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9General introduction, aims and outline

1
General introduction, aims and outline

 Introduction 

This thesis describes a study of an existing type of care of people who are Powerless 
in Daily Living (PDL care), which tries to meet the needs of patients with a large and 
persistent need for care, like patients with a severe chronic disease, e.g. severe demen-
tia or a large CVA. In PDL care not the professional values are leading, but the values 
of the patient. Professional knowledge is used in favour of what the patient wants. 
Nowadays there are different care methods that seek to do so, for instance the 
demand-oriented care methods. PDL care is a type of demand-oriented care that is 
given multidisciplinary, whereby physiotherapeutic and ergotherapeutic handholds 
and methods are integrated in care procedures of nurses and care workers. Typical 
for PDL care are the precisely described skills, a lot of helping aids that are tailored 
to the patient and the specially deviced provisions and clothings to make lying and 
sitting as comfortable as possible. Care is aimed at as less stress as possible for the 
patient but also for the carer during daily care activities. Apart from psychological or 
psychogeriatric problems of patients with chronic disorders, somatic problems like 
contractures and decubitus are specially taken into account. 

With an aging population, the demand for care, including care for complex prob-
lems will only increase, imposing greater demands on the care sector. Modern society, 
with its aging population, individualisation, normalisation and a greater role for the 
media demands changes in the way care is provided. The reaction of the care sector 
to this is now in full flow. In order to develop and guarantee the quality of the care, 
it is important to couple practice to theory – linking the way care is provided to 
practice-based research.

So far PDL care has been developed in working practice to so called ‘recipe knowl-
edge’. After this working practice created ‘procedure knowledge’: PDL care was 
described in procedures, developed by care providers themselves, influenced by expe-
riences of patients and themselves in care giving. To help develop and underpin the 
quality of care in relation to the quality of life of the patient, it is important to couple 
practice to theory. This thesis provides the follow up to the procedure knowledge of 
practice with practice-orientated research. In this thesis scientific theory is formated 
to PDL care. The research described in this thesis studied PDL care in order to pro-
vide scientific support for it and create a basis for further research. This study exam-
ines PDL care because it is being increasingly applied in the care of the elderly in the 
Netherlands and in the Flemish part of Belgium. It seems to be in line with current 
thinking about care and developments within the care sector. Although positive 
effects of PDL care on the patients’ quality of life have been experienced by care pro-
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10 Chapter 1

viders, the effects have not been scientifically studied yet. The research described in 
this thesis studied PDL care in order to provide scientific support for it and create a 
basis for further research. Research is done concerning how PDL care should be 
implemented and which preconditions need to be met in order to do this correctly. 
Research is done for which patients PDL care is indicated, how this could be meas-
ured and set out the first stepts to guidelines for decision-making and implementa-
tion. These elements: how, with which preconditions for use, and for whom, will 
support a basis for further research. After the study of this thesis, further studies e.g. 
for the effects of PDL care can be done. 

This introduction sets out the background to the research and its central research 
questions.

1.1  Background

1.1.1   Modern society: Aging population, individualisation, normalisation and the 
role of the media

Old people and care of the elderly have become the focus of social concern. Society 
seems to have become aware of its responsibility to the elderly who become depend-
ent on care and is aware of the fact that the population is aging. There is even what 
can be called ‘double aging’ of the population – not only are there proportionally and 
in absolute terms more people over 65, the over 65 population is also becoming older. 
Aging populations are a global phenomenon, albeit with Africa only just beginning 
the process (3% aged 65+) and Europe furthest developed with 15% aged 65+. The 
latter is expected rise to 22% by 2020 and 28% by 20501. An overview of the develop-
ment of population over 65 and life expectancy at birth in different countries is given 
in the appendix of this chapter. In the Netherlands, the aging of the population is 
expected to peak around 2040, when about 25% of the population will be 65 or 
above2. The growth of people aged 80 or above relative to the total 65-plus population 
will continue at an above average rate and, by 2040, the proportion of the very elderly 
in the population will have doubled1. Health problems increase with age – 45% of 
people aged between 25 and 45 suffer less good health, this increases to 26.8% for 
those aged between 45 and 65, and 40.3% for those aged 65 or above3. With an aver-
age life expectancy for the Netherlands of 78, people can expect to spend and average 
of 18 of these years in less good health4. A number of health problems lead to lasting 
or permanent handicaps, where recovery, or complete recovery, is not always possible. 
An example of this is the increasing number of people with dementia. Medical sci-
ence also contributes to an increase in the number of elderly with handicaps: where 
previously people would have not survived a serious illness, they now do so but with 
a handicap. An example of this is cardiovascular disease, where mortality has fallen 
due to medical science but many old people have to deal with multiple morbidities. 
In a study carried out by Canadian General Practitioner practices, more than 98% of 
people of 65 or above were found to have multiple morbidities5. In Dutch general 
practitioner practices, Van den Akker et al6 found multiple morbidity in 63% of the 
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11General introduction, aims and outline

60-79 age group and 78% in those aged 80 or above. Both studies confirm that 
prevalence increases with age3. 

All this means that in the future, more old people will need carea for longer time, 
leading to more intense, heavy and complex care. If self-care is no longer adequate, 
care can be provided by volunteer carers and by professionalsb. However, the avail-
ability of volunteer carers is expected to fall. The largest contribution to volunteer 
care, after that provided by spouses, comes from daughters and daughters-in-law7. 
Most volunteer carers are between 30 and 64 years old, with an average age of 49. It 
is precisely this age group that is expected to shrink as a percentage of the popula-
tion8. In addition the number of volunteer carers declines as someone gets older for 
the carers also get older and their health declines as well. Opinion is divided on the 
so-called ‘kangaroo living’, where the parent or grandparent lives in the same house 
as one of the children in order to make volunteer care easier. Kangaroo homes attract 
a relatively small target group. Moreover, this sort of thing has to be done properly. 
A flexible arrangement seems to be important. Kangaroo homes have the best chance 
of succeeding where the homes come from providers who have good marketing 
strategies, set out legal matters carefully and have a well-tough-out allocation policy9. 
This all means that the care of the elderly will be mainly provided by professionals, 
and even more so within care institutes. One in ten voluntary carers provides help to 
someone in an institute or sheltered hosing. The help provided to those living in 
institutes for care of the elderly is mainly shared with other voluntary carers, although 
this help is not very intensive. It consists of the more ‘out and about’ activities, which 
are almost exclusively done by voluntary carers (shopping, visiting services, pushing 
the wheelchair outdoors), as are administrative tasks10. 

The double aging of the population will be marked by a larger number of care-
requiring elderly with increasing care needs and a smaller number of voluntary car-
ers. The professional health care provider will bear a heavier load – there will be more 
people to be helped and they will have more serious care problems.

Apart from the aging of the population, there are a number of other social develop-
ments that, although they have no direct connection with care of the elderly, do have 
an effect on it, namely individualisation, normalisation and the role of the media.

Individualisation requires the care to be adapted to the wishes of the patientc, her 
or his family and people close to her or him as well as the worker who provides the 
care. This means that the care will have to be more individually tailored. Freedom-
restricting measures and literally or figuratively silencing patients may only be used 
in exceptional circumstances. Alternatives will have to be found in dealing with 
aggressive patients. Individualisation also applies to people working in the care sec-
tor. This sector employs many young people, including many women. Marike 
Stellinga11 states that young people are ambitious in all areas. The current generation 
of school-leavers make demands on the environment in which they work, demand 

a ’Care’ = the totality of care activities, nursing, treatment and coaching.
b The term ‘carer’ refers to the care staff, nurses, medical, paramedical and psychological 

carers.
c The word “patient” is used to cover client, care demander and resident. 
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12 Chapter 1

opportunities for self-development and negotiate about salaries. Young people in the 
Netherlands are raised in negotiative households where the children expect to have 
a great deal of control over their own lives and learn to adapt the environment to fit 
their own needs12. Work should be enjoyable and, in addition to work, there are other 
important things such as family, hobbies and social contacts. Consequently, young 
people at work are sensitive to stress and become quickly discouraged. Burnout is 
common for people in their 30s, especially women. Ester12 states that young people 
have enormous expectations from their work and their own potential, while not eve-
ryone can be both very active in their work and at the same time have very active 
leisure activities or family life. The 5.8% rate of absenteeism in the health and care 
sectors in 2003 was the highest of all sectors in the Netherlands13. 

Through normalisation, care becomes part of normal life. People who need care 
remain at their home as long as possible and take part in the daily life they are used 
to. When that is no longer possible, the daily life of the patient will be brought into 
the institute where the care is provided.

The greater role of the media means that public opinion is determined by it to a 
greater extent and this also influences the world of politics. For this reason, the image 
of care services is for a large part determined by the media. The media is in general 
typified by hypesd. Short-lived emotionally-appealing subjects from the field of care are 
presented in a way that is not nuanced and has no place for a detailed or complete pro-
vision of information. The result is incident politics, in which outsiders, zoom in on 
specific care situations. The reaction on this mostly means for carers more controlling 
rules and more bureaucracy and therefore less time for the patient. Control by – rela-
tive – outsiders mostly takes place by laying down a standard, which can obstruct indi-
vidually aimed care. An example of this is a public health inspector who pleads for the 
re-introduction of fixed times to bring patients to the toilet after a report in the newspa-
per that a patient would appear to have waited for half an hour before she was brought 
to the toilet. In view of this, Van Boxtel14 claimed that society is based excessively on 
‘solidified distrust’ instead of on trust, and the result of this is excessive supervision.

It is gradually being realized that the care of the elderly is a responsibly that extends 
beyond the care institutes and the care workers themselves. Insight is required into 
the care that is delivered and its quality. Quality tests within the care system are no 
longer the exclusive task of the care system itself – of professionals – but have become 
also a matter of patients’ associations, health insurance companies and government.

1.1.2   The reaction of the care sector: Care, demand-orientated interventions, small-
scale living, technology en transparency. 

As already stated, the aging of the population brings with it a larger number of elderly 
people who require care with increasing requirements, while at the same time the 

d A hype (pronounced haip, in English; derived from the Greek hyper = ‘above’) is a phe-
nomenon that receives excessive media attention and therefore seems more important 
than it really is. The result of this mechanism is that what begins as a hype develops into 
a genuinely interesting phenomenon.
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number of voluntary carers declines. Health care is divided into two sectors, namely 
the cure sector and the care sector. The cure sector comprises the policy areas curative 
care, medicines and medical (bio) technology and transfusion and transplantation 
medicine. The care sector is subdivided into the following sectors: Nursing and Care 
(including care of the elderly), Care for the handicapped and, finally, Medical Aids15. 
The emphasis in the (health) care sector lies, alongside the cure, into the care sector. 
Within the care sector, an effort is made to bring about both efficiency and efficacy 
in order to be able to offer everyone care. Amongst a large number of elderly people, 
there will be a number with permanent handicaps, a persistent dependence on care 
with no possibility of cure or recovery. This requires an approach different to the 
medically orientated one in the cure sector. For a long time the care sector has mod-
elled itself on the cure sector: multi-person rooms, a large role for medical and para-
medical professions, with the aim being that of recovery. In the last few decades, 
however, a change has taken place. People have come to realise that things that belong 
in a cure situation are often not suitable in a care situation. Privacy, for instance, 
becomes more important and the living function of the care institute gets more atten-
tion. Most institutes for care of the elderly now have one-person or two-person rooms 
and the patients spend the day in the company of 6 to 10 others. The paramedical 
and psychosocial professionals have a supportive role for the patients and the care 
staff. New care-oriented intervention models have been developed for the best pos-
sible management of patient care.

 
There are actually three items that play a part in individualisation: adjusting the care 
to meet the wishes of the patient, her or his family and those close to her or him, 
dealing with aggression with only very exceptional use of freedom-restrictive meas-
ures and dealing with the wishes of the current generation of younger employees. 

Adapting the provision of care to the wishes of the patient, her or his family and 
those close to her or him means that in the care sector personal contact and relation-
ship are more prominent than before. The essence of the care of the elderly has 
shifted to – or possibly just returned to – the basics of care: support and guidance in 
the life that someone leads; only more professionally and better informed. It is a 
matter of individually-orientated care, care tailored to need, adapted to the individual 
needs and ways of the patient. The opinions of the patients themselves and those of 
their partners and families are important. The care sector develops towards carrying 
out demand-orientated interventions.

As said, individualising means that the use of freedom-restrictive measures and 
the ‘silencing’ of the patient is reserved for exceptional situations. A patient being 
aggressive is no longer sedated as in the past. As a result, aggression from patients 
has become more common in the care sector. Aggression is intrusive and deeply 
affects the person confronted with it. Aggression provokes aggression. A search is 
made for approaches that make aggression in patients less common while care staff 
is taught to deal with it.

The approach to the young care worker requires another approach from the 
employer in the care sector than used to be the case. Space is created for personal 
contributions to the conditions of employment, for childcare and various kinds of 
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14 Chapter 1

leave connected to leisure time and the private situation. Working in small teams, 
the individual employee is given more responsibility. At the same time, this requires 
adequate monitoring and understanding of group processes and ways to respond to 
them.

No one standard way of working fits the development of both the patient and the 
care worker. Task-orientated working has made way for integrated working: a worker 
carries out all the (care) tasks that come along fitting to his or her abilities and these 
are tailored to the requirements of the patient. The current new care methods and 
intervention models are aimed at the individual patient and call on the creativity and 
flexibility of the care worker.

 
The normalisation of care has led to care institute mottos such as ‘Live as you are 
accustomed’e, ‘Live your own life’f, ‘Welcome home’g or ‘Like home’h. In other words, 
despite the illness, handicap or disorder, they try to connect with the individual life-
style of the patient. The more care required by the patient, the more the current daily 
life differs from the earlier daily life. Nevertheless, the closer the care is linked to the 
lifestyle and habits of the patient, the higher their quality of life can be. This nor-
malisation has also led to the combining of care with wellbeing and living accommo-
dation. As long as people can remain at home, that is where the care is provided. For 
people who have such a large need for care that their safety is in danger, or where there 
is risk of them becoming isolated if they stay at home, alternatives have been devel-
oped such as small-scale accommodation forms and small-scale care. Gradually, the 
small-scale accommodation forms are replacing the large-scale care institutes, and 
even within the large-scale institutes small-scale care is offered in smaller units.

The increasing demand for care and the trend towards letting the patient remain 
at home for as long as possible can be partly supported by new technology. If we look 
at the two parts of the care sector – the cure sector and the care sector (see above) – 
the technological developments applicable within health care such as sensor technol-
ogy, robotisation and telecare are predominantly applicable in the cure sector. In the 
care sector, technology will be able to offer support in smaller, non-complex care 
issues or control issues.

The care sector responds to the greater role of the media with transparency – 
show what happens within the care sector, show what care for care-requiring elderly 
people actually involves and the problems that have to be dealt with. All this has to 
be done while guarding the privacy of the old people and ensuring that they are not 
recognisably shown to the world. Registration plays an increasingly important role: 
everything that is done is written down on paper. Protocols are set out and main-
tained. A patient dossier is used that is often kept in the patient’s room, where it can 
be checked by the patient or the family and partner. The institutes participate in 
national surveys on health problems such as decubitus and which serve as a basis for 

e Noorderbreedte, persoonlijke zorg en wooncomfort - Leeuwarden
f Bruggerbosch - Enschede
g Axion Continu groep - Utrecht
h Accolade zorggroep - Bosch en Duin
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15General introduction, aims and outline

establishing benchmarks. By way of websites and information magazines, insight is 
given into what happens within the walls of the institute.

1.2  Research objectives

1.2.1   Demand-orientated type of care for elderly people with large care-
requirements: Care of people who are Powerless in Daily Living (PDL care)

The care of people who are Powerless in Daily Living (PDL care) consists of a demand-
orientated approach to the patient, seeking linkup with the habits of the patient and 
the patient’s abilities. It is aimed at patients for whom no (complete) recovery is pos-
sible and for whom powerlessness is a fact of life. PDL care is aimed primarily at care 
activities that take place in daily life; seven situations in which care is given are dis-
tinguished: lying down, sitting, washing, dressing, changing, turning and feeding16;17. 
A structured approach for each of these situations is described that is tailored to the 
needs of the individual patient. The interventions consist of a complex of skills, aids 
and provisions which contribute to the optimal support, care or nursing of these 
patients who are permanent dependent on care18. 

The skills, aids and provisions that form the basis of PDL care are presented in 
table 1. 

Provisions Aids Skills

Space for a good  -
positioning
Space for (lifting)  -
equipment
Easy to use bed,  -
chair, stretcher, bath 
and nursing aids
Adjustable working  -
height
Care on a one-to- -
one basis if possible
Maximal use of  -
residual capabilities
Pleasant lighting -
Relaxing music -
Keep patients and  -
family well informed

Dynamic alternating  -
pressure mattress
(Pressure relief)  -
pillows and appliances
Bath and shower  -
facilities adapted for 
powerless patients
Adapted clothes -
Easily moveable chairs  -
and beds
Aids for moving  -
patient, such as brace 
to aid standing up, lift, 
transfer sheet or 
turning sheet
Cups and cutlery  -
adapted for powerless 
users

Lay out everything for a care session within  -
easy reach beforehand
Functional arrangement of equipment -
Lifting techniques and approaches recom- -
mended by physiotherapists: 

quietly make contact -
use flat hand -
use spasm reducing lifting techniques and  -
movements

Use rocking movements to relax the patient -
For nursing procedures in bed, turn the  -
patient as little as possible
Maintain patient’s condition -
Maximal use of patient’s residual capabilities -
Changing, washing and dressing preferably  -
integrated in one care session
Work gently -
Protect patient’s privacy -

Table 1. Skills, aids and provisions that are used in the various care sessions in PDL care

The starting points of the care are the maximum use of the residual capabilities of the 
patient and the acceptance by both the carer and the patient of the loss of self-care 
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16 Chapter 1

activities when this is the result of handicaps from which no recovery is possible. PDL 
care differs from the traditional approach which is focused on ADL training. When 
ADL training has no effect, or no effect for certain functions or procedures, PDL care 
can offer ways to optimize the quality of life of the patient19. The essence of PDL care 
is accepting the patient’s powerlessness in the sense of inability or reduced ability to 
care for him or herself: when there is no chance of recovery of the functional limita-
tions of the patient, this self-care deficit is accepted and respected16;20;21. At the same 
time, the residual capabilities of the patient are utilised as far as possible19. PDL care 
is a 24-hour care method focused on coping with this powerlessness. PDL care aims 
at encouraging relaxation and quality of life of the patient, preventing problems such 
as decubitus and contractures while at the same time making the work as stressless 
as possible for the care worker20. For a good interaction between the carer and the 
patient, a one-to-one approach is used22. The use of PDL care makes this possible, 
even for patients requiring a very high level of care. 

PDL care was developed by paramedics and carers in the practical setting. But in 
PDL care the needs of the patients are leading, not the values of the professinals. In 
figure 1 a practical example is given of the use of PDL care. 

Care of people who are Powerless in Daily Living (PDL care) 

Mrs Adams (fictional name) is suffering from dementia in an advanced stage. She is fully 
dependant on the care of the staff in the nursing home. Because there is no chance that she 
will recover, it has been decided to use the PDL care method. This decision was discussed 
with Mrs Adam’s daughter. The care method and the skills, aids and provisions that are most 
suitable for Mrs Adams are described in the care file. A dynamic alternating pressure mat-
tress is used in bed with a special pillow as support between her knees. Working on a one-
to-one basis, the carer uses rocking movements when washing Mrs Adams because she has 
noticed that this helps her to relax. The physiotherapist has shown the staff which lifting 
techniques and rocking movements to use. The movements are gentle. During the care ses-
sion the carer keeps talking quietly to Mrs Adams: she tells her what she is going to do, 
always maintains good eye contact, and is alert to nonverbal responses from the patient. 
She walks around as little as possible and makes sure that the patient is turned as little as 
possible. She has laid out everything she needs for the care session and the patient’s clothes 
within easy reach. Mrs Adams sits in a fitform chair during the day which gives her full sup-
port. Her clothes have been adapted: following the ergotherapist’s instructions, some of the 
seams of her dresses have been undone and are fastened with Velcro, so that they do not 
need to be put on over her head. The speech therapist has shown the daughter and the car-
ers what to do to prevent Mrs Adams from choking. The staff take the likes and dislikes of 
Mrs Adams into account as far as possible. The carer sees that Mrs Adams likes to watch 
the coal tits eating sunflower seeds from bird table by the window and makes sure that she 
always sits so that she can look outside. 

Figure 1. An example of PDL care
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17General introduction, aims and outline

As the example shows, knowledge and skills from nursing and the paramedical pro-
fessions like physiotherapy, ergotherapy and speech therapy are brought together and 
integrated23. The basic procedures and approach are nursing techniques; physiother-
apy provides the lifting techniques and the way the patient is touched and moved; 
the adapted nursing aids and provisions are from the ergotherapy discipline; and 
procedures and aids for eating and communication are provided by speech thera-
pists. 

Although PDL care was initially only used in a few nursing homes, in the last 
decades PDL care is increasingly being implemented in institutes for care of the 
elderly in the Flemish part of Belgium, in Dutch nursing homes and gradually also 
in residential homes, home care situations and hospitals24. A PDL Foundation has 
been set up which is establishing a Dutch-Flemish network that aims to increase and 
spread knowledge and skills on PDL care25. PDL care is neither scientifically devel-
oped nor scientifically supported. Further examination of this model is interesting 
because the people who work with it or who are involved with it in some way say that 
it leads to an increase in the quality of life for the patient, more work satisfaction for 
the employee and greater satisfaction for the family. On the one hand, PDL care offers 
control via the structured skills, aids and provisions, while on the other it offers space 
for the individual patient and the individual carer. PDL care seems to link up well 
with current thinking about care and the developments in the care sector.

1.2.2   Research linking up with practice

Compared with the cure sector, research in the care sector has lagged behind for a 
long time, despite the fact that the budgetary expenditure on care certainly justifies 
research into quality. In the Netherlands in 2006, 2.7 billion euros were spent on the 
cure sector while 20 billion euros were spent on the care sector. Within these sectors, 
almost 19 billion was spent on hospitals and about 13 billion on care of the elderly3. 
The care sector nevertheless seems to be less interesting to researchers than the cure 
sector and in the care sector itself scientific support was, for a long time, not consid-
ered important. Even for the research that went into this thesis, the reaction of most 
health care providers during this study was, ‘You have to experience PDL care. Then 
you know how good it is’. However, in recent years this has changed. The care sector 
has an urgent need for scientific support for the interventions that are used, with an 
eye to efficacy, transparency and quality of care. With demand-oriented care it is 
especially important that the care has a structured basis that is transparent and aimed 
at quality. ‘Evidence based’ and ‘Best practice’ are terms that have entered the care 
sector. In daily practice, they are in an early stage. At the same time, scientific research 
leads to real-world benefits if it is related to practice. Experiences that workers inte-
grate into practice through their actions are called ‘recipe knowledge’, without a 
theoretical disciplinary perspective26;27. Recipe knowledge is followed by action 
research, which looks at practical activities found in the practical situation. The 
results, which are mainly based on reflection by professionals, are written down so 
that others can make use of this experience. Because completeness, carefulness, 
structure and explicit reflection is aimed at, the working practice consists of more 
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than repetition of the same action process, but also involves thinking about things 
together, thus regular discussion of these processes and of the insights that can be 
distilled from them28. The result of this could be called ‘procedural knowledge’. What 
has been done so far on care of people who are Powerless in Daily Living (PDL care), 
can be seen as just such an action study. The ‘Werkboek PDL’ (PDL care Workbook) 
and described procedures are the result of this9. A part of an example of such 
described procedure, concerning the start of washing, is given in figure 2.

Nr. Skills

1. The patient lies on his back   
Make contact with the patient   
Turn on some music if het patient likes that and if desired use some scent   
Put 2 washbasins with warm water, 2 washcloths, 2 towels and washing oil close at 
hand. If desired also bandages, salve and powder   
Put PDL(night)clothes ready (outer clothes at the top of the bed, underclothes and 
incontinence material at the bottom of the bed)   
Put a slidingcloth ready and put if necessary a hoist and wheelchair nearby   
Put a laundry basket nearby the bottom of the bed   
Push the right bedframe up and the left bedframe down   
Adjust the bed at the right height  

2. Go to the side where you can get best contact with the patient (eg the right side)   
Wash and dry the face of the patient with a washcloth without soap   
Pull the blanket just from the (right part of) the upper body   
First undress the right side of the upper body   
Put a washcloth on your hand that is at the top of the bed (right hand)   
Open the hand of the patient   
Hold the hand of the patient with your other hand like you shake hands (left hand)   
Move the arm outwards, using rotating, swinging movements   
Wash the right side with a washcloth with soap, from outwards to inwards (first the hand 
then further to armpit and breast)   
Rinse out the washcloth   
Repeat the washing acts without soap   
Etc. 

Etc. Etc.

Figure 2. Part of an example of a described PDL care procedure, concerning the start of washing

The research described in this thesis is the next step in research: scientific theory 
formation from the PDL care developed in practice26. It is then no longer a matter 
of reflection but of carrying out research from a scientific theoretical approach. PDL 
care connects with the developments in the care sector sketched out above. Carrying 
out the research into PDL care links up with the need for interventions in the care 
sector and in making the care provided transparent.

The research this thesis describes aims to give a theoretical basis to PDL care. In 
literature mentionned positive effects of PDL care are based on asked experiences of 
careworkers. Until now there is not a good basis to do scientific effect studies. The 
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research that is described in this thesis aims at forming such a basis to anable further 
studies e.g. for effects of PDL care. This can later be done, with the use of the out-
come of this research.

1.2.3  Research questions

The following research questions were formulated:
Which type of care is PDL care? Put another way, we are curious as to what type of 1. 
care PDL care is if we look at this from different perspectives. What other types of 
care provision does PDL care connect with? (Chapter 2)
What is the current application of PDL care? Presently, PDL care is mainly applied 2. 
in nursing homes in the Netherlands and institutes for care of the elderly in the 
Flemish part of Belgium. To see whether PDL care is sufficiently established to 
justify the study, it will be interesting to see just how well known PDL care really 
is, the extent to which it is applied and the way it is currently applied. After all, PDL 
care was developed in practice and may have changed over the course of time. 
(Chapter 3)
What are the defining characteristics of PDL care and what is an accurate definition 3. 
of PDL care? Because PDL care was developed in practice it is important to clarify 
what PDL care is and what it is not, where the boundaries lie regarding the continu-
ing development of PDL care and when can health care providers rightly claim that 
they use it? (Chapters 4 and 5)
What are the preconditions for the successful application of PDL care? What has to 4. 
be done in organisational or other terms to implement PDL care successfully? What 
competences do employees need in order to apply PDL care? (Chapter 5)
What is the relation between PDL care and palliative care? An example can offer 5. 
insight into the application of PDL care within palliative care (Chapter 6) 
What are the characteristics of patients that determine the choice of PDL care and 6. 
which measuring instrument can be used for this purpose? The decision whether to 
apply PDL care is in essence and, put briefly and bluntly, a choice between rehabilita-
tion and non-rehabilitation but with an emphasis on the quality of life. It is important 
to know which patient characteristics determine this choice. (Chapter 7)
How is the decision for applying PDL care taken and how is it initiated for an indi-7. 
vidual patient? Can a guideline be drafted for this process? Apart from determining 
specific characteristics of a patient, which partly determine whether PDL care would 
be appropriate, it is important to know how the decision to apply or not to apply PDL 
care is taken. The development of a guideline provides unambiguity and transparency 
for the decision-making regarding the application of PDL care and the way the imple-
mentation of PDL care is initiated for an individual patient. (Chapter 8)

PDL care can be used in both nursing homes and other care institutes, in homecare 
and care of the mentally handicapped. Information from practice was collected from 
nursing homes in the Netherlands and larger institutes for care of the elderly in 
Flanders since here PDL care is mostly used.
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1.3  Overview

The second chapter ‘Care of people who are Powerless in Daily Living – Coping with 
high care dependency in patients with very disabling chronic disorders’ aims at the 
question of what type of care PDL care is. To do this, PDL care is examined form 
different perspectives – the level of functioning and health condition of the patient, 
the care perspective, the treatment perspective, and the stage of support by the health 
care provider. 

The third chapter ‘Emotion-oriented care in very disabling chronic disorders: 
Current state of Care of people who are Powerless in Daily Living (PDL care) in the 
care of the elderly’ aims to obtain insight into the familiarity, practical use, structural 
preconditions and effects experienced of PDL care in Dutch nursing homes and in 
the larger institutes for care of the elderly in the Flemish part of Belgium. To do so 
two questionnaires were used, which were sent to nursing homes in the Netherlands 
and larger institutes for care of the elderly in Flanders. For a number of items a 
comparison is made with the study of guidance methodologies for psychogeriatric 
nursing home patients. 

In the fourth chapter ‘An Analysis of Care of people who are Powerless in Daily 
Living Empowerment of the Patient with Irreversible Self-care Deficits’ an analysis 
is made of the PDL care model, using the method of Walker and Avant. The defining 
characteristics of PDL care are named and a definition of PDL care is formulated.

