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Ist es so einfach?
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Outline
* Nursing Home Medicine or _
Elderly Care Medicine _

* Kontext UWS/MCS

* Long-term care in nursing homes

* Decision-making (Entscheidungen)
* Keys to solutions (Losungen)

* Challenges (Herausforderungen)

To cross bridges

Briucken zu Uberqueren



Nursing Home Medicine (Dutch: verpleeghuisarts)
= Elderly Care Medicine (> 2009)

1980: erster professor Nursing Home Medicine (Nijmegen)
1990: Offiziell anerkannt

Einzigartig in der Welt

> 60.000 betten in > 350 nursing homes

3 jahre Ausbildung nach 6 jahre basis (Arzt)

Rehabilitation + palliativmedizin + long-term care
Outpatient care

Decision-making at the end-of-life (Entscheidungsfindung)
Wissenschaftliche Forschung, research programme

www.soon.nl Radboudumc
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Working in a nursing home in 80s

* Arzte ohne Spezialitit
* Patienten ohne Anzeichen von Bewusstsein

* Familien ohne Hoffnung

That is not simple!

Radboudumc



Why?

® Feelings of powerlessness and hopelessness in long-term
care

® Lack of knowledge of long-term care

®  To shed light on hidden dramas

Coma patients Jan Lavrijsen at TEDxRadboudU 2013 TEDX Radboudu

http://www.youtube.com/watch?v=BrRTFUp7NLU x=Independently organized TED event



PATIENTS IN A VEGETATIVE STATE

DIAGNOSIS, PREVALENCE AND LONG-TERM CARE

IN DUTCH NURSING HOMES

JAN LAVRIJSEN

Liebevolle Pflege

Die Frage, ob etwas davon / Und am Ende in Liebe

loszulassen

erlebt wird



Flow chart of cerebral insult and coma. Adapted from Laureys et al, Lancet Neurology 2004

Acute brain injury |

;

Coma |

g ) ; :

Locked-in Vegetative Chronic coma Brain
syndrome state (very rare) death
Minimally conscious state | Permanent vegetative state
; - | 03 months if non-traumatic,
»1 year if traumatic)
Confusional state “ 1
Increasing independence | Death I

Monti, M, Laureys S., Owen, M. BMJ 2010;341:¢c3765



Minimally Conscious State

Pravalenz unbekannt in den Niederlande
Prognose, Vorhersage Verlauf unbekannt
Ander Verlauf MCS vs UWS

Weitere Erholung moglich > Jahre

Ander contact VS/UWS vs MCS
Schmerztherapie (Boly et al. Lancet Neurol. 2008;7:1013-20)

Andere medizinische -ethischen dilemmata
Mangel an Moglichkeiten flir Rehabilitation

Overbeek, Lavrijsen, Eilander. Ned Tijdschr Geneeskd 2010;154:1-5



NIEUWS

dondardag N 203

‘HET IS DROEVIG, MAAR HET IS NIET ANDERS. HET DRAAIT

Ouder dan 25?
Helaas, geen
coma-revalidatie

TILBURG/NIJMEGEN » Tientalien volwassen patiénten die in vegetatieve of
Iaagbewuste toestand verkeren, worden in Nederland aan hun lot overgela-
ten. Zij liggen zonder behandeling thuis en in verpleeghuizen. Het AD volgde
de afogelopen maanden een gezin in een vergelijkbare situatie als prins
Friso’s gezin en sprak met deskundigen die pleiten voor betere zorg. Van-
daag deel 1 in een tweeluik over een groep patiénten die tussen wal en schip

valt.

Door het xorpuantod Yoor dexe
patséncen loopt een srikze leeftijds
Frems. Ben je 28 faar dan word je pe-
holpen, vanaf 25 jaar, roals prins
Frisn, mier Dt leddt woc schrijnende
sHnaries” segt revalidatieans mme
tisch manager Rren Schoatern.

»Het Inme peregedd voor da1 we
AunTapen moeten awiten. We
hebben oF pren tosstemEing voor”

Leijpark Diedt aks enige In Nedes-
land cen spechal dehandeipeo-
prauma (Vivege Imensieve Neuro-
revalidatee) yoor in een

Dearma worden Bohamedifs en cog-
nitieyve fincies perraind. Ult eestler
ondeszock blijkt dat @it bij owee
Aesde - van de vintiy e SerTig pa-
Ui per Jaar- in meer of mindere
maze fukt.

