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Gea C. van Dijk, BA, Ate Dijkstra, RN, MEd, PhD,  
Robbert Sanderman, PhD

 Abstract

 Background

The decision whether to use PDL care is in essence and, put briefly and bluntly, a 
choice between rehabilitation and non-rehabilitation but with an emphasis on the 
quality of life. It is important to know which patient characteristics determine this 
choice. 

 Objective 

A study is made of the characteristics of patients for whom PDL care is appropriate 
compared to patients for whom it is not appropriate. This concerns case finding: 
which patient characteristics determine the choice for PDL care and which measur-
ing instruments can be used to determine this.

 Method

A search was made for patient characteristics related to PDL care. About a hundred 
questionnaires were sent out in order to find out which patient characteristics help 
to indicate the use of PDL care for a given patient and which measuring instrument 
can be used for this. 

 Findings and conclusions

At first, the prognosis for recovery seemed to be decisive. If (partial) recovery was 
expected, PDL care should not be used. A number of characteristics occur more in 
patients for whom PDL care is considered appropriate than in patients for whom this 
was not the case. These are: high care burden, confinement to bed, stiffness, contrac-
tures, increased muscle tension and muscle spasm, difficulties in communication 
and incomprehension in the patient, problems with swallowing and saliva flow, ori-
entation in space and orientation in time. If one or more of these characteristics occur 
in a patient, the preference for PDL care is increased. 
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160 Chapter 7

Two measuring instruments proved suitable in practice for measuring the care 
burden as a factor in whether or not to use PDL care. These are a PDL score list that 
draws on a number of questions from the ZZP scale1, and the Care Dependency 
Scale2. Both these scale are included in appendices to chapter 7, as part of the ques-
tionnaire. Because either scale can be used, the choice goes to the one that is best 
suited to the institute or which is already in use there. There is no benefit in using 
both instruments. The use of PDL care is indicated if a total score of 18 or higher is 
scored on the PDL score list (including a number of questions from the ZZP score 
list) or the total score on the CDS is 28 or less. 

Keywords: PDL care, ZZP, CDS, case-finding, care burden
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7.1  Introduction

Care of people who are Powerless in Daily Living (PDL care) is used for patients who 
are strongly or completely dependent on professional care, alongside voluntary care. 
The decision whether or not to use PDL care is made consciously. PDL care is suit-
able for use in patients with an irreversible self-care deficit; if there is a chance of 
recovery, then ADL training is used rather than PDL care. When deciding whether 
to use PDL care or ADL training, it is essential to determine if there is a possibility 
of recovery. In addition, caregivers who work with PDL care indicate that certain 
features are characteristic for patients receiving PDL care3. So, to gain more insight 
into these features, it is important to study the differences in patient characteristics 
between patients suitable for PDL care and those who are not. One of the character-
istics that clearly emerges is a great care burden. The possibility of using validated 
measuring instruments to determine the differences in care burden between these 
two groups of patients has not yet been studied. When initiating PDL care, measur-
ing instruments are rarely used in practice at the moment. The prognosis regarding 
recovery and the differences in patient characteristics, as well as assessing the care 
burden with a measuring instrument, seem to be important for decision-making 
regarding the use of PDL in a specific patient. In this chapter, the patient character-
istics as well as the possibility for the use of a measuring instrument for case-finding 
are studied. 

The following questions form the basis of this study:
To what extent is there a difference in the possibility of recovery or expected improve-1. 
ment between patients receiving PDL care and those who are not receiving PDL 
care? 
What are the differences in characteristics between patients receiving PDL care and 2. 
those who are not receiving PDL care? Which characteristics are associated with suit-
ability for PDL care? 
Can an instrument be used to measure the difference in the care burden between 3. 
patients receiving PDL care and those in whom PDL is not used? At what level of care 
burden is PDL care appropriate?

To answer these questions, a questionnaire was used among patients in whom PDL 
care was consciously chosen as care method and in patients in whom it was deliber-
ately decided not to use PDL care. Patients with no PDL care at whom the care givers 
thought PDL care could be usefull were excluded.

7.2  Method

In the study of patient characteristics, a survey was conducted in six nursing homes 
in the Netherlands. The nursing homes were selected based on the following criteria: 
PDL care is used in the nursing home, the nursing homes selected are well spread 
across the Netherlands, and the nursing home is situated at a travelling distance such 
that the investigator could also collect the questionnaires personally if necessary. 
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162 Chapter 7

Within the nursing homes, the questionnaires were completed for individual patients: 
one questionnaire per patient. The distinction was made between patients in whom 
PDL care was consciously chosen as care method and patients in whom deliberately 
it was decided not to use PDL care. Patients with no PDL care at whom the care giv-
ers thought PDL care could be usefull were excluded.

The questionnaire was filled in by a professional caregiver involved in the care of 
the patient. 

The questionnaire consisted of the following parts:
questions to obtain general information about the patientA. 
questions on the presence of certain specific physical, cognitive and psychological B. 
characteristics in the individual patient
three questionnaires from three different instruments for measuring the care burden C. 
of the patient: the Care Dependency Scale2, the Handicap Scale4 and the PDL grad-
ing5, adapted into the PDL score list by including a number of questions from the 
ZZP score list1 (a Dutch scoring system related to patient burden)
questions on the expected improvement for the different care situations, as indicated D. 
in the PDL score list. 

Ad A. Questions to obtain general information about the patient 
Besides asking about the ward where the patient is residing (rehabilitation, chronic 
somatic or psychogeriatric), a question is included on whether or not PDL care is 
being used for the patient. This question is especially important for analysing the 
data. This focuses on distinguishing factors between patients receiving PDL care and 
those who are not receiving PDL care. The answer to the question on whether or not 
PDL is being used classifies the patients into two groups; each patient fits into one 
of these groups. 

Ad B. Questions on the presence of certain specific physical, cognitive and psychological 
characteristics in the individual patient
The physical characteristics asked about were taken from an earlier study in which 
these characteristics were mentioned by staff as characteristics of the patients receiv-
ing PDL care3. The cognitive and psychological characteristics were obtained from 
the questionnaire from the ‘care/living plan’. This care/living plan was developed in 
the Netherlands by ActiZ, a Dutch organisation for health care providers, for the 
purpose of setting down and describing the total care of an individual patient accord-
ing to four fields of attention or ‘domains’. Questionnaires are used to gain a good 
overview of the care needed. The cognitive and psychological characteristics stem 
from the ‘mental wellbeing and autonomy’ and ‘physical wellbeing and health’ 
domains6. A Likert scale7 was used to score the presence of specific physical, cogni-
tive and psychological characteristics. The Likert scale is a five-point scale questioning 
whether a characteristic is always (score 1), often (score 2), regularly (score 3), some-
times (score 4) or never (score 5) present in the individual patient. An example is 
shown in figure 1.
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always often regularly sometimes never

1 2 3 4 5Contractures

1 2 3 4 5Pain (behaviour)

Does the patient suffer from the following symptoms?

