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The choice for PDL care:  

a process description 
Gea C. van Dijk, BA, Ate Dijkstra, RN, MEd, PhD,  

Robbert Sanderman, PhD

 Abstract 

 Background

In working practice the decision to use PDL care is mostly taken as a consequence 
of care problems that occur, and is based on the knowledge or experience of the 
employee involved in the care of the patient in question. Within the context of indi-
vidual decision-making, and transparency and accountability, it is important to fur-
ther structure and formalise the decision making.

 Objective 

This chapter looks at how the decision on whether to use PDL care is made. In addi-
tion, a start for a guideline is developed so that the decision making process can take 
place in a way that is structured, unambiguous and transparent. 

 Findings and conclusions

The decision whether or not to use PDL care should be taken in a multidisciplinary 
team meeting together with the patient and/or the patient’s family. The input for this 
meeting is formed by the recovery potential of the patient and the degree to which 
the patient characteristics described in the previous chapter occur in the patient, 
including the score of a measurement instrument of care burden. If the patient and/
or their family do not take part in this consultation, the patient and/or their family 
will have to be involved in the decision in some other way. If a positive decision is 
made in the multidisciplinary consultation, a systematic plan is made for starting 
PDL care for the patient. Decisions are made on which activities the various profes-
sionals would undertake in which care situations in order to draw up action plans 
complete with aids and provisions. The involvement of the patient and family is 
discussed. A plan for evaluation and assurance is set down and coupled to subse-
quent multidisciplinary consultations.
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198 Chapter 8

For this purpose, the following first steps for guidelines were set up ‘PDL care: 
decision process concerning the use and way of using’. In this, a distinction is made 
between two phases. The first phase ‘Measurement care burden and other patient 
characteristics’ and the second phase ‘Decision process’.

Keywords: PDL care, guideline, multidisciplinary team meeting, care burden, meas-
urement
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8.1  Introduction

The basic principal of the provision of care according to the Care of people who are 
Powerless in Daily Living (PDL care) is acceptance of the patient’s irreversible self-
care deficit, or in other words: acceptance of the fact that there is no chance of recov-
ery. In this way, PDL care distinguishes itself from other intervention models or care 
methods that are focused on stimulating recovery, such as ADL training, for example. 
‘PDL starts where ADL ends’1. If there is no chance of recovery, continually stimulat-
ing a patient and continually aiming at rehabilitation often leads to frustration on the 
part of both the patient and the caregiver. The patient feels that too much is being 
asked of him/her, the carer experiences the care of the patient as a heavy burden. 
When using PDL care, other goals are set than recovery of functions, namely that the 
burden of the provision of care should be kept to a minimum for both the patient 
and the caregiver. An emotion-oriented approach is used and special skills, aids and 
provisions are described in a structured manner for each care situation. PDL care is 
multidisciplinary, is integrated in the total care of the patient and demands specific 
competences from the carers2. If there is a chance of recovery, PDL care is not used; 
then the focus is on stimulating recovery, also in the daily care activities. This under-
lines the importance of making a conscious decision about whether or not to initiate 
PDL care. The evaluation of the possibility of recovery or improvement of the patient’s 
disabilities forms the basis for the decision to use PDL care or ADL training. The care 
burden and other patient characteristics are also elements incorporated in this deci-
sion. The decision should be made together with the patient or his/her representative 
and the patient’s partner or family. 

In practice, it appears that making decisions with regards to the use of PDL care 
does not take place in a very structured manner3;4;5. Generally, PDL care is considered 
if the carers are experiencing problems in providing care. Whether the use of PDL 
care is brought up for discussion depends on the expertise, experience and feelings 
of the care worker involved. This can mean that some patients who are suitable for 
PDL care do not receive it because the carer does not consider it as an option, or does 
not experience problems in providing care. It can also happen that only certain care 
situations are considered for PDL care in which problems are being experienced (for 
example washing, turning or feeding) and that other care situations are not looked 
at until problems occur there too. Thus, in such situations only parts of PDL care are 
utilised, while PDL care is, in fact, a multidisciplinary type of care integrated in the 
total care of the patient4. The use of PDL care, as a structured way of care giving, 
means that the decision to use PDL care should be made in a structured, transparent 
manner and not be influenced by individual preferences or coincidental factors. It is 
also important for the patient and his/her partner or family that the decision making 
occurs in an open and transparent manner. As we said in the introduction of this 
thesis, it is therefore important that the decision-making process is based on guide-
lines and norms. In practice, there is often a system of implicit norms that are more 
or less accepted without question by the staff5. For others, such as the patient and 
his/her family, these norms are not always obvious, while clarity is so important 
when making decisions about PDL care. The decision to use PDL care involves an 
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emotional, cognitive process of acceptance: acceptance that recovery is no longer 
possible and that getting better is a hopeless goal. Clear decision making that can be 
justified afterwards is crucial here.

