emergency treatment should normally be given and advice sought from the courts if the matter cannot be
clarified in any other way.

in the event of disagreement between health professionals or between relatives and health professionals
about the patient's previously expressed wishes, opinions should be sought from relevant colleagues and
others who are familiar with the patient. The point of discussion should not be to ovetride the patient's view
but to clarify its scope and seek evidence concerning its validity. Ultimately, the senior professional managing
the particular episode of the patient's care should take responsibility and may need to seek advice from the
courts if the matter cannot be clarified.

12.3 In any case of dispute, legal judgment will be based upon the strength of the evidence.

Disagreements may arise between a hospital doctor and a GP or between nursing and medical staff in a
hospital. All staff involved in a patient's care should have an opportunity of presenting their views. From a
patient's viewpoint, nurses are often the most accessible professional. Hospital or community nurses may,
over a period of ime, have had closer contact than others with the patient and with those close to the patient.
Nurses are often adept in translating technical medical language and discussing practical aspects of

outcomes of treatment and care. They may gain particular insight into whether patients were consistent and
coherent in their views. '

13 Consclentious Objection

13.1 Some health professionals disagree in principle with patients' rights to refuse life-prolonging treatment
but may nonetheless support advance statements which express preferences.

13.2 Health professionals are entitled to have their personal moral beliefs respected and not be pressurised to
act contrary to those beliefs. But the "sanctity of life' argument or other values must not be imposed upon
those for whom they have or had no meaning. - .

13.3 Health professionals with a conscientious objection to limiting treatment at a patient's request should
make their view clear when the patient initially raises the matter. In such cases the patient should he advised
of the option of seeing another health professional if the patient wishes. ,

13.4 If a health professional is involved in the management of a case and cannot for reasons of conscience
accede to a patient's request for limitation of treatment, management of that patient must be passedtoa
colleagtse,

13.5 In an emergency, if no other health professional is available there is a legal duty to comply with an
appropriate and valid advance refusal. Some doctors and nurses have moral objections to withholding life-
prolonging treatment. Their views should be respected and they must not be marginalised within the health-
care sefvice. The people they care for have the right to know as far as possible how their requests or refusals
will be received. Health professionals with a conscientious objection should make that clear when the patient
initially raises the matter so that the patient can decide how to proceed. Health professionals unable to limit
treatment on request should step aside and pass management of that patient to a colleague. n an
emergency, if delegation is impossible, the doctor or nurse must comply with a valid advance directive
{treatment refusal). It is unacceptable to force treatment upon a patient.

PART V - Summary

14 Summary .

14.1 Although not binding on health professionals, advance statements deserve thorough consideration and
respect. - , -

14.2 Where valid and applicable, advance directives (refusals) must be followed.

14.3 Health professionals consulted by people wishing to formulate an advance statement or directive should
take all reasonable steps to provide accurate factual information about the treatment options and their
implications. )

14.4 Where an unknown and incapacitated patient presents for treatment some checks should be made
concerning the validity of any directive refusing life-prolonging treatment, in all cases, it is vital to check that
the statement or refusal presented is that of the patient being treated and has not been withdrawn.

145 If the situation is not identical to that described in the advance statement or refusal, treatment providers
may still be guided by the general spirit of the statement if this is evident. it is advisable to contact any person
nominated by the patient as well as the GP to clarify the patient's wishes. if there is doubt as to what the

~ patient intended, the law requires the exercise of a best interests judgement.

14.6 If an incapacitated person.is known to have had sustained and informed objections to all or some
treatment, even though these have not been formally recorded, health professionals may not be justified in
proceeding. This applies even in an emergency.

If withessed and made at a time when the patient was competent and informed, such objections may
constitute an oral advance directive. Health professionals will need to consider how much evidence is
available about the patient's decisions and how convincing it seems. All members of the health care team can
make a useful contribution to this process. _ _

14.7 In the absence of any indication of the patient's wishes, there is a common law duty to give appropriate
treatment to incapacitated patients when the treatment is clearly in their best interests.

Checklist for Writing an Advance Statement



In drawing up an advance statement you must ensure, as a minimum, that the following information is
included: '

Full name

Address

Name and address of general practitioner

Whether advice was sought from health professionals

Signature

Date drafted and reviewed

Witness signature .

A clear statement of your wishes, either general or specific

The name, address and telephone number of your nominated person, if you have one
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I. Introduction
Change of therapy with seriously ill people

If patients in the hospital approach death, complex questions occur, which include great
challenges to the patient, his/her relatives and the medical team. One crucial question
often ist Which therapy goal is to be pursued for the patient. For discussion stands
mostly the goal for life extension or the goal for exclusively soothing (relieving), under

renouncement of further life-supporting measures.

