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Reasons, According to Dutch Physicians,
Why Patients Requested Euthanasia/PAS

e Loss of Dignity -57%
e Pain -49%
e Unworthy Dying - 49%
e Being Dependent - 33%
e Tiredness of Life -23%
e Pain Alone -5%

Van der Maas Lancet 1991
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Abstract

Despite use of the term dignity in arguments for and against a patient’s self-governance in matters pertaining to
death, there is little empirical research on how this term has been used by patients who are nearing death. The objective
of this study was to determine how dying patients understand and define the term dignity, in order to develop a model of
dignity in the terminally ill. A semi-structured interview was designed to explore how patients cope with their advanced
cancer and to detail their perceptions of dignity. Interviews were audiotaped and transcribed verbatim. A consecutive
sample of 50 consenting patients with advanced terminal cancer were recruited over a 15-month period of time from an
urban extended care hospital housing a specialized unit for palliative care. This unit provides both inpatient services,
and coordinates end-of-life care community based programming. Data were analysed using latent content analysis and
constant comparison techniques. Four members of the research team independently coded the transcribed data, to
develop conceptually meaningful categories of responses. Operational definitions were written for major categories,
themes and sub-themes. Three major categories emerged from the qualitative analysis, including illness-related
concerns; dignity conserving repertoire; and social dignity inventory. These broad categories and their carefully defined
themes and sub-themes form the foundation for an emerging model of dignity amongst the dying. The concept of
dignity and the dignity model offer a way of understanding how patients face advancing terminal illness. This will serve
to promote dignity and the quality of life of patients nearing death. © 2002 Elsevier Science Ltd. All rights reserved.

Keywords: Canada; Dignity; Palliative care; Cancer; Qualitative research

Introduction

For many palliative cancer patients, their families,
and caregivers, the term dignity conveys an inherent
respect to be granted patients in preparation for death
(Abiven, 1991; Council on Scientific Affairs, 1996; Kade,
2000; Pannuti & Tanneberger, 1993). Emphasis on the
terminally ill individual has been heightened by public

*Corresponding author. Department of Psychiatry-PX246,
PsycHealth Centre, University of Manitoba, Winnipeg, Man.,
Canada R3T 2N2..

E-mail address: chochin@ cc.umanitoba.ca
(H.M. Chochinov).

and health professional concerns regarding the rights
and needs of dying patients. Support for assisted suicide
or euthanasia is often anchored by concerns for the
patient’s dignity (Back, Wallace, Starks, & Pearlman,
1996; Emanuel, Fairclough, Daniels, & Clarridge, 1996;
Ganzini et al., 2000; Meier et al., 1998; Sullivan,
Hedberg, & Fleming, 2000). Loss of dignity is one of
the most common reasons physicians cite when asked
why they agreed to a patient’s request for euthanasia or
some form of self-assisted suicide (Ganzini et al., 2000;
Meier et al, 1998; Van der Maas, Van Delden,
Pijnenborg, & Looman, 1991). However, it is not
uncommon for people on either side of this debate to
invoke considerations of dignity as lying at the heart of

0277-9536/02/$ - see front matter © 2002 Elsevier Science Ltd. All rights reserved.
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MAJOR DIGNITY CATEGORIES, THEMES AND SUB-THEMES
lliness Related Concerns Dignity Conserving Repertoire Social Dignity Inventory

Level of Independence Dignity Conserving Privacy Boundaries
Perspectives
Cognitive Acuity
Functional Capacity

continuity of self Social Support
role preservation

generativity/legacy Care Tenor
maintenance of pride

hopefulness
autonomy / control Burden to Others

acceptance

Symptom Distress
resilience / fighting spirit

Physical Distress Dignity Conserving
Practices
Psychological Distress
e living "in the moment”

e medical uncertainty e maintaining normalcy
e death anxiety e seeking spiritual comfort

Aftermath Concerns

Chochinov et al. Social Science and Medicine 2002



Generativity

Social Support Continuity of Self

Maintenance

e Dignity Thera S :
Care Tenor gnity py 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 Max Chockinow, Thomas Hack, Thomeas Hassard, Linda [ Fristjanson, Susan Mo Tement,
amd Mike Harlos
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This study examined a nowvel intervention, dignity therapy, designed to address psychosocial
and existential distress among terminally ill patients. Dignity therapy invites patients to
discuss issues thet matter most or that they would most went remembered. Sessions ars
tranzcribed and edited, with & returned final version that they can baquesth to & frisnd ar
family member. The objective of this study was toesteblish the feasibility of dignity therapy
and detarming its impact on verious measures of peychosocial and existantial distreszs.
Patients and Methods

