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Background

a) Demographic Shift and Chronic Diseases
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« Ageing of population & shift of dying process
v" Lingering dying process
v Quality of life discussions
v" Increased need of formal & informal care

v Institutionalized deaths

UN: World Population Ageing , 2013; Bundesamt fiir Statistik 2017; Divo et al., 2014; WHO: Noncommunicable diseases,
2017; Bundesamt fiir Gesundheit: Nationale Strategie Palliative Care, 2013-2015



Background

b) Autonomy

— Central role in healthcare ethics & decision-making

— Self-governance or self-determination

— Different philosophical foundations: |. Kant vs. J.S Mill
— Prime principle in Beauchamp & Childress
— Individualistic approach (non-interference, free choice)

— Relational approach (social & “embodied” context)

> Respect for autonomy: patient-centered care
— = Quality of life N

Maio, 2012; Kant, 2012; Mill, 1998; Beauchamp and Childress, 2009; Mackenzie and Stoljar, 2000; Donelly, 2010



_ Objectives and Methods Results Conclusions

c) Palliative care (WHO 2002)

— Holistic approach
— Focus of life quality

— Respect for patients’ autonomy

— Advance directives & advance care planning
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https://goo.gl/images/scCwrU

Bundesamt fiir Gesundheit: Nationale Strategie Palliative Care 2013-2015; SAMW Palliative Care 2017; SAMW
Patientenverfiigungen 2013; WHO Definition of Palliative Care 2002; https://goo.gl/images/8R2ePe



Background

d) Swiss National Strategy on Palliative Care and Autonomy

« A central aim of the Swiss national strategy on palliative care
(BAG and GDK, 2012) is to favor patient self-determination.
Chapter 3 of the national strategy describes the

— ,Forderung der Selbstbestimmung des Einzelnen als
gesellschaftliche Aufgabe”

BAG & GDK. 2012. Bundesamt fur Gesundheit (BAG) und Schweizerische Konferenz der kantonalen
Gesundheitsdirektorinnen und -direktoren (GDK). Nationale Strategie Palliative Care 2013—2015. Bilanz «Nationale Strategie
Palliative Care 2010-2012» und Handlungsbedarf 2013—2015:
http://www.bag.admin.ch/themen/gesundheitspolitik/13764/13769/index.html?lang=de (accessed 1.5.2014).




Background

d) Swiss National Strategy on Palliative Care and Autonomy

— «Ziel ist es, die Selbstbestimmung des einzelnen in der letzten
Lebensphase zu starken. Dieses Bedurfnis nach Selbstbestimmung -
auch in der letzten Lebensphase - entspricht den moralischen
Grundwerten der heutigen Gesellschaft. Die Generation, die in den
kommenden Jahren das Rentenalter erreicht, hat sich stark fur die
Selbstbestimmung des Einzelnen engagiert und wird sie im Bezug auf
das Lebensende auch vermehrt einfordern» (BAG & GDK, p. 11 ;
Bundesrat, p. 35).

— “Palliative Care entspricht dem Wunsch vieler Menschen nach
Selbstbestimmung® (BAG & GDK, 2012, p. 11).

— “Selbstbestimmung des Einzelnen bedeutet unter anderem auch, dass die
verschiedenen Betreuungsangebote in der letzten Lebensphase
bekannt sind und in Anspruch genommen werden konnen” (ibid, p. 12).

BAG & GDK. 2012. Bundesamt fur Gesundheit (BAG) und Schweizerische Konferenz der kantonalen Gesundheitsdirektorinnen
und -direktoren (GDK). Nationale Strategie Palliative Care 2013-2015. Bilanz «Nationale Strategie Palliative Care 2010-2012» und
Handlungsbedarf 2013-2015: http://www.bag.admin.ch/themen/gesundheitspolitik/13764/13769/index.html?lang=de (accessed
1.5.2014).
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b) Empirical Methods
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Objectives and Methods

a) Objectives and Methods

1) Evaluate the quality 300 medical
of Palliative Care in records of
Switzerland based on Palliative Care
the respect for patients’ patients
autonomy

2) How are patient Semi-structured

values and wishes interviews with
discussed in clinical palliative care
encounters patients

3) Philosophical-ethical analysis

Mean age: 67
years; 52%
male; 73.5%

cancer diagnosis

ongoing




Objectives and Methods

b) Empirical Methods — Data Analysis

1) Evaluate the quality of Palliative Care in Switzerland
(respect for patient autonomy, 100 medical records from each site)

— Mobile palliative care consultant service at the University Hospital of
Basel (USB) which provides decentralized consultations for inpatients

— Consultation at the University Hospitals of Geneva (HUG main acute care
site Cluse-Roseraie)

— Palliative care provision at the (iii) University Hospital of Bern (Inselspital).