In the fifth chapter ‘Care of people who are Powerless in Daily Living and the 
opinion of clinical experts – If recovery cannot be expected……’ the defining charac-
teristics of PDL care found in the literature are tested in practice. They are submitted 
to experts in the field via the Delphi method. This also allows the developments in 
the model to be mapped out along with the preconditions that are important for the 
application of PDL care.

The sixth chapter ‘Care of people who are Powerless in Daily Living and Palliative 
Care’ shows the relation between PDL care and palliative care. It gives an example of 
the application of PDL care in palliative care. 

In the seventh chapter ‘Patient characteristics: case-finding’ 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 character-
istics determine the choice for PDL care and which measuring instruments can be 
used to determine this.

The eighth chapter ‘The choice for PDL care: a process description’ looks at how 
the decision on whether to use PDL care is made. In addition, a start for a guideline 
is developed so that the decision making process can take place in a way that is struc-
tured, unambiguous and transparent. 

The ninth chapter is the discussion chapter of the thesis. The research questions 
are discussed and conclusions are drawn. In addition, PDL care is placed in the con-
text of developments the care of the elderly.
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Chapter 1 Appendix
Country Population 65 years 

and older in 2003
Population 65 years 

and older in 2007
Life expectancy  

at birth

Sweden 17.3 % 17.9 % 80.63 years 

United Kingdom 15.7 % 15.8 % 78.70 years

The Netherlands 14.0 % 14.4 % 79.11 years

Italy 19.1 % 19.9 % 79.94 years

Japan 19.0 % 21.0 % 82.02 years

United States 12.4 % 12.6 % 78.00 years

Table 1. Population that is 65 years and older and life expectancy in different countries. Sources: Central 
Intelligence Agency29 and Nederlands Interdisciplinair Demografisch Instituut (Dutch Interdisciplinary 
Demographic Institute)1.
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  Abstract 

  Background

Care of people who are Powerless in Daily Living (PDL care) is a type of care that a 
growing number of healthcare facilities use to upgrade the quality of care rendered. 
It is developed by professionals in the practical setting, for care of people with pow-
erlessness e.g. with dementia or a severe chronic disorder.

  Objective

This study aims at the question of what type of care PDL care is and what other types 
of care provision does PDL care connect with? 

  Method

PDL care is examined form different perspectives with the help of a work model – the 
level of functioning of the patient, the care perspective, the treatment perspective, 
and the stage of support by the health care provider. 

  Results

With respect to the patient’s level of functioning and health condition, PDL care is 
intended for patients with a major or complete care dependency. Seen from a care 
perspective, the patient has little or no capacity for self-care. In such a case, the care 
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is provided by professional health care providers with specific expertise and skills. 
The care is supplemented where necessary by volunteer care. The treatment perspec-
tive shows the need to stabilise the patient’s situation and their need to learn to cope 
with disabilities with no prospect of recovery. This involves acceptance of the lowered 
capabilities of the patient from handicaps from which no cure or recovery is possible 
and, instead, to make the best of the patient’s residual capabilities. Looked at from 
the perspective of the support stage, the carers take over, partly or wholly, the patient’s 
self-care activities. PDL care is based on the biopsychosocial model, which is an 
approach in which physical, psychological and social problems are approached as 
part of an integral whole and is also a form of emotion-orientated care. PDL care is 
suited to people with serious chronic disorders, which can be either somatic or psy-
chogeriatric such as dementia. PDL care is also used in palliative care.

 Conclusions

In short, the answer to the research question is: PDL care is a form of emotionoriented 
care. PDL care focuses on patients with a major or complete care dependency, and is based 
on a biopsychosocial model. It assumes the patient’s wishes and perception, with the objec
tive of stabilisation, coping with disabilities with no prospect of recovery and maximum use 
of residual activity. It is performed by professional health care providers with specific exper
tise and skills, who partially or fully take over the selfcare activities of daily life from the 
patient. 

Keywords: PDL, emotion-oriented care, powerlessness, dementia, chronic disorder
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2.1  Introduction and background

The number of chronically ill patients who will need a high level of care for the rest 
of their lives is increasing. The general expectation is that this trend will continue in 
the decades to come because of population ageing. The care of patients with no 
chance of recovery is different to that of those with the hope of at least a partial recov-
ery. There are several approaches to care provision. The basis of medicine and often 
of nursing is ‘healing’; in other words, the aim is recovery and reactivation. The ADL 
programme, ‘Activities of the Daily Living’ is such a method that aims at reactivation 
and recovery. However, when there is no chance of recovery and the patient has a loss 
of power, the basis of healing is not a realistic option in care. This is the case in 
patients with severe chronic illness, like severe dementia or a disabling somatic dis-
order. A much better approach to caring for these patients is to accept the fact that 
the patients’ limitations are permanent and to cope with an irreversible self-care 
deficit and with powerlessness1. The care of people who are Powerlessness in Daily 
Living (shortened: PDL care) incorporates this perspective and way of caring.

PDL care is a type of emotion-oriented care for an individual who is very depend-
ent on care. In addition, PDL care goes further than the basic principles of emotion-
oriented care. Emotion-oriented care takes the individual as the starting point of care. 
The principles of emotion-oriented care are flexibility, awareness of interactive prob-
lems between carer and patient, and to provide an integrated approach to problems 
of health and living and mental problems2. PDL care is aimed at the wellbeing and 
comfort of a patient, at saving energy of the patient and a stressless caregiving. What 
distinguishes PDL care from other methods of care is that it integrates physical, psy-
chological and social care explicitly into daily care. PDL care comprises a mixture of 
skills, aids and provisions to give optimal support, attendance and care to patients who 
are unable to take care of themselves. The aim of care incorporated into PDL care is 
to reduce the negative effects of physical dependency as far as possible, both for the 
patient (e.g. pain, decubitus) and the carer (e.g. low back pain, stress)3. PDL care 
standardises a way of caring that is developed by professionals in practice by described 
skills, aids and provisions in different care situations (lying down, sitting, washing, 
dressing, changing, turning and feeding). Specific parts are developed and some parts 
of other methods are placed in the context of dealing with powerlessness. The ADL-
programme and PDL care can be used at one patient, e.g. revalidation to those func-
tions where there is recovery and PDL care to those functions that are definite defi-
cient. But mostly the chance of recovery is general, so there is an overall using of ADL 
or PDL care. The decision to use which programme has to be made very precisely. A 
wrong decision one way or another, can cause a lot of stress and frustration. 

Up to now, PDL care lacks scientific underpinning, which is necessary according 
to the American Psychiatric Association4. The aim of this article is to present a work-
ing model for PDL care that will form the basis of the study concerning PDL care. It 
is to clarify the method and place it in the context of other methods. To underpin PDL 
care, a working model will be built up from the basic assumption that the health of 
an older person affects his/her functioning and dependency. The working model is 
linked with Orem’s ‘self-care deficit theory’5. This theory states that nurse’s actions 
compensate for the patients’ action limitations. 
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2.2  Working model

The first element of the working model will be a description of the level of function-
ing in relation to health condition. This level can vary from independent to com-
pletely dependent on care and is related to the other elements of the working model. 
The second element, care perspective, refers to the way a person looks after him/
herself or needs informal and/or professional support from others. The next element 
of the working model is the treatment perspective. Two models will be discussed: the 
medical model and the biopsychosocial model. The last part of the working model 
consists of the stages of support6;7. The stages indicate for each level of dependency 
whether the person needs encouragement or partial help, or activities to be taken 
over completely. The stages also classify the different methods of care, giving the 
objective of each method and the support needed. Finally, each of these elements of 
the working model will be described and discussed. 

2.2.1  Level of functioning and health condition

In essence, dependency is always connected with the social relationship in which it 
occurs: ‘one cannot simply be dependent; one must be dependent upon someone for 
something else’8.

According to Anderson9, a person who becomes a patient moves on a continuum 
from a relative state of independence to a level of complete dependence on the care 
from others. Care dependency means that the person’s dependency will be placed 
within the frame of professional and formal care assistance10. The working model 
divides dependency on care in five levels: independent, mildly dependent, partially 
dependent, highly dependent and completely dependent (figure 1). These levels are 
based on the indicators determining the degree to which (long-term care) patients 
depend on care11 and represent a continuum. PDL care is intended for patients with 
an irreversible high or complete dependency on care. 

Independent Mild
dependent

Moderate
dependent

Health condition

Functioning

Severe
dependent

Complete
dependent

Level of
functioning:

PDL

Figure 1. Working model with level of functioning en health condition
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Care dependency is related to the patient’s health and functioning. Health condition 
can be assessed with the World Health Organisation’s 2001 International Classification 
of Functioning, Disability and Health (ICF). The original goal of the ICF is to provide 
an outline for organising information about the consequences of the disease in terms 
of body function and body structures, activities and participation, and environmental 
factors. Body functions are defined by the ICF as physiological functions of the body 
systems; body structures are anatomical parts of the body, which can lead to disabil-
ity. Activity can be defined as the execution of a task by an individual, whereby prob-
lems lead to disabilities. Participation is involvement in a life situation. These last 
two are more socially determined than organic functions and can lead to participation 
problems. Environmental factors make up the physical, social and attitudinal envi-
ronment in which people live and conduct their lives. From these factors obstructions 
can occur. Problems are quantified by ICF in levels: no difficulty, mild, moderate, 
severe or complete difficulty. The consequences of a disease, expressed in limitations 
in body functions, physiological functions, participation and environmental factors, 
will lead to problems in overall functioning. According to the ICF, this overall func-
tioning can be expressed in the degree of dependency, as presented in the working 
model. Depending on the origins of the problems and the resulting overall function-
ing, the degree of dependency can be temporary or permanent. 

Knowing that PDL care aims at patients with an irreversible high or complete 
dependency, the previously described WHO classification gives insight into the fact 
that the patient can have and probably will have problems of various types. These 
various problems and resulting difficulties are integrated into PDL care. 

2.2.2  Care perspective

The second element of the working model is the care perspective. Depending on the 
degree of care dependency, various types of care are involved: self-care, informal care 
or volunteer care and professional care. As PDL care is used in highly and completely 
dependent patients, most care will be at a professional level but informal care and 
self-care, however little, should not be overlooked and need to be integrated into 
caregiving using PDL care (figure 2). 

2.2.2.1  Selfcare
Hattinga Verschure12 made the distinction between self-care, mutual or informal 
care, and professional care. Hattinga Verschure12 describes self-care as the demand 
for care and the process of care delivery by one and the same person. Self-care is 
essential in all intimate activities of daily life, such as changing, eating and dressing. 
Self-care is substantial in situations of independency and mild dependency. Increasing 
dependency leads to decreasing self-care. At a high or complete dependency level, the 
patient is no longer able to perform activities of daily life by herself or himself. 
However, even in a situation of independency, there is usually some dependency in 
a social context. According to Pool10 dependency can be placed within the context of 
common human relationships. This involves human and social relations in which 
equality is sought. Reciprocity is the key: you do something for me and I’ll do some-
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thing for you. This looking after each other is called ‘usual care’. Most relationships 
occur in interdependency between generally accepted norms of reciprocal relation-
ships and mutual dependency. Outside these norms a situation is characterised as 
dependency if an individual has no resources and is receiving without giving.

In social relationships at older people a distinction is made between partner, 
family and friendship relationships. Studies show that partner relationships are very 
important for an older person, especially for giving support and care when physical 
problems occur13;14, but also for a meaningful social interaction in daily life15. Family, 
including brother-sister relationships, is especially important if there is no partner16;17. 
For confidential contact, pleasant social interaction and the feeling of social integra-
tion in the community, friendships are particularly important for the elderly18. In 
situations where PDL care is given, these human relationships can be continued. The 
professional carer should realise that the character of the relationships has changed, 
but can still be very important for the wellbeing of the patient. Therefore, it is clear 
that interdependency is an integral component of human life. 

Independent

Self care
Informal or volunteer care

Professional care

Mild
dependent

Moderate
dependent

Health condition

Functioning

Severe
dependent

Complete
dependent

Level of
functioning:

Care
perspective:

PDL

Figure 2. Working model with added care perspective 

2.2.2.2  Informal or volunteer care
Informal care is described as care given to each other by members of small social 
networks, on the basis of self-evidence and mutuality12. Characteristic to informal 
care is its emotional nature resulting from the personal band between the carer and 
the patient. In the carer-patient relationship, reciprocity is found as in normal human 
relationships although here it has an intentional nature. Thus a wide interpretation 
must be made including psychosocial aspects and willingness to care19. Often there 
is one main informal carer or so called volunteer carer, supported by ‘secondary’ car-
ers17;20. Nolan et al.21 found that for the informal carer subjective perceptions of 
events and circumstances were most stressful, rather than the objective features of 
the events and circumstances themselves. Emotional support, for example as given 
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by family members, increases the carer’s wellbeing22. Robinson23 points out that 
carers must learn to separate the attainable from the non-attainable, to change what 
can be changed, but to accept with some degree of equanimity the things that cannot 
be changed.

If more care is needed, the network of carers does not usually expand, but rather 
the intensity of the informal care grows24. With partial dependency, calling in profes-
sional health care providers will also depend on the strength of the informal care. 
This also applies to the extent to which this will occur. 

When professional care is brought in for partial care dependency, informal care 
still plays a key role, especially if the patient stays at home. In home care the contribu-
tion of informal care is greater than that of the professional health care providers in 
relation to the total care20.

Severe or complete care dependency often leads to admission to a care institute. 
The moment a patient is admitted to an intramural care institute, the informal care 
usually collapses. The primary carer sees his/her job being taken over by the profes-
sional health care providers of the institute. Using PDL care, the professional should 
take into account the informal care that the patient had been receiving. When pos-
sible, informal care should be integrated into the care of the patient. Self-care and 
informal care increase the wellbeing of both the patient and the carer12.

2.2.2.3  Professional care
Professional care is all care delivered by people in paid employment who are usually 
registered12. In professional care the distinguishing characteristic is expertise2. At a 
mild care dependency level the professional carer is usually only brought in tempo-
rarily. One of the main challenges for carers is to promote optimal independence by 
supporting the patient’s ability to meet self-care needs and to plan care according to 
individual needs. Within care practice, independency should be supported if this is 
possible and if the patient wishes it. At a high or complete care dependency level that 
is irreversible, professional care will become permanent. So PDL care is applied for 
the rest of the patient’s life. Coping with care dependency and powerlessness of the 
patient is then a major challenge to the professional carer. Especially at a high depend-
ency level, care has to fit in with the wishes of the patient and the problems experi-
enced by the patient. Professional health care providers are becoming more and more 
aware of this. Bodenheimer among others describes the pursuit of ‘the patient-pro-
fessional partnership, involving collaborative care and self-management education’25. 
This means that the professional carer and the patient make health decisions together. 
In PDL care the wishes and the experiences of the patient form the starting point for 
care, especially for daily care activities. 

The relationship between carer and patient is a vulnerable one. Many chronic 
patients and their relatives say that most stress is related to a continuing negotiation 
with aid institutes and professional health care providers2. Besides the care relation-
ship with the patient, the professional carer also has a relationship with the informal 
carer. Informal carers are usually more critical of the care given than the patients. 
Laitinen26 writes: ‘Informal carers are in a key position to help nursing professionals 
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to cope with the future challenges of elderly people’s care. Their perceptions must 
also be taken into account’. 

Informal carers feel they depend on professional health care providers27. 
Nieuwstraten et al.28 point out that four items affect the care relationship. These are 
the behaviour of informal carers and patients, the extent to which the professional 
carer fits in with the habits and routine of the family, the extent to which the patient 
and informal carer are able to fulfil their position as parent/partner, and the extent 
to which the professional carer gives support to a ‘normal’ life. Besides that, profes-
sional health care providers are expected to give advice, support and training to the 
informal carer21. Informal carers and patients feel jointly responsible for the quality 
of the care relationship. Hasselkus points out that a reflective contact between infor-
mal carer and professional carer is important to prevent tension occurring due to 
differences in perspective29.

As PDL care is intended for patients in permanent need of a high level of care, it 
is usually used by professional health care providers. The patient is expressly involved 
in the caregiving. If the patient wishes, his/her ability to perform daily care activities 
by himself is used optimally. His/her wishes and experiences form the starting point 
for the professional care. Since informal carers had been involved in the caregiving 
and may still be able to help, they are also involved when PDL care is used. 

2.2.3  Treatment perspective

2.2.3.1  Medical model
In patients who are independent or mildly dependent on care due to physical prob-
lems and disorders but with the possibility of recovery, the medical model is used. It 
is aimed at recovery and cure. Independency is, analogous to the requests of the 
patients, often the target of care: independency of the patient towards the carer. 
Henderson30 already mentioned this in 1971. Prins31 points out that the primary goal 
of care is to reverse impairments by means of reactivation therapy. This means that 
the medical model is usually used for patients who are independent, mildly depend-
ent and sometimes partially dependent.

The target of the medical model is the physical disorder. The patient is expected 
to be motivated to undertake actions him/herself that lead to recovery. These can 
include taking medicines, undergoing intensive therapies and training or rehabilita-
tion. Because the interactions and efforts are only temporary, the patient does not 
experience it as a burden, even when it includes negative experiences. 

Originally, care for people was medically oriented32. As already mentioned, most 
carers’ training is still based on the medical model, making it implicitly part of the 
actions of many carers. In situations where recovery is not to be expected a whole 
new concept is required and this implicit medical model may lead to frustration on 
the part of both patient and carer. 

2.2.3.2  Biopsychosocial model
For people with a high or complete care dependency who are not expected to recover, 
the biopsychosocial model is applicable. In nursing theory and practice it is also 
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called the ‘nursing model’. The biopsychosocial model refers to all carers and involves 
integrated care aimed at the physical, psychological and social aspects of the patient. 
It focuses on assistance and support of the patient. For the patient, control and qual-
ity of life are important, for the carer job satisfaction. The biopsychosocial model is 
in line with Sipsma’s view of the vulnerable elderly which he describes as an ‘unsteady 
balance’33, Van der Plaats’ view about ‘homeostasis’34, and Watson’s holistic view35. 
It is about person-focused care, tuned in to the needs and wishes of the patient. 
Respect and integrity are shown in the human relations. Care is about ‘a true process 
of meeting between persons’36. It is an approach in which patients are helped to 
continue to be part of their social surroundings. Kitwood names, among other things, 
the kinds of interactions that are clearly conductive to the maintenance of personality 
and wellbeing37.

Attention to psychosocial aspects is not secondary to physical and medical aspects. 
It is important that professional health care providers who are looking after patients 
in permanent need of high levels of care let go of the medical model both explicitly 
and implicitly. PDL care is based on the biopsychosocial model (figure 3). The integra-
tion of physical, psychological and social aspects is explicitly shown in the skills, aids 
and provisions. 

Independent

Self care

Medical model Bio-psychosocial
model

Informal or volunteer care
Professional care

Mild
dependent

Moderate
dependent

Health condition

Functioning

Severe
dependent

Complete
dependent

Level of
functioning:

Care
perspective:

Treatment perspective:

PDL

Figure 3. Working model with added treatment perspective 

2.2.4  Stages of support 

This focuses on both the stage of support and the different forms of intervention as 
part of the theoretical working model. Figure 4 shows the relation between them.
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Encouragement Intervention Partial
taking over

Complete
taking over

Stages of
support:

Interventions

Methods

To re-establish from 
care dependency into 
independency

- Behaviour therapy
- Supportive
 psychotherapy
- Reality orientation
- Skills training
- Activity therapy
- Recreational therapy 
 (crafts, games, pets)
- Art therapy 
 (music, dance, art)
- ADL

To realise or hold on 
stabilisation

- Behaviour therapy
- Supportive
 psychotherapy
- Validation therapy
- Simulated presence
 therapy
- Reminiscence
- Art therapy (music)
- ADL
- PDL

To manage with 
further decline in care 
dependency

- Supportive
 psychotherapy
- Validation therapy
- Sensory integration
- Simulated presence 
 therapy
- Reminiscence
- Art therapy (music)
- PDL

Figure 4. Stages of support, interventions and methods

Souren and Franssen6;7 name different stages of support at the different stages of a 
disorder that eventually leads to dependency. The first stage of care is ‘encourage-
ment’: to encourage the patient to do things him/herself. The second stage is ‘inter-
vention’: supporting the patient. A progressive illness and the resulting growing 
dependency will lead to the stages ‘partially taking over’ and finally ‘completely taking 
over’ the activities of daily living. Looking at the degree of dependency and the related 
stage of support, a link can be laid between different methods of care and their aims: 
to re-establish from care dependency into independency, to realise or hold on stabi-
lisation or to manage with further decline in care dependency.

2.2.4.1  Reestablish from care dependency into independency 
The aim of this care method is to help where possible and to move the level of 
dependency up towards independency. It is about encouragement. Recovery is 
encouraged; support and training focus on doing activities of daily living such as 
washing, dressing, changing and walking by oneself. Methods for achieving this are 
ADL training, stimulation-oriented methods and cognition-oriented methods32.

2.2.4.2  Realise or hold on stabilisation 
The target of this care method is to achieve or maintain stabilisation and to prevent 
worsening of problems and an increase in the level of dependency. It is for patients 
with a partial or complete dependency that is irreversible, usually patients with 
chronic disorders. 

It is gradually being recognised that independency is not possible for all patients. 
Recovery is not an option, but keeping up and using the capabilities one has is. So, 
stabilisation through intervention and partially taking over becomes the care method. 
There is no chance of a cure but it is possible to support the patient and his family 
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and network, as well as supporting the formal carers who, through their education, 
still usually only aim at cure or recovery. Caregiving without the prospect of getting 
better is often felt to be hard. 

Some of the methods mentioned for recovery are continued but for the most part 
the methods mentioned for degeneration are applied. The method to be used depends 
on the patient’s prognosis and limitations: the degree of irreversibility. 

2.2.4.3  Manage with further decline in care dependency 
While the stabilisation method just discussed is more applicable to the care of patients 
with irreversible degeneration, this care includes partially or completely taking over 
and coping with a further increase in care dependency. These patients have an irre-
versible high or complete care dependency. Generally they have chronic diseases, 
either physical or psychological. Carers can experience a great deal of stress in caring 
for this category of patients. For example, carers taking care of patients with demen-
tia have said they have difficulties in handling the aggressiveness, uncooperativeness 
and unpredictability of their patients. Nevertheless, 90% of the interviewees experi-
enced satisfaction in their work, mostly because they were able to give qualitatively 
good care38. Caring for the carer is important, especially with the expected growing 
number of dependent elderly patients. 

Independent

Self care

Medical model Bio-psychosocial
model

Encouragement Intervention Partial
taking over

Complete
taking over

Informal or volunteer care
Professional care

Mild
dependent

Moderate
dependent

Health condition

Functioning

Severe
dependent

Complete
dependent

Level of
functioning:

Care
perspective:

Treatment perspective:

Stages of support:

Position of PDL approach:
PDL

Figure 5. Working model with added stages of support 
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In addition to some specific emotion-oriented methods32, there was a need for new 
methods aimed at the quality of life of the patient and at providing carers with tools 
to improve that quality of life. Such a way of caring is PDL care.

Most methods of emotion-oriented care are aimed at people with psychogeriatric 
chronic diseases such as dementia. Examples are validation, sensory integration, 
simulated presence therapy, supportive psychotherapy and reminiscence32. They 
concentrate on the psychological and social aspects of the patient and pay little atten-
tion to the physical side. These methods are thus less useful for people with physical 
chronic disorders. 

PDL care aims at providing an integrated approach to physical, psychological and 
social problems in patients dependent on care, which makes it useful both for people 
with chronic disorders, both psychogeriatric and somatic. It is about partially or 
completely taking over care related to activities of daily living (figure 5). Its target is 
providing care in a way that puts as little burden as possible on both the patient and 
the carer, based on a situation where there is no chance of recovery. 

2.3  Conclusion 

Figure 5 and the descriptions show that PDL care is intended for use in patients with 
a major or complete care dependency. So PDL care mainly involves care by profes-
sional health care providers, as the patients are able to do very little in self-care. It is 
based on a biopsychological model and the support consists of partially or fully taking 
over self-care activities of daily living. The figure shows the coherence of the elements 
of the working model that are described in this study, whereby the relations between 
those elements and PDL care were clarified.

2.3.1  Relevance

PDL care is an emotion-oriented method. It is described as: Care of people who are 
Powerless in Daily Living. It focuses on physical, psychological and social aspects of 
care dependency, on coping with powerlessness. This makes it useful for people with 
severe chronic disorders like severe dementia or very disabling chronic somatic dis-
orders, it is also be used in palliative care. 

2.3.2  Implications

PDL care is intended for use in patients who need a high level of care permanently. 
PDL care is usually given by a professional with specific training and expertise. The 
bases of the relationship with the patient are the wishes of the patient and the accep-
tation of his/her deficiency of self care. The informal or volunteer carers are also 
supported in their coping with the powerlessness of the patient. PDL care offers 
individualised care to patients with a high or complete dependency, based on the 
patient’s wishes and the biopsychosocial model, approaching physical, psychological 
and social problems as an integrated entity. Let go of the idea of recovery when recov-
ery is not possible and aim at stabilisation or coping with loss. PDL care’s focus is 
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providing care with as little burden as possible for both the client and the carer with 
an explicit description of skills, aids and provisions in different care situations. 

2.4  Recommendations

There is an urgent need for scientific underpinning of the aforementioned care meth-
ods. There are few studies on the effects of the different care programmes on severe 
chronic illness or at palliative care. Research on PDL care is lacking even though 
emotion-oriented care and PDL care in particular are currently receiving a great deal 
of attention. Our working model could form a basis for further research: the analysis 
of PDL care and developing an instrument to validate PDL care can be taken from 
there. 
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3
Emotion-oriented care in very disabling 

chronic disorders: Current state of Care of 
people who are Powerless in Daily Living 

(PDL care) in the care of the elderly 
Gea C. van Dijk, BA, Ate Dijkstra, RN, MEd, PhD,  

Robbert Sanderman, PhD

 Abstract

 Background 

Care of people who are Powerless in Daily Living (PDL care) is multidisciplinary care 
that can be used for people with for example dementia or a CVA resulting in perma-
nent disability. PDL care was developed by paramedical professionals working in the 
practical setting, with as underlying rationale the acceptance of the self-care deficit 
of the patient (powerlessness) if recovery is not possible. Although PDL is increas-
ingly being used in the care of the elderly, there is no clear insight, in the form of 
scientific studies, into how well known this method is, how widely it is used, how it 
is implemented and what the benefits are of using it. 

 Objective 

Give insight in the familiarity of institutes with PDL care, how widely it is used, the 
way of using PDL care like involved professions, involvement of client or family and 
education, as well as the experienced benefits of the use of PDL care for client, fam-
ily and care givers. 

 Method 

By means of two surveys, the current state of PDL care has been studied. One survey 
was conducted in nursing homes in the Netherlands and the larger institutes for care 
of the elderly in the Flemish part of Belgium, and a second survey was carried out in 
institutes that use PDL care. 
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 Results 

The results show that the respondents were very familiar with PDL care and that they 
often used it (85% and 72%, respectively, from the response group and 83% and 67%, 
respectively, from a random sample of the non-response group). PDL care is a struc-
tured, emotion-oriented method of care involving various professions. The care 
worker or nurse, the physiotherapist and the ergotherapist are involved most in PDL 
care. The benefit is especially perceived in the welfare and wellbeing of the patient, 
the relationship between the staff and the family, and in job satisfaction for the staff. 
The staff is explicitly trained for PDL care by internal and external experts. Both the 
family and the client are differently involved in PDL care. 

 Conclusions 

The general impression is that this care method is being developed further. Initially, 
PDL care was developed in the practical setting by a small group of physiotherapists 
and introduced into nursing. As time went by, the involvement of other professions 
increased, and the multidisciplinary character of the intervention became more 
apparent. The increase in the involvement of family now compared with 1996 is 
striking. Professional training programmes are in place. The survey shows the impor-
tance of scientifically describing and validating PDL care. 

Keywords: PDL, emotion-oriented care, powerlessness, dementia, chronic disorder 
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3.1  Introduction

In nursing homes and institutes for the elderly, there is a group of patients in need 
of nursing care who are no longer able to carry out Activities of Daily Living (ADL) 
or to move from one position to another by themselves due to functional limitations 
as the result of a chronic disorder. These patients are not or only partially capable of 
carrying out these activities themselves and therefore they have no or only very lim-
ited possibilities of actively participating in their care and treatment. These are espe-
cially patients with dementia, or those who have had a CVA resulting in permanent 
disability, or with a chronic disorder such as multiple sclerosis, rheumatoid arthritis 
or Parkinson’s disease. Most of these patients are nursed on somatic or psychogeri-
atric wards in nursing homes or institutes for the elderly, but some are cared for in 
residential homes, sheltered housing or in their own homes. Besides the physical 
care, it is also important to pay attention to the psychological and social aspects of 
their dependency on other people for their daily care. In the last decades, the impor-
tance of these aspects of care has been recognised. For instance, emotion-oriented 
approaches have been introduced, which Finnema1 described as care that aims to fit 
as well as possible with the patient’s world of perception and possibilities. One of 
these emotion-oriented methods of care is care of people who are Powerless in Daily 
Living (PDL care)2-6. Care of people who are Powerless in Daily Living (PDL care) is 
a demand-orientated type of care for people with a large care-requirement – a target 
group that will increase in the future because of the double aging of the population.7 
It aims at care provision that is agreeable for both the patient and the carer4 and can 
be used in all care situations2;8. The quality of life for the patient and reducing the 
burden on the carer are of prime importance in PDL care4;9. 