DeErnd

mrey

pleiten er a jaren voor om het De.

ving

vegruarieve of aghewase westm)
e xader hicronder). Ze hedben
foor een angeiuk, beroerte of her-
dding in coma en
verooen na het ontwaken geen of
minimale texene van hewustiin,
By ¢ behanddmg In Leijpark
wonden de sinwigen peprikiedd om
het dewusziin terug te brengen

len van Legipark xin door het Col-
lepe voor Zorpvrntekeringen (CVZ)
n het ministerie van VIVE gewes-
perd, omda wetenschappeliyk on-
derzock naar et effecy 2 25-plus-
sery ontheesky

Schouten: ,Oms aambod om cen
prospectiel ondermek te doen, pddt

TONNY VAN DER MEE

nog streds. Wi ziin e pemoty cend
om de dehandaling 0ok aan pasén.-
ten vazaf 25 jaar 2an te bisden. De
tal Tigx by het minkxerie”

VWS vroeg in augustes 2032 bi
Revalidatie Nederland infosrmatse
op over dexe parifnten. Hetwas cen
malfjaar na hes skeogsukvan prins

‘Familie moet erop
kunnen vertrouwen
dat artsen een goede
beslissing nemen

Frso, dle sinds november i oot

e 2andacht voor niet aungrbo-
ren hersenlerse] & politick alupd on-
derheitcint gewersy” zomt Pauline

Revalidatie in bijzondere
gevallen toch vergoed

UTRECHT/DIEMEN = Bij patiénten
vanaf 25 jaar, die in Nederland niet
in aanmerking komen voor coma-
revalidatie, kunnen verzekeraars in
bijzondere gevallen die behande-
ling in het buitenland toch vergoe-
den. Dat zegt Zorgverzekeraars Ne-
derland.

. Een verzekeraar kan uit cou-
lance de hand over het hart strij-
ken,” zegt een woordvoerder. ,Dat
is een individuele afweging als het
gaat om specialistische zorg in een
specialistisch geval. De arts maakt
die inschatting”

Verzekeraar Agis vergoedde om
die reden de kosten van de 32-ja-
rige Tiilay. Zij raakte 2 jaar geleden
in coma door een ernstig auto-
ongeluk, ontwaakte daaruit, maar
ligt sindsdien in een toestand van
minimaal bewustzijn. Agis ver-
goedde de 180.000 euro die de be-
handeling in Belgié kostte.

Gezien de leeftijd kwam zij niet
in aanmerking voor opname in
Leijpark,” zegt een woordvoerster.
Echter juist gezien die leeftijd was
opname in een verpleeghuis niet
adequaat omdat daar niet de juiste

zorg zou worden gegeven. In het
belang van de verzekerde is toen
gekozen voor een multidisciplinair
revalidatietraject in Overpelt.”

Andere zorgverzekeraars zijn
niet eenduidig. VGZ zegt een der-
gelijke behandeling wel te vergoe-
den, mits er perspectief is op suc-
ces. ,,Ook als dat in Belgié is”

Menzis vergoedt de kosten in het
buitenland alleen als die zorg ook
in Nederland zou worden vergoed.
CZ laat weten coma-revalidatie in
het buitenland niet te vergoeden.
,Voor een Nederlandse verzekerde
geldt nog steeds de Nederlandse
Zorgverzekeringswet.”

Het College voor Zorgverzeke-
ringen (CVZ) blijft op het stand-
punt uit 2009. Toen wees het een
voorstel om ook de behandeling
voor patiénten vanaf 25 jaar te ver-
goeden af.

Volgens het college is er weinig
onderzoek gedaan naar het effect
bij deze categorie patiénten en zijn
de bestaande onderzoeken ‘matig’
van kwaliteit. Het voldoet dus niet
aan ‘de stand van wetenschap en
praktijk’

= e destumrsdd van loggenoten-
vereniging Cerebradl  _ Drosvig
muar het is niet anders. Het gaat al-

‘De leeftijdgrens is
arbitrair en niet
wetenschappelijk
onderbouwd’



Dies ist nicht einfach: research started

MCS in long-term care
* 2013-2014: Diagnose- Koncept

* 2014/2015: Pravalenz MCS

 Kohortenstudie

Berno Overbeek
Specialist Elderly Care

* Ethische dilemmata

* Lebensqualitat

Qualitat der Versorgung

Radboudumc



Flow chart of cerebral insult and coma. Adapted from Laureys et al, Lancet Neurology 2004

Acute brain injury |

;