Terminally ill inpetionts and those receiving home-based palisive care sendces in Winnipsg,
Canada, and Perth, Austrdia, were esked to complete pre- and postimtervention messures
sensa of dignity, deprassion, suffaring, end hopslassness; sersa of purposs, sense of meaning,
desie for death, will to live, end suicidality; end a postintervention setisfaction survey.

a hetgl'ltena:l senss of r'rasrmg. -1? % reported en increased wil to live; and 81 '-l'- raported that
it had been or would be of help to their famiy. Postintarvention measuras of suffering showed
.!igrifu:;ant irrpt-'--.arnent!P- il end reduced deprassive syrmptol = 1E). Finding digrity
tharepy helpful to their family corelated with life fesling more rme ul [r = 0.420; 7 = 000)
and heving 3 ssnse of purposs (r= 0.6G62; P = .000), eccompanied by & leasssned serss of
suffering ir = 0.327; F = .001) and |n|:rame-d will to live [r = 0.357; P = 000

Concluzion
Dignity therepy shows promise es 8 nowel therapeutic intervertion for suffering end distress
at the end of life.

o Ciin Oncol Z3:6620-5626. @ 2006 by Amencan Sooety of Clinical Onoology

derstood; hence, although the pursuit of
dignity frequently underlies warious ap-
life care, its therapeutic

mmmﬁ&mwﬂﬂ

One of the most confounding challenges
faced by end- of-life care providers is helping
patients achieve or maintain a sense of dig-
mity. Owur prior studies of dignity and end-
of -life care have shown a strong association
between an undermining of dignity and de-
‘pression, anxety, desire for death, eless-
ness, feeling of being a burden om others,
and overall poorer quality of Tife.! ™ Yet, dy-
ing with dignity is usually only vaguely un-

proaches to end-
implications are fraquently uncertain.
Thereis mounting evidence that suffer-
ing and distress are majorissues facing dying
patients. Some studies suggest that psycho-
social and endstential issues may be of even
greater comcern to patients than pain and
physical symiptoms® 7 The Institute of bMad-
icine has idemtified owerall quality of life
and achieving a sense of spiritual peace and

2005 . For parsonal use only. Mo other uses withaut permission.

the American Soclsty of Cinical Oncology. ANl ights resenrved.




Dignity Therapy: Step by Step

|dentify 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;

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

9. Provide patient final generativity document.

R



Dignity therapy question protocol

. Tell me a little bit 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

e 4
J/_\
<

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 to include?

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, other(s)? /4
. Are there words or perhaps even instructions that you would

SOURCE: M. MARTINEZ ET AL / PALLIATIVE MEDICINE 2016 KNOWABLE MAGAZINE

Dignity therapy uses this standard set of nine questions as a starting point for discussion. The questions invite the dying person to evaluate
their life and offer their wisdom to family and friends.




Dignity Therapy Study: Phase | Trial

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

Chochinov HM, et al. Dignity Therapy: A novel psychotherapeutic intervention for patients nearing death. JCO 2005; 23:5520-5525.



Family Dignity Follow-up Data (n=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%

McClement S, Hack T, Chochinov HM et al. Dignity Therapy: Family Member Perspectives. Journal of Palliative Medicine. 2007;10:1076-82.



Dignity Therapy: Step by Step

|dentify eligible patient;

Provide full explanation of Dignity Therapy;
Share Dignity Therapy Question Framework;
Obtain ‘framing’ history for Dignity Therapy;
Arrange Dignity Therapy session;
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Follow editing protocol to create generativity
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ffect of dignity therapy on distress and end-of-life experience
nterminally ill patients: a randomised controlled trial

son, Wilkam Sreitbart, Susan McClement, Thoma: =sard, Mike Harlos

Background Dignity therapy is a unique, individualised, short-term psychotherapy that was developed for patients
(and their families) living with life-threatening or life limiting illness. We investigated whether dignity therapy could
mitigate distress or bolster the experience in patients nearing the end of their lives.