When it is decided to use PDL care, everyone will have to direct their efforts to 
this purpose. For instance, the situation should not arise that the caregiver puts the 
patient in a ‘passive’ chair while the family try to stimulate the patient to stand up 
when this is no longer possible.

By developing a guideline for decision making in PDL, the desired, structured 
process can be instigated. The development of guidelines is characterised as a proc-
ess in which the first step is to gather information from the literature and by means 
of studies, followed by discussions and opinion forming in the profession organisa-
tions and the patient organisations. After endorsement of the guideline, it is further 
formulated, implemented and evaluated7;8;9. 

In this chapter, the first part of the process is described. By studying the literature 
and based on the results of research, the first step is presented for a guideline for the 
process of decision making.

8.2  First step towards a guideline for decision making in PDL care

In order to instigate a process of decision making for PDL care in the individual 
patient, it is desirable to look for links with existing processes in care institutes, such 
as the measuring instruments being implemented, the forms of consultation that are 
in place and the reporting system already in use in the institute, such as a care file. 
To structure decision making, practices are sought that can be described in a stepwise 
manner. The first steps are focused on an assessment. This assessment can be based 
on the patient characteristics that emerged from a study among patients receiving 
PDL care versus those not receiving this care10. The patient characteristics found in 
this study can be used as elements in the decision making on whether or not to use 
PDL care. The characteristics in question are: possibility of recovery, specific patient 
characteristics in six areas, namely: confinement to bed, stiffness, contractures, 
increased muscular tension or defensive tension, difficult communication or incom-
prehension in the patient, problems with swallowing, saliva production, disorienta-
tion in time or space and care burden. 

The next steps are related to the actual decision making and the implementation 
of PDL care in the individual patient. These two parts are illustrated in a flow dia-
gram.

8.2.1  Assessment

The first steps, focused on the assessment, form the preliminary stage of the deci-
sion-making process on use of PDL care. The patient characteristics, as they emerged 
from the study mentioned above, are integrated in this assessment. 

After the patient’s admission or when there is a change in the care burden, the 
doctor evaluates the possibility of recovery and the chance of improvement of the 
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patient’s disabilities. The diagnosis is a determining factor as well as the prognosis 
regarding the course of the illness. If there is a prognosis of recovery or if improve-
ment is expected, PDL care will not be given. The process of decision making con-
cerning PDL care is then finalised with the conclusion that PDL care should not 
utilised. 

If there is no possibility of recovery and no improvement is expected, the care 
worker measures the care burden. To do this, one of the following instruments is 
used: the PDL score list, including a number of questions from the ZZP score list (a 
Dutch scoring system related to care burden) or the Care Dependency Scale11. When 
deciding which instrument to use, the instrument already in use in the institution 
or the instrument that fits best with the practice within the institution can be chosen. 
Using more than one instrument does not have any added benefit.

Next, the care worker makes a list of certain patient characteristics, namely: 
confinement to bed•	
stiffness, contractures, increased muscular tension or defensive tension•	
difficult communication or lack of understanding on the part of the patient•	
problems with chewing and swallowing, saliva production•	
disorientation in time or space•	

The data on patient characteristics, the score list and the results of the measurement 
of the care burden are kept in the care file. A description of these steps is shown in 
figure 1. 

PDL care: decision process concerning the use and way of using   
Phase 1 measurement care burden and other patient characteristics

Process Measurement care burden and other patient characteristics related 
to PDL care

Designer Gea van Dijk

Version 18-2-2008

Part of complete care 
process

Concept guideline ‘decision process concerning the use of PDL care 
and the way of using PDL care in an individual patient’

Output of the process All patients have a PDL score, including a number of questions of the 
ZZP score list or CDS score and a list of other characteristics 

Input of the process Admission of a patient or a change in care burden of a patient
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Process schedule Process specification

       INPUT                     PROCESS                    OUTPUT SPECIFICATION

Start at admission or change in care 
burden of patient 
 
1. Is there a chance of recovery? 
This information can be given by the doctor. 
When there is a chance of recovery, PDL care 
should not be used. When there is no chance 
of recovery, go on to 2. and 3.   