Figure 1. Example of the Likert scale with the different scores

Ad C. Three questionnaires from three different instruments for measuring the care burden 
of the patient: the Care Dependency Scale, the Handicap Scale and the PDL grading, 
adapted into the PDL score list by including a number of questions from the ZZP score 
list
The measuring instruments used were found by means of a literature study in which 
we searched for instruments that measure the care burden of the patient.

The Care Dependency Scale or CDS2 measures the level of care dependency of 
the patient. This is done by means of 15 items: eating and drinking, incontinence, 
posture, mobility, day and night rhythm, dressing and undressing, body temperature, 
personal hygiene, avoidance of danger, communication, contact with others, sense 
of norms and values, daily activities, recreational activities and cognitive ability. For 
each item, questions asked about the degree of independence of the patient. The 
psychometric properties of this instrument have been extensively described2. There 
is a shortened and an extended version of this questionnaire; one version is to be 
completed by the staff, the other by the patient. In the study described in this chapter, 
the extended form, the version filled in by the staff, was used to prevent differences 
in interpretation. 

The Handicap Scale4 measures the extent to which an individual’s health has an 
effect on his/her daily life. It comprises six items: mobility, physical independence, 
work and leisure, social integration, orientation, and health and economic self-suffi-
ciency. The Handicap Scale was developed from a questionnaire that patients filled 
in themselves. Because a member of staff fills in the questionnaire in this study, the 
questions used were adapted in such a way that they could be completed by staff. This 
instrument has also been validated4.

The ‘PDL grading’5 consists of seven items, namely the different care situations 
that PDL care involves: lying down, sitting, washing, dressing, changing, turning and 
feeding. For each item, it is asked whether the patient is independent or not in that 
particular care situation. All these items can only be answered by ‘yes’ or ‘no’. The 
validity of this instrument has not been tested. Moreover, in practice it appears that 
yes/no answers can be too simplistic. Therefore, in this study a link was made 
between the PDL grading and a number of questions from the ZZP score list. The 
ZZP score list is used in the Netherlands to determine the care burden of the patient1. 
This score list contains 54 questions about patient characteristics, whereby for each 
item, an answer is possible on a five-point scale: from fully independent to fully 
dependant on help. To form a link between the PDL grading and the ZZP score list, 
questions where taken from the ZZP score list that corresponded with items from 
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the PDL grading, in other words items that were relevant to the care situations of 
PDL care. For one of the questions on the ZZP score list, two questions were created 
so that a distinction could be made between the care situation lying down and the 
care situation sitting. The validity of the questions on the ZZP score list has been 
tested1. In this way a PDL score list was created that includes a number of questions 
from the ZZP score list. 

Ad D. Questions on the expected improvement for the care situations, as indicated in the 
PDL score list 
For each PDL care situation included in the PDL score list, a question is asked on 
whether improvement can be expected in that care situation. A five-point scale was 
also used here, the possible answers being: yes (score 1), probably (score 2), maybe 
(score 3), probably not (score 4) and no (score 5). 

 
The total survey, including the three measuring instruments, can be found in appen-
dix 1 of this chapter. The answers from the questionnaires were anonymously proc-
essed in SPSS, and we searched for significant differences between the two patient 
groups. When analysing the results of the three measuring instruments, the Receiver 
Operating Characteristic (ROC) curve was also used. In this way, it can be determined 
whether there is a measuring point for each question, a ‘cut-off point’, which indi-
cates whether or not PDL care is appropriate with a high degree of confidence. We 
also investigated whether there was any added value from using two of the three or 
all three instruments in the same patient.

7.3  Results

7.3.1  Response

A total of 105 questionnaires were completed: 53 questionnaires concerned patients 
in whom a conscious decision was made to use PDL care and 52 questionnaires were 
for patients in whom it was decided not to use PDL care. Care workers filled in the 
questionnaire in 100 cases. For three of the patients receiving PDL care, the question-
naire was filled in by another caregiver. For the patients in whom PDL care was not 
used, the profession of the person who filled in the questionnaire is not known in 
two cases. The last question on the adapted Handicap Scale, which asks whether the 
patient could afford to pay for the things he/she needed, proved to be difficult to 
answer for the caregivers. In 33 questionnaires, the sixth answer was not filled in. 
This meant that only five questions remained in this scale. 

7.3.2  Expectations for improvement

As mentioned in the introduction, PDL care focuses on patients with no chance of 
recovery. The aim of PDL care is not rehabilitation, but rather accepting the patient’s 
self-care deficit and improving quality of life. When deciding whether or not to use 
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PDL care, it is essential to first have an insight into the possibilities of recovery or 
improvement. For each care situation, as indicated in the PDL score list, the question 
is asked as to whether improvement is to be expected. Figure 2 shows the cumulative 
percentage of patients in whom the question was answered as improvement expected, 
improvement probable or improvement possible, divided into patients receiving PDL 
care and patients not receiving PDL care for each care situation. 

0

s i t t ing

ly ing  down

feed ing

chang ing

turn ing

dress ing

wash ing

2 4 6 8 10 12 14 16 18

no  PDL  care
PDL  care

Figure 2. Cumulative percentage of patients in whom improvement is expected, probable, or possible 
in patients receiving PDL (N = 53) and in patients not receiving PDL (N = 52), for each care situation

For the care situations lying down, sitting, washing, dressing, changing and turning, 
the differences between the two groups of patients were significant (t-test, α=0.05). 
For feeding, the difference was not significant because the expectations for improve-
ment were also relatively low for the patients who were not receiving PDL care.

7.3.3  Patient characteristics 

In the questionnaire, questions were included about the presence of specific physical, 
cognitive and psychological characteristics in patients receiving PDL care and those 
considered not suitable for this care.

Figure 3 shows the mean scores for the patient characteristics included in the 
questionnaire in which there was a significant difference (t-test, α=0.05) between the 
mean scores of the patients who were receiving PDL care and those who were not. 
The higher the score, the worser the situation. The maximum score is 5, the mini-
mum score is 1. 
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1

worried

desorientation in time

1,5 2 2,5 3 3,5 4 4,5 5

no  PDL  care
PDL  care

desorientation in space

problems with chewing and swallowing

saliva production

incomprehension in the patient

difficult communication

defence tension

increased muscular tension

contractures

stiffness

confinement to bed

high care burden

Figure 3. Patient characteristics with significantly different scores, the higher the score the better the 
situation

One of the items the significantly different score is the other way round than the 
others. This is the item in which degree the patient is or seems ‘worried’ (figure 4).

The patient characteristics in which there were no significant differences between 
patients receiving PDL care and those not are shown in figure 4.

The average score of the items with significant difference as given in figure 3, are for 
patients with PDL care 3,38 and patients with no PDL care 2,07. The average score of 
the items with no signigicant difference as given in figure 4, are for patients with 
PDL care 2,23 and patients with no PDL care also 2,23. Apparantly the patients with 
PDL care score better at the items given in figure 4, which mostly are psychological 
and can be connected with well-being than at items given in figure 3, which are 
mostly physical and cognitive items. The only item that scores significantly better at 
patients with PDL care compared with those with no PDL care, namely ‘worried’, is 
also a psychological item which can be connected with well-being. In further research 
the effects of PDL care should be studied. 
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1

worried

sad

1,5 2 2,5 3 3,5 4 4,5 5

dissatisfied

mood swings

withdrawn

appears depressed

anxiety

pain(behaviour)

no  PDL  care
PDL  care

Figure 4. Patient characteristics without significantly different scores, a higher score indicates a better 
situation

7.3.4  Instruments for measuring care burden

All three instruments indicated a significant difference in the mean scores between 
the two patient groups (t-test, α=0.05). Table 1 shows the mean score for each instru-
ment.