Methods Patients (aged =18 \um) with a terminal prognosis (life expectancy <6 months) who were receiving palliative
care in a hospital or commi setting (hospice or home) in Canada, USA, and Australia were randomly assigned to
dignity therapy, client-centred care, or standard palliative care in a 1:1:1 ratio. Randomisation was by use of a computer.
generated table of random numbers in blocks of 30. Allocation concealment was by use of opague sealed envelopes.
‘The primary outcomes—reductions in various dimensions of distress before and after completion of the study—were
measured with the Functional Assessment of Chronic Illness Therapy Spiritual Well-Being Scale, Patient Dignity
Inventory, Hospital Anxiety and Depression Scale, items from the Structured Interview for Symptoms and Concerns,
Quality of Life Scale, and modified Edmonton Symptom Assessment Scale. Secondary outcomes of self reported end-
of life experiences were assessed in a survey that was undertaken after the completion of the study. Outcomes were
assessed by research staff with whom the participant had no previous contact to avoid any possible response bias or
contamination. Analyses were done on all patients with available data at baseline and at the end of the study
intervention. This study is registered with Clinical Trials.gov, number NCT00133965.

Findings 165 of 441 patients were assigned to dignity therapy, 140 standard palliative care, and 136 client-centred care.
108, 111, and 107 patients, respectively, were analysed. No significant differences were noted in the distress levels
before and after completion of the study in the three groups. For the secondary outcomes, patients reported that
dignity therapy was significantly more likely than the other two interventions to have been helpful (?-35.50, df=2;
p<0.0001), improve quality of life (y2=14.52; p=0.001), increase sense of dignity (y?=12.66; p=0.002), change how
their family saw and appreciated them [2=33.81; p<0.0001), and be helpful to their family (x?=33.86; p<0.0001).
Dignity therapy was significantly better than client-centred care in improving spiritual wellbeing (32«10 35; p=0.006),
and was significantly better than standard palliative care in terms of lessening sadness or depression [y2=9-38;
p=0:009); significantly more patients who had received dignity therapy reported that the study group had been
satisfactory, compared with those who received standard palliative care (y2=29.58; p<0.0001).

Interpretation Although the ability of dignity therapy to mitigate outright distress, such as depression, desire for
death or suicidality, has yet to be proven, its benefits in terms of selfreported end.oflife experiences support its
dinical application for patients nearing death.

Funding National Cancer Institute, National Institutes of Health.
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Dignity Therapy Significantly Outperformed other Trial Arms on:

* Being helpful to me

* As helpful as other aspects of my care

* Improved quality of life

* Sense of looking after unfinished business’
* Improved spiritual well being

* Lessened sadness and depression

* Feeling I’'m able to carry out an important role
* Feel like | am still me

e Was satisfactory to me

* Made me feel life was more meaningful

* Heightened my sense of purpose

* Increased my sense of dignity

* Has or will be helpful to my family
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Care of the human spirit and the role of dignity
therapy: a systematic review of dignity
therapy research
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Effectiveness of dignity therapy for patients with
advanced cancer: A systematic review and meta-
analysis of 10 randomized controlled trials
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Effects of dignity therapy on terminally ill
patients: a systematic review*
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OBJECTIVE

Objectives: The review aims to identify available evidence related to the effects of dignity
therapy on dignity, psychological well-being, and quality of life (QoL) among patients with
cancer under palliative care.
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Dignity Therapy for End-of-Life Care bl

Patients: A Literature Review
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Pearl Ed Cuevas, PhD' ©, Patricia Davidson, PhD, MEd?,
Joylyn Mejilla, MAN, RN', and Tamar Rodney, PhD*

Abstract

Digrity therapy a5 an intervention has been used for individuals receiving pallative care. The goal of this review i to explore
the current state of empirical support to ks use for end-of-Iife care patiencs. Data sources were articles extracted from search
engines PubMed, Cochrane, Embase, CINAHL Web of Science, and Psy<INFO. The years searched were 2009 to 2019 (10-
ywpubd;m:mwprummwwm hmkwmhrmmnmwsmdﬂnwu
Results revealed the feasibiity, of digrity therapy for Me-imiting cases/conditions
of patients in dferenc age groups. It also highlighted the importance of the therapy serting and the need to apply this in the
cukural context. The meaning of dignity therapy to patients and their family care membaers also emerged. Findings showed
mast patients displayed the need to leave a legacy and from this their core vakses surfaced. In conchusion, this review high-
lighted the contrietion of dignity therapy to the holistic care of patients who hope to leave a legacy. The therapy was also
relevant to decrease the amxety; depression, and burden of famiy members throughout the paliative care period of therr
loved ones.
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pact was when the paticnt wosld be asked a serics
of questians about parts of their life that they remember the
mast and are mast important about their life story. Asswers
10 this were tramscribed and returned 1o them foc editing,
saing back and forth with the therapist foc a polished docu-
‘mested ressht. This result can be given to their significast
others. family. snd friends. With the end eaal of alleviatine
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Background/ Introduction

Dignity therapy was first developed as a way to assist
paticnts in dealing with the approach to end of life (1). This
imtervention helped to conserve the dying patien’s dignity
by addressing the sources of psychosocial and existential
distress. [t gave paticnts a chance to record the meaningful

3 Effects of dignity therapy on terminally ill patients: a
systematic review
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Analyzing the evidence of the effects of dignity therapy onterminally ill patients.