Most patients, for a shorter or longer time before their death, will be unable to make
these decisions themselves. More often representatives will have to make the decision,
for example caretakers or authorized representatives. Ever more humans however
decide, while they are still healthy, how they want to be treated in such a situation.

Ever more hospital workers are confronted with such patient orders.

On March 17, 2003 the Federal High Court (BGH — Bundesgerichtshof) has made a
decision on this topic. It strengthened the commitment to patient orders and set up
criteria, according to which it is to be decided when no patient order is available. The
Federal Ministry of Justice has thereupon assigned a research group, which on June 10,

2004 published its suggestions on handling patient orders.

Professor Dr. Gian Domenico Borasio of the Interdisciplinary Center for Palliativ
Medicine at the Clinical Complex of the University of Munich was a member of this
research group. Together with Professor Dr. Wolfgang Eisenmenger, executive of the
Judicial-Medical Institute of the University of Munich, and Wolfgang Putz, attorney in
Munich, he published an article in the “Deutsches Aerzteblatt”, which offers a practical

manual to physicians for handling these gquestions.



Based on this article the research group “Patient Orders” of the Clinical Complex of the
University of Munich provided these recommendations under the leadership of Prof.
Borasio and the scientific cooperation of Dr. Ralf Jox. These are to be given to the
workers in the Clinical Complex as guideline. These recommendations are meant as
assistance for all workers of the Clinical Complex, who are involved with patients in

treatment. Accompanying a scientific evaluation is compiled.

II.  Decision making

We recommend going through the most important questions step by step, as it is
represented in the enclosed decision flow chart. Thus it is guaranteed that relevant

decisions can be made in conformity with valid right.

1.Question about the termination and/or non-introduction of life-supporting

measures

A life-supporting measure is each measure, which alone or in connection with other
measures is necessary for the surviving of the patient. Among them are both life-saving

immediate measures as well as life-supporting long-term measures.

Whether it is the termination of a running treatment or the remouncement of the
beginning of a treatment, ethically and legally makes no difference. Since a medical
treatment continually requires justification, the consent of the patient or an alternative
justification is a necessity at each time of the treatment, not only at the beginning of the
treatment. However for the patient or the relatives it is often psychologically more

difficult to terminate a current treatment than to omit a new treatment.

Also frequently an uncertainty exists whether, when switching off the self-service
respirator or when removing a stomach probe, this action isn’t actually active doing and
thus a punishable killing. That is not the case: A therapy termination is in the legal
understanding an omission, even if it includes active activities and body movements. Of
course one can be hold punishable also for omission. However this danger doesn’t exist,

if the omission corresponds to the will of the patient.



2.Is the patient able for consent?

The consent ability is to be determined by the treating physician.

A patient is consent able if he/she possesses the necessary insight ability and control
ability, in order to mentally seize consequences of a medical treatment and to determine
his/her will according to it.

Consent ability may not be confuses with legal competency. An incapacitated patient
can very probably be consentable regarding a certain treatment decision. Also persons
under age and dementia patients can be consentable, if they fulfill the definition
specified above. Consent ability determines itself according to the individual mental
and moral matureness of a patient and not according to the affiliation to a certain age or

group of patients.

3.Ability of consent: Clarification and mutual determination of the patient’s actual
will.

In case that the patient is consent gble, then in principle it presents the same situation
as with any other ususl treatment, The patient has the right to be informed
appropriately and to reject a recommended treatment or to withdraw his/her consent at

any time. This is an expression of his/her lawful right of self-determination.

The sovereign decision of the patient, for or against a certain treatment, is based in
practice mostly on discussions with relatives, friends and the treating professional.
Only through an appropriate, exact and empathic solution, is it possible for the patient
to make a decision, which corresponds to his/her will and expresses his/her
self-determination. Therefore one can speak here of mutual determination of the actual

{current) patient will.

4.Non-ability of consent: Authorized representative or caretaker available?

If a patient is not capable of expressing his/her will, then a representative must make

the decision in his or her place. This can be an authorized representative or a caretaker.



An authorized representative is designated by the patient himself, By means of a
‘precaution authority order’ the patient can assign one or more persons to make medical
decisions with binding effect for him, for the case that in the future he himself can’t
express his will anymore (Federal law: # 1896 II BGB). Such a ‘precaution authority
order’ must be in writing, however does not need to be notarially recorded. It can be

recalled by the patient at any time, as long as he/she is competent to do so.

A caretaker is a representative ordered by the Court of Guardianship, who becomes
necessary whenever a patient totally or partly can't care for histher affairs no longer
and no authorized representative is present (Federal law: # 1896 ff BGB). The Court of
Guardianship examines this necessity, as soon as it is notified about a case by relatives,
physicians or authorities. The care always refers to an exactly defined field (for
example: health or finances).

