiting illness. We investigated whether dignity therapy could
ress or bolster the experience in patients nearing the end of their lives.

Miethods Patients (aged =18 years) with a terminal prognosis {life expectancy <6 months o weze receiving palliative
1 ce ar home) in Canada, USA, and Australia were randomly assigned 1o

v, client-centred care, or standard palliative care in a 1:1:1 mtio. Randomisation was by use of a computer

gmnr:tnd I::l:]r_--:ll random numbers in block: llocation concealment was by use of opague sealed envelopes.
5 of distress before and after completion of the study—were

sessment of Chronic lness Therapy Spiritual Well-Being Scale. Patient Dignity

Hespital Anxiety and Depression Scale, items from the Structured Intervdew for Symptoms and Concerns,

e Scale, and m:-d.lhnd Edmenton Symptom Assessment Scale. Secondary outcomes of selfreparted end

at life upnnnn:n' ere as i rvey that was undertaken afier the completion of the study. Outcomes were
v the participant had no previcws contact 1o avoid any possible response bias or

at the end of the study

108, 111, and 107 i ctively, were an:l}..ﬂl_ Mo idfe ere noted in the 5 levels
before and after letion '.1|: the study in the three gre g } patients reparted that
mificanily more likely than the other two intervent ? Ful {?=35-50, df=1;

F lifs 2; pi I)ﬂl: increase sense of dignity (; G 2], change how

ificantly better than :]Lent-:m!rcd are in improving s ’ i 5: pe=ll - 006,

cantly better than standard palliative care in terms of lessening sadness or dﬁpm'.'-u:-n [x="-38;
had received digmity therapy reposted that 1.'hp study group had been

dinical application for patients nearing death.

onal Cancer Institute, National Institutes of Health.




Palliative Care Support Study

Interventions

Standard
Care
E“g.'ble Consent ——Randomize — PFEe-mr;[ervePt_lon — Friendly Post-intervention
atient SYETOMETES \ Visit / Psychometrics
Dignity
Therapy
Family —— Consent Intra-study Post-death
or Friend Questionnaire Follow-up

Randomized Controlled Trial



Palliative Care Support Study

Patient Data

Post Study Survey Questions Standard Client Dignity Y p-
The study arm has... Care (SC) | Centered Therapy 2df | value
Care (DT)
(CCC)
...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 | am still me 3.59 3.40 3.81 5.906 | 0.052
...made me feel that | 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




Palliative Care Support Study.

Patient Data

Post Study Survey Questions Standard Client Dignity - p- ArmsDT
Care(SC) | Centered Ther apy value | Significantl
The study armhas ... Care (DT) y
(CCC) O utperfor
med
...improved my spiritual well being 3.00 2.56 3.27 10.354 | 0006 CCC
...lessened my sense of sadn ess and 2.57 2.65 3.11 9.379 | 0009 SC
depression
...been sats factory 3.80 4.17 4.26 29.583 | 0000 SC
...been helpful to me 3.50 3.72 423 35.501 | @000 | CCC,SC
...improved my quality of life 2.96 2.84 3.54 14.520 | 0001 | CCC, SC
...increased my sense of dignity 3.09 3.11 3.52 12655 | 0002 | CCC,SC
...or will be of help to my family 3.20 3.29 3.93 33.864 | 0000 | CCC,SC
...or could change way my family sees 2.85 2.85 3.58 33.811 | 0000 | CCC,SC

of appreciates me




Dignity Therapy Knowledge Translation

TRIALS TRAINING
e Sweden e China
e Denmark e Japan
e Scotland e Portugal
e England o Switzerland
e Australia * |srael
e Canada (Hamilton, * Winnipeg

Ottawa, Quebec City)
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