A Systematic review of the literature conducted using the search strategy in six databases. Inclusion criteria were primary studies,

Results: Ten articles describing eight studies met the selection criteria and were included in
the review. None of the studies met all JBI checklist criteria. Meta-analysis results revealed
that dignity therapy significantly improved dignity-related distress in existential distress
domain (mean differences [MD]: -0.26, 95% Cl, -0.50 to -0.02, .03) and social suppon
domain (MD: -0.23, 95% Cl, -0.39 to -0.07, .004), but ignificant imp an
anxiety. Narrative summaries indicated that dignity therapy exerted positive effects on
patients' dignity, psychological well-being, and QoL.

excluding literature reviews (sy

RESULTS

Conclusions: Dignity therapy is a promising app h to improve psychological well-being
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among patients with cancer under palliative care. However, the effects of dignity therapy on CONCLUSION
dignity and QoL are inconsistent. Further extensive studies should measure the impact of
dignity therapy through itative and ive hes to d in
psychological well-being. Studies with sensitivity to !he cultural context within which dignity
therapy applied should be conducted to explore its effects on patients with cancer at the

early stages of illness trajectory.
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Keywords: cancer; dignity model; dignity therapy; oncology; palliative care; quality of life;
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Ten articles were analyzed regarding method, results and evidence level. Dignity therapy improved the sense of meaning andpurpose, will
to live, utility, quality of life, dignity and family appreciationin studies with a higher level of evidence. The effects are not well established in
relation to depression, anxiety, spirituality and physical symptoms.

Studies with a moderate to high level of evidence have shown increased sense of dignity, will to live and sense of purpose. Further studies
should be developed to increase knowledge about dignity therapy.

Palliative Care; Terminally Ill; Psychotherapy, Brief,Quality of Life; Holistic Nursing; Review



Dignity Therapy
Data Overview

* Over 100 papers on Dignity Therapy
» ~ 25 papers reporting primary data analyses

* Participants with higher base rates of distress
show significant differences on primary
outcome measures (depression, anxiety,
demoralization)

* Most trials report positive self-reported
patient satisfaction (perceived heightened
sense of dignity, meaning, hope, purpose, will
to live, generativity)

* Death acceptance, non-life prolonging
treatment goals and choices

e Benefits for their families
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End-of-life conversations may be helpful
to patients and families

] By Lola Butcher

December 4, 2021 at 9:00 a.m. EST

€God, | thinkit's so

Dignity therapy: Making
the last words count

Guided conversations with the terminally ill are popular with patients, families
and doctors who've experienced them. But are they truly beneficial?
Researchers are looking beneath the anecdotal appeal.

DIGNITY ThiAPY R

In the mid-1990s, psychiatrist Harvey Max Chochinov and his

\ colleagues were researching depression and anxiety in patients

approaching the end of their lives when they became curious about this

A N D N 0 W question: Why do some dying people wish for death and contemplate

suicide while others, burdened with similar symptoms, experience
serenity and a will to live right up to their last days?

-\- H [ [ N D IS N [AR In the next decade, Chochinov’s team at the University of Manitoba in
)

Canada developed a therapy designed to reduce depression, desire for

death and suicidal thoughts at the end of life. Dignity therapy, as it is
A N D S 0 I FA( [ called, involves a guided conversation with a trained therapist to allow

dying people to speak about the things that matter most to them.

I H I. N T I. N “Itis a conversation that we invite people into, to allow them to say the
things they would want said before they are no longer in a position to be MOST READ HEALTH >

able to say it themselves,” Chochinov says.

[Doctors learn how to talk to patients about dying]

Dignity therapy is little known to the general public but it has captivated

end-of-life researchers around the world. Studies have yet to pin down

what benefits it confers, but research keeps confirming one thing:

Patients, families and clinicians love it. 1 Young men, guns and the
L prefrontal cortex
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