Instrument Patient suitable 
for PDL care

Patient not suitable 
for PDL care

Mean 
score 

N Mean 
score

N Significance 
t-test  
α=0.05

PDL score list, including a number of 
questions from the ZZP score list  
(score 0-21)

20 53 10.8 52 0.000

Care Dependency Scale   
(score 15-75)

20.6 51 43.5 50 0.000

Adapted Handicap Scale   
(excl. question 6; score 5-33)

27.4 48 19.6 50 0.000

Table 1. Mean score in the PDL score list-ZZP, CDS and Handicap Scale 
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7.4  Discussion

In the introduction, the study questions are presented which form the basis for the 
study presented in this chapter. The number of completed questionnaires: 52 con-
cerning patients receiving PDL care and 53 for patients not receiving PDL is actually 
too small to draw hard conclusions. However, the groups were put together con-
sciously: patients in whom the conscious decision was made to employ PDL care and 
patients in whom the conscious decision was made not to use PDL care. According 
to the participants, they are representative for the target group in question; this, 
however, has not been proven. A much larger-scale study is needed to be able draw 
hard conclusions. The results as presented below do, however, show a trend. This 
should be borne in mind when studying and using these results.

The characteristics of the patients found in practice, are also consistent to the 
earlier findings at the positioning and analysis of PDL care.

 
In the study described, the following results emerged for each study question.

The first study question was related to the differences in prognosis regarding 
recovery or the expected improvement between patients receiving PDL care and those 
not receiving this care. The study shows that the prognosis as regards to recovery was 
significantly different between patients receiving PDL care and those not. The pos-
sibility of recovery in patients in whom PDL is not used was significantly greater. This 
applies to the following care situations: lying down, sitting, washing, dressing, chang-
ing and turning. For feeding a difference was found, but this was not significant 
because the expectations for improvement regarding feeding were also relatively low 
in patients not receiving PDL care. 

The second study question concerns the differences in patient characteristics 
between patients receiving PDL care and those not receiving this care. Here the 
distinction was made between physical, cognitive and psychological characteristics. 
The results show significant differences in patient characteristics for physical prob-
lems and cognitive problems. These problems occur significantly more often in 
patients receiving PDL care. There are no significant differences concerning psycho-
logical problems, because these occur less then the physical and cognitive problems 
at patients with PDL care. The item ‘worried’ scores significantly better then at 
patients with no PDL care. In the coming effect study these items should be further 
studied. 

The patient characteristics that are significantly more frequently seen in patients 
receiving PDL care can be divided into six areas: 
high care burden•	
confinement to bed•	
stiffness, contractures, increased muscular tension or defensive tension•	
difficult communication or incomprehension in the patient•	
problems with chewing and swallowing, saliva production •	
disorientation in time or space •	
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This means that if these characteristics are seen in an individual patient, PDL care 
should be considered. 

Of the specific characteristics, care burden shows the greatest difference between 
the two groups of patients. The instruments in the questionnaire measure care bur-
den in particular. The choice to use these instruments is thus in line with the patient 
characteristics.

The third study question concerns searching for a validated instrument that can 
measure the difference in care burden between patients receiving PDL care and those 
who are not. A further question was related to the level of care burden at which PDL 
care is appropriate. With the CDS, PDL care seems more appropriate if the score is 
lower. For the PDL score and the Handicap Scale, PDL care seems more appropriate 
if the score is higher. For all three measuring instruments, the difference between 
the two patient groups is significant (t-test, α=0.05). 

A Receiver Operating Characteristic (ROC) curve is used to find a cut-off point: 
a score that can be used as an indication for the use of PDL care. The ROC curve is 
used as a measure for the differential power of a diagnostic test8. The chosen refer-
ence ‘gold standard’ in this study is the item that indicates whether an individual 
receives PDL care or not. The cut-off point is the value with the highest possible 
sensitivity and specificity. For further research such as an effect study, this point can 
determine whether PDL care should be used or not, as seen from the perspective of 
care burden. Figure 5 shows the ROC curve of the PDL score combined with a 
number of questions from the ZZP score list, the ROC curve of the CDS and the 
ROC curve of the adapted Handicap Scale. 

The cut-off point found in the curve of the PDL score was a score of 18 (a higher score 
is an indication for PDL care), for the CDS this is a score of 28 (lower score indication 
for PDL), and for the Handicap Scale a score of 25 (higher score indication for PDL). 
So, in effect, all three instruments are well-suited as diagnostic instruments and they 
can all be used in a coming effect study in the decision whether or not to employ PDL 
care. Using more than one of these instruments in combination has no added ben-
efit because the cut-off point already gives a high level of sensitivity and specificity. 

This means that the instrument that is already being used in the organisation or 
the one that fits best can be chosen. The ZZP assessment with score list is used in 
all care institutes in the Netherlands, the Care Dependency Scale is used in the 
Netherlands and internationally. The amended Handicap Scale, which was originally 
intended to be completed by the patients themselves, seems to be less well suited 
because a number of caregivers had difficulty in answering the questions on this 
scale. In the appendix of this chapter you find the Care Dependency Scale and the 
PDL score, which includes a number of questions from the ZZP score list, as part of 
the questionnaire. There is an indication for the use of PDL care with a total score of 
18 or higher on the PDL score, in combination with a number of questions from the 
ZZP score list, or a total score of 28 or lower for the CDS. 
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PDL score combined with ZZP  CDS 
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Figure 5. ROC curve of PDL score combined with the ZZP, CDS and amended Handicap Scale 

7.5  Conclusion and follow-up research

The conclusion of this study is that there seem to be significant differences in patient 
characteristics between patients receiving PDL care and those in whom the conscious 
decision is made not to use it. The characteristics in question are: 
possibility of recovery or expected improvement •	
specific physical and cognitive patient characteristics in six areas, namely: •	

high care burden•	
confinement to bed•	
stiffness, contractures, increased muscular tension or defensive tension•	
difficult communication or incomprehension by the patient•	
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problems with chewing and swallowing, saliva production•	
disorientation in time or space •	

a measurable difference in care burden. •	

The findings regarding expected improvement, the patient characteristics and the 
PDL score list, including a number of questions from the ZZP score list, or the CDS 
can be used in the decision making on whether or not to initiate PDL care in an 
individual patient and in further research such as an effect study to determine 
whether PDL should be used or not. The decision on the use of PDL care should be 
made in consensus with the patient and his or her family and in consultation with 
all the professionals involved in the care of the patient. Further research is needed 
into developing a structured method of decision making, to develop a guideline.
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Appendix 1 

 Questionnaire Casefinding for Care workers

 Patient characteristics in relation to Care of people who are Powerless in Daily Living (PDL 
care) 

Instruction to the questionnaire
 The questionnaire consists of the following parts: 

Questions to obtain general information about the patient;  -
Questions of the PDL grading, adapted into the PDL score list by including a  -
number of questions from the ZZP score list score, including some questions of 
the ZZP score;
Questions about expected recovery or improvement -
The Care Dependency Scale (CDS); -
Questions about health problems, wellbeing and safety -
The adjusted Handicap scale -

 Per patient the situation of the patient is to be reported. In patients at whom PDL 
care is used, you have to think back to the situation before using PDL care. 
You are asked to tick where appropriate. Please give one answer per question, it is 
not possible to give more answers to one question. 