In a so-called ‘care order’the patient can suggest one or more persons, whom he gladly
would have as a caretaker, if this should become necessary. These wishes are usually
cbeyed by the court, if they don’t run contrary to the well being of the caretaker (Federal
law: #1897 IV BGB).

5.Tasks of authorized representative or caretaker

Caretakers and authorized representative are bound to the well being and the will of
the patient. (Federal law: #1901 II BGB). They exclusively have to consider the will of
the patient during their decision-making, not their own will or the will of third persons.
The authorized representative must adhere to the agreements, which the patient made
with him. When determining the patient’s will, the caretaker (and/or the authorized

representative) can rely on three hierarchically ordered criteria:

A. FEarlier declared will (fiving will)

Each human can order in advance, how he/she wants to be treated in a certain situation.
This expression of will is called the ‘patient order’ Therein the person can reject one or
more treatment forms for a certain health situation {(for example: coma, appalic
syndrome, deadly illness) or limit the treatment (for example: refusal of artificial

respiration, treatment limitation to pain and symptom killer). It is not possible to



require a certain treatment since this contradicts the self-determination and occupation
liberty of physicians and other occupational groups. It is also not possible to require
illegal actions (for example: euthanasia on requirement, the so-called "active

euthanasia™)

A patient order is valid only if, at the time of its drawing up, the concerned person is in
the described sense consentable, (not to equate with 'business competence). The order is
bound to no form, it can be handwritten, machine or verbal and requires no notarially
recording. It is advisable nevertheless to draw it up in writing, including date and
signature, to provide a testimony of consent ability. Therefore before a patient order is
drawn up, a medical consultation is urgently recommended. Only this way can it be
guaranteed that the conecerning person receives the necessary information, in order to
find a certain decision. This is particularly important, if he/she already suffers from a
deadly illness and wants to take precautions for concretely foreseeable situations of
his/her disease. A patient order can be recalled informally at any time - also verbally - or
changed, supposedly the concerning person is consentable at that time. It is advisable,
even though not legally necessary, to reconsider and reconfirm the order in appropriate

time intervals or if necessary amend it.

If a patient order is present in a certain case, then the physician should check two
different issues: first of all whether it is applicable in the available case and secondly
whether it was not recalled or changed in the meantime by the concerning person. If no
concrete reference to a revocation or a change is present, then the order is to be

regarded as valid.

B. Presumed will (individually decided)

If no patient order is present or if it is invalid or not applicable, then the presumed will
of the patient is to be determined. That is the will, which the patient would express at
this time, if he/she were in an able condition. However this will can be only assumed
and therefore is subordinated under the actual expression of will as well as under a
patient order. In order to determine the presumed will caretaker/authorized
representative and the medical team should together make themselves an exact as
possible picture of the individual value conceptions of the patient on the basis from
earlier expressions and life decisions. Goal of the discussion is to attaint consent over

the therapy goalthat the patient would have judged desirably in this situation.



C. Well being of patient (Priority of life protection)

With some patients an individual determination of the presumed will is impossible.
This is the case, if the concerned person has never before expressed an opinion about
decistons at the end of one’s life, about quality of life or a life being handicapped. A
special case are also toddlers as well as from childhood likewise mentally handicapped,
who developed no individual value conceptions or never made any life decisions due to
their mental non-maturity. In these cases decisions have to be carried out according to
the well being of the patient, whereby the interests of third persons may not play a role

and in the case of doubt, life protection has priority.

The three criteria — earlier declared will (living wilD), individually presumed will and
well being of patient - are hierarchically arranged and thus in such a way that it can
only be decided according to the second criterion, if the first one is missing and
according to the third only, if the first and the second one are both missing. '

If a caretaker or an authorized representative together with the medical team and in
some cases together with the relatives comes to a concent, then there is no need to call
the Court of Guardianship.

If no agreement can be obtained, then, according to binding law, the Court of
Guardianship is to be called. The court will make no own decision on the matter, but
only examine whether the decision of the caretaker or the authorized representative
was determined correctly according to the patient’s earlier declared or presumed will.
According to Federal Law this court’s examination is to remain limited to conflicts, in
particular if the medical team indicates and, from the individual patient’s will required,
sees a necessity for treatment, but the caretaker, in reference to the same will, rejects

treatment.