Coma |
Locked-in Vegetative Chronic coma Brain
syndrome state (very rare) death

d

Minimally conscious state |

J

Confusional state |

;

Increasing independence |

i

Permanent vegetative state
(>3 months if non-traumatic,
»1 year if traumatic)

1

Death I

Monti, M, Laureys S., Owen, M. BMJ 2010;341:¢c3765



A new name

Jebate
Unresponsive wakefulness syndrome: a new name for the
vegetative state or apallic syndrome

Steven Laureys @, Gastone G Celesia @, Francois Cohadon @, Jan Lavrijsen E, Jose Leon-Carrrion @,

Walter G Sannita 4, Leon Sazbon P, Erich Schmutzhard *, Klaus R von Wild 2, Adam Zeman . Giuliano
Dolce ] and the European Task Force on Disorders of Consciousness 2~

BMC Medicine 2010, B:68 doi:10.1186/1741-7015-8-68

Fublished: 1 Nowvember 2010

NE UTRA
DESCRIPTIVE ;

BESSER KONNOTATION WENIGER FATALISTISCH



VS/UWS
Das Leben auf den Kopf

‘Awake but not aware’
Lange Uberleben moglich

Die andere, dunklere Seite von
erfolgreiche Medicin

Mussen wir alles tun was wir tun
konnen?

Impact on society



USA 1990-2005: Terri Schiavo



Italy 1992-2009: Eluana Englaro



The Netherlands '74-"90: Ineke Stinissen

Eheman im Fernsehen: “ Die medizinische Welt ist verantwortlich
far eine Losung”
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Research questions

® How, by whom and at which moment, can
the diagnosis VS be made as accurate as
possible?

” ® What is the prevalence of VS in Dutch
nursing homes?

N

® What is the long-term course and care?

Radboudumc



Finding the key

How can
a hopeless VS/UWS

be prevented?

Radboudumc



Pravalenz in Niederlande

* In September 2003

* VS/UWS > 1 Monat

* Definition Multi Society Task Force on PVS

* Dutch nursing homes (n=380; 62,331 betten)

* Per Brief, Antwordformular, interview Telefon

* Fragen zu Konsensus artzen-team-familien

* Im Zweifel: assessment Western Neuro Sensory Stimulation Profile (WNSSP)




32 patients > 1 Monat in VS/UWS

Lavrijsen et al. J Neurol Neurosurg Psychiatry 2005;76:1420-24 Radboudumc



Ergebnisse

* Jung (mean age 53 years)
* Mehr Frauen (73%)

* Stroke 14 (46.7%)
* Trauma 8 (26.7%)
* Anoxia 7 (23.3%)
* Other 1(3.3%)

® Main period uncounsciousness:
6 Jahre (2 Monaten-20 Jahren)

Lavrijsen et al. J Neurol Neurosurg Psychiatry 2005;76:1420-24 Radboudumc



Lange Uberlebenszeit

® zwischen 5 und 10 Jahre: 8 patienten

® Uber 10 Jahre: 5 patienten

Radboudumc



Conclusion

Pravalenz VS/UWS in Niederlande (2 PPM) niedriger als in der
Literatur gefunden (5-140 PPM)

Bestatigt in Aktuelle Studie, alle patienten Coma Recovery
Scale-revised (CRS-r) (Van Erp, Lavrijsen et al. in progress)

Osterreich 19 PPM (Stepan 2001), 17 PPM (Stepan 2003), 33,6
PPM (Donis, 2007-2009)

Auch in Niederlande relative stabilitat

Trotz der moéglichkeit beendigung der Behandlung

Radboudumc



End-of-life decisions in Nursing Homes

43 VS/UWS-patienten verstorben
2000-Sept 2003:

* 24 von Komplikationen nach
Nichtbehandlung Entscheidung

* 10 von Komplikationen trotz
behandlung

* 9 nach beendigung Behandlung
incl. artificial nutrition and
hydration (ANH)

Lavrijsen et al. J Neurol Neurosurg Psychiatry 2005;76:1420-24 Radboudumc



Nutrition and Hydration

1. Nutrition and hydration as a general human need
2. Nutrition and hydration as part of the normal nursing and care
3. Nutrition and hydration as a form of medical treatment

N\

Artificial Nutrition and Hydration =
medizinischen Behandlung patienten
ina VS/UWS

Auch in Rechtsprechung

Leenen, Ned Tijdschr Geneeskd 1985;129:1980-5 Radboudumc



Dutch Health Council 1994

* If patient is unconsciousness and chance of recovery is
negligible

* Itis allowed to withdraw ANH

* As part of decision to withheld/withdraw life-sustaining
treatment

* For patient a dying process in dignity

Radboudumc



Royal Dutch Medical Association
(KNMG), 1997

Committee on the Acceptability
of the termination of life (CAL)

* Continuing treatment is contrary to human dignity
* Continuing treatment is futile

*  One would expect from physician that he withdraws medical
treatment on a certain time

* Medical treatment that is no longer legitimized, should not
be continued

Radboudumc



And the family...?