Quantitative
— Descriptive and inferential statistics

Qualitative
— Thematic analysis of notes in medical records

Braun and Clarke, 2006 12
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3 Results

Hindering and promoting factors
for respect of patient autonomy

in a Palliative Care context

13




Results

General findings (1)

« The majority (73.5%) of patients had a cancer diagnosis.
« Patients were on average 67.6 years old (range, 22-98 years).

* From the qualitative entries in the records burden and overburden
emerged as main categories and were further divided into the two
subcategories: burden for patients and families.

« According to the written notes, patients often felt burdened by
financial problems, the situation at home, and families' reactions
to their disease. Patients felt particularly overburdened by their
own disease.

Rakic et al. Journal of Palliative Care. Jan 2918; 33(1):32-38 14



Results

General findings (2)

* Findings in the palliative care patients' medical records are
important, as they point at factors that interfere with patient
autonomy.

« Health-care personnel must be particularly aware of possible
weights and tasks that might be burdensome for patients and as
well of patient families and influence of these factors on decision
making.

« Medical records reflect communication and permit to identify
recurrent difficulties, to help discuss these and find the best
possible solutions.

Rakic et al. Journal of Palliative Care. Jan 2918; 33(1):32-38

15



Results

Hindering Factors

In a Palliative Care context

Lack of mental capacity

Burden due to a variety of factors, including medical
decisions, lack of time and other resources etc. (question:
how much is this the perspective of health care personnel
as compared to patients?)

Possibly too narrow concept of autonomy as individualistic
and active, i.e. autonomy as active planning vs. the right to
passivity (not to know, delegate decisions)

Paternalism of formal and informal caregivers

Hope against hope (in the form of denial of facts)

Rakic et al. Journal of Palliative Care. Jan 2918; 33(1):32-38

16



Results

Promoting Factors

In a Palliative Care context

 Advance Care Planning and Advance Directives
— Enabling active participation in decision-making
— Restore autonomy

— Restore hope (hope as positive attitude towards life)

 Autonomy as empowerment
— Relational aspects in patient decision making

— Taking families' and friends' perspectives into
account (cave: distinction between patient wishes

and wishes of the relatives)

Rakic M. et al. Journal of Palliative Care. Jan 2918; 33(1):32-38; Mackenzie,Stoljar 2000

17



Results

Example (Autonomy and Hope)

DE GRUYTER Spiritual Care 2018; 7(2): 181-185

Essay

Isabelle Wienand*, Milenko Rakic, Sandra Eckstein, Monica Escher, Nadia Pacurari,
Susanne Zwahlen und Bernice Elger

The variety of hope: findings in palliative care
patients’ medical records

 Hope as a coping strategy:
— “Patient hopes for possible radiotherapy of the arm in order to reduce the

pain; talk with patient and partner: patient exhausted, does not participate
in the talk” (Medical Record [MR] Patient [Pat] 81).

Wienand et al. Spiritual Care, Rakic et al. Journal of Palliative Care. Jan 2918; 33(1):32-38; Mackenzie,Stoljar 2000

18



Results

Example (Autonomy and Hope)

DE GRUYTER Spiritual Care 2018; 7(2): 181-185

Essay

Isabelle Wienand*, Milenko Rakic, Sandra Eckstein, Monica Escher, Nadia Pacurari,
Susanne Zwahlen und Bernice Elger

The variety of hope: findings in palliative care
patients’ medical records

 Hope as an active will for health improvement to happen

— Hope concerning surgery: “Patient hopes that his [blood] values will
become better, so that he can undergo surgery” (MR Pat 30);

— Hope for organ transplant: “Patient wishes further clarification for another
liver; patient sees her severe illness and hopes for further years of quality
of life and a further transplantation” (MR Pat 74);

— Hope to have a better functioning organ: “Patient speaks of his hope that
his intestine will function normally again” (MR Pat 55).

Wienand et al. Spiritual Care, Rakic et al. Journal of Palliative Care. Jan 2918; 33(1):32-38; Mackenzie,Stoljar 2000 19



Results

Example (Autonomy and Hope)

DE GRUYTER Spiritual Care 2018; 7(2): 181-185

Essay

Isabelle Wienand*, Milenko Rakic, Sandra Eckstein, Monica Escher, Nadia Pacurari,
Susanne Zwahlen und Bernice Elger

The variety of hope: findings in palliative care
patients’ medical records

 Hope and other feelings (anxiety etc.), ® autonomy?

