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NL: population and health care system

Population
> 65 years
> 80 years

Hospitals: 125
Nursing Homes: 330
Discharged from NH:

16,300,000
14 %
3 %

55.000 beds 
60.000 beds
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Number of people living to an old age is rapidly
increasing
Pattern of diseases that cause most morbidity
and mortality is changing
In the near future, in the NL, NHs will
increasingly be the site of terminal care
NHs are increasingly the place of end of life
care for people with dementia
Most NH patients will enter a terminal phase
and eventually will die in the NH
Also for these NH patients good end of life care 
should be given
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However, PC has traditionally been focused on
cancer patients
PC needs to be available to much wider range 
of terminal illnesses (cfr WHO reports)
NHs have less well been studied than hospices
as setting for terminal care
In the NL, we do not know whether NHs
provide comfort for people dying in NHs
Little is known about the symptoms and 
disorders that are associated with the terminal 
phase of NH patients
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1. What symptoms, signs, problems and 
diseases are causing the terminal phase in NH 
patients?

2. What morbidity and symptoms are present in 
the last two days of life of NH patients?

3. What is the quality of PC in the terminal 
phase in NHs?

4. How does the estimated lenght of survival 
accord with the actual survival?

Research questions
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Research Methods

Prospective, observational cohort study in 16 Dutch
nursing homes
Selected NHs are representative for the 
Netherlands, according to type of NH and number of 
beds
Inclusion: all long-term care patients assessed by a 
NH physician to have a life expectancy of 6 weeks 
or less
Data collection: a 16-months period (2001-2003)



• Admitted on wards for somatic patients as well as 
psychogeriatric wards

• Questionnaires:
• on inclusion (demographics and clinical

characteristics)
• follow-up: weekly monitoring:

until death, unless patient recovers
maximum follow-up is 12 weeks

• after death (all patients)

Research Methods



Instruments

Questionnaire for demographics and illness
characteristics
Direct causes of terminal disese phase: 
Classification Codes of Diseases for nursing home 
Medicine (CvZ-V < ICD-10)
Symptoms:
› Observational Minimum Data-set Palliative Care 

(RAI MDS-PC draft 1.8) (25 symptoms) 
› Last two days prior to death: Edmonton

Symptom Assessment Scale (ESAS) (10 items)
Stages of Dementia: Global Deterioration Scale
(GDS)
Quality of care: Palliative Outcome Scale (POS)
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Results: Last two days of life



Results: Quality of end-of-life care



Results: predicted and actual survival



All patients: n = 516
somatic wards n = 201
psychogeriatric wards n = 315

All patients:
death within 7 days: 83 %
death within 14 days:      92 %

Median duration survival:        3 days

Results



Brandt HE, Ooms ME, Ribbe MW, van der Wal G, Deliens L. 
Predicted Survival vs. Actual Survival in Terminally Ill Noncancer Patients in Dutch Nursing Homes. 
J Pain and Symptom Management 2006 Dec;32(6):560-566
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(Most) Important Symptoms and Signs as Indicative of a 
Limited Life Expectancy (≤ 6 weeks acc. NHP) (n = 516) 1/2

410Dehydration
411Difficulty swallowing

315Cachexia/anorexia
718Reccurent fever
518Somnolence

1021Dyspnea

-25Little/no nutritional intake

1132Generalized weakness

1743(Very)little/no fluid intake

Most 
Important 

(%)
Total (%)Symptom

Brandt HE, Deliens L, Ooms ME, van der Steen J, van der Wal G, Ribbe MW. Symptoms, Signs, 
Problems and Diseases of Terminally ill Nursing Home Patients. A Nation-Wide Observational Study 
in the Netherlands. Archives of Internal Medicine 2005 Feb;165(3):314-20 



-5Confusion/delirium
33Coma
28(Worsening) pressure ulcer
69Subcoma
59Severe stage of somnolence
310Patient gives up
510Other symptoms
310(Extreme) tiredness

Most 
Important 

(%)
Total (%)Symptom
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Direct cause and underlying disease of the terminal phase
1/3

421

3
4
4
5
6

-Septicaemia
-Fever
-Coma
-Malaise
-Cachexia
724General disorders

Pneumonia
824Respiratory system

Underlying
Disease of Ter-

minal Phase
(%)

Direct Cause
of the 

Terminal 
Phase (%)