* If relatives insist on continuing treatment, the physician has
to give information and guide them...

* ..to bring them to other thoughts

* ..to withdraw medical treatment within some time in
agreement with the relatives

That is not simple!

Royal Dutch Medical Association, KNMG, CAL 1997 Radboudumc



Course, care and decision-making



5 patients described in depth

Survival

17 M Trauma

43 F Trauma + anoxia by
bleeding spleen

44 M Anoxia after cardiac
arrest

15 M Trauma

18 M Trauma

1978
1983

1989

1991
1987

1%y

6y 5m

1y 3m

8y 4'>m

16 (now 25y)

Sepsis

Withdrawal ANH

Withdrawal ANH

Pneumonia

Still alive

Lavrijsen et al. Brain Injury 2005;19:67-75

Radboudumc



Characteristics long-term care

* ‘Intensive care’: complex, multidisciplinary & intensive

* Washing, changing incontinence materials, supplying ANH,
frequent turning, fixing splints, providing mouth care,
supplying laxatives, medicines, changing urinary catheters,
cleaning tracheal tube

* Under direction of a Nursing Home Physician/Elderly Care
Physician

* Multidisciplinary meetings about care plan: goals, actions,
evaluations, family meetings

Lavrijsen et al,.Brain Injury 2005;19:67-75 Radboudumc



And..

* Only incidental bed sores (> 60.000 turns!)
* Chronic medication

* Several medical specialists involved

That is not simple!

Lavrijsen et al,.Brain Injury 2005;19:67-75 Radboudumc



Where others stop.... ...we begin

That is Intensive Care too



Considerable medical & nursing problems

Regylar ;
Contractures Caries | Sular Infections
S ceth, 9ringj
e\u\‘uv&- pER WEIGHT LOSS "9 br Oken teeth
Extreme Spasticity ' COnst,pat,-on
Urinary stones, Mvocl Hematuria
obstructions YOO Haemoptysis
. abcess
<Red eyes \’—\stU\ar Convulsijons

osteoporosis

Ormo
nal stf“”Ctions fractures

Catheter & tube

Seizures Mouth care problems Problems

Lavrijsen et al.Brain Injury 2005;19:67-75



A remarkable finding: red eyes

Filamentary Keratitis

* Einwachsen von Blutgefallen &
filamenten Cornea in 2 Patienten

* Keine Literatur Zusammenhang UWS

* Chronisches Problem

* 15 Jahre Behandlung

* Jetzt: nichts tun, nur regelmalig die
Augen zu 6ffnen

* Effektive in letzten 10 Jahren

Lavrijsen J, Rens G van, Bosch J van den. Cornea 2005;24:620-2 Radboudumc



Filaments on cornea

H.-J, Thael, S, Blumceke und W.-D, Kessler:




Brain Defwry, Augast 2007, 2109 093004 !m.ﬂl;

CASE STUDY Beine brechen

Bone fractures in the long-term care of a patient in a vegetative
state: A risk to conflicts

JAN LAVRIJSEN', HANS VAN DEN BOSCH?, & JOOST VEGTER'

' Nigrsing Home Medicine, Radboud University Niimegen Medical Centre, Nignegen, The Netherlands, * Nirsing
Homas, De Eovgboog, Bahal, The Netherlands, and *Ownhopaedic Swgery, [helich Hospital, Halmond,
The Netherlands

{Hecerped 10 Fenuavy 20007 vavizsed | Fune 2007 accepred 21 Tune 20057)
Nach 19 Jahre UWS: Weiche Materialien

Radiologist: ‘extrem niedrigen Knochendichte’ Optimale Transfers
Risikommunikation



Entscheidungs-
prozess

Wer, wenn, wie?