PDL care is a care method developed fairly recently by paramedical professionals, 
working in the practical setting. Knowledge and skills from nursing and the para-
medical professions like physiotherapy, ergotherapy and speech therapy are brought 
together and integrated10. The essence of PDL care is accepting the patient’s power-
lessness in the sense of inability or reduced ability to care for him or herself: when 
there is no chance of recovery of the functional limitations of the patient, this self-care 
deficit is accepted and respected2;4;11. At the same time, the residual capabilities of 
the patient are utilised as far as possible9. The interventions consist of a complex of 
skills, aids and provisions which contribute to the optimal support, care or nursing 
of patients with a permanent dependence on care12. Attention is also paid to the 
burden on the carer. The aim of PDL care is to look after and nurse the patient as 
pleasantly as possible while keeping the burden for both the patient and the carer to 
the minimum4. For a good interaction between the carer and the patient, a one-to-one 
approach is used13. The use of PDL care makes this possible, even for patients requir-
ing a very high level of care. 

With PDL care seven situations in which care is given are distinguished: lying 
down, sitting, washing, dressing, changing, turning and feeding2;8. A systematic 
approach for each of these situations is described that is tailored to the needs of the 
individual patient and includes the skills, aids and provisions to be employed. 
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Although PDL care was initially only used in a few nursing homes, in the last 
decades PDL care is increasingly being implemented in institutes for care of the 
elderly in the Flemish part of Belgium, in Dutch nursing homes and gradually also 
in residential homes, home care situations and hospitals14. A PDL Foundation has 
been set up which is establishing a Dutch-Flemish network that aims to increase and 
spread knowledge and skills on PDL care15. Up until now, PDL care has involved 
interventions that were developed and tried out in the practical setting. We call this 
‘recipe knowledge’16. The next step after recipe knowledge is the scientific description 
and validation of the interventions. In order to assess the importance of this, it is 
essential to gain insight into the extent and way in which PDL care is used. The study 
described in this article aims to survey the current state of affairs in the use of PDL 
care in the nursing homes in the Netherlands and the larger institutes for care of the 
elderly in Flanders. 

3.2  Method

3.2.1  Design

The study can be classified as a descriptive study. A description is given of the current 
state of PDL care in the Dutch nursing homes and the larger institutes for care of the 
elderly in the Flemish part of Belgium with regards to: how well known this method 
is, its practical applications, structural conditions required for its successful use and 
observed benefits of PDL. For this purpose two questionnaires were developed. The 
first questionnaire was quite general and directed towards how well known PDL care 
is and how widely it is used. Among other things, questions were focused on the type 
of nursing home, familiarity with PDL care and how it is used. To eliminate ‘socially 
acceptable answers’, PDL care was placed in a list of care methods and interventions 
and respondents were asked to indicate which care methods and interventions they 
were familiar with and which they used in their institution. The other methods and 
interventions play no further role in this study. This questionnaire was filled in by 
the manager responsible for care policy in the institution. The second questionnaire 
was about the way in which PDL care is used. To get insight in the current state of 
how PDL care is used this questionnaire encloses the following questions: 
How long is PDL care being used in the institutes? PDL care has been developed a. 
recently en has spread over more institutes during some years. Does this mean that 
institutes practice PDL care only shortly? 
Is the use of PDL care reported in the care plan of an individual patient? b. 
In which care situations is PDL care used? With PDL care seven situations in which c. 
care is given are distinguished: lying down, sitting, washing, dressing, changing, 
turning and feeding. Is PDL care always employed in all of these care situations or 
just in some care situations? 
Which professions are involved in PDL care in practice? PDL care has been developed d. 
by physiotherapists. After that PDL care became multidisciplinary with contributions 
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of nurses and ergotherapists17, is there involvement of these professions or of other 
professions in practice? 
Are the patient himself and the family involved in the use of PDL care? The patient e. 
and the family are getting a larger role in care giving of people with a chronic disease. 
There is more attention tot family participation and patientparticipation. Is this also 
the case in PDL care? 
Is there an education programme in PDL care and what is the content of it? f. 
Are there benefits experienced using PDL care? If so, what are they?g. 

The second questionnaire has questions about the way of using PDL care. Even 
though 79 institutes participated not all participants answered every question. This 
resulted in a divers number of participants (N) at different questions. This question-
naire was filled in by the staff that employs PDL care to look after their patients. In 
the questionnaires, a number of questions were the same as those used by Kruyver 
and Kerkstra in their 1996 study into methods of supporting patients in psychogeri-
atric nursing homes3. This made it possible to compare some of the results from this 
study with 1996. However, it should be mentioned that a clear difference between 
the present study and that of Kruyver and Kerkstra is that they focussed on the appli-
cation of support methods in psychogeriatric patients while the present study was 
directed towards the application of PDL care in psychogeriatric patients and patients 
with a chronic somatic disorder. A full copy of the two questionnaires can be requested 
from the first author of this article.

3.2.2  Procedure

Because PDL care is used most in nursing homes and comparable institutes in 
Flanders, the study was directed at these institutes. Two questionnaires were sent to 
all the nursing homes in the Netherlands (N = 335) with the request to take part in 
the study. Likewise, the two questionnaires were sent to Flemish institutes for care 
of the elderly with more than 50 beds (N = 199), because these are comparable with 
the Dutch nursing homes. In an accompanying letter, the institution was asked to 
complete the second questionnaire as well as the first if PDL care was used there. A 
stamped self-addressed envelope was included for the Dutch institutes; this could 
not be sent to the Belgian institutes for practical reasons. One reminder was sent to 
increase the response rate. 

Because the response was not very high (26.8%) for drawing conclusions with 
regards to the questions in the first questionnaire on familiarity with and extent of 
the use of PDL care in Dutch nursing homes, these questions were presented to 
20 randomly selected nursing homes in the Netherlands by telephone to increase the 
representativity of the response to these questions; this made up the non-response 
group. 
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3.3  Results

3.3.1  Response

The first questionnaire was returned by 88 of the 335 Dutch nursing homes it was 
sent to (27%). Sixty-three of these nursing homes used PDL care, 55 of which (87%) 
returned the second questionnaire. Regarding the telephone survey, of the 20 selected 
nursing homes, 18 took part. One nursing home did not want to take part due to lack 
of time and one could not provide any information. Of the 199 Flemish institutes for 
care of the elderly that were approached, 26 returned the first questionnaire (response 
13%). Of these institutes 24 use PDL care; all 24 (100%) returned the second question-
naire. Due to the low response to the first questionnaire from the Flemish institutes 
(13%), it was decided not to draw any conclusions regarding the familiarity with and 
use of PDL care in the Flemish part of Belgium. Concerning the second question-
naire, no distinction was made between responses from the Netherlands and those 
from Flanders, making a group of 79 respondents. Four of the 88 Dutch nursing 
homes described themselves as somatic, 16 as psychogeriatric and 68 as both somatic 
and psychogeriatric. For Flanders these figures were 0, 5 and 20 of the 25 homes, 
respectively. One Flemish institution did not mention the type of institution. 

3.3.2  Familiarity with and use of PDL care

To gain insight into how well known PDL care is and how widely it is used, there 
were questions on how familiar the respondents were with various methods and 
interventions, including PDL. In this way a side effect of the survey was that insight 
was also gained into the use of PDL in comparison with a number of other care 
methods and interventions. The results from the Dutch respondents are shown in 
figure 1. 

Seventy-five of the 88 Dutch nursing homes (85%) indicated that they are famil-
iar with PDL care. PDL care is implemented in 63 institutes (72%). In the random 
sample from the non-response group, 15 respondents from 18 homes said that they 
were familiar with PDL care (83%) and 12 of these homes used PDL care (67%). 

Table 1 specifies the use of PDL care in psychogeriatric and (chronic) somatic 
patients.

Response group Random sample 
non-response group

N Number (%) N Number (%)

Use of PDL in psychogeriatric and/or somatic 
patients

88 63 (72%) 18 12 (67%)

Use of PDL in psychogeriatric patients 84 62 (74%) 17 12 (71%)

Use of PDL in somatic patients 69 20 (29%) 14 8 (57%)

Table 1. Use of PDL care in psychogeriatric and somatic patients
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-2

Complementary care

Activity group

Psychomotor therapy

Primary activation

PDL care

Reality-Orientation Training (ROT)

Validation

Snoezelen

ADL training programme

Neuro Development Treatment (NDT)

8 18 28 38 48 58 68 78 88

Use
Familiarity

Figure 1. Familiarity with and use of specific care methods and interventions (N = 88)

3.3.3  Practical applications

Ad a. How long is PDL care being used in the institutes?
To gain an impression about the respondents’ experience with PDL care, they were 
asked to indicate, in years, how long the nursing home had been using PDL care. Of 
the 74 institutes that answered this question, 14 (18.9%) stated that they had been 
using PDL care for one year or less, 32 (43.2%) had been using PDL care for two to 
four years and for 28 (37.8%) institutes this was five years or more. 

Ad b. Is the use of PDL care reported in the care plan of an individual patient? 
In 93.2% of the institutes (N = 74), the agreements reached in the context of the PDL 
care were recorded in the care plan of the individual patient. 

Ad c. In which care situations is PDL care used?
In 84% of the institutes (N = 74) PDL care is used in all of the seven in PDL care 
described care situations: lying down, sitting, washing, dressing, changing, turning 
and feeding.

Ad d. Which professions are involved in PDL care in practice?
Table 2 shows which professions in the institutes were involved in implementing 
PDL care. 
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Professions N = 76

N %

Doctor 48 63% 

Nurse 65 86%

Care worker 75 99%

Physiotherapist 71 93%

Psychomotor therapist 2 3%

Ergotherapist 65 86%

Speech therapist 39 51%

Dietician 25 33%

Psychologist 19 25%

Spiritual carer 10 13%

Social worker 7 9%

Occupational therapist 49 64%

Table 2. Professions involved in implementing PDL care

A nurse is always involved in situations where a carer is not involved. A physiothera-
pist or an ergotherapist and usually both are always part of the team (N = 61; 80%). 

Ad e. Are the patient and the family involved in the use of PDL care?
Of the institutes that use PDL care (N = 77), 88% indicated that the family is involved 
in the PDL care process. What this participation involves for somatic and for psycho-
geriatric patients is indicated in table 3. 

Nature of involvement Psychogeriatric patients  
N = 67

Chronic somatic patients  
N = 36 

N % N %

Requests for information about the 
patient 

52 78% 36 100% 

Request for consent to use PDL care 45 67% 22 61%

Providing the family with information 59 88% 31 86%

Involvement in care plan 36 54% 15 42%

Instructions/advice 38 57% 20 56%

Activities 27 40% 14 39%

Furnishing room/materials 31 46% 18 50%

Others 17 25% 7 19%

Table 3. The nature of the family’s involvement
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Of the institutes that use PDL care (N = 75), 55% said that the patient is involved in 
the PDL care process in other ways than that he or she is receiving care. The nature 
of this involvement is shown in table 4.

Nature of involvement Psychogeriatric patients  
N = 33

Chronic somatic patients  
N = 27 

N % N %

Involvement in care plan 10 30.3% 16 59.3% 

Request for consent to use PDL care 7 21.2% 12 44.4%

Giving feedback on PDL care 6 18.2% 13 48.1%

Instructions/advice 12 36.4% 18 66.7%

Questions on perception of care 14 42.4% 21 77.8%

Others 15 45.5% 4 14.8%

Table 4. The nature of the involvement of the patient, other than receiving care 

Ad f. Is there an education programme in PDL care and what is the content of it? 
Within the context of education, the questionnaire contained questions about the 
training that carers and nurses receive in the use of PDL care. In 88% of the institutes 
(N = 77) the staff receive some sort of training. In 46% of the situations (N = 68) the 
training is given by both internal and external experts, in 33% only by external experts 
and in 21% only by internal experts. Of the institutes (N = 55) 84% indicated that the 
training is given by a training institute recognised by the PDL Foundation. The con-
tent of the training is usually based on both the underlying theory (93%) and learning 
skills (99%; N = 55). In 77% of the situations (N = 66) coaching is given after the 
training. With regards to this coaching, 90% (N = 51) is done by internal coaches, 6% 
by external coaches and 4% by internal and external coaches working together.

Ad g. Are there benefits experienced using PDL care? If so, what are they?
The participants (N = 73) were asked whether they think that PDL care provides 
benefits for the patient, the family and/or themselves and what they based their 
opinion on. Of the respondents, 72 (98.6%) said that PDL care has a positive effect: 
66 (90.4%) based their answer on experience, 10 (13.7%) and/or on studies in 
progress and 3 (4.1%) and/or on completed studies. Moreover, the respondents were 
asked to mention what benefits were perceived for the patients, for the families and 
for the carers themselves. The benefits indicated by the participating carers are pre-
sented per target group in table 5. 
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Benefit N = 72

N %

Patients 

satisfaction / wellbeing 64 88.9%

improved behaviour / functioning 41 56.9%

less medication 18 25%

less decubitus 38 52.8%

less contractures 37 51.4%

less tension 69 95.8%

more grip on daily life 7 9.7%

others 10 13.8%

Family*

satisfaction 45 62.5%

more grip 13 18%

better communication with carer 24 33.3%

others 10 13.8%

Carers*

job satisfaction 45 62.5%

more involvement 56 77.8%

less uncertainty 12 16.7%

better interdisciplinary cooperation 45 62.5%

lower absenteeism 6 8.3%

others 10 1.8%

* Missing values

Table 5. Benefit of PDL care for patients, carers and family

3.4  Comparison with an earlier study

For a number of items a comparison can be made with the study carried out by 
Kruyver and Kerkstra in 19963. Because Kruyver and Kerkstra’s study was limited to 
the use of PDL care in psychogeriatric patients in nursing homes, the degree of use 
and involvement of the family were compared with results in psychogeriatric 
patients.

In the present study, PDL care was used for psychogeriatric nursing home 
patients in 74% of the institutes with psychogeriatric patients in the response group; 
in the group approached by telephone this was 71%; in Kruyver and Kerkstra’s study 
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this was 44% (N = 158) and 43% (N = 82), respectively. The implementation method 
was investigated in 57 institutes that were using PDL in 1996, while in the present 
study this was 77. Comparable items were: involvement of professions, involvement 
of family, and training. The involvement of professions was generally lower in 1996. 
In 1996 (N = 57) it was mainly the physiotherapist and the carer who were involved 
in PDL care: 93% (now 93%) and 93% (now 99%), respectively. In the present study, 
the deployment of other professions was greater than in 1996: for the nurse this was 
86% now vs. 72% in 1996, for the ergotherapist 86% vs. 58%, for the doctor 63% vs. 
56%, for the occupational therapist 64% vs. 37% and for the psychologist 25% vs. 
14%. With regards to the involvement of the family, it is noteworthy that compared 
with the current 88%, in 1996 only 18% (N =  57) of the participants stated that the 
family were involved; this involvement was mainly counselling and information pro-
vision (60% of the 27 participants). The training was a less prominent aspect in 1996: 
in 22% of the situations (N = 56) there was some sort of training; that is now 88% 
(N = 77).

3.5  Discussion

3.5.1  Familiarity with and use of PDL care

When considering that PDL care was developed in only a few nursing homes in the 
late 1980s, PDL care can be regarded as widely known, with 85% of the 88 respond-
ing Dutch nursing homes stating they were familiar with this care method. In the 
telephone survey this percentage was 83% of the 18 homes approached. The extent 
of use can be regarded as high, especially considering the short period that PDL care 
has been developed. Of the responding nursing homes with psychogeriatric patients, 
74% used PDL in psychogeriatric patients; in the random sample from the non-
response group this was 71%. In comparison with the study by Kruyver and Kerkstra 
in 19963, this shows an enormous increase in the use of PDL care in the last 
10 years. 

3.5.2  Practical applications

The use of PDL care is set down in the care plan and it is, in principle, employed in 
all of the seven care situations distinguished in PDL care: lying down, sitting, wash-
ing, dressing, changing, turning and feeding. Multiple professions are involved in 
implementing PDL care. In comparison with the study in 19963, the general impres-
sion is that this care method is being developed further. Initially, PDL care was devel-
oped in the practical setting by a small group of physiotherapists and introduced into 
nursing. As time went by, the involvement of other professions increased, and the 
multidisciplinary character of the intervention became more apparent. The increase 
in the involvement of family now compared with 1996 is striking. At the moment 
88% of respondents indicated that the family is involved. Besides counselling and 
the provision of information, this involvement now also includes obtaining consent 
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for the use of PDL care, participation in formulating the care plan, instructions and 
advice, and involvement in the materials used and the furnishing of the room where 
the patient is being looked after. Patient involvement mainly consists of them giving 
feedback on how they perceive the care, instructions and advice, participation in 
formulating the care plan, and giving consent for the use of PDL care. The involve-
ment is greater in chronic somatic patients than in psychogeriatric patients. These 
developments in PDL care are in line with the current vision of more empowerment 
for patients and families in the care process. 

In the current situation, training is linked to the implementation of PDL care in 
88% (N = 77) of the institutes. The training is generally given by an education insti-
tute that is recognised by the PDL Foundation as expert in this field, whereby both 
external and internal experts are involved. In practice, coaching is given after training 
in 77% of the situations (N = 66), usually by an internal expert (90%; N = 51). 

3.5.3  Benefits

In the questionnaire, a number of questions were included to give a global impres-
sion of the benefits of PDL care for the patient, the carer and the family, as perceived 
by the carer. Benefits were especially perceived as an increase in the wellbeing and 
satisfaction of the patient, the family and the staff. The carer sees positive results in 
the patients with regards to wellbeing and satisfaction, and better functioning/behav-
iour. Moreover, there is a decrease in a number of physical problems, such as con-
tractures and decubitus, and medication is less often required. Concerning the fam-
ily, carers say they experience more satisfaction and better communication. The 
carers themselves report more involvement, more job satisfaction and better inter-
disciplinary cooperation. It must, however, be noted that the results with regards to 
the perceived benefit are based on the experiences of the carers. These experiences 
can differ from those of the families or the patients themselves. Moreover, this ben-
efit has not been scientifically proven because, as yet, no scientific effect study has 
been performed. 

3.5.4  Representativity

With regards to the first questionnaire, the question is how representative a response 
of 26.3% for the Netherlands and 13.1% for Flanders is for all nursing homes in the 
Netherlands and institutes for care of the elderly in Flanders. To increase the repre-
sentativity of the nursing homes in the Netherlands, a telephone survey was con-
ducted among a number of homes in the non-response group. Another point con-
cerns the proportions of respondents from somatic nursing homes, psychogeriatric 
nursing homes and combined homes. The distribution in the Netherlands is 12% 
somatic, 14% psychogeriatric and 74% combined homes (Prismant, 2002). In this 
survey, this distribution was 4.5% and 5.5%, 18% and 16.7% and 77% and 78%, for 
the respondents and the random sample from the non-response group, respectively. 
This means that psychogeriatrics was slightly over-represented. However, as PDL care 
is used slightly more often in psychogeriatric than in somatic patients, the totals on 
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familiarity and use may be somewhat too high in the study, as no distinction was 
made between psychogeriatric and somatic patients. The survey on use, in which a 
distinction was made between use in psychogeriatric and somatic patients, may be 
more representative. The response from the Flemish part of Belgium is too low to 
draw conclusions for all institutes for care of the elderly in Flanders. With regards to 
the second questionnaire, the response of 75 institutes does enable conclusions to be 
drawn regarding the use of PDL care and a comparison can be made with the results 
from a study in 69 institutes that was conducted by the Netherlands Institute for 
Health Services Research (Nivel) in 1996.

3.5.5  Relation to scientific research

The study has provided insight into the current state of affairs in PDL care; for certain 
items it also allows a comparison with 1996. The results show that the familiarity 
with and use of PDL care among the respondents is high (85% and 71.6%, respec-
tively, for the response group; 83% and 61%, respectively, for the random sample 
from the non-response group). PDL care can be seen as a structured, emotion-ori-
ented care method involving multiple professions. Benefit is especially perceived in 
the wellbeing of the patient, the relation between the staff and the family, and job 
satisfaction for the staff. Professional training programmes are in place. However, a 
scientific description and validation of PDL care is still lacking. The results of the 
survey show how important this is. Issues that need attention are: a definition of PDL 
care; a description of its specific features to find a clear dividing line in relation to 
other interventions or methods; a study of the conditions needed to implement PDL 
care successfully; and identification of the patient characteristics on which the deci-
sion as to whether PDL care is indicated can be based in each individual patient. 

3.6  Word of thanks

We want to thank the participants of this research for their participation and very 
useful information.
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Appendix 1
Questionnaire 

 Care methods in Dutch Nursing Homes and the larger institutes for care of the elderly in 
the Flemish part of Belgium 

Return page

Name institute: ………………
City: ………………
Province: ………………
Kind of institute: ▫  nursing home   
  ▫  home for the elderly
Name interviewee: ………………
Profession interviewee: ………………

 Would you be willing to participate in a following stage of the research?
▫ Yes ▫ No 

 Part 1

1. Number of intramural beds in the home:
……………… somatic 
……………… psychogeriatic
 

2. What are the subdivisions of care teams?

Number of teams Number of patients per team

psychogeriatric …… ……

chronic somatic …… ……

reactivation …… ……

otherwise, namely: …… ……

……………… …… ……

……………… …… ……
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3. How would you call the view on care in your home?
▫ task-focused
▫ patient-focused
▫ otherwise, namely ……………
 

4. What is the level of absenteeism in the care professions in your home? …… %
 

5. Which problems are experienced in daily care in chronic somatic or psychogeriatric 
teams?
……………………………………………………………………………
 

6. Can you indicate approximately the incidence of the following in chronic somatic or 
psychogeriatric patients? 

Chronic somatic Psychogeriatric

decubitus ulcer …… % …… %

contractures (1) …… % …… %

rebound muscle tension …… % …… %

incontinence …… % …… %

constipation …… % …… %

problems in daily care …… % …… %

pain …… % …… %

aggression …… % …… %

powerlessness …… % …… %

problems in shifting …… % …… %

other care problems, namely:

………… …… % …… %

………… …… % …… %

7. Which methods are you familiar with?
▫ Neurodevelopment Treatment (NDT)
▫ Training Activities of Daily Living (ADL)
▫ ‘Snoezelen’
▫ Validation
▫ Reality-Orientation Training
▫ Powerlessness in Daily Living (PDL)
▫ Primary Activation
▫ Warm Care
▫ Psychomotor Therapy
▫ Activity Group
▫ Complementary Care
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8. Which methods are being used in your home?

Chronic somatic ward Psychogeriatric ward

Neurodevelopment Treatment (NDT) ▫ ▫

Training Activities in Daily Living (ADL) ▫ ▫

Snoezelen ▫ ▫

Validation ▫ ▫

Reality-Orientation Training ▫ ▫

Powerlessness in Daily Living (PDL) ▫ ▫

Primary Activation ▫ ▫

Warm Care ▫ ▫

Psychomotor Therapy ▫ ▫

Activity Group ▫ ▫

Complementary Care ▫ ▫

Other methods, namely:

……………… ▫ ▫

……………… ▫ ▫

 Part 2

1. How long is PDL care being used in your home?
▫ 0-1 years
▫ 2-4 years
▫ 5 years or longer
 

2. In which patients is PDL care being used?

▫ psychogeriatric patients In how many patients average?

▫ up to a quarter

▫ a quarter to the half

▫ a half to two thirds

▫ more then two thirds

In which stage of dementia 

▫ light

▫ mild

▫ severe

▫ very severe
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▫ chronic somatic patients In how many patients average?

▫ up to a quarter

▫ a quarter to the half

▫ a half to two thirds

▫ more then two thirds

In which level of care dependency 

▫ low

▫ moderate

▫ high

▫ complete

3. Is the method reported in the care plan of an individual patient? 
▫ Yes
▫ No

4. Which professionals are involved in PDL care?
▫ Doctor
▫ Nurse
▫ Care worker
▫ Physiotherapist
▫ Psychomotor Therapist
▫ Ergotherapist
▫ Speech therapist
▫ Dietician 
▫ Psychologist
▫ Spiritual carer
▫ Social worker
▫ Occupational therapist
▫ Volunteer
▫ Family
▫ Others, namely:
▫ ………………
▫ ………………
 

5. Is there a coordinator of PDL care?
▫ No, not particular
▫ Yes, namely ……………… (profession)
 

6. In which care situation is PDL care being used?

Lying down ▫ Yes ▫ No, because ………………

Sitting ▫ Yes ▫ No, because ………………
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Washing ▫ Yes ▫ No, because ………………

Changing ▫ Yes ▫ No, because ………………

Dressing ▫ Yes ▫ No, because ………………

Turning ▫ Yes ▫ No, because ………………

Feeding ▫ Yes ▫ No, because ………………

7. Is the patient, except from being taken care of, involved in PDL care?
▫ No
▫ Yes

 What kind of involvement?

Psychogeriatric Chronic somatic

▫ ▫ involvement in the care plan 

▫ ▫ the patient is asked permission to use PDL care

▫ ▫ involvement in the method of PDL care itself

▫ ▫ instruction/advice

▫ ▫ the patient is asked how he experiences the care

▫ ▫ other, namely …………………

8. Is the family involved in PDL care?
▫ No
▫ Yes

 What kind of involvement?

Psychogeriatric Chronic somatic

▫ ▫ the family is asked information about the patient 

▫ ▫ the family asked permission to use PDL care

▫ ▫ information is given to the family

▫ ▫ involvement in the care plan 

▫ ▫ instruction/advice

▫ ▫ activities

▫ ▫ design of the room/aids

▫ ▫ other, namely …………………
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9. Has there been extra training for nurses and care workers to do with PDL care?
No  ▫
Yes    ▫
Who took care of the PDL training? 

internal experts  ▫
external experts  ▫

from a by the PDL foundation certificated training school  ▫
from another training school  ▫

 
 What were the contents of the PDL training? 

theoretical knowledge  ▫
training of practical skills  ▫
other, namely ………  ▫

  
 How many hours PDL training per caregiver average? ……… hours   
 Was there coaching after the training? 

No  ▫
Yes   ▫

Who took care of the coaching? 
an internal expert  ▫
an external expert  ▫

10. Some authors consider primary activation as a part of PDL care.
Do you also think so?
▫ Yes, because ……………
▫ No, because ……………
▫ don’t know
 

11. What organizational facilities have been necessary to use PDL care? Which of these 
facilities were already present at the introduction of PDL care, which are cared for at 
the start, which are cared for later? 

Necessary for PDL care Already 
present

Realized at 
start

Realized 
later

▫ multidisciplinary corporation ▫ ▫ ▫

▫ care given by one caregiver (primary nursing) ▫ ▫ ▫

▫ suitable room ▫ ▫ ▫

▫ special appliances ▫ ▫ ▫

▫ special aids ▫ ▫ ▫

▫ maintenance system for aids ▫ ▫ ▫

▫ complaints official ▫ ▫ ▫

▫ confidence official ▫ ▫ ▫
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Necessary for PDL care Already 
present

Realized at 
start

Realized 
later

▫ circulation system for caregivers ▫ ▫ ▫

 other namely:

▫ ……………… ▫ ▫ ▫

▫ ……………… ▫ ▫ ▫

▫ ……………… ▫ ▫ ▫

▫ ……………… ▫ ▫ ▫

12. Have experienced effects after starting with PDL care for an individual patient?
No ▫
Yes    ▫
Where was it based on? 

experience ▫
current research ▫
finished research ▫

 
 Which effects have you experienced? 