— “Patient oscillates between hope (transplantation of the lungs) and the
awareness of having reached his ‘final destination’” (MR Pat 60).

— “Patient hopes time and again that the situation will improve and that he

can go home; actually he knows, too, that this will not be possible” (MR Pat

92).

— “Patient admits a form of resignation in her state, even though she asserts
preserving the hope for a better state” (MR Pat 27).

Wienand et al. Spiritual Care, Rakic et al. Journal of Palliative Care. Jan 2918; 33(1):32-38; Mackenzie,Stoljar 2000
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Results

Example (Autonomy and Hope)

DE GRUYTER Spiritual Care 2018; 7(2): 181-185

Essay

Isabelle Wienand*, Milenko Rakic, Sandra Eckstein, Monica Escher, Nadia Pacurari,
Susanne Zwahlen und Bernice Elger

The variety of hope: findings in palliative care
patients’ medical records

 Hope as an expression of one’s relation to transcendence

— “Son speaks of the family’s hope for recovery, for a miracle, and also of the

belief in the good energy which allows healing” (MR Pat 81).

Wienand et al. Spiritual Care, Rakic et al. Journal of Palliative Care. Jan 2918; 33(1):32-38; Mackenzie,Stoljar 2000

21



Conclusions

Hope is not a mere coping strategy, but also a positive
commitment towards life, a disposition that is present together
with fear, anxiety, and lucidity. It can be related to confidence or
reliance on transcendence. Hope, like imagination and belief,
gives patients a kind of mental robustness or resilience to have
life-oriented goals until the end of their life.

...we should diminish the contrast between the realm of the
imagination (the realizable) and the realm of ‘cold facts’ (the
realistic, Capps 2005). Patients move from one realm to the other
without great difficulty (e.g. MR Pat 92).

...The coexistence of hope with other feelings is in a palliative
care setting particularly important for healthcare professionals to
recognize, as families are confronted with suffering and end-of-
life issues, and experience hope and despair concomitantly.
(Wienand et al.)
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Conclusions

« Patients’ autonomy

— Shift throughout the disease
» Communication among the different parties involved

— Address explicitly burden of patients and caregivers
» Awareness of limitations as prerequisite for addressing them

— Hope: autonomy vs. paternalism
» Hope (mis)used as argument not to tell the truth (paternalism)
vs. hope as a positive attitude to life

— Respecting patients’ wish for a more active or more passive
type of enacting autonomy
» Awareness of “social desirablity” and social expectations

Rakic et al. Journal of Palliative Care. Jan 2918; 33(1):32-38; Barry et al., 2001; Leanza et al., 2013; Entwistle et al., 2010 24







Conclusions

Future steps

 Qualitative research for a more in-depth

Regarding understanding of autonomy
research « Testing of findings through quantitative
research
Regarding Workshops with clinicians
practical >

: : « Significance within clinical practice
Implementation

26







5 References

United Nations. World Population Ageing. World Population Ageing 2013;
http://www.un.org/en/development/desa/population/publications/pdf/ageing/\WorldPopulationAgeingReport2013 Accessed 05
December 2017. https://www.media-stat.admin.ch/animated/chart/01pyramid/ga-g-01.03.02-dashboard.html

Divo MJ, Martinez CH, Mannino DM. Ageing and the epidemiology of multimorbidity. The European respiratory

Journal. 08/19 2014;44(4):1055-1068.

Bundesamt fur Gesundheit (BAG) und Schweizerische Konferenz der kantonalen Gesundheitsdirektorinnen und -direktoren
(GDK). Nationale Strategie Palliative Care 2013-2015. 2012; https://www.bag.admin.ch/dam/bag/de/dokumente/nat-
gesundheitsstrategien/strategie-palliative
care/nationalestrategie.pdf.download.pdf/07_D_Nationale_Strategie Palliative_Care_2013-2015.pdf Accessed 05 December 2017
WHO. Noncommunicable diseases. 2017; hitp://www.who.int/topics/noncommunicable diseases/en/ Accessed 05
December 2017. Shaw D. The right to participate in high-risk research. The Lancet. 2014/03/15/ 2014;383(9921):1009-

1011.