Example:
Questionnaire filled in by:
care worker √1. 
other carer, namely ……………2. 

 or:

Health
 Are the following problems the order in the patient? 

Always Often Regularly Sometimes Not

Contractures 1 2 √ 3 4 5

Decubitus 1 2 3 √ 4 5

 Also at the adapted handicap scale you are asked to tick where appropriate. In some 
questions you are asked to give an answer in your own words. Behind these questions 
there is a dotted line.
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General information
 Questionnaire filled in by:

care worker1. 
other carer, namely ……………2. 

Date:  ……………
Date of birth patient:  ……………

 Sex: 
male1. 
female2. 

 Has the patient a partner?
yes1. 
no2. 

 Has the patient one or more children? 
no1. 
yes, number: ……………2. 

 What is the highest education the patient has completed?
Primary school1. 
Lower professional education, like LTS, LEAD2. 
ULO, MULO, MAVO3. 
Medium professional education, like MDGO, MTS4. 
HAVO, Atheneum, 5. 
Gymnasium 6. 
High professional education7. 
University8. 
Other, namely 9. 

Diagnosis patient:  ……………
Other diagnose patient:  …………… 
Reason admission:  ……………

 Kind of ward:
revalidation1. 
chronic somatic ward2. 
psychogeriatric ward3. 
other, namely ……………4. 

Medication the patient uses:  ……………

GeaVanDijk.indd   173 21-10-2008   14:08:20



174 Chapter 7

 Uses the patient aids? 
always1. 
often2. 
regularly3. 
sometimes 4. 
never   5. 
namely ……………

 Is the patient in coma? 
yes1. 
no2. 

 Is there an imbalance concerning burden?
always1. 
often2. 
regularly3. 
sometimes 4. 
no5. 

 Is PDL used in caring the patient?
yes1. 

 For what reason?
……………………………………………………
no 2. 

 The PDL score list

 Questions of the PDL gradingi, adapted into the PDL score list by including a number of 
questions from the ZZP score listj

Washing (ZZP question 23):
To which extent is the client able to wash himself independently? (parts of his body 
or completely)?

0. The client can do this independently, no aid of others is needed. (ZZP score 0)

1. The client can do this by himself, but someone else should supervise or 
stimulate. 

(ZZP score 1)

2. The client can do this with considerable effort, someone has to help. (ZZP score 2)

3. The client cannot do this independently, someone has to take over. (ZZP score 3)

i H. Nijkamp, Introductie van het PDL CARE-cijfer.Vakblad NVFG 6, 21-29, 2000.
j Ministerie van Volksgezondheid, Welzijn en Sport (VWS) (2007) Zorgzwaartebekostiging. 

www.minvws.nl/dossiers/zorgzwaartebekostiging/zorgzwaartepakket/
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 Clarification question:
 - Washing of parts of the body: using water, soap or other materials to wash parts of the 

body, like washing hands, face, feet, hair or nails.
 - Washing completely: using water, soap or other materials to wash to wash the complete 

body, like bathing or taking a shower.
 - Dry oneself off: using a towel of other materials to dry parts of the body or the complete 

body off, like after washing.

 Is recovery expected? 
yes1. 
likely2. 
perhaps3. 
likely not4. 
no5. 

 Dressing (ZZP question 24)
To which extent is the client able to dress or undress himself independently? 

0. The client can do this independently, no aid of others is needed. (ZZP score 0)

1. The client can do this by himself, but someone else should supervise or 
stimulate.

(ZZP score 1)

2. The client can do this with considerable effort, someone has to help. (ZZP score 2)

3. The client cannot do this independently, someone has to take over. (ZZP score 3)

 Clarification question:   
Dressing: in a structured way concerning different parts of the body.

Is recovery expected? 
yes1. 
likely2. 
perhaps3. 
likely not4. 
no5. 

 Turning (ZZP question 25)
To which extent is the client able to go out of the bed or in the bed independently?

0. The client can do this independently, no aid of others is needed. (ZZP score 0)

1. The client can do this by himself, but someone else should supervise or 
stimulate.

(ZZP score 1)

2. The client can do this with considerable effort, someone has to help. (ZZP score 2)

3. The client cannot do this independently, someone has to take over. (ZZP score 3)
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 Is recovery expected? 
yes1. 
likely2. 
perhaps3. 
likely not4. 
no5. 

 Changing (ZZP question 26)
To which extent is the client able to change independently? 

0. The client can do this independently, no aid of others is needed. (ZZP score 0)

1. The client can do this by himself, but someone else should supervise or 
stimulate. 

(ZZP score 1)

2. The client can do this with considerable effort, someone has to help. (ZZP score 2)

3. The client cannot do this independently, someone has to take over. (ZZP score 3)

 Is recovery expected? 
yes1. 
likely2. 
perhaps3. 
likely not4. 
no5. 

 Eating (ZZP question 27)
To which extent is the client able to eat and drink independently? 

0. The client can do this independently, no aid of others is needed. (ZZP score 0)

1. The client can do this by himself, but someone else should supervise or 
stimulate. 

(ZZP score 1)

2. The client can do this with considerable effort, someone has to help. (ZZP score 2)

3. The client cannot do this independently, someone has to take over. (ZZP score 3)

 Is recovery expected? 
yes1. 
likely2. 
perhaps3. 
likely not4. 
no5. 

 Lying down (ZZP question 29):
To which extent is the client able to move himself independently while lying down? 
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0. The client can do this independently, no aid of others is needed. (ZZP score 0)

1. The client can do this by himself, but someone else should supervise or 
stimulate. 

(ZZP score 1)

2. The client can do this with considerable effort, someone has to help. (ZZP score 2)

3. The client cannot do this independently, someone has to take over. (ZZP score 3)

 Is recovery expected? 
yes1. 
likely2. 
perhaps3. 
likely not4. 
no5. 

 Sitting (ZZP question 29):
To which extent is the client able to move himself independently while sitting?

0. The client can do this independently, no aid of others is needed. (ZZP score 0)

1. The client can do this by himself, but someone else should supervise or 
stimulate. 

(ZZP score 1)

2. The client can do this with considerable effort, someone has to help. (ZZP score 2)

3. The client cannot do this independently, someone has to take over. (ZZP score 3)

 Is recovery expected? 
yes1. 
likely2. 
perhaps3. 
likely not4. 
no5. 