5 scenarios

Withholding antibiotics 112

Waiting for a fatal t8,5

complication
Reactive approachto ;¢ 5

withdrawing ANH

Continuing treatment > 16

(now 25)

Proactive approach +1,3
to withdrawing ANH

Lavrijsen et al. Brain Inj 2005;19:67-75


F:%5Cpresentation%5Cvegetatief%5Ccasus3%20proactief.ppt

Scenariocase 1, { 17y

Not treating complications

Withholding antibiotics t 112 years

After 7 years a life-threatening urine
stoppage was treated

Young people survive infections
without antibiotics

Risk of chronic infections

Lavrijsen et al. Brain Inj 2005;19:67-75



Key statement made at family meetings

* ‘The parents told me that, should they be confronted with a
recurrence of the life-threatening urine stoppage, they
would probably insist on medical treatment’

... but...

* ‘if the physicians were to say that treatment is not the most
sensible choice, they would understand’



Conclusion case 1

* This scenario did not lead to expected death, resulted
in a chronic infectious state and turned out to be an
inappropriate way to let the patient die in dignity

* |Infections not lethal

* ‘This never again’



Lesson case 1

* |Instead of only withholding therapy for incidental
complications,

* regular evaluation of the total treatment is necessary



Scenario casus 2, Y 43y

Reactive approach

Withdrawing ANH at the T 6,5 years
moment of complications



Consultations about decision

* Colleagues NHP
* Multidisciplinary team

* General Practitioner

* Professor in ethics \

* Lawyer, jurist (no jurisprudence)



‘Medical treatment for patients in a VS

[ 4 . . . o« o
a contribution of nursing home medicine’

First case withdrawing ANH

As futile medical treatment
Positive experience for all

No sign of suffering or discomfort
‘Meaningful final phase’

In contrast with other descriptions
about ‘starvation’ in lay press

Positive publicity, reactions

Lavrijsen, van den Bosch. Ned Tijdschr Geneeskd 1990



Preliminary judicial investigation

* “The decision to withdraw ANH was made with due care
from a medical and ethical point of view”

Lavrijsen et al. Ned Tijdschr Geneeskd 1991;135:1097. Brain Inj 2005;19:67-75



Key statement case 2

* “The husband explained that he was afraid to decide himself
whether or not complications should be treated’

* ‘He requested not to involve him in the decision making, but
only to explain to him what has been decided’.



A quiet and dignified dying process

* No signs of discomfort

* The same experience in psychogeriatric wards

Normal palliative approach ‘to ensure dignity’

Adequate information and guidance of family

Death usually within 1-2 weeks

Confirmed in case study 2011



Lesson case 2

* ANH can be regarded as futile medical treatment
* Withdrawing ANH can be an acceptable scenario

* Earlier evaluation of total treatment could possibly prevent a
long-term VS



Scenario casus 3: 44y

Proactive approach

Direct after admission working
towards the moment of
withdrawing ANH

t 1,3 year

Making clear that the doctor
decides



Key statement in case 3

Doctor:

‘l have told her that | think the time has come that | should
decide to withdraw ANH...

... No one raised any serious objections’



Lessons case 3

* Long-term VS/UWS can be prevented by a proactive
approach from the beginning in which evaluation of the total

treatment, including ANH, is the starting point

* Informing them that the decision to withdraw treatment
would be entirely up to the physician

e Letting family grow towards decision to withdraw ANH



Scenariocasus 4: £ 15y

Waiting for a fatal complication

Parents did not agree with t 8,5 years
withdrawal medical '
treatment, ANH

No other option than to wait
for a fatal complication



Key statement in case 4

Parents:

‘We recognize that our son would never have wanted this
situation to continue like this: who would? With hindsight,

it would have been better for him if he had died in the hospital.
We hope that he doesn’t realize in which situation he is’



Scenario casus 5: 18y

Continuing treatment

Parents do not agree to

_ _ now > 25 years
withdrawal medical treatment



“This is a fate worse than death, but we
don’t want to lose him’

Lavrijsen Brain Inj 2005; Quoted in NEJM, 9.6.2005



Lessons of case4 + 5

Attitudes of families are crucial in ultimate decisions of
physicians

Intensive guidance towards the key decisions is necessary
Accepting consequences remains difficult

Particularly for parents who have found new balance in the
stable phase



Acute phase

Strength of
emotional bond

r’

—
L —
Prognosis

Medical dependancy

.-—"'r.f

‘Waiting phase’