Effects on patients  ▫
contentment/wellness ▫
better behaviour/functioning ▫
less medication ▫
less ulcera ▫
less contractures ▫
less tension ▫
more grip on daily living ▫
other, namely: ▫
……………… ▫
……………… ▫

Effects on family  ▫
contentment ▫
more grip  ▫
better communication with caregivers ▫
other, namely: ▫
……………… ▫
……………… ▫
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Effects on caregivers  ▫
contentment with work ▫
more engagement  ▫
less uncertainty ▫
better interdisciplinary corporation ▫
less absence ▫
other, namely: ▫
……………… ▫
……………… ▫

13. When has PDL care no effect?
…………………………………………………………………………
 

14. Are there contraindications for using PDL care?
…………………………………………………………………………
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Appendix 2
Results 

 Care methods in Dutch Nursing Homes and Flemish homes for the elderly

Return page

Name institute : ………………
City : ………………

Province

The Netherlands  
N = 89

Number Percentage

Friesland 4 4%

Groningen 4 4%

Drenthe 1 1%

Overijssel 6 7%

Gelderland 12 13%

Utrecht 9 10%

Noord-Holland 7 8%

Zuid-Holland 15 17%

Zeeland 4 4%

Noord-Brabant 11 12%

Limburg 3 3%

Unknown 13 15%

Total 89 100%

Belgium 
N = 26

Number Percentage

West-Vlaanderen 6 23%

Oost-Vlaanderen 5 19%

Vlaams-Brabant 3 12%
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Belgium 
N = 26

Antwerpen 11 42%

Limburg (B) 1 4%

Total 26 100%

Kind of institute

The Netherlands  
N = 89

Belgium  
N = 23

Number Percentage Number Percentage

Nursing home 89 100% 5 22%

Home for the elderly 13 56%

Combination of both 5 22%

Total 89 100% 23 100%

Name interviewee : ………………
Profession interviewee : ………………

 Would you be willing to participate in a following stage of the research?
▫ Yes 
▫ No

Response

The Netherlands 
N = 89

Belgium  
N = 23

Number Percentage Number Percentage

Only part 1 33 37% 2 8%

Part 1 and part 2 55 62% 24 92%

Unknown 1 1%

Total 89 100% 23 100%

 Part 1

1. Number of intramural beds in the home:
…… somatic 
…… psychogeriatic

GeaVanDijk.indd   68 21-10-2008   14:08:12



69Current state of PDL care

Specification kind of institute

The Netherlands 
N = 90

Belgium 
N = 26

Number Percentage Number Percentage

Somatic 4 4% 0 0%

Psychogeriatric 16 16% 5 19%

Combination 68 68% 20 77%

Unknown 2 2% 1 4%

Total 90 100% 26 100%

Size of institute

The Netherlands  
N = 90

Belgium  
N = 28

Number Percentage Number Percentage

Less then 50 beds 5 6%

50 beds or more 70 78% 28 100%

Unknown 15 17%

Total 90 100% 28 100%

2. What are the subdivisions of care teams?

Number of psychogeriatric teams in Dutch nursing homes 

Number of 
teams

Psychogeriatric home 
N = 16

Combined home  
N = 68

Number Percentage Number Percentage

1 1 6% 4 6%

2 1 6% 6 9%

3 15 22%

4 1 6% 12 18%

5 1 6% 6 9%

6 4 24% 6 3%

7 2 3%

8 2 12% 2 10%

9 7 6%

10 4 4 4%

12 1 6% 3
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Number of 
teams

Psychogeriatric home 
N = 16

Combined home  
N = 68

15 1 6%

28 1 6%

Total 17 100% 68 100%

Number of chronic somatic teams in Dutch nursing homes 

Number of 
teams

Somatic home  
N = 4

Combined home  
N = 66

Number Percentage Number Percentage

1 1 25% 8 12%

2 1 25% 17 26%

3 1 25% 19 29%

4 15 23%

5 2 3%

6 2 3%

8 1 25% 1 2%

9 1 2%

12 1 2%

Total 4 100% 66 100%

Number of reactivation teams in Dutch nursing homes

Number of 
teams

Somatic home  
N = 4

Combined home  
N = 68

Number Percentage Number Percentage

0 1 25% 26 38%

1 35 51%

2 2 50% 6 9%

3 1 1%

4 1 25%

Total 4 100% 68 100%
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Number of other teams in Dutch nursing homes

Number of 
teams

Somatic home  
N = 4

Psychogeriatric home  
N = 16

Combined home  
N = 68

Number Percentage Number Percentage Number Percentage

0 1 25% 14 88% 55 81%

1 1 25% 9 13%

2 2 50% 2 13% 2 3%

3 1 1%

4 1 1%

Total 4 100% 4 100% 66 100%

3. How would you call the view on care in your home?

View on care in the home

The Netherlands  
N = 87

Belgium  
N = 24

Number Percentage Number Percentage

Task-focused 1 1% 0 0%

Patient-focused 80 92% 22 92%

Combination of 
both

5 6% 2 8%

Other 1 1% 0 0%

Total 100% 100%

4. What is the level of absenteeism in the care professions in your home? ………%
 

5. Which problems are experienced in daily care in chronic somatic or psychogeriatric-
teams?
According to the answers some clusters are arranged. The number of institutes that 
name the item spontaneously are given.
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Problems

The Netherlands  
N = 63

Belgium  
N = 19

Number Percentage Number Percentage

High working stress 40 64% 14 74%

Lowly qualified staff 4 6% 3 16%

Patients with behavioural problems 22 34% 1 5%

Lack of knowledge of complex care 4 6% 7 27%

High workload 24 38% 5 26%

Few informal caregivers 2 3% 0 0%

Contractures 7 11% 2 8%

Little room and few aids 4 6% 0 0%

Incontinence 1 2% 1 5%

Ulcera 1 2% 2 8%

High level of absenteeism 1 2% 0 0%

No problems 1 2% 0 0%

6. Can you indicate approximately the incidence of the following in chronic somatic or 
psychogeriatric patients? 

Incidence of problems in patients in Dutch nursing homes
 N = number of homes   

Npat. = number of patients total of the homes 

Problem Chronic somatic Psychogeriatric Total

N Npat. Perc. N Npat. Perc. N Npat. Perc.

Decubitus ulcer 39 2784 13% 55 5635 8% 94 8419 10%

Contractures 36 2406 15% 54 5506 16% 90 7912 16%

Rebound muscle 
tension

33 2078 11% 49 5147 25% 82 7225 21%

Incontinence 38 2526 60% 57 5860 76% 95 8386 71%

Constipation 30 1890 34% 47 4731 38% 77 6621 37%

Problems in daily care 29 1824 35% 46 4640 41% 75 6464 39%

Pain 33 2060 31% 50 4912 17% 83 6972 21%

Aggression 34 2150 9% 53 5438 13% 87 7588 12%

Powerlessness 
problems in shifting

35 2300 38% 51 5264 29% 86 7564 32%
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7. Which methods are you familiar with?

Familiarity with methods in Dutch nursing homes
 N = 88 

Method Number Percentage

Neurodevelopment Treatment (NDT) 77 88%

Training Activities of Daily Living (ADL) 86 98%

‘Snoezelen’ 84 95%

Validation 82 93%

Reality-Orientation Training 78 89%

Powerlessness in Daily Living (PDL) 75 85%

Primary Activation 47 53%

Warm Care 75 85%

Psychomotor Therapy 31 35%

Activity Group 72 82%

Complementary Care 40 45%

8. Which methods are being used in your home?

Neurodevelopment Treatment (NDT) ▫ ▫

Training Activities in Daily Living (ADL) ▫ ▫

Snoezelen ▫ ▫

Validation ▫ ▫

Reality-Orientation Training ▫ ▫

Powerlessness in Daily Living (PDL) ▫ ▫

Primary Activation ▫ ▫

Warm Care ▫ ▫

Psychomotor Therapy ▫ ▫

Activity Group ▫ ▫

Complementary Care ▫ ▫

Other methods, namely: ▫ ▫

……………… ▫ ▫

……………… ▫ ▫
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PDL care used for chronic somatic patients

The Netherlands  
N = 72

Belgium  
N = 19

N Number Percentage N Number Percentage

Somatic institute 4 3 75%

Combined somatic 
and psychogeriatric 
institute

68 19 28% 19 18 95%

Total 72 22 31% 19 18 95%

PDL care used for psychogeriatric patients

The Netherlands  
N = 84

Belgium  
N = 21

N Number Percentage N Number Percentage

Psychogeratic 
institute

16 12 74% 5 4 80%

Combined somatic 
and psychogeriat-
ric institute

68 50 74% 19 17 90%

Total 84 62 74% 24 21 88%

 Part 2

1. How long is PDL care being used in your home?

Years of use of PDL care

The Netherlands  
N = 52

Belgium  
N = 23

Total  
N = 75

Number Percentage Number Percentage Number Percentage

0 to 1 year 15 29% 0 0% 15 20%

2 to 4 years 20 38% 12 52% 32 43%

5 years and 
longer 

17 33% 11 48% 28 37%

Total 52 100% 23 100% 75 100%

GeaVanDijk.indd   74 21-10-2008   14:08:12



75Current state of PDL care

2. In which patients is PDL care being used?

▫ psychogeriatric patients

In how many patients average?

Use in average number of patients 

The Netherlands  
N = 49

Belgium  
N = 21

Total  
N = 70

Number Percentage Number Percentage Number Percentage

Up to 1/4 36 73% 7 33% 43 61%

1/4 to 1/2 11 22% 6 29% 17 24%

1/2 to 2/3 2 4% 7 33% 9 13%

More than 
2/3

0 0% 1 5% 1 1%

Total 49 100% 21 100% 70 100%

 In which stage of dementia? 

Use in stage of dementia 

The Netherlands  
N = 49

Belgium  
N = 21

Total  
N = 70

Number Percentage Number Percentage Number Percentage

Light 5 10% 5 24% 10 14%

Mild 17 35% 11 52% 28 40%

Severe 45 92% 21 100% 66 94%

Very severe 39 80% 15 71% 54 77%

Total 49 100% 21 100% 70 100%
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 ▫ chronic somatic patients

In how many patients average?

Use in average number of patients 

The Netherlands  
N = 39

Belgium  
N = 19

Total  
N = 58

Number Percentage Number Percentage Number Percentage

Up to 1/4 21 54% 10 50% 31 53%

1/4 to 1/2 16 41% 7 35% 23 40%

1/2 to 2/3 2 5% 1 5% 3 5%

More than 
2/3

0 0% 1 5% 1 2%

Total 39 100% 19 100% 58 100%

 In which level of care dependency? 

Use in level of care dependency 

The Netherlands  
N = 19

Belgium  
N = 21

Total  
N = 40

Number Percentage Number Percentage Number Percentage

Low 1 5% 3 14% 4 10%

Moderate 4 21% 4 19% 8 20%

High 16 84% 20 95% 36 90%

Complete 15 79% 17 81% 32 80%

3. Is the method reported in the care plan of an individual patient? 

Reported in care plan 

The Netherlands  
N = 53

Belgium  
N = 22

Total  
N = 75

Number Percentage Number Percentage Number Percentage

Yes 49 92% 21 96% 70 93%

No 4 8% 1 4% 5 7%

Total 53 100% 22 100% 75 100%
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4. Which professionals are involved in PDL care?

Caregivers involved in PDL care 

The Netherlands  
N = 52

Belgium 
N = 24

Total  
N = 76

Number Perc. Number Perc. Number Perc.

Doctor 40 77% 8 33% 48 63%

Nurse 41 79% 24 100% 65 86%

Care worker 52 100% 23 96% 75 99%

Physiotherapist 50 96% 21 88% 71 93%

Psychomotor therapist 1 2% 1 4% 2 3%

Ergotherapist 41 79% 24 100% 65 86%

Speech therapist 31 60% 8 33% 39 51%

Dietician 17 33% 8 33% 25 33%

Psychologist 17 33% 2 8% 19 25%

Spiritual carer 8 15% 2 8% 10 13%

Social worker 5 10% 2 8% 7 9%

Occupational therapist 35 67% 14 58% 49 64%

Volunteer 9 17% 9 38% 18 24%

Family 28 54% 13 54% 41 54%

Others 6 12% 3 13% 9 12%

5. Is there a coordinator of PDL care?

Coordination overall 

The Netherlands  
N = 35

Belgium  
N = 15

Total  
N = 50

Number Perc. Number Perc. Number Perc.

No, not particular 8 23% 7 47% 15 30%

Yes, namely:

Committee 12 34% 1 7% 13 26%

Executive 7 20% 2 13% 9 18%

Physiotherapist 4 11% 4 8%

Nurse 1 3% 1 2%

Care worker 1 7% 1 2%

Ergotherapist 1 3% 1 2%
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The Netherlands  
N = 35

Belgium  
N = 15

Total  
N = 50

PDL coordinator 1 3% 4 27% 5 10%

Others 1 3% 1 2%

Total 35 100% 15 100% 50 100%

Coordination regarding to the patient 

The Netherlands  
N = 37

Belgium  
N = 17

Total  
N = 54

Number Perc. Number Perc. Number Perc.

No, not particular 8 22% 7 41% 15 28%

Yes, namely:

Committee 1 3% 1 2%

Executive 5 14% 5 9%

Physiotherapist 10 27% 2 12% 12 22%

Nurse 1 3% 1 2%

Care worker 7 19% 7 13%

Ergotherapist 4 11% 7 41% 11 20%

Psychologist 1 3% 1 2%

Others 1 6% 1 2%

Total 37 100% 17 100% 54 100%

6. In which care situation is PDL care being used?

Care situations in which PDL care is used 

The Netherlands  
N = 52

Belgium  
N = 24

Total  
N = 76

Number Perc. Number Perc. Number Perc.

Lying down 52 100% 23 96% 75 99%

Sitting 94% 24 100% 73 96%

Washing 49 98% 20 83% 71 93%

Changing 51 96% 22 92% 72 95%

Dressing 50 98% 22 92% 73 96%

Turning 51 90% 24 100% 71 93%

Feeding 47 87% 22 92% 67 88%
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7. Is the patient, except from being taken care of, involved in PDL care?

Involvement of the patient in PDL care 

The Netherlands  
N = 51

Belgium  
N = 24

Total  
N = 75

Number Perc. Number Perc. Number Perc.

No 25 49% 10 42% 35 47%

Yes 26 51% 14 58% 40 53%

Kind of involvement psychogeriatric patients

The Netherlands  
N = 23

Belgium  
N = 10

Total  
N = 33

Number Perc. Number Perc. Number Perc.

Involvement in the care plan 8 35% 2 20% 10 30%

Asked permission to use PDL 
care

7 30% 0 0% 7 21%

Involvement in the method 4 17% 2 20% 6 18%

Instruction/advice 7 30% 5 50% 12 36%

The patient is asked how he 
experiences the care

8 35% 6 60% 14 42%

Other 12 52% 3 30% 15 45%

Kind of involvement somatic patients 

The Netherlands  
N = 14

Belgium  
N = 13

Total  
N = 27

Number Perc. Number Perc. Number Perc.

Involvement in the care plan 11 79% 5 39% 16 59%

Asked permission to use PDL 
care

10 71% 2 15% 12 44%

Involvement in the method 5 36% 8 62% 13 48%

Instruction/advice 11 79% 7 54% 18 67%

The patient is asked how he 
experiences the care

11 79% 10 77% 21 78%

Other 1 7% 3 23% 4 15%
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8. Is the family involved in PDL care?

Involvement of the family in PDL care 

The Netherlands  
N = 53

Belgium  
N = 24

Total 
N = 77

Number Perc. Number Perc. Number Perc.

No 6 11% 3 13% 9 12%

Yes 47 89% 21 88% 68 88%

Kind of involvement psychogeriatric patients 

The Netherlands  
N = 46

Belgium  
N = 21

Total  
N = 67

Number Perc. Number Perc. Number Perc.

Asked information about the 
patient

36 78% 16 76% 52 78%

Asked permission to use PDL 
care

35 76% 10 48% 45 67%

Information is given 41 89% 18 86% 59 88%

Involvement in the care plan 33 72% 3 14% 36 54%

Instruction/advice 27 59% 11 52% 38 57%

Activities 18 39% 9 43% 27 40%

Design of the room/aids 21 46% 10 48% 31 46%

Other 12 26% 5 24% 17 25%

Kind of involvement somatic patients 

The Netherlands  
N = 16

Belgium  
N = 20

Total  
N = 36

Number Perc. Number Perc. Number Perc.

Asked information about the 
patient

11 69% 15 75% 36 100%

Asked permission to use PDL 
care

12 75% 10 50% 22 61%

Information is given 14 88% 17 85% 31 86%

Involvement in the care plan 11 69% 4 20% 15 42%

Instruction/advice 11 69% 9 45% 20 56%

Activities 6 38% 8 40% 14 39%

Design of the room/aids 7 44% 11 55% 18 50%

Other 2 13% 5 25% 7 19%
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9. Has there been extra training for nurses and care workers to do with PDL care?

Extra training for nurses and care workers 

The Netherlands  
N = 53

Belgium  
N = 24

Total  
N = 77

Number Perc. Number Perc. Number Perc.

No 5 9% 4 17% 9 12%

Yes 48 91% 20 83% 68 88%

Teachers 

The Netherlands  
N = 48

Belgium  
N = 20

Total  
N = 68

Number Perc. Number Perc. Number Perc.

Internal experts 13 27% 1 5% 14 21%

External experts 13 27% 10 50% 23 34%

Both external and internal 
experts

22 46% 9 45% 31 31%

External experts 

The Netherlands  
N = 36

Belgium  
N = 19

Total  
N = 55

Number Perc. Number Perc. Number Perc.

From by PDL foundation 
certificated training school

34 94% 12 63% 46 84%

From another training school 2 6% 7 37% 9 16%

The contents of the training 

The Netherlands  
N = 48

Belgium  
N = 20

Total  
N = 68

Number Perc. Number Perc. Number Perc.

Theoretical knowledge 43 90% 20 100% 63 93%

Training of practical skills 48 100% 19 95% 67 99%

Both theoretical knowledge 
and training of practical skills

4 8% 2 2% 6 9%

 
 How many hours PDL training per caregiver average?

…… hours
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Hours training average per caregiver 

The Netherlands  
N = 39

Belgium  
N = 14

Total  
N = 53

Number Perc. Number Perc. Number Perc.

< 4 hours 10 26% 4 29% 14 26%

5-10 hours 5 13% 7 50% 12 23%

11-20 hours 8 21% 1 7% 9 17%

21-30 hours 12 31% 0 0% 12 23%

> 30 hours 4 10% 2 2% 6 11%

Coaching after the training 

The Netherlands 
N = 48

Belgium  
N = 19

Total  
N = 67

Number Perc. Number Perc. Number Perc.

No 7 15% 8 42% 15 22%

Yes 41 85% 11 58% 52 78%

Teachers 

The Netherlands  
N = 41

Belgium  
N = 11

Total  
N = 52

Number Perc. Number Perc. Number Perc.

Internal experts 37 90% 10 91% 47 90%

External experts 2 5% 1 9% 3 6%

Both external and internal 
experts

2 5% 0 0% 2 4%

10. Some authors consider primary activation as a part of PDL care. Do you also think so?

Primary activation part of PDL care? 

The Netherlands  
N = 49

Belgium  
N = 23

Total  
N = 72

Number Perc. Number Perc. Number Perc.

Yes 16 33% 8 35% 24 33%

No 7 14% 2 9% 9 13%

Don’t know 26 53% 13 57% 39 54%
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11. What organizational facilities have been necessary to use PDL care? Which of these 
facilities were already present at the introduction of PDL care, which are cared for at 
the start, which are cared for later? 

Necessary for PDL care Already 
present

Realized at 
start

Realized 
later

▫ multidisciplinary corporation ▫ ▫ ▫

▫ care given by one caregiver (primary nursing) ▫ ▫ ▫

▫ suitable room ▫ ▫ ▫

▫ special appliances ▫ ▫ ▫

▫ special aids ▫ ▫ ▫

▫ maintenance system for aids ▫ ▫ ▫

▫ complaints official ▫ ▫ ▫

▫ confidence official ▫ ▫ ▫

▫ circulation system for caregivers ▫ ▫ ▫

 other namely:

▫ ……………… ▫ ▫ ▫

▫ ……………… ▫ ▫ ▫

▫ ……………… ▫ ▫ ▫

▫ ……………… ▫ ▫ ▫

12. Have experienced effects after starting with PDL care for an individual patient?

Experienced effects after starting with PDL care 

The Netherlands  
N = 50

Belgium  
N = 24

Total  
N = 74

Number Perc. Number Perc. Number Perc.

No 0 0% 1 4% 1 1%

Yes 50 100% 23 96% 73 99%

Where based on 

The Netherlands  
N = 50

Belgium  
N = 23

Total  
N = 73

Number Perc. Number Perc. Number Perc.

Experience 45 90% 22 96% 67 92%

Current research 8 16% 2 9% 10 14%

Finished research 3 6% 3 13% 6 8%
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Experienced effects after starting with PDL care 

The Netherlands Belgium Total 

Number Perc. Number Perc. Number Perc.

N = 50 N = 23 N = 73

Effects on patients 50 100% 23 100% 73 100%

Contentment/wellness 45 90% 20 87% 65 89%

Better behaviour/functioning 30 60% 11 48% 41 56%

Less medication 14 28% 4 17% 18 25%

Less ulcera 19 38% 19 83% 38 52%

Less contractures 22 44% 15 65% 37 51%

Less tension 49 98% 21 91% 70 96%

More grip on daily living 4 8% 3 13% 5 7%

Other 8 16% 2 9% 10 14%

N = 49 N = 19 N = 68

Effects on family 42 86% 18 95% 60 88%

N = 42 N = 18 N = 60 

Contentment 31 74% 15 79% 46 77%

More grip 9 21% 4 21% 13 22%

Better communication with 
caregivers

18 43% 7 37% 25 42%

Other 7 17% 3 16% 10 17%

N = 49 N = 21 N = 70 

Effects on caregivers 48 98% 21 100% 69 99%

N = 47 N = 21 N = 68 

Contentment with work 37 79% 9 43% 46 68%

More engagement 40 85% 17 81% 57 84%

Less uncertainty 9 19% 3 14% 9 13%

Better interdisciplinary 
corporation

28 60% 18 86% 46 68%

Less absence 6 13% 0 0% 6 9%

Other  7 15% 3 14% 10 15%
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13. When has PDL care no effect?

When no effect? 

The Netherlands  
N = 35

Belgium  
N = 15

Total  
N = 50

Number Perc. Number Perc. Number Perc.

Always effect 10 29% 3 20% 13 26%

14. Are there contraindications for using PDL care?

Contraindications 

The Netherlands  
N = 27

Belgium  
N = 12

Total  
N = 39

Number Perc. Number Perc. Number Perc.

No 13 48% 1 8% 14 36%
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‘It makes me happy to see a 
patient who’s satisfied and 
sometimes even smiling’
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An Analysis of Care of people who are 

Powerless in Daily Living 
Empowerment of the Patient with Irreversible Self-care Deficits

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

Submitted

 Abstract

 Background

Care of people who are Powerless in Daily Living (PDL care) is a type of care that a 
growing number of healthcare facilities use to upgrade the quality of care ren-
dered.

 Objective 

This paper sought to analyse PDL care, leading to a definition and to a differentiation 
to other intervention models.

 Method

The method developed by Walker and Avant was used.

 Results

We formulated a theoretical definition of PDL care. Shortened PDL care was used for 
patients with an irreversible self-care deficit. The perception and wellbeing of the 
patient is the starting point of care. In coping with powerlessness, specific skills, aids 
and provisions are used in a structured multidisciplinary approach. Insight was given 
in the differences to other intervention models.
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 Conclusions 

The findings clarified PDL care and provided a definition of PDL care. 

 Practice implications 

Using PDL care has consequences for both the healthcare facility and the carer.

Keywords: PDL care, Walker and Avant, dementia, chronic disorder, dependency

GeaVanDijk.indd   90 21-10-2008   14:08:14



91An Analysis of PDL care

4.1  Background

Care of people who are Powerless in Daily Living (PDL care) is a type of care for 
people with irreversible self-care deficits, such as people with very disabling chronic 
disorders1. It is a type of emotion-oriented care; in emotion-oriented care the percep-
tion and wellbeing of the individual is the starting point for care2. PDL care involves 
empowering the patient by coping with her or his powerlessness caused by illness. 
It is aimed at the patient’s wellbeing and comfort, providing care in a stress-free 
manner. The aim of care and nursing as described in PDL care is to reduce the 
negative effects of dependency of care as much as possible. PDL care formalises and 
specifies a way of caring that has been developed in practice. Grootenboer-Kardux3 
has pointed out that dealing with powerlessness with respect to most elementary 
necessities of life requires a structured approach to enable the carer and the patient 
to cope. PDL care standardises this care by providing a precise description of the 
skills, aids and provisions, involved. Elements from other intervention models are 
placed in the context of dealing with powerlessness. Further, specific skills, aids and 
provisions are developed and used in different care situations, such as lying down, 
sitting, washing, dressing, changing, turning and feeding.

Although PDL care has only been used in practice since the early 1990s, a grow-
ing number of healthcare facilities have chosen to use PDL care to upgrade the qual-
ity of the care rendered and to increase the wellbeing of patients with chronic disor-
ders; there is no theoretical underpinning of PDL care. This paper sought to analyse 
and describe PDL care, thus leading to an accurate and complete definition and lead-
ing to a differentiation to other intervention models. This process of analysis of PDL 
care follows the procedure as described by Walker and Avant4. 

4.2  Method

Wilson5 described the process of concept analysis. Walker and Avant4 modified and 
simplified the procedure, leading to eight steps, as listed in figure 1. 

Select a concept1. 
Determine the aims or purposes of analysis2. 
Identify all uses of the concept that you can discover3. 
Determine the defining attributes4. 
Construct a model case5. 
Construct borderline, related, contrary, invented, and illegitimate cases6. 
Identify antecedents and consequences7. 
Define empirical referents8. 

(Walker and Avant4)

Figure 1. The eight steps of the concept analysis by Walker and Avant
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The method of Walker and Avant has mostly been used at concepts like ‘fear’ or ‘sad-
ness’. In this article the method is not used to analyse such a concept, but to analyse 
‘PDL care’, following the same steps as analysing a concept. The method of Walker 
and Avant was chosen because it fits to the aim of this study: it leads to a definition 
of PDL care by defining its specific characteristics and it gives insight in what the 
differences of PDL care are to other intervention models. The following supplements 
of Hupcey, Morse, Lenz, and Tasón6 were used in this analysis: the process of iden-
tifying the definitions and use of the intervention model, was broadened by making 
use of the literature and placing it in the care context; the different steps of the 
method of Walker and Avant were connected to each other. 

4.3  Findings

4.3.1  PDL care as the selected concept; the aims of the analysis and the uses of PDL 
care 

The analysis, according to the method of Walker and Avant, begins with the selection 
of a concept, in our case, PDL care. The second step is to determine the aim or pur-
pose of the analysis, which is: to identify a definition that characterises PDL care and 
differentiates it to other intervention models. The third step, according to the method 
of Walker and Avant, is to identify all uses of the concept that can be found. In this 
case identify PDL care as found in literature. 

4.3.2  PDL care in literature

The search was conducted using dictionaries and the databases, Medline and 
Pubmed. Google was also used. The following keywords were used: PDL care, pow-
erlessness, empowerment, chronic illness, and dementia. English, German, and 
Dutch languages were included. 

According to Van Ingen Schenau7, ‘PDL care’ involves a way of caring whereby 
the powerlessness of the patient is taken as the starting point. Empowerment of the 
patient is supported by accepting his/her deficits in self care when irreversible and 
by using remained physical functions optimally8. The focus on powerlessness in the 
literature on PDL care is obvious. Before looking in the literature for PDL care, the 
following should be addressed regarding the name ‘PDL care’. PDL care was origi-
nally a Dutch type of care referred to by the term Passiviteiten Dagelijks Leven. The 
central notion of ‘PDL care’ is the Dutch word passiviteit, literally translated as ‘pas-
sivity.’ The English word ‘passivity,’ however, does not have the same meaning as the 
Dutch word passiviteit in this context. Another translation of the word passiviteit is 
‘powerlessness.’ Native English-speaking professors and colleagues have confirmed 
this and recommended the use of the word ‘powerlessness’ instead of ‘passivity.’ So, 
‘Care of people who are Powerless in Daily Living’ as the English term for PDL care. 
Therefore, before looking for the definition of ‘PDL care’, a definition of the word 
‘powerlessness’, in the context of chronic disease, was sought from dictionaries and 
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the literature. The following authoritative dictionaries were chosen: The Shorter 
Oxford English Dictionary9, MerriamWebster’s Medical Desk Dictionary10, and Dorland’s 
Illustrated Medical Dictionary11. Also the Dutch dictionaries, Van Dale Groot 
Woordenboek van de Nederlandse Taal12 and Verschueren Groot Geïllustreerd Woordenboek13 
were consulted. The dictionaries give different aspects of the word ‘powerlessness’: 
specifically, physical, psychological, and social aspects. The physical aspect pertains 
to the lack of power or strength. It is linked with incapability for movement and 
infirmity. The Shorter Oxford English Dictionary9 describes infirmity as physical weak-
ness and frailty of body, resulting from some defect, disease, or old age. The psycho-
logical aspect of powerlessness concerns inertia and inability to act, while the social 
aspect refers to absence of participation. It is also described as being helpless. 
Helpless comes very close to dependency. In all aspects inability and inactivity 
emerge. In the literature on chronic illness, care in powerlessness has physical, psy-
chological, and social aspects14. Physical aspects are related to the inability of the 
patient to perform movements and actions, such as the care activities of daily living. 
Physical effects of powerlessness include decubitus ulcers, contractures, inconti-
nence, constipation, fatigue, dehydration, and problems with self-care, such as turn-
ing, eating, washing, andchanging. Psychological effects of powerlessness can be 
emotional problems – caused by the experience of loss-, problems in behaviour, prob-
lems with acceptance, stress, pain, and loss of dignity14. Social aspects are related to 
less social contact of the patient and a dependency on others. Relational effects of 
powerlessness can be less regular social activities, isolation, and loneliness. The dif-
ferent aspects are related to each other. They can lead to dependency, and in a care 
context, to care dependency15;16. 

