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Ist es so einfach? 

  Nein 



Outline 

• Nursing Home Medicine or 

 Elderly Care Medicine 

• Kontext UWS/MCS 

• Long-term care in nursing homes 

• Decision-making (Entscheidungen) 

• Keys to solutions (Lösungen) 

• Challenges (Herausforderungen) 

To cross bridges 

Brücken zu überqueren 



 

• 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 

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





Working in a nursing home in 80s 

 

 
• Ärzte ohne Spezialität 

 
• Patienten ohne Anzeichen von Bewusstsein 

 
• Familien ohne Hoffnung 

 

 
That is not simple! 
 



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  
 http://www.youtube.com/watch?v=BrRTFUp7NLU 



Liebevolle Pflege  

Die Frage, ob  etwas davon  

erlebt wird 

Und am Ende  in Liebe 
loszulassen 



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

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



• Prävalenz unbekannt in den Niederlande 
• Prognose, Vorhersage Verlauf unbekannt  
• Ander Verlauf MCS vs UWS 
• Weitere Erholung möglich > Jahre 
• Ander contact VS/UWS vs MCS 
• Schmerztherapie (Boly et al. Lancet Neurol. 2008;7:1013-20) 

 

• Andere medizinische -ethischen dilemmata 
• Mangel an Möglichkeiten für Rehabilitation 

 
 

 
 
 

Minimally Conscious State 

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





Dies ist nicht einfach: research started  

• MCS in long-term care 
 

• 2013-2014: Diagnose- Koncept 
 

• 2014/2015:  Prävalenz MCS 
 

•  Kohortenstudie 
 

• Ethische dilemmata 
 

• Lebensqualität  
 

•  Qualität der Versorgung 
 
 
 

Berno Overbeek 
Specialist Elderly Care 



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

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



A new name 



VS/UWS 
Das Leben auf den Kopf 

 
• ‘Awake but not aware’ 

 
• Lange Überleben möglich 

 
• Die andere, dunklere Seite von 

erfolgreiche Medicin 
 

• Müssen wir alles tun was wir tun 
können? 
 
 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 
für eine Lösung“  



Is this dying in dignity? 

What to do? 



• 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? 
 

• What is the long-term course and care? 

Research questions  



 
How can  
 
a hopeless VS/UWS  
 
be prevented? 

Finding the key 



Prävalenz 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 



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 

 

 



  

• zwischen 5 und 10 Jahre: 8 patienten  
 

• über 10 Jahre: 5 patienten 

Lange Überlebenszeit 



Conclusion 
• Prävalenz VS/UWS in Niederlande (2 PPM) niedriger als in der 

Literatur gefunden (5-140 PPM) 
 

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

 
• Österreich 19 PPM (Stepan 2001), 17 PPM (Stepan 2003), 33,6 

PPM (Donis, 2007-2009) 
 

• Auch in Niederlande relative stabilität  
 

• Trotz der möglichkeit beendigung der Behandlung 
 
 
 
 
 
 



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 



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  
 
   

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

Artificial Nutrition and Hydration = 
medizinischen Behandlung patienten 
in a VS/UWS  
 
Auch in Rechtsprechung 



Dutch Health Council 1994 

• If patient is unconsciousness and chance of recovery is 
negligible  

• It is allowed to withdraw ANH 
• As part of decision to withheld/withdraw life-sustaining 

treatment 
• For patient a dying process in dignity 



Royal Dutch Medical Association 
(KNMG), 1997 

• 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  

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



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 

Royal Dutch Medical Association, KNMG, CAL 1997 

That is not simple! 



The long-term care 

Course, care and decision-making 



5 patients described in depth  

Age 
 
 

Sex  Cause Start Survival End point 

17 M Trauma 1978 11½ y Sepsis 

43 F Trauma + anoxia by 
bleeding spleen 

1983 6y 5m Withdrawal ANH 

44 M Anoxia after cardiac 
arrest 

1989 1y 3m Withdrawal ANH 

15 M Trauma 1991 8y 4½m Pneumonia 

18 M Trauma 1987 16 (now 25y) Still alive 

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



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

 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 

  



 

And.. 

 • Only incidental bed sores (> 60.000 turns!) 
 

• Chronic medication 
 

• Several medical specialists involved 

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

That is not simple! 