 Care Dependency Scalek (CDS) – UK version

1 Eating and drinking The extent to which the resident is able to satisfy his/her need for food 
and drink unaided.

1 Resident is unable to take food and drink unaided.

2 Resident is unable to prepare food and drink unaided; resident is able to 
put food and drink into his/her mounth unaided.

k A. Dijkstra Care Dependency: an assessment instrument for use in longterm care facilities. 
Academisch proefschrift. Regenboog, Groningen, 1998.
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3 Resident is able to prepare food and drink; and put food and drink into 
his/her mounth unaided with supervision; has difficulty determining 
quantity.

4 Resident is able to eat and to drink unaided with some supervision.

5 Resident is able to prepare mals and to satisfy his/her need for food 
unaided.

2 Incontinence The extent to which the resident is able to control the discharge of urine 
and/or faeces voluntarily.

1 Resident is unable to prevent the discharge of urine and/or faeces; is 
completely incontinent.

2 Resident is unable to control the discharge of urine and/or faeces; 
spontaneous discharge of excretions is impossible without assistance.

3 Resident is able to be continent most of the time, if guided by fixed 
patterns. 

4 Resident is able to control excretions unaided most of the time; some-
times uses unsuitable places.

5 Resident is able to control excretions unaided. 

3 Body posture The extent to which the resident is able to adopt a position appropriate to 
a certain activity.

1 Resident is unable to change his/her body position unaided.

2 Resident is to some extend able to adopt an appropriate position for 
activities unaided.

3 Resident is able to adopt an appropriate position for activities, but fails to 
do so sufficiently on his/her own initiative.

4 Resident has few limitations as to adopting the appropriate position.

5 Resident has no limitations as to adopting the appropriate position.

4 Mobility The extent to which the resident is able to move about unaided.

1 Resident is immobile and unable to use mechanical aids by him/herself 
Resident is to some extent able to move unaided; often uses mechanical 
aids.

2 Resident is fairly mobile, sometimes uses mechanical aids.

3 Residents is able to move unaided most of the time.

4 Residents is able to move unaided all of the time. 

5

5 Day/night pattern The extent to which the resident can maintain an appropriate day/night 
cycle unaided. 

1 Resident is insensitive to day/night pattern.

2 Resident is somewhat insensitive to day/night pattern.

3 Resident is sensitive to day/night pattern, but needs much help.
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4 Resident is sensitive to day/night pattern, and needs little help.

5 Resident knows normal day/night pattern, and secures enough rest for 
him/herself. 

6 Getting dressed 
and undressed

The extent to which the resident is able to get dressed and undressed 
unaided. 

1 Resident is unable to get dressed and undressed unaided.

2 Resident is to some extent able to get dressed an undressed unaided, but 
is unable to perform actions in a logical order.

3 Resident is partly able to get dressed an undressed unaided, but supervi-
sion and aid are required.

4 Resident is able to get dressed and undressed almost unaided, but needs 
help with fine motor skills.

5 Resident is able to get dressed and undressed unaided, has control over 
fine motor movements. 

7 Body temperature The extent to which the resident is able to protect his/her body tempera-
ture against external influences unaided. 

1 Resident is unable to distinguish cold and warm temperatures by him/
herself.

2 Resident is to some extent able to distinguish cold and warm tempera-
tures by him/herself; but is unable to take appropriate action.

3 Resident is able to distinguish cold and warm temperatures by him/
herself; is to some extent able to take appropriate action.

4 Resident is able to indicate feelings of cold and warm by him/herself; is 
to a great extent able to take appropriate action.

5 Resident is able to protect body temperature against external influences 
unaided. 

8 Hygiene The extent to which the resident is able to take care of his/her personal 
hygiene unaided. 

1 Resident is unable to assure his/her personal hygiene, e.g. bathing, 
brushing his/her teeth, combing his/her hair, etc. unaided.

2 Resident is somewhat able to contribute to his/her personal hygiene, but 
does not do so on his/her own initiative.

3 Resident is able to perform several actions regarding his/her personal 
hygiene unaided, but supervision and aid are required.

4 Resident is able to perform most actions regarding his/her personal 
hygiene unaided, but some supervision and aid are still required.

5 Resident is able to take care of his/her personal hygiene completely 
unaided. 

GeaVanDijk.indd   179 21-10-2008   14:08:21



180 Chapter 7

9 Avoidance of 
danger 

The extent to which the resident is able to assure his/her own safety 
unaided. 

1 Resident is unable to recognize and avoid danger by him/herself.

2 Resident is somewhat able to recognize and avoid dangers in his/her 
environment by him/herself, and/or to protect him/herself against his/her 
own aggression or aggression from others.

3 Resident is partly able to recognize and avoid several dangerous situa-
tions in his/her environment by him/herself, but needs help to protect 
him/herself against aggression from others.

4 Resident is able to recognize and avoid dangers in his/her environment 
practically by him/herself, and/or to protect him/herself against aggres-
sion from others most of the time.

5 Resident is able to take care of his/her own safety unaided. 

10 Communication The extent to which the resident is able to communicate. 

1 Resident is unable to express him/herself verbally, but is able to commu-
nicate his/her experiences to persons known to him/her nonverbally.

2 Resident is somewhat able to express him/herself verbally and nonver-
bally; uses sounds to express his/her experiences; understands what 
others want to communicate through intonation.

3 Resident is able to express him/herself by means of simple words and/or 
specific gestures; understands simple short words from others.

4 Resident is able to express him/herself in words and sentences and/or 
specific gestures; understands simple language and/or gestures from 
others.

5 Resident is able to express him/herself verbally and nonverbally; is able 
to share experiences with others. 

11 Contact with 
others

The extent to which the resident is able to appropriately make, maintain 
and end social contacts.

1 Resident is unable to make contact with others by him/herself; reacts 
positively to pleasant experiences and/or negatively to unpleasant 
experiences.

2 Resident is somewhat able to make contact with others by him/herself; 
reacts to persons important to him/her.

3 Resident is able to maintain a limited number of contacts with persons 
important to him/her by him/herself.

4 Resident can make, maintain and end contacts independently most of the 
time; is able to give some meaning to these contacts.

5 Resident can make, maintain and end contacts independently; is able to 
give meaning to these contacts. 
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12 Sense of rules 
and values 

The extent to which the resident is able to observe rules/social norms by 
him/herself. 

1 Resident is unable to behave in a manner appropriate to the hospital 
environment.

2 Resident occasionally behaves in a manner appropriate to the hospital 
environment.

3 Resident usually behaves in a manner appropriate to the hospital environ-
ment, but lacks a sense of privacy.

4 Resident knows how he/she should behave both within and outside the 
hospital environment but does not always do so; has a limited sense of 
privacy.

5 Resident knows how he/she should behave both within and outside the 
hospital environment: behaves accordingly act; expresses his/her own 
need for privacy. 

13 Daily activities The extent to which the resident is able to structure daily activities 
unaided. 

1 Resident is unable to carry out daily activities by him/herself.

2 Resident is able to carry out simple activities but only if aided.

3 Resident is able to carry out several activities by him/herself, but only 
does so when stimulated.

4 Resident is able to concentrate on daily activities by him/herself for a 
while; derives a sense of satisfaction from these activities.