In care for people with chronic disorders, Pool, Heuvel, Ranchor, and Sanderman17 
named the following dimensions of living: physical, psychological, relational, social, 
biographical/existential, and experienced/perceived. The relational, biographical/
existential and experienced/perceived dimensions are also found in literature on PDL 
care, positioning it as a type of emotion-oriented care1. At emotion oriented care the 
perception and wellbeing of the individual patient is the basis of care2. The relation 
between carer and patient is named to be very important, and the biographical dimen-
sion of the patient is taken in account. Galle18 linked PDL care to the primary neces-
sities of life and diminishing the daily discomfort that is experienced. The discomfort 
can be for the patient (e.g., pain), but also for the carer (e.g., low back pain and 
stress19). The carer takes over the daily care from the patient at irreversible self-care 
deficits. Remained physical functions are used as much as possible. PDL care is 
aimed at stabilisation or coping with a decline in function when there is no chance 
of recovery. Van Eijle8 defines PDL care with a manual describing the specific skills, 
aids and provisions that should be used in the different care situations, such as: lying 
down, sitting, washing, dressing, changing, turning and feeding. The definition given 
in most studies on PDL care is ‘A complex of skills, aids and provisions that contrib-
utes to optimal support, care or nursing of people in whom the self-care deficit is 
irreversible’8. In this analysis we used this definition as our preliminary definition.
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Conclusions of literature search
PDL care is aimed at the wellbeing of patients with powerlessness, at patients with 
irreversible self-care deficits. Dictionaries describe powerlessness as inability and 
inactivity, inertia, failure to take initiative, and absence of participation. The literature 
highlights the effects of powerlessness with physical, psychological, and social aspects 
and also indicates, among other things, dependency on others. In a care context 
powerlessness leads to care dependency15;16. A link is established with daily living and 
care situations in daily living. The literature search leads to the following elements 
as part of the concept definition: powerlessness has physical, psychological, and 
social aspects; care situations as occur in daily living; irreversible self-care deficits; 
care dependency; wellbeing; and specific skills, aids and provisions.

Another aspect verifying the definition is its completeness. We therefore have 
defined the attributes of PDL care (step 4).

4.3.3  Defining attributes of PDL care

The fourth step of the method of Walker and Avant’s method is to determine the 
defining attributes. 

Two categories of defining attributes can be determined for PDL care: 1) those of 
emotion-oriented care which PDL care is related to and 2) those related to PDL care 
itself, as opposed to the other emotion-oriented intervention models.

4.3.3.1  Defining attributes of PDL care related to emotionoriented care
The care is person-oriented: it is focused on the individual; the perception and well-
being of the individual patient form the basis of care provision. As interaction 
between the carer and patient is very important, the carer is trained to make eye 
contact, avoid rapid movements, and work as quietly and as gently as possible8. The 
carer talks to the patient, explaining what he/she is going to do, and creates a sooth-
ing atmosphere. He/she carefully enters into a dialogue with the patient, taking his/
her capabilities and perception into consideration. It is a systematic approach to the 
primary process. PDL care is described as a systematic approach that prevents unnec-
essary stress to patients and to carers20. In this systematic approach, the continuity 
in care is monitored and promoted. The care is directed at psychological, social and 
physical functioning.

4.3.3.2  Defining attributes specific for PDL care
The acceptance of a self-care deficit, if it is irreversible, forms an essential part of the 
concept. Caring is adapted to coping with the powerlessness of the patient, self-care 
is taken over, and the patient is supported with affection21 (Grootenboer-Kardux, 
1998). Failure to accept the patients’ self-care deficit if it is irreversible, would result 
in an unrealistic aim of achieving independence, which would make both the patient 
and carer feel uncomfortable. Remained physical functions are used optimally8. PDL 
care is aimed at physical activities in daily living8, which are divided into lying down, 
sitting, washing, dressing, changing, turning and feeding. PDL care describes pre-
cisely, for each care situation, which skills are to be performed by the carer and which 
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provisions and nursing aids will be used in that specific care situation. The aim is to 
make the care situation as comfortable as possible for both the patient and the carer. 
PDL care uses an interdisciplinary and multidisciplinary approach. There is very 
close cooperation between nursing assistants, nurses, ergotherapists, and physiother-
apists. The nursing and treatment objectives are linked together22. Also, care is given 
on a one-to-one basis when possible, which is known as primary nursing23.

On comparing our preliminary definition with the definitions given in the litera-
ture and the defining attributes, it becomes clear that the preliminary definition is 
not complete and needs to be more specific. Thus, the following concept definition 
comes forward from the concept analysis: 

PDL care is a type of emotionoriented care for an individual who has an irreversible 
selfcare deficit and thus is very dependent on care. The aim of the care is assist the indi
vidual in his/her daily activities as well as helping the individual cope with his/her power
lessness and its physical, psychological and social manifestations. The starting point of the 
care is the perception and wellbeing of the patient and the care itself relies on specific skills, 
aids and provisions provided by the carer, that are used in a structured multidisciplinary 
approach. The care is given on a onetoone basis and aims to minimise the burden on the 
patient as well as the carer.

4.3.4  Cases illustrating the use of ‘PDL care’

The fifth step in Walker and Avant’s method is to construct a model case; the sixth 
step is to construct borderline, related, and contrary cases which show the differences 
between PDL care and other intervention models and show the limits of PDL care. 

4.3.4.1  A model case of the use of PDL care
The model case integrates the defining attributes and is an illustration of PDL care. 
The patient, Mrs. Johnson, has very severe rheumatoid arthritis (figure 2). 

Mrs. Johnson (Mrs. J) is a patient in a nursing home. She is suffering from rheumatoid arthritis 
and her loss of function is so great that she has become totally dependent on nursing assistants 
for activities of daily living, such as washing, dressing, and going to the toilet. Recovery of 
functions is not to be expected. Her feet, knees, and wrists have become quite deformed (con-
tractures). Together with Mrs. J, the multidisciplinary team, consisting of the physician, nursing 
assistants, the physiotherapist, and occupational therapist make an assessment of areas where 
physical activity is likely and where not and identifies contacts, movements, or other aspects 
that cause her pain or discomfort. Together with Mrs. J, the team determines which procedures 
cause the least burden to Mrs. J and to the nursing assistant. The carer accepts Mrs. J’s pow-
erlessness. There is a relaxed, one-to-one approach. The nursing assistant asks Mrs. J to say 
if she has any pain or other discomfort and is also alert for non-verbal signals. There is frequent 
eye contact and the nursing assistant talks to Mrs. J about everyday things. 
During turning and toileting a transfer mat and hoist are used. When she is lying in bed and 
sitting in a chair, nursing aids and strategies are also used to give as much comfort as pos-
sible. Pressure pain is prevented in this way. 
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Consultation between the members of the multidisciplinary team and Mrs. J takes place 
regularly. If necessary or at the request of Mrs. J psychosocial carers, a dietician, activity 
therapist, or other carers are asked for advice or help. The principles of PDL care are used by 
the whole team. All this is written down in Mrs. J’s personal care plan. 

Figure 2. Model case of PDL care

In this example of PDL care, the skills, aids and provisions used in the daily care are 
described precisely. The patient’s perceptions are of paramount importance.

4.3.4.2  Borderline case: Turning policy
The borderline case is very close and often even related to PDL care. However, 
although there are similarities, there are also differences. Turning policy is an exam-
ple of a borderline case in relation to PDL care. It is a structured approach in which 
the best way to turn the individual patient is determined and described. This case is 
described in figure 3.

On a certain ward there is a high sickness rate and the nursing assistants regularly complain 
of neck, shoulder, and low back problems. Most patients on this ward are not able to turn 
over themselves, so a lot of lifting has to be done by the nursing assistants. To reduce the 
burden for the nursing assistants, a transfer policy has been introduced. The physiotherapist 
together with the nursing assistants determine the easiest way to lift a certain patient and 
lifting aids are needed. For each patient, the lifting method is described in their care plan.

Figure 3. Borderline case: Turning policy

Some elements of PDL care are found in turning policy: acceptance of self-care defi-
cits, structural approaches, specified skills, aids, and as little of a burden as possible 
for the carer and the patient. Turning policy can even be part of PDL care. There are, 
however, elements of PDL care that do not apply to turning policy. In PDL care the 
perception and wellbeing of the patient is taken as the starting point and the aim is 
a one-to-one approach. In PDL care the care is multidisciplinary and also aims at 
other care-activities of daily living, aside from turning. These elements do not apply 
to turning policy.

4.3.4.3  Related case: Emotionoriented care by means of ‘snoezelen’
A related case often has the same basis and the same targets as the analysed one. But 
here too, some elements differ. ‘Snoezelen’ focuses on sensory stimulation by touch-
ing, music, warmth, colours, or smells2. A case is described in figure 4.
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Mr. Smith (Mr. S) has dementia in an advanced stage. There is very little contact with him 
and he shouts a lot. Daily care is difficult due to lack of cooperation. In a quiet room, lying 
on a waterbed and listening to classical music, Mr. S seems to relax. Than he stops shouting 
and is more or less approachable. In these circumstances efforts are made to make contact 
with Mr. S and try to raise his level of wellbeing. 

Figure 4. Related case: ‘Snoezelen’ 

Snoezelen and PDL care are both types of emotion-oriented care. Thus there are 
similarities. In both models, the perception and wellbeing of the patient form the 
starting point of care; self-care deficits are accepted. There is a structured approach 
and the patient is cared for on a one-to-one basis; however, there are also differences. 
‘Snoezelen’ does not need to be part of multidisciplinary care, it is not primarily 
aimed at care-situations of daily living, there are no specified skills, aids and provi-
sions.

4.3.4.4  Contrary case: ADL training
A contrary case forms a contrast with the analysed one. For PDL care, a contrary case 
is ADL training. ADL training aims at training a recovering patient to perform activ-
ities of daily living himself or herself. A case is described in figure 5.

Mrs. Angela (Mrs. A) has undergone a total hip operation because of coxarthrosis. She has 
been admitted to a rehabilitation ward in a nursing home. She is stimulated to do the activ-
ities of daily living by herself as much as possible. The target is that she should be able to 
perform them by herself on discharge. Mrs. A is taught how to go to the bathroom, and to 
change her posture or to go for a walk if she is in pain while sitting.

Figure 5. Contrary case: ADL Training

Contrary to PDL care, in ADL training care, treatment and coaching are aimed at 
activation; activities are trained and the therapy is aimed at enabling the patient to 
take care of himself/herself. Activity is the starting point here, rather than powerless-
ness. 

The cases as described above give insight into the limits of PDL care and what 
makes PDL care special or different from other intervention models.

Table 1 shows the similarities and differences between the intervention models 
described above. The defining attributes of PDL care are placed on the left in the 
table, and for each intervention model it is indicated whether they are related or 
not.
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Model case Borderline case Related case Contrary case

Defining attributes PDL care Turning policy Emotion-
oriented care: 
‘snoezelen’ 

ADL training

Aimed at all activities 
of daily living

+ - - +

Accepting powerless-
ness

+ + + -

Multidisciplinary + - - +

One-to-one care + - + +

Patient’s perception 
and wellbeing as basis

+ - + -

Structural approach + + + +

Described skills, aids 
and provisions

+ + - +

Minimise burden for 
carer 

+ + - +

Table 1. Similarities and differences between the four intervention models

4.3.5  Antecedents and consequences of PDL care

The seventh step, according to the method for analysis of Walker and Avant, is to 
identify the antecedents and consequences of PDL care.

4.3.5.1  Antecedents
PDL care is used in patients with an irreversible severe care dependency. Before start-
ing to use PDL care, the chance of recovery should be determined. Using PDL care 
it is essential that the patient’s self-care deficit is accepted by the carer if it is irrevers-
ible and to a certain degree by the patient. Since it is a multidisciplinary concept, all 
disciplines should be able to use PDL care correctly, they should agree with what PDL 
care entails and work together. When making the work roosters for the nursing assist-
ants, the system of primary nursing should be taken into account.

4.3.5.2  Consequences
Because the focus is on the perception and wellbeing of the patient, the patient’s 
wellbeing will improve. There is less burden to the nursing assistants, so sickness 
rates are relatively low when using PDL care. In the literature, the effects of a patient’s 
powerlessness on carers are described. Nursing aids need to be used, and it can also 
cause communication problems, psychological stress, and feelings of impotence24. 
These problems can decrease with PDL care. 
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4.3.6  Define empirical referents

Since PDL care is developed by professionals in practice, the defining attributes are 
also empirical referents. PDL care has been used for almost 15 years now, in a variety 
of care settings. From these experiences, PDL care can be evaluated and empirical 
referents can be added or altered. This will be achieved by taking this analysis as a 
basis. 

4.4  Discussion

4.4.1  Limitations

The literature pertaining to PDL care is mostly Dutch; there are only a few articles 
available in other languages. Until now, PDL care is used in the Netherlands and 
Belgium, yet it can be used in other countries as well in caring for patients with high 
care dependency, taking account of culture elements.

This analysis focuses on PDL care. Other intervention models are used to deter-
mine defining attributes and to differentiate; they are not analysed themselves in the 
search.

4.4.2  Theoretical implications

Caring by PDL care involves coping with the physical or mental disabilities of the 
patient and creating empowerment, by aiming at wellbeing and a stress-free provi-
sion of care. Modern nursing theories, such as Orem’s self-care deficit theory25, are 
aimed at an integrated approach to the physical, psychological, and social aspects of 
nursing care. PDL care builds further on this theory and broadens this way of caring 
to a multidisciplinary care. It formalises and describes a type of care that has been 
developed in practice, with the focus on coping with powerlessness. It has not been 
done before so explicitly in a multidisciplinary context. By formulating attributes that 
define PDL care and by using cases, we have redefined PDL care and distinguished 
it from other intervention models. 

4.5  Conclusions

The analysis of PDL care has clarified the type of care and an accurate and complete 
definition has been formulated. This analysis and definition of PDL care can be the 
basis to a match with practice. Empirical referents will be added or altered. 

4.5.1  Implications

This clarification of PDL care also gives insight into the consequences of using PDL 
care. The consequences for the care institute are related to creating the right climate 
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and conditions for using PDL care. A vision is needed that places the patient in a 
central position, providing care in an integrated, multidisciplinary way. Education 
and coaching to carers are important to cope with permanent self-care deficits and 
to learn the skills, aids and provisions used at PDL care. Appropriate provisions need 
to be available. The consequences to be dealt with in organising work are allowing 
for one-to-one care and daily reporting of the care given. So using PDL care has an 
impact on organising care as a whole, and also on the individual carers. Some or 
many of the elements mentioned as consequences may already be in use in a care 
institute; if not, they should be provided when using PDL care. 

4.5.2  Recommendations

Using PDL care at patients with a severe chronic illness is a conscious choice. PDL 
care enables a healthcare facility to do so using a structured, multidisciplinary 
approach that describes exactly how to act in a patient-focused way. When there is a 
chance of recovery, PDL care should not be used. Further research would be useful 
to determine and describe how the choice should be made to use PDL care or not to 
do so. 
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 Abstract

 Background

In view of the growing number of elderly people dependent on complex care, a prac-
tical type of care was developed for the care of people who are powerless in daily 
living (PDL care). Previous to this study existing literature was reviewed in order to 
do a concept analysis of PDL care.

 Objective

The resulting characteristics of powerlessness in patients and of PDL care were vali-
dated in a practical setting, along with the conditions needed to implement PDL care 
successfully. 

 Design

A panel of clinical experts were questioned in a two-round Delphi questionnaire 
survey, via email.

 Participants

Twenty-one clinical experts from Dutch nursing homes and Belgian institutes for 
care of the elderly. 
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 Results

Characteristics of powerlessness in patients: inability to act, inactivity, incapability, 
reduced initiative, reduced participation, dependence on others. Characteristics of 
PDL care were divided into characteristics of emotion-oriented care like example 
person-oriented and the focus on the perception and wellbeing of the patient and 
specific features of PDL care like multidisciplinary approach and acceptance of pow-
erlessness if it is irreversible. Conditions that emerged for the successful implemen-
tation of PDL care were: availability of a physiotherapist, ergotherapist, nurse and 
care workers; carers trained in PDL care; support from management; integration into 
total care; a good atmosphere on the ward. Specific competence required from staff 
included empathy, teamwork and observation. 

 Conclusions

The framework of PDL care was adapted to the practical setting. Characteristics of 
PDL care and powerlessness in patients and conditions for a successful implementa-
tion were established.

Keywords: Dementia, Chronic disorder, Activities in Daily Living, PDL care, Delphi 
technique
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5.1  Introduction

Older elderly people constitute a rapidly growing segment of the population; there-
fore, the number of people needing permanent care is increasing, as physical and 
psychological health declines with age, a growing number of people is becoming 
dependent on complex care1;2. If recovery of self care is not expected, the provision 
of care can be a great burden on both the patient and the carer. New ways of provid-
ing care are therefore being sought that are appropriate for this situation, and at the 
same time that do justice to the autonomy of the individual patient. In this context, 
various methods of emotion-oriented care have been developed, in which, the 
patient’s perception forms the starting point for the care and patients have a say in 
the care that they receive3. 

One of the emotion-oriented methods is care of people who are powerless in daily 
living (PDL care)4. PDL care is used as a type of care for people with dementia or with 
a disabling somatic disorder5 because they suffer from a certain degree of ‘powerless-
ness’. PDL care takes into account both the perception of the patient and the burden 
on the carer. The patient is helped as needed in his daily care activities, and his irre-
versible functional limitations are accepted by the carer. The procedures that are 
carried out in the different care situations are described systematically and nursing 
aids are used so that the provision of care runs as smoothly as possible. PDL care has 
been developed by paramedics and is in line with current expectations in the care of 
the elderly. It is being used in many nursing homes and care institutes for the elderly 
in the Netherlands and Belgium. Staff experiences the effects of PDL care as positive 
on the wellbeing and quality of life of the patient, they also bring their own interpre-
tations into PDL care6. 

To arrive at an unambiguous definition of PDL care, Van Dijk7 reviewed the exist-
ing literature in order to do a concept analysis of PDL care in which its characteristics 
and powerlessness were described. This analysis led to the following definition of 
PDL care: PDL care is a type of emotionoriented care for an individual who has an irre
versible selfcare deficit and thus is very dependent on care. The aim of the care is assist the 
individual in his/her daily activities as well as helping the individual cope with his/her 
powerlessness and its physical, psychological and social manifestations. The starting point 
of the care is the perception and wellbeing of the patient and the care itself relies on specific 
skills, aids and provisions provided by the carer, that are used in a structured multidiscipli
nary approach. The care is given on a onetoone basis and aims to minimise the burden 
on the patient as well as the carer.

This concept analysis will need to be validated in a practical setting. In addition, 
it is important to define conditions that will allow successful implementation of PDL 
care. These are the objectives of this study.

In the study that we describe the objective was the validation of the concept 
analysis and the nomination of conditions of implementation of PDL care. Three 
study questions were put to a panel of clinical experts, using the Delphi survey tech-
nique. The first and the second question were to validate the concept analysis and so 
the definition of PDL care. The first study question asked which characteristic ele-
ments of powerlessness – inability to act, inactivity, incapability, lack of initiative, lack 
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of participation, and dependence on others – were relevant for patients receiving PDL 
care. The second study question concerned the appropriateness of the characteristics 
of PDL care, divided into characteristics of emotion-oriented care like person-oriented 
and focus on the perception and wellbeing of the patient and specific features of PDL 
care like multidisciplinary approach and acceptance of powerlessness if it is irrevers-
ible. The third study question focussed on finding conditions that allowed successful 
implementation of PDL care. 

5.2  Method

5.2.1  The Delphi survey technique

The Delphi technique aims to achieve consensus among experts within a specific 
area of study8, in this case PDL care, and it was used here to achieve such a consen-
sus on determinants identified in a literature review9. By using the Delphi technique, 
there is less chance of a ‘follow the leader’ situation because of the democratic, struc-
tured approach and the anonymity of the participants10;11. Group pressure to reach 
consensus is also eliminated by the structural approach12. The Delphi technique, 
which is characterised by anonymity, iterative and controlled feedback, and aggrega-
tion of responses12, used in this qualitative study was a two-round Delphi question-
naire survey. The panel of experts were twice given a questionnaire to fill in independ-
ently and anonymously. The questionnaire in the second round was based on the 
results of the first round. The results were processed to determine for which of the 
items under consideration consensus was achieved. 

The literature on Delphi studies does not give a definition of consensus. However, 
it is important to set the consensus percentage beforehand to ensure that it is not 
determined post hoc13;14;15. In this study, it was important to obtain a large majority 
to ensure support from those using this method of care in practical situations, so a 
consensus percentage of 85% was chosen. 

5.2.2  Panel composition and size

When putting together an expert panel, the size of the panel and the qualifications 
of the experts are important16. There is no standard panel size for a Delphi survey. 
The knowledge and interest of the participants regarding the issue in question 
increases the content validity of the study17. Diversity of experts on the panel leads to 
a better performance18, and for studies concerned with clinical intervention, special-
ists in that area are appropriate19. 

Therefore, in this study experts were defined as health care providers with a 
practical knowledge of PDL care and an interest in the study. Other factors that were 
taken into consideration were diversity in professional background and a good geo-
graphical spread. The results from an earlier survey that was carried out in all nurs-
ing homes in the Netherlands and the larger institutes for care of the elderly in the 
Flemish part of Belgium6 were used to select the experts. Those selected were 
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approached by telephone and asked to take part, and they were asked to provide an 
email address. In this way, a group of 21 participants was formed, consisting of 
experts working in the Netherlands and Flanders, the Dutch speaking region of 
Belgium. The professional background of the participants is shown in table 1. 

Professional background N N=21

Ergotherapist 7 (33%)

Physiotherapist 4 (19%)

Department head/care manager 3 (14%)

Care worker 1 (5%)

Psychomotor therapist 1 (5%)

Nursing home doctor 1 (5%)

Quality manager 1 (5%)

Trainer 1 (5%)

Coordinator of the paramedics 1 (5%)

Combination of a nurse, a Cesar therapist (posture therapist) and a 
physiotherapist

1 (5%)

Total 21 (100%)

Table 1. Professional background of participants in the Delphi survey

The Delphi study was undertaken by email. Marsden et al. have used email in a 
Delphi study and have found that the quality of the data is not compromised20. 
However, one participant chose to respond by post. The returned questionnaires were 
processed anonymously. 

5.2.3  Procedure and questions

5.2.3.1  Round 1 of the Delphi survey
In the first round, all 21 participants responded to a semi-structured questionnaire. 
The questions in the first round primarily concentrated on the presence of the char-
acteristics of powerlessness that emerged from the concept analysis in patients who 
received PDL care: inability to act, inactivity, incapability, lack of initiative, lack of 
participation, and dependence on others. 

The formulated characteristics of PDL care were then put to the panel, divided in 
two groups of defining characteristics. The first group defined PDL care as a form of 
emotion-oriented care: person-oriented; perception and wellbeing of the individual 
patient form the basis of care provision; attention is focused on the interaction 
between the carer and the patient; systematic approach; directed at psychological, 
social and physical functioning of the patient. The second group defined PDL care 
focussed on the specific features of PDL care: aimed at patients with an irreversible 
self-care deficit; acceptance of powerlessness with self-care deficiencies if recovery is 
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not possible; focus on activities of daily living; use of skills, aids and provisions in 
care situations; precise description of the different care situations; multidisciplinary 
approach; attention to the carer burden; and one-to-one care. 

With regard to the conditions for good implementation of PDL care, the partici-
pants were asked to indicate the degree of importance of the availability and deploy-
ment of specific professions and organisational conditions. For the professions, the 
score ranged from 0 to 13, and for the organisational preconditions, the scores ranged 
from 0 to 12. Finally, by means of open questions, the panel was asked if they had 
any additional comments regarding the implementation of PDL care in practice. 

The exact questions that were put to the participants in the two rounds are avail-
able from the first author of this paper.

5.2.3.2  Round 2 of the Delphi survey
Twenty participants took part in the second round, because one participant could not 
respond due to an accident (response rate 95%). A semi-structured questionnaire 
was again used in the second round. Of the items in the first study question on char-
acteristics of powerlessness, ‘lack of initiative’ and ‘lack of participation’ were modi-
fied and subsequently presented as ‘reduced initiative’ and ‘reduced participation’. 
As consensus was reached after the first round on all the characteristics of PDL care, 
these were not discussed further. The additional comments on the implementation 
of PDL care mentioned by the 21 participants of round 1 were put to the panel in the 
second round, unless they were related to a specific procedure or the use of a specific 
nursing aid. Here, a distinction was made between the provision of care and the 
competence of the staff. 

5.3  Results

5.3.1  First round

Powerlessness is such an important concept in relation to PDL care, therefore, it was 
analysed separately in the concept analysis. With regards to the first study question, 
the panel was asked which characteristics of powerlessness, listed in table 2, were 
found in patients that received PDL care. The following comments emerged: not all 
the characteristics of powerlessness were equally present in all the patients; power-
lessness could be limited to one of the mentioned characteristics or to certain activi-
ties; and in patients who received PDL care, the cause of their powerlessness was a 
somatic or psychogeriatric disorder. No consensus was achieved for the characteris-
tics ‘lack of initiative’ and ‘lack of participation’. Despite the fact that consensus was 
just about reached for the item ‘incapability’, a number of participants stated that the 
use of this term with regard to patients was degrading and eliminated the possibility 
for the patient to make his or her own choices. If an element is negative and at vari-
ance with the principles of emotion-oriented care and PDL care, it should not be used 
in the context of PDL care. The results of the first study question are presented in 
table 2. 
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Characteristics of powerlessness Consensus percentage 
First round

N N = 21

Powerlessness

Inability to act 19 90%

Inactivity 18 86%

Incapability 18 86%

Lack of initiative 15 71%

Lack of participation 12 57%

Dependence on others 21 100%

Table 2. Characteristics of powerlessness in patients receiving PDL care 

In the second study question, participants were asked whether they agreed with the 
characteristics of PDL care that emerged from the concept analysis7, presented in 
table 3. A distinction was made here between characteristics related to emotion-ori-
ented care and those specific for PDL care. Consensus was achieved for all character-
istics in the first round. With regards to the element ‘focus on activities of daily liv-
ing’, two participants thought that the word ‘activities’ clashed with the concept of 
powerlessness. To fit with the concept of powerlessness, it may be better to use the 
term ‘care situations in daily living’, which does not affect the essence of the charac-
teristic. The consensus percentages that were achieved are shown in table 3.

Characteristics of PDL care Consensus percentage 
First round

N N = 21

Related to emotion-oriented care

Person-oriented 20 95%

Perception and wellbeing of the patient are taken 
as the basis of care provision

21 100%

Attention focused on interaction between carer and 
patient:

Make eye contact -
Avoid rapid movements -
Work quietly and gently -
Keep physical action to the minimum during the  -
care sessions
Talk to the patient while giving care, to explain  -
what is being done but especially to create a 
soothing atmosphere

21 100%
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Characteristics of PDL care Consensus percentage 
First round

Systematic approach of the primary process 
maintaining continuity of care

19 90%

Directed at the psychological, social and physical 
functioning of the patient, which are inextricably 
bound together

21 100%

Specific for PDL care

Focus on the physical activities of daily living 18 86%

Directed at patients with irreversible self-care 
deficits

18 86%

Accept the powerlessness of the patient when 
recovery is not possible 

20 95%

Describe precisely for each care situation (lying 
down, sitting, washing, dressing, changing, turning 
and feeding) the various activities to be carried out 
by the carer and the nursing aids and measures 
that can be used

19 90%

Use of skills, aids and provisions 21 100%

Multidisciplinary approach 21 100%

Attention to carer burden 19 90%

One carer at a time: the care is given on a one-to-
one basis, which is known as primary nursing

19 90%

Table 3. Characteristics of PDL care

The results of the first round of structured questions about the conditions for imple-
menting PDL care showed that the participants considered the care worker, ergo-
therapist, physiotherapist and care coordinator/team leader to be especially important 
for implementing and using PDL care, followed by the nurse, nursing home doctor, 
speech therapist and occupational therapist (table 4). Regarding the organisational 
facilities, staff trained in PDL care and support from the departmental and top man-
agement were seen as most important, followed by availability of special appliances, 
working with care files and special nursing aids (table 4). 
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Conditions of implementing and use PDL care Median  
First round

Average score 
First round

N = 21 N = 21

Discipline

Care worker 13 12.3

Ergotherapist 11 10.3

Physiotherapist 10 10.2

Nurse 10 7.8

Care coordinator/team leader 9.5 8.4

Nursing home doctor 8 6.9

Speech therapist 7 5.7

Occupational therapist 6 5.7

Dietician 4 3.9

Psychologist 2.5 2.7

Spiritual carer 1.5 1.8

Psychomotor therapist 0.5 3.9

Social worker 0 1.1

Organisational facilities

Staff trained in PDL care 12 11.4

Support from departmental management 10 9.4

Support from top management 10 8.5

Special materials 9 7.7

Working with care files 9 7.5

Special nursing aids 8 8.4

Suitable accommodation 6 5.2

Family participation 6 5.2

Maintenance system for nursing aids 4 3.0

Staff rotation system 0 2.5

Confidant availability 0 2.1

Complaints manager 0 0.8

Table 4. Importance of profession (score 0–13) and organisational facilities (score 0–12)
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5.3.2  Second round

In the second round, the first study question on the characteristics of powerlessness 
in patients who received PDL care was examined again. For the elements ‘lack of 
initiative’ and ‘lack of participation’, no consensus was achieved in the first round. It 
was commented in the first round that, despite permanent powerlessness, the ability 
to take initiative and participate can be present to a limited degree and should be 
encouraged. In some situations, for instance, participation can mean that the person 
takes part in a conversation. These characteristics of powerlessness were modified 
and subsequently presented as ‘reduced initiative’ and ‘reduced participation’, for 
which consensus was achieved. The other elements of powerlessness and of PDL 
care were not put to the participants again because consensus was reached in the first 
round. ‘Reduced initiative’ obtained a consensus percentage of 94% in the second 
round, and ‘reduced participation’ a consensus percentage of 90%. With this, the 
participants reached consensus on the following characteristics of powerlessness in 
patients receiving PDL care: inability to act, inactivity, incapability, reduced initiative, 
and reduced participation.