Kant I. Groundworks of the Metaphysics of Morals [Grundlegung zur Metaphysik der Sitten]. Second edition, edited by M.

Gregor and J.Timmermann, introduction by C. M. Korsgaard: Cambridge: Cambridge University Press;2012.

John Stuart Mill. On Liberty and Other Essays. Edited and with an Introduction and Notes by J. Gray: Oxford: Oxford University
Press; 1998. Gillon R. Medical ethics: four principles plus attention to scope. BMJ : British Medical Journal. 1994;309(6948):184-
188.

Beauchamp TL, Childress, J.F. Principles of Biomedical Ethics. 7 ed. New York: Oxford University

Press; 2009.

Maio G. Mittelpunkt Mensch: Ethik in der Medizin. korrigierter Nachdruck der 1. Auflage. Stuttgart:

Schattauer; 2012

Mackenzie C, Stoljar N. Relational Autonomy: Feminist Perspectives on Autonomy, Agency, and the Social Self. New York:
Oxford University Press; 2000.

SAMW. Palliative Care. 2017; www.samw.ch/dam/jcr:d7ae1138-0213-481b.../richtlinien_samw_palliative care.pdf Accessed 08
May 2017.

SAMW.  Patientenverfigungen.  2013;  https://www.rwi.uzh.ch/dam/jcr:f7c5b696-6fab-4e8a-9004-18800a87c0e7/SAMW-
RL%20Patientenverf%C3%BCgung.pdf Accessed 08 May 2017.

World Health Organization. WHO Definition of Palliative Care. 2002; http://www.who.int/cancer/palliative/definition/en/ Accessed
05 November 2017.

Braun V, Clarke V. Using thematic analysis in psychology. Qualitative Research in Psychology. 2006/01/01 2006;3(2):77-101.

28


http://www.un.org/en/development/desa/population/publications/pdf/ageing/WorldPopulationAgeingReport2013
http://www.media-stat.admin.ch/animated/chart/01pyramid/ga-q-01.03.02-dashboard.html
http://www.media-stat.admin.ch/animated/chart/01pyramid/ga-q-01.03.02-dashboard.html
http://www.media-stat.admin.ch/animated/chart/01pyramid/ga-q-01.03.02-dashboard.html
https://www.bag.admin.ch/dam/bag/de/dokumente/nat-gesundheitsstrategien/strategie-palliative
http://www.who.int/topics/noncommunicable_diseases/en/
http://www.samw.ch/dam/jcr:d7ae1138-0213-481b.../richtlinien_samw_palliative_care.pdf%20Accessed%2008%20May%202017

Rakic M, Escher M, Elger BS, Eckstein S, Pacurari N, Zwahlen S, Wienand |. Feelings of Burden in Palliative Care: A Qualitative
Analysis of Medical Records. Journal of Palliative Care. Jan 2018;33(1):32-38.

Wienand |, Rakic M, Elger B, Shaw D. The Beneficence of Hope: Findings from a Qualitative Study with Gout and Diabetes
Patients. Journal of Bioethical Inquiry. April 2018. https://doi.org/10.1007/s11673-018-9853-x

Rakic M, Rost M, Wienand |, Elger BS, Escher M. Advance Care Planning in Acute Hospitals: A Retrospective Analysis of
Medical Records. Swiss Medical Weekly. (under review)

Wienand |, Rakic M, Eckstein S, Escher M, Pacurari N, Zwahlen S and Elger B: The variety of hope: findings in palliative care
patients’ medical records. Spiritual Care 2018; 7(2): 181-185.

Donnelly, M. (2010). Healthcare Decision-Making and the Law: Autonomy, Capacity and the Limits of Liberalism (Cambridge
Law, Medicine and Ethics). Cambridge: Cambridge University Press. doi:10.1017/CB0O9780511760679

Barry CA, Stevenson FA, Britten N, Barber N, Bradley CP. Giving voice to the lifeworld. More humane, more effective medical
care? A qualitative study of doctor—patient communication in general practice. Social Science & Medicine. 2001/08/01/
2001;53(4):487-505.

Leanza Y, Boivin |, Rosenberg E. The patient's Lifeworld: building meaningful clinical encounters between patients, physicians
and interpreters. Commun Med. 2013;10(1):13-25.

Entwistle VA, Carter SM, Cribb A, McCaffery K. Supporting Patient Autonomy: The Importance of Clinician-patient Relationships.
Journal of General Internal Medicine. 2010;25(7):741-745.

29


https://doi.org/10.1007/s11673-018-9853-x