5 Resident is able to perform daily activities in a structured way by him/
herself; derives a sense of satisfaction from the result of his/her perform-
ance of these activities.

14 Recreational 
activities

The extent to which the resident is able to participate in activities outside 
the hospital unaided

1 Resident is unable to participate in recreational activities outside the 
hospital unaided; is able to enjoy things happening in his/her environment 
passively.

2 Resident is to some extent able to participate in or be present at recrea-
tional activities outside the hospital by him/herself; often enjoys activi-
ties.

3 Resident is able to participate in recreational activities outside the 
hospital by him/herself with supervision; however does not engage in 
these activities on his/her own initiative.

4 Resident is able to perform recreational activities outside the hospital 
almost independently, however is dependent on supervision.

5 Resident is able to perform his/her own recreational activities outside the 
hospital unaided. 
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15 Learning ability The extent to which the resident is able to acquire knowledge and/or 
skills and/or to retain that which was previously learnt unaided.

1 Resident is unable to retain existing skills.

2 Resident is able to retain existing skills through frequent repetition.

3 Resident is able to learn simple new skills through repetition; learnt skills 
need to be practiced.

4 Resident is able to learn simple new skills; there is hardly any loss of 
existing skills.

5 Resident is able to learn complex new skills; there is no loss of existing 
skills. 

16 Summary sheet Finally indicate which definition of care dependency applies to the resident. 

1 Resident is completely dependent on nursing care.

2 Resident is to a great extent dependent on nursing care.

3 Resident is partially dependent on nursing care.

4 Resident is only to a limited extent dependent on nursing care.

5 Resident is almost independent on nursing care. 

 Questions concerning physical health, wellbeing and safety 

Physical health
 How does the patient react at physical care?

docile1. 
rejecting2. 

 What are the reactions of the patient at lifting or turning of the patient?
………………………………………………………………………………

Are the following problems the order in the patient? 

Always Often Regurlarly Sometimes Not

High care burden 1 2 3 4 5

Confinement to bed 1 2 3 4 5

Stiffness 1 2 3 4 5

Contractures 1 2 3 4 5

Increased muscular tension 1 2 3 4 5

Defence tension 1 2 3 4 5

Pain(behaviour) 1 2 3 4 5

Anxiety 1 2 3 4 5
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Always Often Regurlarly Sometimes Not

Difficult communication 1 2 3 4 5

Incomprehension in the patient 1 2 3 4 5

Saliva production 1 2 3 4 5

Problems with chewing and 
swallowing

1 2 3 4 5

Wellbeing and safety 
 In what mood is the patient mostly?

………………………………………………………………………………

Is the patient withdrawn or extrovert?
withdrawn1. 
extravert2. 

 What does the patient react to stimuli or sounds?
………………………………………………………………………………
Can you tell on the face or else what the patient likes or dislikes? 
………………………………………………………………………………

Always Often Regurlarly Sometimes Not

Appears the patient depressed? 1 2 3 4 5

Appears the patient well oriented in 
space?

1 2 3 4 5

Appears the patient well oriented in 
time?

1 2 3 4 5

Appears the patient anxious? 1 2 3 4 5

Are there mood swings? 1 2 3 4 5

Appears the patient generally satisfied? 1 2 3 4 5

Is the patient sad? 1 2 3 4 5

Is the patient worried? 1 2 3 4 5

 The adjusted Handicap scale

In the questionnaire was here presented a Dutch version of the London Handicap 
Scale, developed by Harwood et al.Rowan H Harwood, Angela Rogers, Edward 
Dickinson, Shah Ebrahim. Measuring handicap: the London handicap scale, a new out
come measure for chronic disease. Quality in Health Care 1994;3:11-16.This question-
naire is about the influence of one’s health influences on one’s daily life. The Dutch 
version was presented by “Uw gezondheid en uw leven”. Questions of hight of influ-
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ence are askes for 6 dimensions of a handicap: mobility, occupation, physical inde-
pendence, social integration, orientation and economic self sufficiency. The score 
ranks from 1 (no influence) to 6 or 7 (fully influence). Information about the Dutch 
score list can be obtained at the author.

GeaVanDijk.indd   184 21-10-2008   14:08:21



185Patient characteristics: case-finding

Appendix 2

 Results of Questionnaire Casefinding for Care workers

 General information
Questionnaire filled in by:

Patient with PDL N = 51 Patient without PDL N = 51

N % N %

care worker 51 100% 49 96.1%

other carer 0 0% 2 3.9%

Sex: 

Patient with PDL N = 53 Patient without PDL N = 51

N % N %

male 13 24.5% 19 37.3%

female 40 75.5% 32 62.7%

Has the patient a partner?

Patient with PDL N = 53 Patient without PDL N = 52

N % N %

yes 14 26.4% 19 36.5%

no 39 73.6% 33 63.5%

Has the patient one or more children?

Patient with PDL N = 51 Patient without PDL N = 50

N % N %

no 7 13.7% 9 18%

1 6 11.8% 9 18%

2 11 21.6% 16 32%

3 10 19.6% 9 18%

4 7 13.7% 3 6%

5 6 11.8% 2 4%
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Patient with PDL N = 51 Patient without PDL N = 50

N % N %

6 3 5.9% 0 0%

7 0 0% 0 0%

8 1 2% 1 2%

12 0 0% 1 2%

What is the highest education the patient has completed?

Patient with PDL N = 51 Patient without PDL N = 
44

N % N %

Primary school 16 31.4% 13 29.5%

Lower professional education, like 
LTS, LEAD

11 21.6% 12 27.3%

ULO, MULO, MAVO 8 15.7% 6 13.6%

Medium professional education, like 
MDGO, MTS

8 15.7% 2 4.5%

HAVO, Atheneum, 2 3.9% 2 4.5%

Gymnasium 0 0% 1 2.3%

High professional education 2 3.9% 1 2.3%

University 0 0% 1 2.3%

Other, namely 3 5.9% 2 4.5%

unknown 1 2% 4 9.1%

Diagnosis patient:

Patient with PDL N = 52 Patient without PDL N = 50

N % N %

Dementia 41 78.9% 24 48%

CVA 7 13.5% 10 20%

Other psychoger. 1 1.9% 4 8%

Collum fracture 1 1.9% 3 6%

Total hip 1 1.9% 1 2%

M. Parkinson 0 0% 2 4%

Leg amputation 0 0% 2 4%

other 1 1.9% 4 8%
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Kind of ward:

Patient with PDL N = 53 Patient without PDL N = 52

N % N %

revalidation 0 0% 9 17.3%

chronic somatic 
ward

8 15.1% 11 21.2%

psychogeriatric 
ward

45 84.9% 30 57.7%

other 0 0% 2 3.8%

Uses the patient aids? 

Patient with PDL N = 52 Patient without PDL N = 52

N % N %

always 31 59.6% 28 53.8%

often 2 3.8% 6 11.5%

regularly 2 3.8% 3 5.8%

sometimes 1 1.9% 3 5.8%

never 16 30.8% 12 23.1%

Is the patient in coma? 