The comments from the participants in the first round were related to supple-
mentary conditions for good implementation of PDL care (table 5). These were pre-
sented to the panel in the second round. Here the distinction was made between 
items that were concerned with the organisation of care and those with staff compe-
tence. Regarding the organisation of care, consensus was reached on integrating PDL 
care in the total provision of care and creating a good atmosphere on the ward. For 
staff competence, there was consensus on all the mentioned factors, except for ‘good 
communication skills’. It was commented that during care procedures, it is often 
more a question of having good non-verbal communication and intonation. For com-
munication with the family or other members of staff, communication skills were 
considered to be important. The results of these additional conditions, as mentioned 
by the participants, are shown in table 5.

Supplementary conditions Consensus 
percentage 

Second round

N N = 20

Concerning the organisation of care

PDL care should be integrated in the total provision of care 20 100%

Use of oils instead of soap 11 55%

Work in a step-wise plan tailored to the individual patient 15 75%

Attention to religion and spirituality 14 70%

Daily routine 15 75%

Leisure activities 8 40%
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Supplementary conditions Consensus 
percentage 

Second round

Create a good atmosphere on the ward, for example, by 
paying attention to décor

18 90%

A clear day and night rhythm 15 75%

Concerning staff competence 

Ability to make good contact with individual patients 19 95%

Good communication skills 12 60%

Be able to create a good atmosphere 20 100%

Respond flexibly to the wishes of the patient 20 100%

Be observant about what the patient likes and does not like 20 100%

Putting the patient in a central position: customer-oriented 
approach

19 95%

Be able to work in a multidisciplinary manner 20 100%

Table 5. Supplementary conditions provided by the participants

5.4  Discussion

A two-round Delphi questionnaire survey, in which 21 clinical experts comprised the 
panel, was used in this study. When setting up this panel, geographical spread and 
professional background of the panel members were taken into consideration. In 
particular, physiotherapists and ergotherapists are intensively involved with develop-
ments in PDL care; therefore, they were well-represented on the panel (11 of the 
21 participants). An attempt was made to overcome bias by setting the consensus 
percentage at 85%. The outcome of the importance of the various disciplines in rela-
tion to PDL, can be influenced by the composition of the panel. However, when the 
physiotherapists, ergotherapists and care workers of the panel are excluded, the out-
come is more or less the same. The careworker, the ergotherapist, the physiotherapist 
and the coordinator/teamleader are still named as the most important disciplines, 
followed by the nurse, the nursing home doctor, the speech therapist and the occu-
pational therapist (N = 10). Nevertheless the importance of certain disciplines at PDL 
should come back in further research.

The purpose of the Delphi study was to provide a link between theory and practice 
to improve the existing description of PDL care. This involved specifying the charac-
teristics of powerlessness in patients receiving PDL care, defining the PDL care, and 
stipulating conditions and success factors with regard to the implementation and the 
use of PDL care. The Delphi study technique proved to be a good instrument for 
achieving these objectives. 

There was consensus on the following elements of powerlessness in patients: 
inability to act, inactivity, reduced initiative, reduced participation, and dependence 
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on others. The characteristics of PDL care, as they emerged from the concept analy-
sis, have been validated by experts. The concept ‘activities of daily living’ was changed 
to ‘care situations in daily living’ because this fitted better with the powerlessness of 
these patients. The following professions were according to the participants the most 
important for the successful implementation of PDL care: the care worker, ergot-
herapist, physiotherapist and nurse. They found the main required organisational 
conditions required to be: staff trained in PDL care, and support from departmental 
and top management. The clinical experts made extra suggestions regarding the 
successful implementation of PDL care. These were: the integration of PDL care into 
the total care for the patient; the focus on creating a good atmosphere on the ward; 
and the need for specific competences on the part of the staff. The latter included: 
ability to make good contact with individual patients; ability to create a good atmos-
phere; ability to respond flexibly to the wishes of the patient; good powers of observa-
tion regarding what the patient likes and dislikes; focussed on putting the patient 
central: a customer-oriented approach; being able to work in a multidisciplinary man-
ner. 

The input from the panel of clinical experts has led to the following improved 
definition of PDL care:

PDL care is a type of emotionoriented care for an individual who has an irreversible 
selfcare deficit and thus is very dependent on care. The aim of the care is assist the indi
vidual in his/her care situations in daily living as well as helping the individual cope with 
his/her powerlessness or partial powerlessness and its physical, psychological and social 
manifestations. The starting point of the care is the perception and wellbeing of the patient 
and the care itself relies on specific skills, aids and provisions provided by the carer, that are 
used in a systematic multidisciplinary approach. The care is given on a onetoone basis 
and aims to minimise the burden on the patient as well as the carer.

In literature on PDL care there is only one other definition found, reading as 
follows: ‘PDL care is a complex of skills, aids and skills, aids and provisions that 
contributes to an optimal support, caring or nursing of people with permanent self-
care deficits’21. Looking at the characteristics of PDL care the definition in this study 
is more complete. There are apart from the study of Van Dijk7, where this study is a 
continuation of, no other studies on characteristics of PDL care available, so this 
study will form the basis for further research. 

5.5  Practical consequences and follow-up research

From the Delphi research comes forward that conditions for the organisation of care, 
availability of professions and competence and specific training of care givers must 
be met to enable PDL care to be implemented and used. What is fundamental in PDL 
care is that powerlessness, the characteristics of which have been described, is 
accepted by the patient as the result of a certain illness, and that this is the guiding 
principle for the provision of care. If there is a chance of some degree of recovery, the 
care will be focused on rehabilitation. The choice between PDL care and rehabilita-
tion, focussing on recovery or quality of life in cases of powerlessness, is of para-
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mount importance and should be made with great care. A follow-up study is needed 
to define clearly which patients should receive PDL care, focused on case finding.
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Appendix 1

 Part 1 Personal – work information

1. Sex
▫ male
▫ female
 

2. What is your profession?
▫ occupational therapist
▫ department head/care manager
▫ psychomotor therapist
▫ coordinator of the paramedics
▫ ergo therapist
▫ physiotherapist
▫ team leader / care coordinator
▫ nursing home doctor
▫ care worker
▫ other, namely…………………..
 

3. Which category patients have you to do with?
▫ somatic patients
▫ psychogeriatric patients
▫ somatic and psychogeriatric patients
▫ other, namely…………………..
 

4. Do you use PDL care yourself?
▫ yes, …….. year
▫ no
 

5. If you use PDL care yourself, in which patients do you use it? 
▫ chronic somatic patients
▫ chronic psychogeriatric patients
▫ chronic somatic and chronic psychogeriatric patients
▫ other, namely…………………..

 Part 2 The specific characteristics of PDL care

 Powerlessness in relation to PDL care

 In dictionaries and literature is found that powerlessness has three aspects: physical, 
psychological and social aspects. Dictionaries name the following characteristics of 
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powerlessness: inability to act, inactivity, incapability, lack of initiative, lack of par-
ticipation. These characteristics can lead to dependency on others, in care to care 
dependency. Literature names among other things also the dependency on others 
and effects of powerlessness, divided in physical, psychological and social effects. 
Both dictionaries and literature name a link with activities of daily living.
 

6. Which characteristics of powerlessness are found in patients that receive PDL care?
inability to act -

 ▫ yes ▫ no
 because………………

inactivity -
 ▫ yes ▫ no
 because ………………

incapability -
 ▫ yes ▫ no
 because ……………… 

lack of initiative -
 ▫ yes ▫ no
 because ………………

lack of participation -
 ▫ yes ▫ no
 because ………………

dependency on others -
 ▫ yes ▫ no
 because ………………

 Are there other elements of powerlessness that are important in relation to PDL 
care?
…………………
…………………
 

7. What aspects do you aim at by using PDL care?
▫ physical aspects
▫ psychological aspects
▫ social aspects
 

8. Which effects of powerlessness do you want to prevent by using PDL care?
▫ physical effects, particular ……………
▫ psychological effects, particular ………
▫ social effects, particular ……………
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 Characteristics of PDL care

 The formulated characteristics of PDL care can be divided in two groups of defining 
characteristics. The First Group defined PDL care as a form of emotion-oriented care. 
These can also be found in other forms of emotion-oriented care, like ‘snoezelen’. 
The second group defined PDL care focused on specific features op PDL care, dif-
ferentiating it from other forms of emotion-oriented care.
 

9. Do you agree with the dividing in characteristics as above mentioned? 
▫ yes ▫ no
because………

a. Characteristics of PDL care related to emotionoriented care
 In literature of PDL care the following is found: PDL care is person-oriented. The 

perception and wellbeing of the patient are starting point of care. The approach is 
directed at physical, psychological and social functioning of the patient, which are 
inextriculably bound together. Attention is focused on interaction between caregiver 
and patient. Instructions are given to make eye-contact, to avoid rapid movements, 
to work quietly and gently, to keep physical action to the minimum during the care 
session and to talk to the patient while giving care, to explain what is being done but 
especially to create a soothing atmosphere. A careful communication is important, 
bearing the possibilities of the patient in mind. 
It is a structured approach of the primary process maintaining continuity of care. 
 

10. Do you agree that the characteristics as above are characteristics of PDL care? 
person-oriented  -

 ▫ yes ▫ no
 because………

the perception and wellbeing of the patient are the basis of the care provision  -
 ▫ yes ▫ no
 because………

attention is focused on interaction between caregiver and patient  -
 ▫ yes ▫ no
 because………

systematic  -
 ▫ yes ▫ no
 because……….

directed at physical, psychological and social functioning of the patient -
 ▫ yes ▫ no
 because………. 

Which characteristics would you like to add? 
…………………….
……………………..
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b. Characteristics specific for PDL care
 From literature the following comes forward: PDL care is focused on the physical 

activities of daily living. It is directed at patients with irreversible self-care deficits. 
Accepting the powerlessness of the patient when recovery is not possible, is essential 
in PDL care. Caregiving is adapted to the powerlessness of the patient, self-care is 
taken over and ‘affectionately’ supported. PDL care describes precisely for each care 
situation (lying down, sitting, washing, changing, dressing, turning and feeding) the 
various activities to be carried out by the caregiver and the nursing aids and provi-
sions that can be used. With use of skills, aids and provisions care is both the patient 
and the carer as comfortable as possible.
PDL care is inter- and multidisciplinary. Care and treatment are linked together. 
Effectively use of PDL care means that different professionals look beyond the bound-
ers of their professions. If possible the care is given on a one-to-one basis, which is 
known as primary nursing. 
 

11. Do you agree that the characteristics as above are characteristics specific for PDL 
care? 

focused on the physical activities of daily living  -
 ▫ yes ▫ no
 because……….

directed at patients with irreversible self-care deficits  -
 ▫ yes ▫ no
 because……….

accept the powerlessness of the patient when recovery is not possible  -
 ▫ yes ▫ no
 because……….

the various each care situations are precisely described  -
 ▫ yes ▫ no
 because……….

use of skills, aids and provisions  -
 ▫ yes ▫ no
 because……….

care is given on a one-to-one basis  -
 ▫ yes ▫ no
 because……….

attention to caregiver burden  -
 ▫ yes ▫ no
 because……….

multidisciplinary approach  -
 ▫ yes ▫ no
 because……….

Which characteristics would you like to add?  -
 …………………………..
 …………………………..
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12. Do you think that PDL care is a typical Dutch/Flemish care method?
▫ yes ▫ no
because……….
 

13. Is it possible to use PDL care in other countries?
▫ yes ▫ no
because……….

 Part 3 Exploration of the outcomes of a former questionnaire

 Effects and targets of PDL care

14. What is the chief purpose of PDL care?
………………………
 

15. Which effects do you experience at patients by using PDL care in order of impor-
tance?*
decrease of contractures ….
decrease of decubitus ….
decrease of medication ….
decrease of stress ….
decrease of abnormal behaviour ….
increase wellbeing ….
other, namely 
………………………. ….
………………………. ….

16. At which of the following care problems has PDL care a positive effect, in order of 
importance?*

complex care ….
high care burden ….
high workload ….
high absenteeism ….
lowly qualified staff ….
dealing with abnormal behaviour ….
other, namely 
………………………. ….
………………………. ….

* 1 is the most important item, than 2 , etc. You can skip items which are not under discus-
sion. The items are placed in alphabetical order.
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 Conditions of implementing PDL care

17. How important is the involvement of a particular profession at PDL care, in order of 
importance?*
Occupational therapist ….
Psychomotor therapist ….
Dietician ….
Ergo therapist ….
Physiotherapist ….
Spiritual carer ….
Speech therapist ….
Social worker ….
Psychologist ….
Nursing home doctor ….
Nurse ….
Care worker ….
Care coordinator/team leader ….
Other, namely ….
………………………. ….
………………………. ….

18. Which organisational facilities are important for PDL care, in order of importance?*
Family participation ….
Suitable accommodation ….
Staff trained in PDL care ….
Complaints manager ….
Staff rotation system ….
Special materials ….
Special nursing aids ….
Maintenance system for nursing aids ….
Support from departmental management ….
Support from top management ….
Confidant availability ….
Working with care files ….
Other, namely ….
………………………. ….
………………………. ….

 

* 1 is the most important item, than 2 , etc. You can skip items which are not under discus-
sion. The items are placed in alphabetical order.
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 PDL care

19. PDL care is used in various care situations: lying down, sitting, washing, changing, 
dressing, turning and feeding.
Is this in practice a correct list?
▫ yes ▫ no
because ………………..
 

20. PDL care uses the items skills, aids and provisions.
Are these in practice a useful and correct division? 
▫ yes ▫ no
because ……………….. 
 

21. Are there parts of PDL care which you are not pleased at?
If there are, which parts?
………………………
 

22. Have you yourself added items using PDL care?
If you have, which?
…………………………
 

23. How do you like the PDL care education? 
…………………………..
 

24. Do you know methods that are almost the same as PDL care?
If so, which and what is the difference?
……………………………..
 

25. Do you use PDL care together with other elements of care?
▫ yes ▫ no
because……………….. 

If you do, which elements of care and why do you add these?
……………………..

 The application of PDL care

26. Can you subscribe some characteristics of patients at who PDL care is used?
…………….
 

27. Is there a relation between PDL care and palliative care?
▫ yes ▫ no
because ……………….. 
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28. Do you use measuring instruments to define the decision to use PDL care at a specific 
patient?
▫ yes ▫ no
because ………………..

If so, which one and are you pleased with it?

Measuring instrument: ………..…………

suits, because ………..…………
suits not, because ………..…………

Measuring instrument: ………..…………

suits, because ………..…………
suits not, because ………..………….
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Appendix 2
General information of the outcome of the 

questionnaire of the first Delphi round

 In the different parts the outcome is given in figures. Some text is submitted.
Part 1 Personal – work information: speaks for itself
 

 Part 2 The specific characteristics of PDL care
Yes-or-no questions are used and an explanation is asked. The outcome of the yes-or-
no question is given. In other questions the score is given.
 

 Part 3 Exploration of the outcomes of a former questionnaire
To address the order of importance points are given in the following way: At 7 pos-
sible answers the number 1 gets 7 points, the number 2: 6 points, etc. Items that have 
no score, get 0 points. After that the average and the median are calculated. To address 
the order, the median is leading; in cases with the same median the average of the 
points is leading. 

 Part 1 Personal – work information

1. Sex
▫ male
▫ female

Sex N = 21 Percentage

Male 7 33%

Female 13 62%

Combination (Group) 1  5%

2. What is your profession?

Profession N = 21 Percentage

occupational therapist 0  0%

department head/care manager 3 14%

psychomotor therapist 1  5%

coordinator of the paramedics 1  5%
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Profession N = 21 Percentage

ergo therapist 7 33%

physiotherapist 4 19%

nursing home doctor 1  5%

care worker 1  5%

quality manager 1  5%

trainer 1  5%

combination of a nurse, a Cesar therapist (posture thera-
pist) and a physiotherapist

1  5%

3. Which category patients have you to do with?

Category patients N = 21 Percentage

only somatic patients 0  0%

only psychogeriatric patients 7 33%

somatic and psychogeriatric patients 13 62%

unknown 1  5%

4. Do you use PDL care yourself?

Use of PDL care N = 21 Percentage

Yes 18 86%

No  3 14%

Years of use: average 6.5 years N = 18 Percentage

1 year or shorter 3 17%

2 t/m 4 years 4 22%

5 t/m 9 years 5 28%

10 years or longer 5 28%

unknown 1  5%

5. If you use PDL care yourself, in which patients do you use it?

Category patients N = 18 Percentage

only somatic patients 1  5%

only psychogeriatric patients 5 28%

somatic and psychogeriatric patients 12 67%
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 Part 2 The specific characteristics of PDL care

6. Which characteristics of powerlessness are found in patients that receive PDL care?

Characteristics of powerlessness N = 21

Yes

N Percentage

inability to act 19 90%

inactivity 19 90%

incapability 17 81%

lack of initiative 15 71%

lack of participation 11 52%

dependency on others 21 100%

 Are there other elements of powerlessness that are important in relation to PDL 
care?

Other elements N = 21 Percentage

Yes  4 19%

No 17 81%

 Added elements:
 - defence tension
 - uncontrolled movements
 - discomfort of activity

7. What aspects do you aim at by using PDL care?

Aspects N = 21 Percentage

physical aspects 21 100%

psychological aspects 20 95%

social aspects 17 81%
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8. Which effects of powerlessness do you want to prevent by using PDL care?

Effects N = 21 Percentage

physical aspects 20 95%

psychological aspects 20 95%

social aspects 17 81%

 Characteristics of PDL care

9. Do you agree with the dividing in characteristics as above mentioned? 

Dividing characteristics N = 18 Percentage

Yes 11 61%

No  7 39%

a. Characteristics of PDL care related to emotionoriented care

10. Do you agree that the characteristics as above are characteristics of PDL care?

Characteristics of PDL care related to emotion-oriented care

N total N yes Percentage

person-oriented 21 20 95%

the perception and wellbeing of the patient form the 
basis of the care provision

21 21 100%

attention is focused on interaction between caregiver 
and patient 

20 20 100%

systematic 19 17 90%

directed at physical, psychological and social functioning 
of the patient

21 21 100%

 Would you like to add characteristics, if yes, which? 

Other elements N = 21 Percentage

Yes  5 24%

No 16 76%
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 Added characteristics:
 -  it is very important to keep talking
 -  always observe what the patient likes and doesn’t like
 -  as less as possible physical actions
 -  activation

b. Characteristics specific for PDL care

11. Do you agree that the characteristics as above are characteristics specific for PDL care?

Characteristics specific for PDL care

N total N yes Percentage

focused on the physical activities of daily living 20 17 85%

directed at patients with irreversible self-care deficits 20 17 85%

accept the powerlessness of the patient when recovery is 
not possible

21 20 95%

the various each care situations are precisely described 21 19 91%

use of skills, aids and provisions 20 20 100%

care is given on a one-to-one basis 21 19 91%

attention to caregiver burden 21 19 91%

multidisciplinary approach 21 21 100%

 Would you like to add characteristics, if yes, which? 

Other elements N = 21 Percentage

Yes  3 14%

No 18 86%

 Added characteristics:
 - attention to the surroundings
 - make things cosy, light
 - cooperation of the family
 - support of the management

12. Do you think that PDL care is a typical Dutch/Flemish care method?

A typical Dutch/Flemish care method N = 16 Percentage

Yes  4 25%

No 12 75%
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13. Is it possible to use PDL care in other countries?

Possible to use PDL care in other countries N = 20 Percentage

Yes  20 100%

No 0 0%

 Part 3 Exploration of the outcomes of a former questionnaire

 Effects and targets of PDL care

14. What is the chief purpose of PDL care?

Chief purpose N = 19 Percentage

stressless care giving  8 42%

wellbeing 7 37%

quality of life 2 11%

quality of care 1  5%

relaxation 1  5%

15. Which effects do you experience at patients by using PDL care in order of impor-
tance?*

Effects N = 20

median average score

increase wellbeing 6 4.95

decrease of stress 5 5.2

decrease of contractures 3.5 3.4

decrease of decubitus 3 3

decrease of abnormal behaviour 2.5 2.75

decrease of medication 1 1.55

* 1 is the most important item, than 2 etc. You can skip items which are not under discus-
sion. The items are placed in alphabetical order.
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16. At which of the following care problems has PDL care a positive effect, in order of 
importance?*

Effects N = 20

median average score

high care burden 5 5

complex care 5 4.86

dealing with abnormal behaviour 4 3.81

high workload 3 2.19

high absenteeism 1 1.34

lowly qualified staff 1 1.29

 Conditions of implementing PDL care

17. How important is the involvement of a particular profession at PDL care, in order of 
importance?*

Importance of involvement particular profession N = 20

median average score

Care worker 13 12.25

Ergo therapist 11 10.3

Physiotherapist 10 10.15

Nurse 10 7.8

Care coordinator/team leader 9.5 8.4

Nursing home doctor 8 6.9

Speech therapist 7 5.7

Occupational therapist 6 5.7

Dietician 4 3.9

Psychologist 2.5 2.7

Spiritual carer 1.5 1.75

Psychomotor therapist 0.5 3.85

Social worker 0 1.1

 Other, namely: music therapist, family
 

* 1 is the most important item, than 2, etc. You can skip items which are not under discus-
sion. The items are placed in alphabetical order.
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18. Which organisational facilities are important for PDL care, in order of impor-
tance?*

Importance of organisational facilities N = 20

median average score

Staff trained in PDL care 12 11.38

Support from departmental management 10 9.43

Support from top management 10 8.52

Special materials 9 7.71

Working with care files 9 7.48

Special nursing aids 8 8.38

Suitable accommodation 6 5.24

Family participation 6 5.24

Maintenance system for nursing aids 4 2.95

Staff rotation system 0 2.52

Confidant availability 0 2.1

Complaints manager 0 0.81

 Other, namely: no other

 PDL care

19. PDL care is used in various care situations: lying down, sitting, washing, changing, 
dressing, turning and feeding.
Is this in practice a correct list?

Correct list N = 20 Percentage

Yes  15 75%

No  5 25%

20. PDL care uses the items skills, aids and provisions.
Are these in practice a useful and correct division?

Useful and correct division N = 20 Percentage

Yes  17 85%

No  3 15%
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21. Are there parts of PDL care which you are not pleased at?

Parts of PDL care which you are not pleased at N = 6 Percentage

Yes  1 17%

No  5 83%

 If there are, which parts?
too tight instructions -

22. Have you yourself added items using PDL care?

Have you yourself added items using PDL care N = 10 Percentage

Yes  9 70%

No  1 30%

 If you have, which?
 - Reeducation and retesting staff
 - Make things cosy, leisure time, day structure
 - The introduction of a structured stepwise plan
 - Mouth care
 - Spirituality
 - Haptonomy
 - Securing actions or notsecuring actions
 - Attention to manutention
 - Physical burden to carers as low as possible
 - The patient as starting point for care
 - Particular physiotherapeutic and osteopathic techniques
 - Day structure
 - Mixing with other approaches, to an individual care plan
 - Furnishing of the department
 - Recognizable, warm. Dayandnight rhythm by adjustments, light, paintings, etc.
 - The use of oils in stead of soap

23. How do you like the PDL care education?

PDL care education N = 17 Percentage

Good  8 47%

Moderate  6 35%

Not good  2 12%

too expensive  1  6%
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24. Do you know methods that are almost the same as PDL care?

Methods that are almost the same as PDL care N = 6 Percentage

Yes  2 33%

No  4 67%

 If so, which and what is the difference?
Other methods like PDL care:
 - Actinpas model in Belgium: integrating PDL care in total care
 - Emotionoriented care

25. Do you use PDL care together with other elements of care?

Use PDL care together with other methods N = 20 Percentage

Yes  12 60%

No  8 40%

 Together with:
 - other elements of emotionoriented care, like “snoezelen”
 - others elements of care to achieve relaxation

 The application of PDL care

26. Can you subscribe some characteristics of patients at who PDL care is used?

Characteristics of patients at who PDL care is used N = 19 Percentage

Very dependant on care  7 37%

Anxious, defence tension  7 37%

Contractures  2 11%

Pain  1  5%

27. Is there a relation between PDL care and palliative care?

Relation between PDL care and palliative care N = 20 Percentage

Yes  19 95%

No  1  5%
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28. Do you use measuring instruments to define the decision to use PDL care at a specific 
patient?

Use measuring instruments to define the decision to 
use PDL care at a specific patient

N = 21 Percentage

Yes  8  38%

No  13  62%

 If so, which one:

Measuring instrument N = 8

screening papers  4

self developed instrument  2

Norton score  1

other  1

 Are you pleased with it? Different experiences.
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Appendix 3
Questionnaire second Delphi round

 Outcome first round and questions second round

 Consensus is defined at 85%. Questions with a consensus percentage of 85% or more 
in the first round are not asked again in the second round. These answers are assim-
ilated in the total outcome of the Delphi study.

 Characteristics of patients

Outcome first round
 Powerlessness is one of the fundamental items in literature about PDL care.

In the first round the characteristics of powerlessness as given in dictionaries and 
literature were presented with the question if they fit at patients in practice. Most 
participants declared that the characteristics fit (see given percentages). Some com-
ments were made: not all characteristics appear at all patients. At some patients the 
physical aspects are more evident than the psychological, at some other patients 
otherwise. Also, there can be just physical powerlessness or powerlessness only in 
some activities like eating or drinking. 
Lack of initiative and lack of participation give discussion. Some ‘no-answerers’ point 
out that despite permanent powerlessness the ability to take initiative and participate 
can be encouraged. Someone can also participate by joining in a conversation. 
Sometimes can better be spoken of ‘reduced initiative’ or ‘reduced participation’. 

Questions second round
1. Two characteristics of powerlessness are presented again: 

Percentage 
1st round 

Agree with 
addition?

Characteristic 
for patients?

Better use 
‘reduced’? 

Lack of initiative 71% Yes/No Yes/No

Addition 1: this characteristic can 
also be partial, contrary to some 
other characteristics of powerless-
ness this characteristic can improve 
by using PDL care

Addition 1:  
Yes/No

Addition 2: PDL care aims at 
improvement of the ability to take 
initiative 

Addition 2:  
Yes/No 
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Percentage 
1st round 

Agree with 
addition?

Characteristic 
for patients?

Better use 
‘reduced’? 

Lack of participation 58% Yes/No Yes/No

Addition 1: this characteristic can 
also be partial 

Addition 1:  
Yes/No

Addition 2: PDL care aims at 
improvement of the ability to 
participate 

Addition 2:  
Yes/No

Comments:

2. Two participants think PDL care can also be used in a temporary disease or patients 
in coma. What do you think? 
PDL care also useful in:

temporary disease Yes/No 

patient in coma Yes/No 

Outcome first round
 Apart from powerlessness other characteristics can occur in PDL care patients. 

Participants mention an amount of characteristics that are often linked together.

Questions second round
3. What is the incidence of the following characteristics, mentioned by participants, 

among your PDL care patients? Put a cross in the concerning section, please.

Mostly Regularly Sometimes Never

Care dependency, self-care deficits, 
large care burden 

Confinement to bed

Heavy shape 

Stiffness

Contractures, forced posture 

Increased muscular tension 

Defence tension 

Reluctance

Does not want to be touched

Feeling of shame 

Pain

Decubitus
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Mostly Regularly Sometimes Never

Problems with swallowing 

Anxiety

Difficult communication

Incomprehension in the patient 

Aggression, anger

Restlessness

Listlessness

Introverted

 The care situations: ‘factors’

Outcome first round
 PDL care is used in various care situations: lying down, sitting, washing, changing, 

dressing, turning and feeding.
15 (75%) of the 20 participants think this a correct list. Some participants (particular 
the no-answerers) think some care actions or situations are lacking or should be 
named otherwise. 

Question second round
4. Suggestions are proposed. Do you agree with the additions or remarks? 

Suggestion Agree/Disagree Remarks

Add a factor ‘mouth care’ Agree/Disagree

Add a factor ‘bathing’ Agree/Disagree

 Supplementary conditions 

Outcome first round
 Some participants have items submitted to PDL care. Also name some participants 

items that are important in using PDL care. These items could be seen as supple-
mentary conditions for using PDL care successfully. These items are not part of PDL 
care, but are necessary or very advisable in using PDL care.
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Questions second round
5. Do you think the following items, named by the participants, are important in using 

PDL care? 

Important? Remarks

PDL care should be integrated in the 
total provision of care

yes/no 

Create a good atmosphere on the 
ward, for example, by paying atten-
tion to decor. 

yes/no

A clear day and night rhythm yes/no

Use of oils instead of soap yes/no

Work in a step-wise plan tailored to 
the individual patient

yes/no

Daily routine yes/no 

Leisure activities yes/no

Attention to religion and spirituality yes/no

Emotion-oriented approach yes/no 

Other, namely…… yes/no

 Staff

Outcome first round
 At the items that are important in using PDL care participants also name items con-

cerning the carers. First the specific knowledge and skills concerning PDL care: this 
is about education and training.
Beside this, some not-specific-PDL care items are in order. These are competences 
of staff members.