VS/UWS

JM Minderhoud. In: Traumatische hersenletsels, 2003

Chronic phase




—

Battle

Protection
life

Sofie Verhaeghe et al
2010. J.Clin Nursing

Acute phase

Hope families

Hope caregivers 7

Waiting phase

VS/UWS

Hope family W
No hope caregivers
BIEININES

Conflicts

Span, Lavrijsen et al.
In progress

Chronic phase




The ‘window of opportunity’

through the lens of family experience

Experiences of 26 family members (14 families)

“First they say it was too soon,
now they say it is too late”

“We show that some people believe that their relatives are being kept alive
against their wishes

and this seems to be partly because the ‘window of opportunity’ for allowing
death has closed

and there seems to them to be no legal or human way of releasing them”

Kitzinger, Jenny & Celia. Sociology of Health & lliness 2012;xx:1-18. Radboudumc



—
L —
Prognosis

- —
\f -
Window of
opportunity

-~
/ \-\ dical dependancy

Acute phase ‘Waiting phase’ Chronic phase

VS/UWS P

JM Minderhoud 2003; Lavrijsen et al Ned Tijdschr Geneeskd 2005; Kitzinger 2012



.. and to bear the burden of a decision

The physician

After intensive guidance of the family

After a state-of-the-art diagnosis & prognosis
With a proactive attitude

Individual solutions



Keys of prevention hopeless VS/UWS

* The best diagnosis & prognosis

* Formulate prevention permanent UWS as a
collective point of departure

* The best treatment to recover (Austria and
Netherlands: ~ 50% without rehabilitation)

* Regular evaluation of the total treatment

* From the beginning intensive guidance of
family towards medical decisions

* Communicate that physician is responsible
* Educate and support them
* Co-operate ‘through the walls’ of institutions

Lavrijsen J. Thesis 2005, Radboud University



Challenges

* Engage people, society for long-term care
* Connect experts

* Build teams of expertise

* Technical support diagnosis, prognosis

* Specialized rehabilitation facilities

* ‘Transmural’ care plans

* Stimulate Advanced Directives

* Support ethical dilemmas, moral debates

* Linked with research and education

Tell and write the stories



‘Niemand tussen Wal en Schip’
Acquired brain injury

Development
Centre of Research & Expertise



Development expertise & research about

Locked-in syndrome (LIS)

Minimally Conscious State (MCS)
Unresponsive Wakefulness Syndrome (UWS)
Ethical dilemmas, end-of-life decisions UWS
Severe Acquired Brain Injury in Nursing Homes
Follow-up Early Intensive Neurorehabilitation

Coping families

Radboudumc



Learning from families
How to cope with this?

60% > 3 hours/day visit
65% no time for friends
59% signs depression

40% financial problems

Support
More research, started 2013

M. Leonardi et al. Brain Inj, febr 2012

Radboudumc



Quote of a mother

‘My son died at the side of the road and
the funeral was 6 years later’

In: Bryan Jennett . The vegetative state 2002



Learning from (ex)-patients
Unexpected recovery of consciousness....
and then?

Lavrijsen, Schellekens, Vos. In progress Radboudumc



Learning from you

* Support nursing staff
* By moral debates

* About their dilemmas

Span, Lavrijsen et al. In progress Radboudumc



Nursing care:
it’s not that easy

Compassion
Conflicts

Powerlessness
Fear Burnout

Span, Lavrijsen et al. In progress



Learning from other countries
Comparison of values and ethics

The Netherlands

‘VS patients are in a blocked dying
process’

Cases in media

Debate in society

Jurisprudence

Guidelines KNMG, Health Council

Beljaars, Valckx, Stepan, Donis, Lavrijsen. In review

Austria, Vienna

‘VS patients are not dying’

No cases in media

No debate in society

No jurisprudence

No guidelines about discontinuation
medical treatment



Quotes of families

The Netherlands Austria, Vienna
‘I told the neurologist that if something
like VS would be the prospect, ‘Stopping treatment is unthinkable here’

treatment should be stopped’

Died by pneumonia after being in VS
for 13 years

Beljaars, Valckx, Stepan, Donis, Lavrijsen. In review



Quotes of families

The Netherlands

‘Her wish has been fulfilled. She is at
peace now’.

ANH withdrawn after 12 years. She had
expressed that here wish was not to
live in VS after seeing Stinissen case

Beljaars, Valckx, Stepan, Donis, Lavrijsen. In review

Austria, Vienna

‘I decide for him, the way | do for
myself’

13 years in VS after a car accident at 24
years



Co-operation with our hands, mind and heart!

in Respekt fur Ihre wunderbare Arbeit

Radboudumc
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