Patient with PDL N = 53 Patient without PDL N = 52

N % N %

yes 0 0% 0 0%

no 53 100% 52 100%

Is there an imbalance concerning burden?

Patient with PDL N = 45 Patient without PDL N = 47

N % N %

always 13 28.9% 10 21.3%

often 7 15.6% 6 12.8%

regularly 9 20% 11 23.4%

sometimes 14 31.1% 9 19.1%

never 2 4.4% 11 23.4%
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Questions of the PDL grading, adapted into the PDL score list by including a number 
of questions from the ZZP score list 

 The PDL score list

N Score 0 Score 1 Score 2 Score 3

N % N % N % N %

Washing (ZZP 
question 23)

Patient with PDL 53 0 0% 1 1.9% 1 1.9% 51 96.2%

Patient without 
PDL

52 3 5.8% 10 19.2% 19 36.5% 20 38.5%

Dressing (ZZP 
question 24)

Patient with PDL 53 0 0% 0 0% 1 1.9% 52 98.1%

Patient without 
PDL

52 6 11.5% 8 15.4% 17 32.7% 21 40.4%

Turning (ZZP 
question 25)

Patient with PDL 53 0 0% 0 0% 0 0% 53 100%

Patient without 
PDL

52 14 26.9% 9 17.3% 10 19.2% 19 36.5%

Changing (ZZP 
question 26)

Patient with PDL 53 0 0% 0 0% 0 0% 53 100%

Patient without 
PDL

52 11 21.2% 6 11.5% 12 23.1% 23 44.2%

Eating (ZZP 
question 27)

Patient with PDL 53 2 3.8% 4 7.5% 13 24.5% 34 64.2%

Patient without 
PDL

52 24 46.2% 19 36.5% 6 11.5% 3 5.8%

Lying down 
(ZZP question 
29)

Patient with PDL 53 1 1.9% 0 0% 10 18.9% 42 79.2%

Patient without 
PDL

52 26 50% 8 15.4% 6 11.5% 12 23.1%
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N Score 0 Score 1 Score 2 Score 3

N % N % N % N %

Sitting (ZZP 
question 29)

Patient with PDL 53 1 1.9% 0 0% 3 5.7% 49 92.5%

Patient without 
PDL

52 24 46.2% 7 13.5% 5 9.6% 15 28.8%

0. The client can do this independently, no aid of others is needed. (ZZP score 0)

1. The client can do this by himself, but someone else should supervise or 
stimulate. 

(ZZP score 1)

2. The client can do this with considerable effort, someone has to help. (ZZP score 2)

3. The client cannot do this independently, someone has to take over. (ZZP score 3)

Is recovery expected? 

N yes likely perhaps likely not no

N % N % N % N % N %

Washing (ZZP 
question 23) 

Patient with PDL 53 1 1.9% 0 0% 1 1.9% 0 0% 51 96.2%

Patient without PDL 52 4 7.7% 4 7.7% 0 0% 3 5.8% 39 75%

Dressing (ZZP 
question 24)

Patient with PDL 53 0 0% 0 0% 1 1.9% 1 1.9% 51 96.2%

Patient without PDL 52 4 7.7% 4 7.7% 0 0% 2 3.8% 38 73.1%

Turning (ZZP 
question 25)

Patient with PDL 53 0 0% 0 0% 1 1.9% 1 1.9% 51 96.2%

Patient without PDL 52 3 5.8% 3 5.8% 0 0% 4 7.7% 35 67.3%

Changing (ZZP 
question 26)

Patient with PDL 53 0 0% 0 0% 0 0% 2 3.8% 51 96.2%

Patient without PDL 52 3 5.8% 2 3.8% 1 1.9% 1 1.9% 38 73.1%

Eating (ZZP 
question 27)

Patient with PDL 53 1 1.9% 0 0% 1 1.9% 2 3.8% 49 92.5%
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N yes likely perhaps likely not no

N % N % N % N % N %

Patient without PDL 52 0 0% 1 1.9% 1 1.9% 2 3.8% 40 76.9%

Lying down (ZZP 
question 29)

Patient with PDL 53 1 1.9% 0 0% 1 1.9% 1 1.9% 50 94.3%

Patient without PDL 52 2 3.8% 1 1.9% 1 1.9% 2 3.8% 34 65.4%

Sitting (ZZP 
question 29)

Patient with PDL 53 1 1.9% 0 0% 1 1.9% 0 0% 51 96.2%

Patient without PDL 52 2 3.8% 1 1.9% 1 1.9% 2 3.8% 35 67.3%

 Care Dependency Scale (CDS) – UK version

N Score 1 Score 2 Score 3 Score 4 Score 5

N % N % N % N % N %

Eating and drinking 

Patient with PDL 53 36 67.9% 11 20.8% 0 0% 6 11.3% 0 0%

Patient without PDL 52 6 11.5% 23 44.2% 3 5.8% 12 23.1% 8 15.4%

Incontinence

Patient with PDL 53 48 90.6% 2 3.8% 0 0% 0 0% 3 5.7%

Patient without PDL 51 16 31.4% 4 7.8% 12 23.5% 3 5.9% 16 31.4%

Body posture

Patient with PDL 53 43 81.1% 6 11.3% 2 3.8% 1 1.9% 1 1.9%

Patient without PDL 52 9 17.3% 15 28.8% 3 5.8% 12 23.1% 13 25%

Mobility

Patient with PDL 53 48 90.6% 3 5.7% 1 1.9% 0 0% 1 1.9%

Patient without PDL 52 14 26.9% 10 19.2% 10 19.2% 8 15.4% 10 19.2%

Day/night pattern

Patient with PDL 52 23 44.2% 12 23.1% 14 26.9% 2 3.8% 1 1.9%

Patient without PDL 52 10 19.2% 7 13.5% 9 17.3% 11 21.2% 15 28.8%

Getting dressed and 
undressed

Patient with PDL 53 51 98.1% 0 0% 0 0 0 0% 1 1.9%

Patient without PDL 52 16 30.8% 13 25% 11 21.2% 6 11.5% 6 11.5%
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N Score 1 Score 2 Score 3 Score 4 Score 5