Questions second round
6. The following competences are presented for approval.

Competence related to PDL care Agree/Disagree Remarks

Ability to make good contact with 
individual patients 

Agree/Disagree

Good communication skills Agree/Disagree

Be able to create a good atmosphere Agree/Disagree 

Respond flexibly to the wishes of the 
patient 

Agree/Disagree
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Competence related to PDL care Agree/Disagree Remarks

Be observant about what the patient 
likes and does not like 

Agree/Disagree

Putting the patient in a central 
position: customer-oriented approach 

Agree/Disagree

Be able to work in a multidisciplinary 
manner

Agree/Disagree

Other, namely…… yes/no 

 Education

Outcome first round
 The education in PDL care as national coordinated is by 6 participants judged as 

reasonable till good by 8 participants. 2 participants disliked the education and 1 par-
ticipant thought the education too expensive.
Particular remarks are made that the education should not fit in with a particular 
home or practice. People would like more practical training. 
It is said that extra education later on and coaching is very important as well. 

Questions second round
7. 

Remarks

Does the education fit in with your 
practice?

yes/no

Would you like more practical 
training?

yes/no

Is coaching afterwards important? yes/no

If so, who should give this coaching?

Is testing important? yes/no 

If so, who should arrange that? 
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Appendix 4
Outcome second Delphi round 

1. Two characteristics of powerlessness were presented again: 

Percentage 
1st round 

Agree with 
addition?

Characteristic 
for patients?

Better use 
‘reduced’? 

Lack of initiative 71% Yes 73%   
No 27% 

Yes 94%   
No 6% 

Addition 1: this characteristic can 
also be partial, contrary to some 
other characteristics of powerless-
ness this characteristic can improve 
by using PDL care

Addition 1:  
Yes 58%   
No 42%

Addition 2: PDL care aims at 
improvement of the ability to take 
initiative 

Addition 2:  
Yes 53%   
No 47% 

Lack of participation 58% Yes 75%   
No 25% 

Yes 90%   
No 10% 

Addition 1: this characteristic can 
also be partial 

Addition 1:  
Yes 90%   
No 10%

Addition 2: PDL care aims at 
improvement of the ability to 
participate 

Addition 2:  
Yes 58%   
No 42%

2. Two participants think PDL care can also be used in a temporary disease or patients 
in coma. What do you think? 
PDL care also useful in:

temporary disease Yes 90%   
No 10% 

patient in coma Yes 95%   
No 5% 
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3. What is the incidence of the following characteristics, mentioned by participants, 
among your PDL care patients? Put a cross in the concerning section, please.

Mostly Regularly Sometimes Never

Care dependency, self-care deficits, 
large care burden 

95% 5%

Confinement to bed 65% 15%

Heavy shape 15% 85%

Stiffness 20% 75% 5%

Contractures, forced posture 25% 65% 10%

Increased muscular tension 35% 60% 5%

Defence tension 30% 65% 5%

Reluctance 5% 47% 47%

Does not want to be touched 25% 70% 5%

Feeling of shame 5% 85% 10%

Pain 5% 75% 15% 5%

Decubitus 30% 55% 3%

Problems with swallowing 45% 50% 5%

Anxiety 5% 55% 35%

Difficult communication 30% 60% 10%

Incomprehension in the patient 10% 65% 20% 5%

Aggression, anger 25% 70% 5%

Restlessness 50% 50%

Listlessness 5% 25% 55% 15%

Introverted 20% 50% 30%

 The care situations: ‘factors’

4. Suggestions are proposed. Do you agree with the additions or remarks? 

Suggestion Agree/Disagree Remarks

Add a factor ‘mouth care’ Agree 60%  
Disagree 40%

Add a factor ‘bathing’ Agree 37%  
Disagree 63% 
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5. Do you think the following items, named by the participants, are important in using 
PDL care? 

Important? Remarks

PDL care should be integrated in the total 
provision of care

yes 100%   
no 

Create a good atmosphere on the ward, for 
example, by paying attention to decor. 

yes 90%   
no 10%

A clear day and night rhythm yes 74%   
no 26%

Use of oils instead of soap yes 53%   
no 47%

Work in a step-wise plan tailored to the 
individual patient

yes 75%   
no 25%

Daily routine yes 74%   
no 26%

Leisure activities yes 41%   
no 59%

Attention to religion and spirituality yes 72%   
no 28%

Emotion-oriented approach yes 94%   
no 6% 

Other, namely…… yes 16%   
no 84%

 Staff

6. The following competences are presented for approval

Competence related to PDL care Agree/Disagree Remarks

Ability to make good contact with 
individual patients 

Agree 95%  
Disagree 5%

Good communication skills Agree 58%  
Disagree 42%

Be able to create a good atmosphere Agree 100%  
Disagree 

Respond flexibly to the wishes of the 
patient 

Agree 100%  
Disagree

Be observant about what the patient 
likes and does not like 

Agree 100%  
Disagree
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Competence related to PDL care Agree/Disagree Remarks

Putting the patient in a central 
position: customer-oriented approach 

Agree 95%  
Disagree 5%

Be able to work in a multidisciplinary 
manner

Agree 100%  
Disagree

Other, namely…… yes 16%   
no 84% 

 Education

Questions second round
7.

Remarks

Does the education fit in with your 
practice?

yes 75%   
no 25%

Would you like more practical 
training?

yes 69%   
no 31% 

Is coaching afterwards important? yes 94%   
no 6%

If so, who should give this coaching? internal pioneers 
85%   
teachers 15%

Is testing important? yes 88%   
no 12% 

If so, who should arrange that? internal pioneers 
80%   
teachers 20%
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6
Care of people who are Powerless in  

Daily Living and Palliative Care
Gea C. van Dijk, BA, Ate Dijkstra, RN, MEd, PhD

‘Plegezeitschrift’ 6/2006; 362-365

 Abstract

Since the 1990s, the Care of people who are Powerless in Daily Living (PDL care) has 
been used in the Netherlands and Belgium for people with a very disabling chronic 
disorder. The underlying rationale of PDL care is that the patient is placed in a central 
position and the loss of the patient’s self-care deficit is accepted in situations where 
recovery is not possible. PDL care focuses on quality of life, and brings about an 
increase in wellbeing for the patient, family and carer. This PDL care is being used 
with very satisfactory results in palliative terminal care. 
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6.1  Introduction

With the ageing of the population, the number of people with a chronic disorder is 
increasing. The situation often arises in which there is no possibility of recovery and 
the patient will be in need of permanent care. The care of patients with no chance of 
recovering is essentially different from that of patients who do have a chance of mak-
ing at least a partial recovery. Many care methods are directed at stimulating recovery, 
at increasing the patients’ own self-care potential. The ADL programme ‘Activities of 
Daily Living’ is one such method that is focused on reactivation and recovery. 
However, in patients with a permanent self-care deficit, such as patients with a seri-
ous chronic disorder and in palliative care situations, this is not a feasible option. 
More and more nursing theories are aimed at the wellbeing of the patient in a phys-
ical but also a psychological and social way. Orem’s ‘self-care deficit theory’ states that 
nursing procedures compensate for the patient’s inability to engage in self-care1 
(Orem, 2003). Care of people who are Powerless in Daily Living (PDL care), which 
was developed in the practical setting, is in keeping with this theory. PDL care is used 
in people with dementia as well as people with a chronic, somatic disorder. Studies 
conducted in the Netherlands and Belgium show that it is more often used in psy-
chiatric patients than in somatic patients2 (Van Dijk, 2006a). PDL care formalises 
care in which the limitations of patients that are irreversible are regarded as a fact, 
the loss of self-care capabilities is accepted, and the focus is on coping with the result-
ing powerlessness3. The underlying rationale of PDL care is that the patient is placed 
in a central position and quality of life is increased by accepting the patients’ power-
lessness. The ADL programme and PDL care can be used together in one patient, for 
example rehabilitation of a function when recovery is possible and use of PDL care 
for functions with an irreversible deficit. But generally there is either a chance or no 
chance of recovery and a careful choice needs to be made between ADL and PDL care. 
Van Beelen describes the position of PDL care in relation to ADL training as that PDL 
care starts where ADL ends4.

This article will give an insight into what PDL care is and its uses in palliative 
terminal care.

6.2  What is PDL care?

The definition of PDL care is as follows: PDL care is a type of emotionoriented care for 
an individual who has an irreversible selfcare deficit and thus is very dependent on care. 
The aim of the care is assist the individual in his/her care situations in daily living as well 
as helping the individual cope with his/her powerlessness or partial powerlessness and its 
physical, psychological and social manifestations. The starting point of the care is the percep
tion and wellbeing of the patient and the care itself relies on specific skills, aids and provi
sions provided by the carer, that are used in a structured multidisciplinary approach. The 
care is given on a onetoone basis and aims to minimise the burden on the patient as well 
as the carer.5. In this definition, several elements emerge. Firstly, PDL care as a type 
of emotion-oriented care. Emotion-oriented care takes the individual as starting point 
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for care6. The principles of emotion-oriented care are flexibility, awareness of interac-
tive problems between the carer and the patient, respect for the autonomy of the 
patient and ensuring an integrated approach to the care process regarding health, life 
and psychological problems7. PDL care is directed specifically at situations in which 
there is an irreversible loss of function and a permanent dependence on care8. The 
focus is on saving the patient’s energy for things he or she thinks are important and 
ensuring the care is stress-free for both the patient and the carer. PDL care deals with 
the possibilities but also the impossibilities of a patient, which strengthens the 
patient. The aim of care methods such as PDL care is to reduce the negative effects 
of dependence on care, for both the patient (e.g. pain, decubitus) and the carer (e.g. 
low back pain, burn out)9. PDL care standardises a way of giving care that was devel-
oped in the practical setting by describing the skills, aids and provisions10 to be used 
in various care situations (lying down, sitting, turning, dressing, changing, washing 
and feeding). Specific elements were developed and a number of elements from other 
methods have been adapted to the context of coping with powerlessness. 

The professionalism of PDL care is expressed by education programmes, the 
many different professions that are involved in implementing the care, establishing 
the method in the individual care plan and involving the patient and family in the 
provision of information and consent. The objectives of PDL care as indicated in the 
description are the reduction of contractures, decubitus and tension9. The effects 
experienced as a result of using PDL care are particularly related to an increase in the 
wellbeing of the patient, the family and the staff involved: reduction in tension and 
improvement in the psychological and social functioning of the patient, a greater 
involvement and job satisfaction on the part of the staff and a better communication 
with the family2.

6.3  Relation between PDL care and palliative care

For palliative care, we use the universal definition as formulated by the WHO: 
‘Palliative care is an approach that improves the quality of life of patients and their 
families facing the problem associated with life-threatening illness, through the pre-
vention and relief of suffering by means of early identification and impeccable assess-
ment and treatment of pain and other problems, physical, psychosocial and spirit-
ual’11. The term terminal care is used if death is expected within three months: 
palliative terminal care.

If we ask patients what they think is important regarding the approach of carers 
in this terminal stage, they mention personal attention, attention to comfort, and 
respect, autonomy and dignity12. Also being able to stay in control of their life and 
their own body for as long as possible is seen as very important. Terminal patients 
find it very difficult that they can no longer wash themselves or go to the toilet13; the 
carer should be aware of this. Davies and Higginson state that good palliative care 
consists of the following elements: pain and symptom control; communication skills; 
providing information; support for the family and carers; coordination; and specialist 
palliative care14.
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In a Delphi survey that was carried out recently within the framework of the 
scientific underpinning of the PDL care method among 22 experts in the use of PDL 
care, it proved that 21 of these 22 respondents used PDL care in palliative – terminal 
care. The respondents stated that PDL care is very suitable for use in palliative care, 
particularly the characteristics related to emotion-oriented care and the specific PDL 
care characteristics. This is not surprising because palliative care is a care used when 
there is no chance of recovery of self-care deficits, thus an irreversible process. The 
basic principles and objectives of PDL care fit in well with the care needed and the 
aims of palliative care, as mentioned above. After all, relief of pain and other discom-
forts are goals of PDL care. With PDL care, much attention is given to communica-
tion and provision of information and both the family and the carers feel supported 
when PDL care is used. The care activities are coordinated by a fixed structure. 
Specialists from the multidisciplinary team are called in when necessary.

PDL care is focused on the patient’s perception, aims at reducing the burden for 
both the patient and the carer as far as possible, accepts self-care deficits, aims to let 
the patient save energy for the things he or she thinks are important, and respects 
the autonomy of the patient. Objectives of PDL care – increasing quality of life and 
wellbeing by providing maximal comfort, reducing physical problems, and providing 
a relaxed atmosphere – are very much in line with the objectives of palliative care. As 
examples, carers who use PDL care mention washing without water, a comfortable 
mattress, pleasant surroundings, privacy, etc. PDL care is seen as an excellent method 
for caring for someone in a pleasant, soothing and respectful manner during the last 
stage of life. For PDL care to fit perfectly with palliative care, attention also needs to 
be paid to spirituality, as well as physical, psychological and social aspects, as men-
tioned in the World Heath Organisation definition11.
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Care plan – according to the Care in Powerlessness in daily living 

Name, first name Jones, Anne Room X Date 22.05.2006

Situation Problems/needs Objectives Measures

Lying 
down 
and 
sitting

Mrs Jones
does not have the  -
strength to stand up 
by herself or turn 
over in bed
risk of decubitus -
very tense under  -
stress or on exertion
likes to sit in her  -
room for several 
hours a day 
likes rocking  -
movements

Mrs Jones
can lie and sit  -
comfortably 
and relaxed, 
without pain 
no decubitus -

Mrs Jones
has been given a dynamic alternating  -
pressure mattress that supports her 
when lying down and facilitates turning 
in bed 
has been assessed by the physiothera- -
pist regarding her posture and movement 
patterns to gain insight into which 
actions and movements are easiest for her 
is regularly turned gently into another  -
position following the advice of the 
physiotherapist 
in the morning and afternoon is carefully  -
lifted into an adapted chair for 2 hours 
using a lift and is rocked regularly 
after consultation with the ergotherapist,  -
is given a chair that is specially adapted 
to her needs and body and has rocking 
elements 

Personal 
hygiene

Mrs Jones
tires easily during  -
care sessions
becomes agitated on  -
contact with cold 
water and when 
genital area is 
washed 
has a dry skin  -
is incontinent of  -
urine and faeces

Mrs Jones
does not find  -
care of her 
personal 
hygiene too 
much of a 
burden 
is usually  -
relaxed
no skin  -
wounds

Mrs Jones
is washed 1 x a day with ready to use,  -
pre-warmed flannels (without water) 
is told what is happening at each step of  -
the care session 
genital area is washed very gently  -
lotion is always rubbed into dry skin  -
suitable incontinence materials are used,  -
so that washing does not need to be 
done too frequently, eliminating risk to 
the skin
during the washing session, underwear  -
and bed linen are changed gently, using 
nursing aids recommended by the 
physiotherapist

Example of a care file for a patient receiving PDL care (see case in the text). In the Netherlands and 
Belgium a multidisciplinary approach is used, e.g. with regular reports between all the people 
involved in the care of a patient. The aspects that emerge from PDL care are integrated into the 
existing system of multidisciplinary documentation.

Figure 1

The case of Mrs Jones illustrates how PDL care can be used in palliative terminal 
care.
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Mrs Jones (fictional name) is 84 years of age and is staying on the palliative care unit in a 
nursing home for people with psychogeriatric disorders. She is completely dependant on care, 
has progressive dementia and she will probably die within a month. Her daughter knows this 
and spends a lot of time with her. A dynamic alternating pressure mattress is used that gives 
complete support and facilitates turning. During all the care procedures, the carer carefully 
observes Mrs Jones’ response, which is usually non-verbal. The daughter is also involved in 
gaining insight into what Mrs Jones likes and does not like. For a care session, everything 
needed is prepared beforehand to avoid having to walk back and forwards. Washing, chang-
ing, and dressing are all done in the same care session. No water is used for washing and 
Mrs Jones’ clothes have been adapted so that they are easy to put on and take off. During 
the care procedure, specially described lifting techniques are used that give good support. 
The work is done gently by one carer who quietly tells Mrs Jones what she is doing and 
always maintains good eye contact. Mrs Jones has an adapted passive chair that gives full 
support and a lift is used for the transfer from bed to chair. Rocking movements are used a 
lot which help to relax the patient. The chair also has rocking elements. Mrs Jones’ daughter 
likes to feed her mother. She is shown how she can support her mother when swallowing to 
prevent her from choking. Mrs Jones is given food that her daughter knows she likes. The 
daughter talks to her mother, although her mother does not answer back. Sometimes she 
reads to her or they listen to music or watch television together. The lavender scent in the 
room is restful for Mrs Jones and her daughter. 

Figure 2. Case illustrating the use of PDL care in palliative terminal care

In above case, the PDL care procedures are laid down in the care plan. The way in 
which the care is carried out is geared to the needs of the patient. The carer is aware 
of what is needed before she starts the care session. Other disciplines are involved in 
the care. The doctor is in charge of the multidisciplinary care, and prescribes medica-
tions for pain and sedation as necessary. The physiotherapist determines the best 
positions and which lifting techniques and movements are to be used for the patient, 
and trains the daughter and the carers in using them. The ergotherapist determines 
which nursing aids can best be employed for lying down, sitting, eating and drinking 
and makes sure they are supplied. The speech therapist supports and trains those 
involved in feeding the patient. Nursing aids can also be used here. The spiritual carer 
counsels and prepares the patient and her daughter as the end approaches. The 
occupational therapist helps in creating a good atmosphere in the room. In multidis-
ciplinary and interdisciplinary discussions, the care activities are attuned and brought 
together to total care. The daughter and patient also take part in these meetings. 

6.4  Discussion

In the previous sections we have discussed what Care of people who are Powerless 
in Daily Living (PDL care) is and how this is also suitable as palliative terminal care. 
The goals of PDL care and the methodology fit well with palliative care, and also with 
palliative terminal care. The decision to implement PDL care is made consciously 
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and is related to the fact that there is no chance of recovery. PDL care is in line with 
the widely accepted vision of a patient-oriented way of working. Moreover, it fits in 
well with the current developments that stimulate the empowerment of patients and 
family in the provision of care. Because of the positive effects that the patient, family 
and carers experience when this method is employed, PDL care is actively used in 
the Netherlands and Belgium in palliative terminal care. As mentioned above, in 
terminal care attention is also needed for spirituality. Spirituality is increasingly being 
seen as a separate component next to physical, psychological and social aspects, also 
internationally. This can be done by actively involving the spiritual carer or other 
psychosocial care workers of the multidisciplinary team in a counselling or coaching 
function during the care process. Up until now PDL care as described in this thesis 
has only been used within the Netherlands and the Flemish region of Belgium, but 
it is seems not a care method that is only suitable for use in the Dutch and Flemish 
culture. With publications in other languages and the translation of the elements of 
PDL care, PDL care with its systematic approach, described skills, provisions and 
many patient tailored aids can also be used in other countries. It can be a special 
addition to the patient centered care15 as developed in other countries.
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7
Patient characteristics: case-finding

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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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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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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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:  ……………
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 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. 
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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-

GeaVanDijk.indd   183 21-10-2008   14:08:21



184 Chapter 7

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.
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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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8
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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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,
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and evt. other
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of a step-wise
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and time

schedule of
introduction

1. Discussion
with doctor

4. Use
PDL care

integrated in
total care?

Result care
burden score
and other
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Report of
different
professionals

Report of MDT 

Implementing
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fixed evaluation
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In care plan 
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No
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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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9
Discussion

9.1 Introduction

This thesis describes a type of care that tries to give a substantive, demand-orientated 
answer to the care requirements of patients with a need for care that is either persist-
ent or permanent. This care model is known in Dutch as Passiviteiten van het 
Dagelijks Leven (PDL) and given in English here as Care of people who are Powerless 
in Daily Living (PDL care).

As mentioned in the introduction, the aging of the population in coming years 
will only increase the demand for care. Consequently, more care will be required for 
patients with complex problems and there will be greater demand for the services of 
the care sector. In addition, individualisation, normalisation and the growing role of 
the media will require changes in the sector. In actual working practice, these changes 
have already begun. To help develop and underpin the quality of care in relation to 
the quality of life of the patient, it is important to couple practice to theory. 

So far PDL care has been developed in working practice to so called ‘recipe knowl-
edge’. After this working practice created ‘procedure knowledge’: PDL care was 
described in procedures, developed by care providers themselves, influenced by expe-
riences of patients and themselves in care giving. To help develop and underpin the 
quality of care in relation to the quality of life of the patient, it is important to couple 
practice to theory. This thesis provides the follow up to the procedure knowledge of 
practice with practice-orientated research. In this thesis scientific theory is formated 
to PDL care. The research described in this thesis studied PDL care in order to pro-
vide scientific support for it and create a basis for further research. Although positive 
effects of PDL care on the patients’ quality of life have been experienced by care pro-
viders, the effects have not been scientifically studied yet. In the study of this thesis 
research is done how PDL care should be implemented and which preconditions 
need to be met in order to do this correctly. Research is done for which patients PDL 
care is indicated, how this could be measured and set out the first stepts to guidelines 
for decision-making and implementation. These elements: how, with which precon-
ditions for use, and for whom, will support a basis for further research. After the 
study of this thesis, furhter studies e.g. for the effects of PDL care can be done. 

PDL care is intended for people with a high degree of total care dependency from 
which no cure or recovery is possible. The starting point of PDL care is that such 
people should let go of the idea of cure or recovery and learn to deal with the loss in 
order to focus on quality of life. The acceptance of loss can be difficult task – not only 
for the patient but also for the health care providers. In some cultures, such as that 
of the United States, it is not acceptable talk openly about ‘not getting better’. However, 
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continuing to aim for rehabilitation or recovery when there is no prospect for this 
cannot be the right way to go. The Dutch saying ‘It can’t do any harm and may do 
some good’ doesn’t apply here because there definitely is harm involved – training 
for recovery that will never happen leads to frustration and wastes the energy of both 
patient and health care provider. It is then better for people to direct their efforts at 
an improved quality of life, maximum use of residual capabilities and stress-free care 
giving. The discussions about whether to aim for rehabilitation confirms the impor-
tance of a good prognosis and if a patient has any prospect of cure or recovery, the 
care and treatment will be directed at rehabilitation and recovery.

The Dutch word passiviteit – the central concept in PDL care – is taken from 
physiotherapy where it means ‘no active muscle strength’. In this sense, it cannot be 
translated as ‘passivity’, so the preferred translation is ‘powerlessness’, which native 
English-speaking professors and colleagues confirm is better suited to describe the 
inability of the patient to act. Consequently, ‘ Care of people who are Powerless in 
Daily Living (PDL care) was selected as the English term for PDL care.

PDL care was chosen as the subject of this thesis because it is being increasingly 
used in the care of the elderly in Flanders and the Netherlands, where positive effects 
on the patients’ quality of life have been seen. It also conforms to current thinking 
about care and with developments in the care sector. In this summary, Section 9.2 
gives the most important results in the form of answers to the research questions 
(9.2.1 – 9.2.9) and recommendations for the use of PDL care (9.2.10). During the 
research of this thesis items came forward related to the care of the elderly. These 
items do not specifically concern PDL care but do place PDL care in the wider context 
of care. Therefore, not being part of the research questions, section 9.3 is added to 
give the items a place in this thesis. 

9.2  Summary

9.2.1  Research questions

Chapter 1 provides the background to this study and the research questions it is based 
on. The following research questions were formulated for the research on Care of 
people who are Powerless in Daily Living:
What type of care is PDL care? 1. 
What is the current application of PDL care? 2. 
What are the defining characteristics of PDL care and what is an accurate definition 3. 
of PDL care? 
What are the preconditions for the successful application of PDL care? 4. 
What is the relation between PDL care and palliative care?5. 
What are the characteristics of patients that determine the choice of PDL care and 6. 
which measuring instrument can be used for this purpose? 
How is the decision for applying PDL care taken and how is it initiated for an indi-7. 
vidual patient? Can a guideline be drafted for this process? 
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PDL care can be used in nursing homes, in care homes, by home help and in the 
care of the mentally handicapped. Information on actual practice was collected from 
nursing homes in the Netherlands and larger institutes for care of the elderly in 
Flanders since these are the places that PDL care is currently most used. 

9.2.2  What type of care is PDL care?

In Chapter 2, PDL care is examined from different perspectives with the help of a 
work model – the health care perspective, the treatment perspective and the stage of 
support by the health care providers. With respect to the patient’s level of functioning 
and health condition, PDL care is intended for patients with a major or complete care 
dependency. Seen from a care perspective, the patient has little or no capacity for 
self-care. In such a case, the care is provided by professional health care providers 
with specific expertise and skills. The care is supplemented where necessary by vol-
unteer care. The treatment perspective shows the need to stabilise the patient’s situ-
ation and their need to learn to deal with handicaps that will be permanent. This 
involves acceptance of the lowered capabilities of the patient from handicaps from 
which no cure or recovery is possible and, instead, to make the best of the patient’s 
residual capabilities. Looked at from the perspective of the support stage, the carers 
take over, partly or wholly, the patient’s self-care activities, namely a correct lying 
position, being able to sit well, washing, changing, clothes, getting around and eating. 
In PDL care, these care activities are described as lying down, sitting, washing, dress-
ing, changing, turning and feeding. PDL care is based on the biopsychosocial model, 
which is an approach in which physical, psychological and social problems are 
approached as part of an integral whole and is also a form of emotion-orientated care. 
It assumes the patient’s wishes and perception. PDL care is suited to people with 
serious chronic disorders, which can be either somatic or psychogeriatric such as 
dementia. PDL care is also used in palliative care.

In short, the answer to the research question is: 
PDL care is a form of emotionoriented care. PDL care focuses on patients with a major 

or complete care dependency, and is based on a biopsychosocial model. It assumes the 
patient’s wishes and perception, with the objective of stabilisation, coping with disabilities 
with no prospect of recovery and maximum use of residual activity. It is performed by pro
fessional health care providers with specific expertise and skills, who partially or fully take 
over the selfcare activities of daily life from the patient. 

9.2.3  How widely is PDL care currently used?

In Chapter 3, the current use of PDL care is examined by means of two question-
naires sent to institutes for care of the elderly. One was sent to nursing homes in the 
Netherlands and to larger institutes for care of the elderly in Flanders, while a second 
was sent to institutes known to use PDL care. The first questionnaire showed that 
PDL care was well known to the respondents and used by them – 85% and 72% from 
the responding groups and 83% and 67% from a sample of the non-responding 
groups. The results from the second questionnaire show that in practical situations 
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is used for people with dementia and for people with a chronic somatic disorder. 
What can be seen is a structured, emotion-orientated approach from different disci-
plines that work together in a multidisciplinary way. These disciplines are (N=76) 
doctor (63%), nurse (86%), carer (99%), physiotherapist (93%), ergotherapist (86%), 
speech therapist (51%), dietician (33%), psychologist (25%), chaplain (13%), social 
worker (9%) and activity coach (64%). Where the carer is not involved, a nurse always 
is. Either a physiotherapist or ergotherapist is always involved or, in most cases, both 
are (N=61, 80%).

A total of 88% of the institutes that use PDL care (N=77) say that the family is 
involved in its implementation. This involves not only provision of information but 
also permission to use PDL care, involvement in the care plan, instruction and advice, 
involvement with the materials used and the layout of the space where the patient 
lives. The involvement of the patient consists mostly of asking them about their 
experience, instruction and/or advice, involvement in the care plan, the giving of 
information about PDL care and permission for its use. The latter is more relevant 
to chronic somatic patients than to psychogeriatric patients.

In 93% of the institutes (N=74) the agreements regarding PDL care are set out 
in the care plan of the individual patient. In 84% of the institutes (N=74) the PDL 
care is used in all of the seven care situations described in which care is provided. 
Educational programmes have been developed in collaboration with training insti-
tutes. The benefits of PDL care experienced by the staff concerns, amongst other 
things, the patient’s wellbeing, the relation between the family and the staff and, for 
the staff job satisfaction. The widespread use of PDL care, its manner of implemen-
tation and its benefits to the staff all show how important it is to provide it with a 
scientific description and underpinning.

9.2.4  What are the defining characteristics of PDL care and how can it be defined?

In the care sector itself, there seems to some conceptual confusion about PDL care. 
The naming of the specific characteristics of PDL care defines its scope while the 
definition of PDL care states what it is but also at the same time what it is not. 

In Chapter 4, PDL care is analysed using the Walker and Avant method. The 
definition of PDL care found in the literature was tested against the defining charac-
teristics found for PDL care. The defining characteristics of PDL care are worked out 
in two categories – characteristics relating to emotion-orientated care generally, of 
which PDL care is one form, and defining characteristics specific to PDL care. 

The following defining characteristics of emotion-orientated care were formu-
lated: 
The care is person-oriented: it is focused on the individual. •	
The perception and wellbeing of the individual patient form the basis for the care •	
provision. 
The interaction between the carers and the patient is very important: there is eye •	
contact and sudden movements are avoided. The carers explain to the patent what 
they are going to do and create a calm atmosphere. They carefully enter into a dia-
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logue with the patient, taking his/her capabilities and perception into considera-
tion. 
PDL care has a systematic approach to the primary process that serves to monitor and •	
promote continuity in care. 
The care is directed at the psychological, social and physical functioning of the •	
patient.