2. Fill in the PDL score list, including a 
number of questions from the ZZP score 
list  
or  
The Care Dependency Scale  
The care worker fills in one of both measuring 
instruments. The score list is kept in the care 
plan.  
NB: fill in both measuring instruments has no 
added benefit.  

3. List the other characteristics:
confinement to bed -
stiffness   -
Also is meant: contractures, increased 
muscular tension or defensive tension
difficult communication or incomprehension  -
in the patient
problems with chewing and swallowing.  -
There can also be saliva production
disorientation in space or time -

The care worker lists which of these charac-
teristics are in order.  
This is also kept in the care plan.  

4. PDL score ≥ 18 or CDS score ≤ 28 ? 
and/or other characteristics? 
The care worker counts the scores to a total 
score. 

5. The results go to the decision process 
The care worker takes the results to the 
consultation with the doctor and later on to 
the multidisciplinary team meeting

 Figure 1. Phase 1: measurement care burden and other patient characteristics

yes

no

3. List the other 
characteristics:

▫ confinement to bed
▫ stiffness
▫ difficult communication
 or incomprehension in 
 the patient
▫ problems with chewing
 and swallowing
▫ disorientation in space
 or time

2. Fill in PDL score,
including a number of

questions from the
ZZP score list

or
the Care Dependency

Scale

No
PDL
care

5. Results to decision process

1. chance of
recovery?

4. PDL score >_ 18?
or

CDS score _<�28?
or

other characteristics?

Admission or
change in care
burden patient 

Score list in
care plan

List of
characteristics
in care plan 
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The findings on the possibility and expectations regarding recovery or improvement, 
the patient characteristics present, and the instrument used to measure the care 
burden and its score are recorded in the care file. These results are elements that are 
used in the next steps in the decision-making process on the use of PDL care. 

8.2.2  Decision making for PDL care

The next steps are related to the decision making on PDL in an individual patient. 
The data collected from the assessment can be used in these steps. It has been estab-
lished that there is no possibility of recovery or chance of improvement, the care 
burden has been measured by means of an instrument and the patient characteristics 
have been assessed for the individual patient. If one of more of the characteristics in 
question is present in the patient, this will reinforce the choice for initiating PDL 
care. This also applies for a score of 28 or less on the Care Dependency Scale or a 
score of 18 or more on the PDL score combined with a number of questions from the 
ZZP score list. The care worker discusses the findings of the assessment with the 
doctor. If the assessment points in the direction of PDL care, other professionals are 
called in. The physiotherapist, the ergotherapist, nursing staff and sometimes other 
professional workers observe the patient in the different care situations. The results 
of these observations are also reported in the care file. 

Next, the decision making will take place regarding whether or not PDL care is 
going to be given in the individual patient. This decision must involve the patient or 
his/her representative and partner or family so that they can support the patient. Both 
the assessment and the observations are discussed in a meeting, in which the patient 
and his/her partner or family also take part. Within the care of the elderly and within 
palliative care, care institutes are increasingly holding multidisciplinary team meet-
ings, also referred to as MDT meetings12;13. In the MDT meeting, the health profes-
sionals involved in the care of the patient or who will be involved in due course dis-
cuss the way in which the care is going to be implemented: in other words, the 
multidisciplinary care. This MDT meeting can also be used for the decision making 
regarding the use of PDL care and the way in which it will be given. In a number of 
institutes, it is already common practice that the patient and his/her family take part 
in these MDT meetings. If the patient and his/her partner or family do not partici-
pate, then the patient and/or family will be involved in the decision making in another 
way. In the MDT meeting, the results of the measurement of care burden, the other 
patient characteristics and the findings from the observations are discussed. This is 
where the decision is made on whether or not to use PDL care. 

If PDL care is to be implemented, a step-wise plan for the initiation of PDL care 
in the patient in question is also drawn up in the MDT meeting: it is decided which 
actions the different professional workers will take in the different care situations in 
order to reach care strategies with skills, aids and provisions adapted to the individual 
patient.

The different actions are placed within a time frame. Evaluation and quality assur-
ance are established and feedback is given at the following MDT meeting. New activ-
ities resulting from the evaluation are integrated into the step-wise plan.
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An example of a process description of the steps in the decision making and 
implementation of PDL care is presented in figure 2. 