N % N % N % N % N %

Body temperature

Patient with PDL 53 32 60.4% 19 35.8% 2 3.8% 0 0% 0 0%

Patient without PDL 52 6 11.5% 15 28.8% 23 44.2% 8 15.4% 0 0%

Hygiene

Patient with PDL 53 51 96.2% 2 3.8% 0 0% 0 0% 0 0%

Patient without PDL 52 17 32.7% 12 23.1% 11 21.2% 10 19.2% 2 3.8%

Avoidance of danger

Patient with PDL 53 50 94.3% 1 1.9% 2 3.8% 0 0% 0 0%

Patient without PDL 52 18 34.6% 9 17.3% 11 21.2% 8 15.4% 6 11.5%

Communication

Patient with PDL 53 27 50.9% 4 7.5% 4 7.5% 12 22.6% 6 11.3%

Patient without PDL 52 4 7.7% 0 0% 4 7.7% 19 36.5% 25 48.1%

Contacts with others

Patient with PDL 53 36 67.9% 12 22.6% 4 7.5% 0 0% 1 1.9%

Patient without PDL 52 5 9.6% 14 26.9% 13 25% 9 17.3% 11 21.2%

Sense of rules and 
values

Patient with PDL 53 46 86.8% 5 9.4% 1 1.9% 1 1.9% 0 0%

Patient without PDL 52 12 23.1% 7 13.5% 7 13.5% 11 21.2% 15 28.8%

Daily activities

Patient with PDL 53 46 86.8% 5 9.4% 1 1.9% 1 1.9% 0 0%

Patient without PDL 52 14 26.9% 12 23.1% 10 19.2% 9 17.3% 7 13.5%

Recreational 
activities

Patient with PDL 53 44 83% 7 13.2% 1 1.9% 1 1.9% 0 0%

Patient without PDL 51 14 27.5% 10 19.6% 14 27.5% 8 15.7% 5 9.8%

Learning ability

Patient with PDL 53 47 88.7% 4 7.5% 2 3.8% 0 0% 0 0%

Patient without PDL 51 14 27.5% 11 21.8% 18 35.5% 5 9.8% 3 5.9%
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Questions concerning physical health, wellbeing and safety

 Physical health
How does the patient react at physical care?

Patient with PDL N = 53 Patient without PDL N = 51

N % N %

docile 28 52.8% 40 78.4%

rejecting 19 35.8% 8 15.7%

variable 6 11.3% 3 5.9%

Are the following problems the order in the patient?

N always often regurlarly some-
times

not

N % N % N % N % N %

High care burden

Patient with PDL 53 37 69.8% 12 22.6% 1 1.9% 2 3.8% 1 1.9%

Patient without PDL 51 9 17.6% 10 19.6% 0 0% 14 27.5% 18 35.3%

Confinement to bed 

Patient with PDL 53 13 24.5% 13 24.5% 9 17% 10 18.9% 8 15.1%

Patient without PDL 51 2 3.9% 1 2% 1 2% 11 21.6% 36 70.6%

Stiffness 

Patient with PDL 53 20 37.7% 11 20.8% 11 20.8% 9 17% 2 3.8%

Patient without PDL 51 8 15.7% 4 7.8% 5 9.8% 11 21.6% 23 45.1%

Contractures

Patient with PDL 53 16 30.2% 4 7.5% 2 3.8% 8 15.1% 23 43.4%

Patient without PDL 50 5 10% 4 8% 0 0% 0 0% 41 82%

Increased muscular 
tension 

Patient with PDL 53 18 34% 10 18.9% 7 13.2% 12 22.6% 6 11.3%

Patient without PDL 51 3 5.9% 6 11.8% 3 5.9% 13 25.5% 26 51%

Defence tension 

Patient with PDL 52 14 26.9% 9 17.3% 5 9.6% 16 30.8% 8 15.4%

Patient without PDL 51 2 3.9% 4 7.8% 3 5.9% 11 21.6% 31 60.8%

Pain(behaviour)

Patient with PDL 53 5 9.4% 8 15.1% 13 24.5% 22 41.5% 5 9.4%

Patient without PDL 51 6 11.8% 7 13.7% 5 9.8% 23 45.1% 10 19.6%
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N always often regurlarly some-
times

not

N % N % N % N % N %

Anxiety

Patient with PDL 52 5 9.6% 4 7.7% 5 9.6% 24 46.2% 14 26.9%

Patient without PDL 51 0 0% 9 17.6% 3 5.9% 23 45.1% 16 31.4%

Difficult communica-
tion 

Patient with PDL 52 25 48.1% 6 11.5% 5 9.6% 9 17.3% 7 13.5%

Patient without PDL 51 6 11.8% 4 7.8% 4 7.8% 16 31.4% 21 41.2%

Incomprehension in 
the patient 

Patient with PDL 53 18 34% 6 11.3% 11 20.8% 9 17% 9 17%

Patient without PDL 51 3 5.9% 4 7.8% 9 17.6% 22 43.1% 13 25.5%

Saliva production 

Patient with PDL 53 3 5.7% 4 7.5% 2 3.8% 10 18.9% 34 64.2%

Patient without PDL 51 0 0% 0 0% 1 1.9% 3 5.9% 47 92.2%

Problems with 
chewing and 
swallowing

Patient with PDL 53 9 17% 7 13.2% 4 7.5% 15 28.3% 18 34%

Patient without PDL 51 2 3.9% 0 0% 4 7.8% 9 17.6% 36 70.6%

 Wellbeing and safety 
Is the patient withdrawn or extrovert?

Patient with PDL N = 49 Patient without PDL N = 49

N % N %

withdrawn 37 75.5% 20 40.8%

extravert 12 24.5% 29 59.2%

N always often regularly sometimes not

N % N % N % N % N %

Appears the 
patient depressed?

Patient with PDL 52 2 3.8% 4 7.7% 4 7.7% 22 42.3% 20 38.5%

Patient without 
PDL

52 1 1.9% 8 15.4% 2 3.8% 26 50% 15 28.8%
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N always often regularly sometimes not

N % N % N % N % N %

Appears the 
patient well 
oriented in space?

Patient with PDL 51 0 0 % 1 2 % 1 2 % 12 23.5% 37 72.5%

Patient without 
PDL

52 9 17.3% 16 30.8% 3 5.8% 11 21.2% 13 25%

Appears the 
patient well 
oriented in time?

Patient with PDL 49 0 0 % 1 2 % 3 6.1% 6 12.2% 39 79.6%

Patient without 
PDL

50 15 30% 4 8 % 3 6 % 14 28% 14 28%

Appears the 
patient anxious?

Patient with PDL 51 0 0 % 5 9.8% 5 9.8% 19 37.3% 22 43.1%

Patient without 
PDL

52 1 1.9% 4 7.7% 1 1.9% 17 32.7% 29 55.8%

Are there mood 
swings?

Patient with PDL 51 4 7.8% 4 7.8% 13 25.5% 20 39.2% 10 19.6%

Patient without 
PDL

52 5 9.9% 8 15.4% 4 7.7% 22 42.3% 13 25%

Appears the 
patient generally 
satisfied?

Patient with PDL 51 5 9.8% 28 54.9% 11 21.6% 5 9.8% 2 3.9%

Patient without 
PDL

52 9 17.3% 23 44.2% 10 19.2% 7 13.5% 3 5.8%

Is the patient sad?

Patient with PDL 51 0 0 % 4 7.8% 2 3.9% 29 56.9% 16 31.4%

Patient without 
PDL

52 2 3.8% 2 3.8% 7 13.5% 29 55.8 12 23.1%

Is the patient 
worried?

Patient with PDL 50 0 0 % 2 4 % 3 6 16 32 29 58%

Patient without 
PDL

52 3 5.8% 6 11.5% 7 13.5 25 48.1 10 19.2%
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‘We need each other’s 
expertise to become  

even beter’
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