Thus anything is to be tried in order to obtain consent between all persons involved. As
intermediate step before calling the court, the Clinical Complex to the University of
Munich offers a special counsel. Refer to this under section IV,

6. If no authorized representative or caretaker is available

If neither an authorized representative nor a caretaker is present for the patient, then it



can be preceded as follows:

If it concerns an acute situation, then the medical team and the relatives must try to
obtain an agreement regarding the procedure in the time available. If a patient's order
is present, then it should be obeyed according to the rules indicated above, even if no
caretaker or authorized representative is present for the execution of the order. If
during the acute situation no agreement can be achieved, then life-supporting measures
should first be accomplished. At the same time as early as possible the Court of
Guardianship should be called, in order to arrange for a caretaker of the patient. If the

support is established, then procedure can continue as described above (paragraph 5).

However, if it is no acute situation, then the mechanism for a caretaker of the patient
should be arranged directly. With the help of the caretaker it is then proceeded as
described under paragraph 5. If the health situation of the patient worsens acutely
during the establishment of support and becomes life threatening, then it is proceeded

as described in the preceding paragraphs for acute situations.

7. Documentation, indication, therapy goal

A careful and precise documentation is necessary with all decisions concerning a change
of therapy and the handling of patients’ orders.

It should contain the following:
The medical situation (diagnosis, prognosis, treatment suggestions)
The physician’s judgment regarding the consent ability of the patient
Main elements and results of the dialog with the patient, the caretaker or
the authorized representative and the relatives
The kind of expression of will, that the procedures are based on (actual

expression of will, earlier declared will (living will), presumed will)

The medical indication for the treatment of the individual patient is more than the
medical-scientific indication for the treatment of an illness in general. It covers the
psychological and social situation of the patient, histher life story, and his/her
conception towards the future. Completely crucially it depends on the selected therapy

goal. This goal can be healing, life extending or exclusively soothing (relieving).



A soothing objective places the quality of life of the patient into the center. That includes
the physical, mental, social and spiritual well being of the patient. A soothing treatment
represents thereby no therapy termination, but a therapy with changed objectives.
According to this understanding therapy and medical accompany of the patient is

always possible, especially in the dying phase.
III. Special situations
1.Persons under age

The consent ability of a person under age does not depend schematically on that
person’s age, but individually on that person’s psychological maturity. Depending upon
the consequence of the decision in question, the requirements can be different. The
same child may be mature enough to consent to a blood withdrawal but at the same
time not yet mature enough for the consent to a chemotherapeutic tumor treatment. If a
person under age is not consent able in a concrete case, parents, due to their authorized
custody rights, are to make the decisions on behalf of their child. For medical
interferences, which are of “substantial importance” to the person under age, both
parents must consent. If parents don’t agree with each other, then the family court upon

the request of one parent can transfer the decision to only one parent.

If a person under age is consent able regarding an certain treatment, then exclusively
his/her decision counts. In this case the opinion of the parents is legally not relevant for
the medical team. In order to not endanger the family however, everything should be

undertaken in order to reach a consent decision.

2.Psychologically ill and dementia ill patients

Even with psychologically ill and with dementia-ill persons, in the individual case the
consent ability depends on the mental and moral maturity that is necessary for a
certain treatment decision. If the person has lost his/her consent ability temporarily or
durably, a caretaker or an authorized person must decide and thereby depend on the
presumed will as well as the well being of the patient. The presumed will is to be
interpreted from the patient’s personality before falling ill, however the current desires

of the patient should be respected as far as possible.



IV. Special council of the working group

The Clinical Complex to the University of Munich offers a special council for

inquiries/questions at the end of life.

The council has an advisory function. Its task is to analyze the medical, legal and
ethical situation, to inform of soothing treatment, to contribute to clarifying the therapy
goal and to mediate in cases of conflicts.

The council can be called through the Soothing-Medical Council-Service (radio: 2737 in
Grosshadern (translator’s note: this is the name of a city), Prof. Borasio, tel: 7095-4930).
If necessary, an interdisciplinary team can be included with experts from the ranges of
medicine, right, ethics and theology.

The council can neither replace the decision of the medical team nor the decision of the
patient or the relatives. It is also not a Clinical Ethics Consultation (“Ethic
Committees”), which exists at some place. Rather it is to create conditions for good

communication between all involved and to clarify the medical, ethical and legal basics

of the decision.

V. Decision flow chart

(from: Borasio GD, Putz W, Eisenmenger W, Deutsches Aertzeblatt 2003 (translator’s
note: this is the name of a medical journal), A 2062-2065)

(-from top to bottom, left to right-) (42’ means ‘yes’ — ‘nein’ mean ‘no’)
Question about termination/non-introduction of life-supporting measures
Patient consent able?

No -Caretaker/authorized representative called?

Yes - Acute situation?

Yes - Mutual determination of the patient’s actual will (physician/patient/relatives)
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