System

Brandt HE, Deliens L, Ooms ME, van der Steen J, van der Wal G, Ribbe MW. Symptoms, Signs, 
Problems and Diseases of Terminally ill Nursing Home Patients. A Nation-Wide Observational Study 
in the Netherlands. Archives of Internal Medicine 2005 Feb;165(3):314-20 



Direct Cause and Underlying Disease of the Terminal Phase
2/3

2

9

5

8

79Digestive system
-9Dehydration

310Endocrine, nutritional, 
and metabolic diseases

Heart failure

Cerebrovascular
accidents

2114Circulatory system

Underlying
Disease of the 

Terminal 
Phase (%)

Direct Cause
of the 

Terminal 
Phase (%)

System

Brandt HE, Deliens L, Ooms ME, van der Steen J, van der Wal G, Ribbe MW. Symptoms, Signs, 
Problems and Diseases of Terminally ill Nursing Home Patients. A Nation-Wide Observational Study 
in the Netherlands. Archives of Internal Medicine 2005 Feb;165(3):314-20 



Direct Cause and Underlying Disease of the Terminal Phase
3/3

126
Malignant neoplasms
(incl. metastases) 
within all systems)

-2Diseases of skin and 
subcutaneous tissue

304Mental disorders 
(dementia)

57Genito-urinary

Underlying
Disease of Ter-

minal Phase
(%)

Direct Cause
of the 

Terminal 
Phase (%)

System

Brandt HE, Deliens L, Ooms ME, van der Steen J, van der Wal G, Ribbe MW. Symptoms, Signs, 
Problems and Diseases of Terminally ill Nursing Home Patients. A Nation-Wide Observational Study 
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Symptoms and Signs of the Terminal Phase
by Underlying Disease 1/4

271017
Cachexia /
anorexia

101224Recurrent
fever

472829Generalized
weakness

222033
Little / no
nutritional
intake

224549Little / no
fluid intake

Malignant
Neoplasms

%
(n = 60)

Circulatory
System

%
(n = 106)

Mental 
Disorders

% 
(n=156)

Symptom



0910Subcoma

51812Difficulty
swallowing

133112Dyspnea

0416(Worsening) 
pressure ulcer

Malignant
Neoplasms

%
(n = 60)

Circulatory
System

%
(n = 106)

Mental 
Disorders

%
(n = 156)

Symptom
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218Refusal of 
liquid

2124Medication
not succesful

3176
Severe stage 
of 
somnolence

Malignant
Neoplasms

%
(n = 60)

Circulatory
System

%
(n = 106)

Mental 
Disorders

%
(n = 156)

Symptom
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27103(Extreme) 
tiredness

1041Loss of 
apetite

1021Feeling sick

1311Nausea

1211Vomiting

Malignant
Neoplasms

%
(n=60)

Circulatory
System

%
(n=106)

Mental 
Disorders

%
(n=156)

Symptom
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Results : last two days of life

Brandt HE, Ooms ME, Deliens L, van der Wal G, Ribbe MW. 
The last two days of life of nursing home patients - a nationwide study on causes of death 
and burdensome symptoms in the Netherlands. Palliative Medicine 2006 Sep;20:533-40 
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Most patients (83 %) died within 7 days 
after inclusion, 92 % died after 14 days

Terminal phase of NH patients was 
marked with symptoms of low fluid and 
food intake, general weakness, respiratory 
problems (dyspnea), cachexia and 
dehydration

Many NH patients (4 out of 10) had 
lowered consciousness
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Direct causes of terminal phase:
› diseases of the respiratory system (mainly 

pneumonia)
› general disorders (e.g cachexia, malaise, 

coma, fever, septicemia)
› diseases of the circulatory system 
› nutritional disorders

2 main underlying diseases of the 
terminal phase:
› mental disorders (mainly dementia)
› diseases of the circulatory system (e.g. 

stroke, heart failure)



Cancer was the underlying disease in 
only 12% of the NH patients 
› with symptoms like generalized 

weakness, cachexia, tirdness, nausea, 
loss of appetite, feeling sick

Comprehensive assessment of signs, 
symptoms and diseases is needed for 
proper care planning and treatment 
strategies
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Symptoms and Signs of Terminally-ill Nursing 
Home Patients

Thank you and 
best regards from
The Netherlands