Where others stop…. …we begin 

That is Intensive Care too 



Considerable medical & nursing problems 

 

Seizures 

osteoporosis 

Myoclonus 

Mouth care problems 

  Red eyes 

fractures 

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

Hematuria 



A remarkable finding: red eyes 

Filamentary Keratitis 
 
• Einwachsen von Blutgefäßen & 

filamenten Cornea in 2 Patienten 
• Keine Literatur Zusammenhang UWS  
• Chronisches Problem 

 
• 15 Jahre Behandlung 
  
• Jetzt: nichts tun, nur regelmäßig die 

Augen zu öffnen 
 

• Effektive in letzten 10 Jahren 

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



Filaments on cornea 



Nach 19 Jahre UWS: 
Radiologist: ‘extrem niedrigen Knochendichte’ 

Weiche Materialien 
Optimale Transfers 
Risikommunikation 

Beine brechen 



Wer, wenn, wie? 

Entscheidungs- 
prozess 



5 scenarios 

Withholding antibiotics † 11½ 

Reactive approach to 
withdrawing ANH 

† 6,5  

Proactive approach 
to withdrawing ANH 

† 1,3  

Waiting for a fatal 
complication 

† 8,5  

Continuing treatment  > 16  

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

(now 25)  

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


Scenario case 1, ♂ 17 y 

Withholding antibiotics 

After 7 years a life-threatening urine 
stoppage was treated 

Young people survive infections 
without antibiotics 

Risk of chronic infections 

† 11½ years 

Not treating complications 

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, ♀ 43 y 

Withdrawing ANH at the 
moment of complications 

† 6,5 years 

Reactive approach 



Consultations about decision    

• Colleagues NHP 
 

• Multidisciplinary team 
 

• General Practitioner 
 

• Professor in ethics 
•   
• Lawyer, jurist (no jurisprudence) 



‘Medical treatment for patients in a VS 

‘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: ♂ 44 y 

Direct after admission working 
towards the moment of 
withdrawing ANH 

 

Making clear that the doctor 
decides 

† 1,3 year 

Proactive approach 



Key statement in case 3 

 

Doctor:  
 

  ‘I have told her that I think the time has come that I 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 

• Letting family grow towards decision to withdraw ANH 

 
 



Scenario casus 4: ♂ 15 y 

Parents did not agree with 
withdrawal medical 
treatment, ANH 

No other option than to wait 
for a fatal complication 

† 8,5 years 

Waiting 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: ♂ 18 y 

Parents do not agree to 
withdrawal medical treatment 

 

now > 25 years 

Continuing 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 case 4 + 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 

 



JJM Minderhoud. In: Traumatische hersenletsels, 2003 

Prognosis 

Medical dependancy 

Strength of 
emotional bond 

When? 

Chronic phase ‘Waiting phase’ Acute phase 

 
VS/UWS 



Hope families 

Hope caregivers    

Battle 
 
Protection 
life 
 
Sofie Verhaeghe et al 
2010 . J.Clin Nursing 

 

Hope family   

No hope caregivers 

Dilemmas 

Conflicts 

 

Span, Lavrijsen et al.              
In progress 

Acute phase Waiting phase  Chronic phase 

 
VS/UWS 



The ‘window of opportunity’  

through the lens of family experience 

Experiences of 26 family members (14 families) 

 

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

“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” 
 



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

Prognosis 

Medical dependancy 

Strength of 
emotional bond 

When? 

Chronic phase ‘Waiting phase’ Acute phase 

 
VS/UWS 

Window of 
opportunity  



Who has to decide? 
.. 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 

 
 



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 



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 



Learning from you 

• Support nursing staff 
 

• By moral debates 
 

• About their dilemmas 

Span, Lavrijsen et al. In progress 



 

Nursing care:  

it’s not that easy 

 

Powerlessness 

Compassion 
Conflicts 

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 

 

Austria, Vienna 

• ‘VS patients are not dying’ 

• No cases in media 
• No debate in society 
• No jurisprudence 

• No guidelines about discontinuation 
medical treatment  
 

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



Quotes of families   

The Netherlands  

 ‘I told the neurologist that if something 

like VS would be the prospect, 
treatment should be stopped’ 

 

   Died by pneumonia after being in VS 
for 13 years  

Austria, Vienna 

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

‘Stopping treatment is unthinkable here’ 
 
 
 
 
 



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 

Austria, Vienna 

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

‘I decide for him, the way I do for 
myself’ 
 
 
13 years in VS after a car accident at 24 
years 
 



Co-operation with our hands, mind and heart! 

in Respekt für Ihre wunderbare Arbeit 



Pro life 

Right to die 

Acute care 

Long-term care 

@jlavrijsen 

Jan.lavrijsen@Radboudumc.nl 