PDL care: decision process concerning the use and way of using   
Phase 2 Decision process

Process Decision process concerning the use and way of using PDL care

Designer Gea van Dijk

Version 18-2-2008

Part of complete care 
process

Concept guideline ‘decision process concerning the use of PDL care and the 
way of using PDL care in an individual patient’

Output of the process Implementing plans with aids and provisions for individual patients when 
PDL care is in order 

Input of the process Results of phase 1 of this process: the measurement of care burden and 
other characteristics
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Process schedule Process specification

      INPUT               PROCESS              OUTPUT SPECIFICATION

Input and starting point are the results of 
phase 1: the measurement of care burden and 
other patient characteristics 
 
1. Discussion with the doctor  
The care worker has a discussion with the doctor 
concerning the results of phase 1.If the results point 
in the direction of using PDL care, referrals are 
made to other professionals for observation.  
 
2. Observations by physio, ergo, care workers 
and evt. other professionals  
The physiotherapist, ergotherapist, care worker and 
evt. observe the patient in various care situations. The 
results are reported in the care plan of the patient.  
 
3. Multidisciplinary Team Meeting together 
with the patient and/or his family 
The results of the measurement, the patient 
characteristics and the observations are discussed 
in a Multidisciplinary Team Meating (MDT). 
Decision-making takes place about: 

4. Use PDL care integrated in total care? 
Using or not using PDL care, integrated in the total 
care of the patient. If the patient or the family do 
not take part in the MDT, they will be involved in 
the decision process in another way.  
 
5. The making of a step-wise plan with actions 
and time schedule of introduction  
The step-wise plan that is made is aimed at the 
introduction of PDL care in the individual patient. The 
actions and interactions of the various professionals 
are placed into a time schedule. New actions result-
ing from the evaluation are also put into the step-wise 
plan. The plan results in implementing plans with 
actions, aids and provisions with fixed evaluation 
moments, adapted to the individual patient.  
 
6. Evaluation  
At fixed moments evaluation takes place concerning 
the actions, aids and provisions and the step-wise 
plan. Feed back is given in the MDT.

Figure 2. Phase 2 Decision process concerning the use and way of use of PDL care

yes 

no

3. Multi-
disciplinary

Team Meeting
together with the

patient and/or
his family

2. Observations
by physio, ergo,

care workers
and evt. other
professionals  

5. The making
of a step-wise

plan with actions
and time

schedule of
introduction

1. Discussion
with doctor

4. Use
PDL care

integrated in
total care?

Result care
burden score
and other
characteristics 

Report of
different
professionals

Report of MDT 

Implementing
plans with
actions, aids
and provisions,
fixed evaluation
moments 

6. Evaluation

Referral to 
professionals  

In care plan 

In care plan 

To physio, ergo,...

No
PDL
care
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8.3  Discussion

In this chapter, a start has been made in developing a guideline for the decision-
making process regarding the use of PDL care7;8;9. The first steps of the process are 
to assess the possibility of recovery and chance of improvement, the care burden and 
the patient characteristics11. These are all features that form part of the decision-
making process itself. The assessment is followed up with observations by staff from 
the different professions. The next steps are linked to multidisciplinary team meet-
ings, which are already being held in a number of institutes for the care of the elderly 
and within palliative care12. Because the staff from all the professions involved in the 
care participate as well as the patient and his/her partner or family, this is a very suit-
able instrument for making decisions on the care of the patient. If necessary, insti-
tutes can introduce the instrument of the MDT meeting for patients in whom the 
care burden is considerable and/or those requiring complex care.

This process description is the first step in developing a guideline for the deci-
sion-making process for PDL care. Based on this initial step, further guideline devel-
opment can be instigated, as mentioned in the introduction. The following step is a 
discussion and opinion forming by the staff who works with PDL care and other 
specialists in the field of PDL, as well as consultation with patient organisations. This 
can be done by means of a panel discussion or a Delphi study. Then, further formu-
lation, implementation and evaluation are carried out. 

By establishing which patients will receive PDL care and how the decision mak-
ing will take place, the process is clarified. This transparency is important in the 
practical situation: no random choices with regards to using PDL care, no implicit 
norms, but structured, well-founded decision making. In this way openness, trans-
parency and accountability are created. This clarity is also important for conducting 
research: together with the items studied in the previous chapters, it lays the founda-
tions for conducting effect studies.
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‘Quality of life cannot be 
expressed in numbers’
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