The following specific features of PDL care were formulated:
The care is focused on patients with an irreversible self-care deficit.•	
The acceptance of the powerlessness with self-care deficiencies of the patient, if these •	
are insurmountable, is essential in PDL care. Residual capabilities are utilised to the 
optimum and, where necessary, self-care activities are taken over.
PDL care is concerned with care situations of daily life, that are subdivided into lying •	
down, sitting, washing, dressing, changing, turning and feeding.
Special skills, aids and provisions are used.•	
The working practice is described per patient per care situation and documented in •	
skills, aids and provisions that recur in different care situations, adapted to the spe-
cific care situation and the specific patient. 
The aim of PDL care is to make the care situation as pleasant as possible for both •	
patient and carer. 
PDL care uses of an interdisciplinary and multidisciplinary approach. There is close •	
co-operation between care workers, nurses, ergotherapists, physiotherapists, speech 
therapists, and, sometimes, other disciplines. Nursing and paramedical working prac-
tices and expertise are integrated into the care activities performed by care workers. 
Physiotherapeutic handholds and methods are introduced into care procedures. The 
ergotherapist provides facilities and/or aids specifically tailored to the particular (par-
tial) powerlessness of the patient or adapts these to the patient. The speech therapist 
provides advice and aids for to eating, swallowing, mouth hygiene and communica-
tion. 
To help with contact with the patient, the care is provided as far as possible on a one-•	
to-one basis. This is referred to as primary nursing.

In looking at the use of PDL care in different care situations, a number of methods, 
facilities and procedures can, in a general way, be distinguished. These return in 
different situations, tailored to the specific care situation and to the specific patient. 
Using the defining characteristics, a comparison was made with other interventions, 
namely transfer policy (borderline case), sensory therapy (related case) and ADL 
training (contrary case).

The PDL care-specific characteristics found in the concept analysis are tested in 
Chapter 5 with an expert consultation according to the Delphi method. In two rounds, 
the specific characteristics were presented to 21 Dutch and Flemish experts from the 
care sector. The experts responded independently from each other and a consensus 
percentage of at least 85% was aimed for. The concept analysis sand the subsequent 
Delphi study led to the following sharpened definition of PDL care:
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PDL care is a type of emotionoriented care for an individual who has an irreversible 
selfcare deficit and thus is very dependent on care. The aim of the care is assist the indi
vidual in his/her care situations in daily living as well as helping the individual cope with 
his/her powerlessness or partial powerlessness and its physical, psychological and social 
manifestations. The starting point of the care is the perception and wellbeing of the patient 
and the care itself relies on specific skills, aids and provisions provided by the carer, that are 
used in a systematic multidisciplinary approach. The care is given on a onetoone basis 
and aims to minimise the burden on the patient as well as the carer.

9.2.5  What are the preconditions for using PDL CARE?

In the first round of the Delphi study in Chapter 5 the experts were asked to give 
preconditions that are important for the successful use of PDL care. In the second 
round, these were presented to all participants.

The preconditions for the successful use of PDL care, for which there was con-
sensus, were:
Integration of PDL into the total care for the patient.•	
The availability and, if necessary, the involvement of the following disciplines: care •	
worker, ergotherapist, physiotherapist and nurse. 
Staff trained in the use of PDL care. •	
Support for the departmental management and top management. •	
Focus on creating a good atmosphere on the ward. •	

Specific competences are desired in the employees. These are mainly concerned with 
the empathy, co-operation and observation: 
Ability to make good contact with individual patients.•	
Ability to create a good atmosphere.•	
Ability to respond flexibly to the wishes of the patient •	
Be observant about what the patient likes and does not like •	
Focussed on putting the patient central: a customer-orientated attitude.•	
Be able to work in a multidisciplinary manner.•	

9.2.6  What is the relation between PDL care and palliative care?

Chapter 6 shows the relation between PDL care and palliative care and provides an 
example of the application of PDL care in palliative care. The objectives and working 
method of PDL care are consistent with palliative (terminal) care. The decision to use 
PDL care is consciously made when there is no possibility of recovery. PDL care is 
well suited to the outlook of demand-orientated working. In addition, PDL care con-
forms to current developments within the care sector that seek to stimulate more 
authority from patients and their families in the care sector. In terminal palliative 
care, attention will also have to be given to spirituality. Spirituality is increasingly seen 
as an independent component next to physical, psychological and social components 
of what it means to be a human being. Spirituality can receive special attention by 
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emphatically including a chaplain or other psychosocial helpers from the multidis-
ciplinary team in the care process in an attendant and coaching role. 

9.2.7  What patient characteristics indicate the use of PDL care and which measuring 
instrument can be used for this?

In Chapter 7, 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 character-
istics help to indicate the use of PDL care for a given patient and which measuring 
instrument can be used for this. The characteristics of the patients found in practice, 
are consistent to the earlier findings at the positioning and analysis of PDL care. 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-
tions, increased muscle tension and defence tension; difficult communication and 
incomprehension by the patient; problems with chewing and swallowing and saliva 
production; and disorientation in time or space. The decision to apply PDL is rein-
forced if one of the following patient characteristics has been demonstrated. 

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, 
including a number of questions from the ZZP score list1, and the Care Dependency 
Scale2. Both these scales are included in the appendix to chapter 7, as part of the 
questionnaire. 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 part of the ZZP score list) or the 
total score on the CDS is 28 or lower. 

The outcome of this research question can also be used in further research such 
as an effect study, to determine whether PDL care should be used or not.

9.2.8  How is the decision to use PDL care made and how is its implementation for a 
particular patient set in motion? Can guidelines be established for this process?

Chapter 8 shows that 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 care worker involved in the care of the patient in question. Within 
the context of individual decision-making, and transparency and accountability, it is 
important to further structure and formalise the decision making. 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 
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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 professionals would 
undertake in which care situations in order to draw up action plans complete with 
aids and provisions. The kind of involvement of the patient and family is discussed. 
A plan for evaluation and assurance is set down and coupled to subsequent multi-
disciplinary consultations.

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 of care burden and other patient 
characteristics’ and the second phase ‘Decision process’.

9.2.9  Conclusions

The study that forms the subject of this thesis looked at the situation in the field. It 
examined PDL care – a model developed by paramedics and care workers in working 
practice. During the study, there was constant interaction between practice and the-
ory. It started with a literature study, which gave a general picture of how PDL care 
is used in practice. Working from theory, an analysis of PDL care was made that was 
then tested in working practice. The patient characteristics and the possibilities for 
using measuring instruments were then studied using data from working practice. 
Prototype guidelines were then compiled for the process of deciding at patient level 
whether or not to use PDL care. In effect, the study went from practice to theory and 
then returned to practice.

All this has led to greater insight into the intervention model itself and how it is 
actually used in the Netherlands and Flanders. The study showed for which patients 
PDL care was indicated, showed how this could be measured and set out the first 
stepts to guidelines for decision-making and implementation. The outcome can and 
should be used to do further research, such as effect research. The study showed how 
PDL care should be implemented and which preconditions need to be met in order 
to do this correctly. These elements: for whom, how and with which preconditions 
for use gives the basis for the scientifically supported use of PDL care.

9.2.10  Recommendations for the use of PDL care

A. A conscious choice: accepting a permanent selfcare deficit. An aboutturn in thinking
The decision whether the care for a patient should aim at rehabilitation and recovery 
or at the patient’s quality of life and their acceptance of their inability to perform 
self-care activities is both highly consequential and difficult to take. The decision to 
use PDL care will therefore have to be taken together with the patient and their part-
ner or family and should involve all the relevant disciplines. For carers this will 
sometimes involve an about turn in thinking that requires some attention. A medical 
model aimed at recovery is replaced with a biopsychosocial model aimed at improv-
ing the quality of life in which the patients find themselves. All employees involved 
with the patient should have made this about turn. It is not in the patient’s interests 
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if, at one moment, they are pushed to do something they cannot only to find that the 
task is then sometimes taken over by a carer. In addition, the methods, facilities and 
procedures used for the PDL care need to be formalised so that they can be used 
consistently for a particular patient by different carers.
B. Dealing with partial powerlessness and making maximum use of residual capabilities
During the analysis of PDL care, a number of participants pointed out that powerless-
ness can also be partial. Where this occurs, there should be particular attention for 
making maximum use of residual capabilities and encouraging the patient’s use of 
them. It makes sense that someone should not be made more powerless than he or 
she is because of his or her handicaps. In the literature on PDL care this mainly 
comes up with reference to standing and walking – a patient able to walk should not 
be sitting in a wheelchair in the living room, for instance. Instead, they should be 
encouraged to walk the distance they can manage. The later literature emphasises 
the taking over of self-care deficiencies since these generally cause the most problems 
in caring. This can also be seen in the education, where most and sometimes all of 
the attention is given to taking over self-care. Partial powerlessness and the maxi-
mum use of residual capabilities seem to disappear into the background. It would be 
good if dealing with residual capability – and not only in standing and walking – 
received more attention in the literature on PDL care and in its teaching.
C. Palliative care, added spirituality
Although PDL care was not developed specifically for palliative care, its principles 
and working methods fit in well with it. It is, of course, not the only type of care that 
can be used in palliative care. A number of elements which are of particular impor-
tance in palliative care, such as spirituality, will have to be expressly added to the care 
provision where PDL care is used in palliative terminal care. These are in fact adapta-
tions to the patient in his or her specific situation.
D. Keeping within formulated boundaries
PDL care was developed in working practice, where it is also undergoing further 
development. Carers developed new and handier measures and annual meetings 
were organised in the Netherlands where people could exchange experiences. 
Gradually, manufacturers of aids and facilities have begun to serve this specific target 
group – the patients with powerlessness and for the carers who look after them. In 
order to make PDL care unambiguous, it is important to set out some boundaries to 
show when something is or is not an aspect of PDL care. The research described in 
this thesis looked at PDL care as it had been developed in practice. The ‘recipe knowl-
edge’ developed in practice and ‘procedure knowledge’ have been given a theoretical 
basis by this study.

This theoretical basis creates a framework for PDL care. During the study, there 
was constant interaction between practice and theory. It began with a literature 
search. Then a picture was created of the actual use of PDL care in working practice. 
From the theory, an analysis of PDL care was made that was then tested in practice. 
The boundaries that need to be respected in the application of PDL care are set out 
in its definition. It forms the guideline for the practical application of PDL care. In a 
practical situation its means that if the possibility arises for using PDL care, all ele-
ments of the definition would be used. If only a few elements of the PDL care are 
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used, it cannot be said that PDL care is being used. What can be said is that some 
skills, aids and provisions from PDL care can be used. In addition, some elements 
can be added in practice by employees without these then forming part of PDL 
care.
E. Decisionmaking regarding the application and implementation of PDL care at patient 
level
Using data from working practice, the characteristics of patients for whom PDL care 
is used were studied. A procedure was formulated for deciding whether PDL care 
was suitable for an individual patient and another procedure was formulated to 
decide whether or not to actually use PDL care in that case and, if so, how it would 
be used. The procedures can be used in the follow up of this thesis to do further effect 
research and to develop guidelines for using PDL care.
F. Use of PDL care in other countries
So far, PDL care has been sued within the Dutch and Flemish language areas and 
most of the literature in the PDL care workbook is in Dutch. After laying a scientific 
basis and publishing in other languages, it is recommended to use PDL care in other 
countries where comparable problems are being discussed. It can be a special addi-
tion to the patient centred care as developed in other countries.
G. Supplementary effect study
In the inventory made for the application of PDL care in Dutch and Flemish institutes 
for care of the elderly, respondents were also asked about the effects experienced from 
the use of PDL care – for the patient, for the family and for the carer. The effects given 
in the replies were predominantly based on the experiences of the carers. As a result 
of subsequent theory formation, there is now a basis for scientific effect studies. The 
following items were established as necessary for effect studies:
A measurement procedure for determining which patients will receive PDL care.•	
A procedure for determining whether a patient will receive PDL care and in which •	
way this will be done.
The preconditions for using PDL care.•	
The specific characteristics of PDL care, which all must be applied when PDL care is •	
used.

This means that the results of this study can be used for further scientific research. 

9.3  Quality of Life is beyond figures

If we put PDL care back into the context of the care of the elderly, this type of care 
fits in well with current thinking about care., namely that it is demand-orientated, 
takes into account the workload of the employee, involves an active role for the man-
agement of the care home and is primarily aimed at improving the patient’s quality 
of life. PDL care is used by care institutes to improve the quality of care. 
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9.3.1  Quality elements in the care sector

Currently, quality is at the focus of attention in the care sector – for the patient, for 
patient’s partner and family, for the carer, the management, the health insurer and 
the government. Nevertheless, quality is experienced and approached differently by 
different people in the care sector – all of these participants in care define quality in 
their own way. Often they will admit they have a different interpretation of quality, 
but it often goes no further than that. Judging by the statements of the various par-
ticipants, PDL care is aimed mainly at the quality of life of the patient, their partner 
and family and the carer. At the same time, PDL care can involve a number of quality 
elements, such as those experienced by management, health insurer and the govern-
ment. An overview of how the concept of quality is seen from different perspectives 
in the care sector and examples of used means in order to achieve this quality is given 
below. It draws on the experiences of people who work in the sector and the experi-
ences of the researcher during the study itself.

Participant Quality Means

Patient Living as normally as possible  -
Pleasant living, eating well  -
Little or no pain  -
Little or no trouble from handicaps  -
Approached as an individual  -
Control of care provided -
Being helped quickly and effectively  -
Reliably professional quality -
Wellbeing  -
Good relations with carers  -
Good relations with people around them  -

Small-scale living  -
Individual budget  -
Individual plan for care and   -
wellbeing

Partner, family Good care for the patient  -
Authority  -
Information  -
Involvement in care process -

Participation in the multidisciplinary  -
consultation 
Family participation  -
Supply of voluntary care  -

Carer Job satisfaction  -
Opportunity to develop  -
Able to act professionally  -
Good relations with the patient  -
Good relations with colleagues  -
Participation and appreciation  -
Health  -

From task-orientated to patient- -
orientated 
Team meetings  -
Health and safety policy  -
Lift-and-transfer aids  -

Management A financially healthy organisation  -
Market orientated  -
Customer orientated  -
Competitive  -
Efficiency and efficacy  -
Flexibility and care  -

Financial reports  -
Registrations  -
Links with the neighbourhood  -
Protocols  -
Certification  -
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Participant Quality Means

Health insurer A good and wide reputation  -
Many customers  -
Competitive  -
Finances in order  -

Customer satisfaction  -
Positive news coverage  -
Customer choice  -
Registration/certification  -

Government Financially viable at macro level  -
Satisfied citizens  -
No emergencies  -
Equal treatment (for right to care) -

Care dependency packages  -
No bad publicity  -
Protocol creation and registration  -
Indication-for-treatment statement  -
Inspection  -

Table 1. Quality aspects for different participants and examples of the used means in order to achieve 
them

The patient
Patients will, despite having a disorder or disability, want to live as normally as pos-
sible. They will want to suffer as little pain as possible and suffer the minimal pos-
sible problems from physical and mental handicaps. They will want to live pleasantly, 
eat well, have clean clothes, etc. Moreover, they will want to be treated as individuals 
by carers and those around them – as people with their own idiosyncrasies, wishes 
and habits. They will want to have a say in the care given to them and if they can no 
longer do this, others will have to do it for them while taking into account the patient’s 
character, preferences and idiosyncrasies. The care is considered to have good quality 
if they are helped quickly when and where they want to be helped and the profes-
sional quality of the care must be high as a matter of course.

Wellbeing is important to people and is one aspect of the quality of life. Often 
they are mentioned in the same breath – ‘care and wellbeing’ – when people talk 
about care these days. In general, a patient values a good relationship with carers and 
the people around them.

The means aimed at the above-named elements of a patient’s quality of life are 
small-scale living, an individual budget and the individual care plan. 

We talk about small-scale living where a small group of people, with the intensive 
care and support they need, live with each other in a group house that makes it pos-
sible for them to have as near normal life as possible3. Cleaning the house, going 
shopping, cooking and washing up are all aspects of a normal household and take 
place within the residence group4. 

An individual budget (PGB) is a sum of money that someone receives in order 
to buy their own care. With this money, people choose their own carer. With an indi-
vidual budget, someone can buy-in care and in that way determine whether and in 
which way the care is provided5. An individual budget allows the patient to exercise 
maximum influence on the sort of care they receive. 

An individual care plan is used in different care situations. The Health Care 
Inspectorate has set out what constitutes ‘standards for responsible care’ and, in this 
way, they have involved themselves with the nature of the care provided6. They 
emphasise the quality of life of the patient. They state that the starting point for the 
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care should be the needs, interests and capabilities of the patient and that the indi-
vidual care planl should contain clear guidelines for daily procedures. Where patients 
have dementia, they add that a respectful, warm treatment of patients is important6. 
To this end, Actiz has developed a Treatment and Care Plan, called the ‘care-live-plan’ 
(in Dutch: ‘zorgleefplan’), which is now being introduced into many Dutch institutes 
for care of the elderly7 and is connected with the ‘standards for responsible care’7. 

PDL care connects with what the patient experiences as quality. PDL care, as a 
form of emotion-orientated care, is aimed at the experiences and wishes of the 
patient. In this biopsychosocial model wellbeing is an important element of the qual-
ity of life of the patient. The effects that employees observe on patients from the use 
of PDL care involve both physical and mental comfort. In providing care, the aim is 
as far as possible to accommodate the wishes, the capabilities and the habits of the 
patient. The patient is regularly asked what they like or, if they cannot express this 
verbally, non-verbal expressions are looked for. The employee, naturally, needs suf-
ficient social competences to do this.

The partner and the family
The quality that the partner and family want in the care is a continuation of what the 
patient wants. The partner and family are, incidentally, often rather more critical than 
the patient because they are in a less dependent position with respect to the carers. 
Sometimes feelings of guilt play a role in this because they can no longer provide the 
care themselves or because of the simple fact of the admission to a care institute. The 
partner and family will want to be involved in the care – certainly to be kept informed 
and, possibly, to provide voluntary care themselves and to have a say in decisions 
about the care provided – the latter particularly when the patients cannot do this for 
themselves. 

In his book ‘Het refrein is Hein’ (in English: ‘The Refrain is Hein’), the nursing 
home physician Bert Keizer gives several examples of patients in a nursing home, 
particularly in the last phase of their lives8. The ‘Standards for Responsible Care’ set 
out by the Health Care Inspectorate state that the individual care plan should come 
about in consultation with the patient and people within the patient’s social network. 
Care also needs to be taken to ensure that people from the patient’s network are 
important sources of information for setting up a good care plan6.

Family participation is a good way to meet the wishes of the family and this makes 
it a topical subject within care institutes9. Discussion with the family takes place 
within many institutes and in some they also contribute to the multidisciplinary 
consultation. At the same time, the Inspectorate also noted that patients and patient 
representatives are still little involved with the care plans of institutes6. 

l A care plan describes the current and desired situations for the patient. Objectives are 
set for a given period based on the wishes, capabilities and limitations of the patient in 
question. Because the care plan describes how these aims are to be reached and who is 
responsible for doing this, the care plan gives a concrete description of the care and 
support involved. The care plan stays with the patient (Ministerie van VWS, 2007).
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The role of the partner or family has, with PDL care, grown in recent years. The 
family is involved with the care provision and can say what the patient likes and 
dislikes if the patient is not able to indicate this for him or herself. The partner or 
family should also be involved in choices made in the care provision. The decision 
to use PDL care is one in which the family or partner must be involved as they can 
also offer the patient practical support. In practice, the family is indeed informed 
about the use of PDL care but is not always involved in the decision-making. Although 
the role of the family in PDL care has grown over the last few years, in the coming 
years the role of the family or partner in PDL care will increase and will have to be 
elaborated further. 

The carer
The carer will want to do their job well and gain jobs satisfaction from it. They will 
want to derive pleasure from their work and to develop in it. Being able to act profes-
sionally is a quality element for the carer. Relationships in their work are also impor-
tant – with the patient, with their colleagues and with their superior. Just as with other 
employees, the carer has a need to feel appreciated in their work. From the patient 
this does not have to be literally expressed: if the patient feels better as a result of 
what the carer does, this in itself gives the carer satisfaction. With respect to col-
leagues and their superior, the carer will want to be taken seriously and to have some 
say in matters affecting their work.

The switchover from task-orientated to patient-orientated working gives the carer 
more responsibility and a better relationship with the patient. A national project 
called ‘The Workfloor in Focus’ (In Dutch: ‘De werkvloer centraal’) is concerned with 
work motivation in the care of the elderly. Its aim is to reduce work stress and raise 
job satisfaction10. The project is a continuation of a study carried out by Anne-Mei 
The in a Rotterdam nursing home11. This study brought to the fore, amongst other 
things, the problems of care workers caring for demented patients in combination 
with limited financial means. The ‘Workfloor in Focus’ study involved mainly brain-
storming and intervision sessions for carers (from all disciplines) and managers 
connected with a nursing unit.

The health of the carer is also a quality element for the carers. A low rate of sick-
ness absence is good not only for the organisation and the institutes but also for the 
carer. The working conditions are currently a matter receiving attention within the 
sector providing care of the elderly. The most important physical causes of work-
related sickness absence in the care sector are physical complaints caused by working 
conditions and excessive pressure at work12. Mentally, it is behaviour problems and/
or aggression of patients that cause the stress. Carers are educated and coached to 
deal with these problems, with the coaching taking place in the daily work situation. 
Regarding physical burdens it is also possible to lighten the care provision by using 
aids such as lift-and-transfer apparatus. 

In PDL care, the reduction of the load on the carer is an important item. PDL care 
makes a lot of use of aids of this sort, and this makes one-on-one care possible. 
Caregivers experience less behavioural problems and aggression by using PDL care 
and more job satisfaction. It is likely that both are the result of the greater attention 
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that can be given to the patient and the carer that can be tailored to the patient. Next 
to this there is the attention for the communication with the partner and the family 
of the patient, the attention for the workload and the opportunity to make a personal 
contribution of ideas by the carer in the care of the patient.

The management
A managerial position within the care system is increasingly entrepreneurial. The 
financing system for care institutes is changing in a way that requires building finan-
cial reserves to cover risks. This means that the manager is increasingly involved in 
financial management and ‘production’. A financially healthy organisation is a qual-
ity element for a manager who, to keep track of these matters, needs to use financial 
reports and registrations. To make use of market forces, the organisation needs to be 
market orientated: a manager these days is expected to make strategic decisions about 
care provision at a time when the government is shedding responsibilities and the 
‘civil society’ is ambivalent13. In order to be market-orientated the manager will seek 
to integrate the organisation into its environment – literally in terms of the village, 
town or district where the institute is, but also in the sense of making contact with 
certain customer groups. 

One part of the market-orientation quality aspect is the flexibility of the care – it 
must be possible to adapt to changes in the market. Sometimes the manager is forced 
unwillingly into competition with fellow institutes. When that happens, it is not just 
a matter of the price, with its efficiency and efficacy aspects, because the quality of 
the care provision also plays a role. This means that customer orientation and flexibil-
ity are quality elements from the viewpoint of the manager. The means in order to 
achieve this include protocols and the certification of institutes.

Eventually, then, the quality and content of the care reappears as a quality ele-
ment. The final responsibility therefore lies with the manager, who is the one who 
ultimately determines which care methods are employed by the institute. These not 
only have consequences for the care provision itself but also for the institute as a 
whole. 

PDL care in a strongly customer-orientated approach. Many care institutes in 
Flanders and the Netherlands use PDL care with the aim to improve both the quality 
of care for the patients and the patients’ quality of life. In addition, the implementa-
tion of PDL care has consequences for the institute, namely that there should be a 
good atmosphere and that good preconditions need to be created. The patient must 
be central to the outlook of the institute; there should be integrated multidisciplinary 
care provision. PDL care requires input from the management of the organisation. 
The management needs to stand behind the decision to use PDL care. Only then can 
the other preconditions be met.

The health insurer
For the health insurer, quality takes the form of good brand awareness, a large 
number of customers, a competitive position, and a financially sound and smooth-
running organisation. Customer satisfaction also plays a role but this applies both to 
customers who receive care and to those who only pay premiums. Customers are 
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attracted mainly on price. Advertising campaigns concentrate also on the image of 
the health insurer and the image of its customers. 

Health insurers try to get positive news coverage for themselves, in part by sub-
sidising high-profile projects through sponsorship. In addition, the customers’ abil-
ity to choose between different packages is seen as a way to be competitive.

From the health insurer’s point of view, quality in care provision consists of ‘get-
ting good value for money’. The ‘value’ in this case is based on to certification of 
health care providers, their standing in quality league tables and any complaints that 
occur. The certification of institutes should also involve the content of the care that 
is delivered. When proved effectfull PDL could form part of this value. So far, how-
ever, the certification has been concerned mainly with setting down procedures.

The government
The government is striving to play a smaller role and allow care institutes to do more 
themselves while still keeping a guiding hand on the care sector. For the government, 
financial viability at macro level is a quality aspect. It tries to achieve this by setting 
fixed tariffs for, amongst other things, the care dependency packages, which are 
intrinsically customer-orientated. The government ultimately looks for quality in the 
care sector in the form of satisfied citizens. 

To keep customers satisfied there should be little fuss or bad publicity about the 
care sector in the media. Quality is mainly screened via protocol creation and registra-
tion. Equal treatment with respect to the right to care – which is a quality element for 
the government – is ensured by the indication for treatment. The test for intrinsic 
quality is carried out by the health care inspectorate. The ‘Standards of responsible 
care’ is an example of this, as mentioned earlier. The inspectorate not only looks at 
whether the competences of carers are directed at the daily care procedures and the 
necessary technical nursing procedures, it also tries to see whether there is a good 
individual approach and a good treatment that makes a good quality of life possi-
ble6. 

These competences connect with competences like those that are named in PDL 
care. In addition, the emphasis that PDL care places on patients and their families 
accords with the wishes of the inspectorate and therefore the government.

9.3.2  New roles for improving quality of life

As described earlier, everyone has from their own perspective their own ideas and 
wishes about care and the quality of care. In practice, these different perspectives do 
not always accord with each other. For example, money set aside by the management 
cannot be used to buy transfer equipment and giving control to a patient or the fam-
ily can lead to inefficiency in the care process. Despite this, all action from the differ-
ent perspectives, and from different levels, should converge and lead to one aim – the 
quality of life of the patient. Without going through the different theories concerning 
quality of life, one could say that the focus on quality of life requires reconsideration 
on everyone’s part. We have to get back to cohesion, to a linking up of the different 
actions. Not from an economic perspective, but from the perspective of the patient. 
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Everyone naturally thinks that they are working towards that goal and just as naturally 
everyone has the best of intentions for patients dependent on care. But more is 
needed.

The patient
The patient gets a new role. He can and will and must say what is important to him. 
And if the patients can’t do this, their partners or family must do it for them. For 
many old people these days that is difficult. Many old women in particular are used 
to decisions being made for them by, first, their partners and then, later, by the chil-
dren.

Some patients regularly respond to a request for a decision with ‘What would you do in my 
situation doctor?’ Some carers regularly answer, even if it is not asked: ‘If I were you, I 
would…’.

This means that carers and the patient’s family have to help in order to find out what 
is important to a patient. Insight into ways of life is important. At the same time, the 
things that are important to a patient can change. It is important that the patient is 
involved in decisions relating to care provision. The patients themselves get control 
over the care. The patient’s participation in the multidisciplinary team meeting (MDT 
meeting) where the outline of the care is set out, is also a very logical step. Something 
care institutes incidentally have trouble with. It is naturally not a question of ‘Your 
wish is our command’. The health care provider can set limits to what can be provided 
in each case. Together with the patient, the possibility that certain diagnostic proce-
dures and treatments might not be meaningful will be discussed from a quality of 
life perspective. But at the forefront stands the striving to meet the wishes of the 
patient. Moreover, if the patient is not able to express himself in a multidisciplinary 
team meeting, another form of communication will have to be found. What is impor-
tant is that the last word comes from the patient in such a way that he can give it. It 
is about giving a fully valued place to the patient when it comes to the care that he or 
she receives. The decision lies with the patient. Only when the patient is not of sound 
mind can they be replaced in this role by their partner or family. 

What can I get you?
 
‘What can I get you?’ said the nurse:
‘Coffee or tea?’
‘Co..co..cognac’,
said the aphasia patient.
The nurse laughed.
‘You mean coffee, of course?’
‘Yes’ said the man with a red face, 
but he actually did mean cognac.
 
Gea van Dijk
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The partner and the family
The role of the partner or family depends to some extent on the patient. They take an 
active role in the care process in the sense that they, who know the patient best, speak 
for the patient when the patient cannot speak for himself. The people the patient 
knows.

This means that the partner or family retains their responsibly for their partner 
or parents even if someone has been admitted to an intramural setting. Often a part-
ner or family member will feel in the first instance a sense of relief when someone 
is admitted. Admissions are always preceded by a period of either worry or support 
and care at home.The admission remains a big step and is an emotional time. There 
is often a feeling of guilt. If the admission itself goes well people feel a sense of res-
pite. Naturally, there is a sense of well-earned rest but it is important that the partner 
or family remain involved in the interests of the patient, as they have been part of the 
patient’s life for a long time and thus belong to the patient’s ordinary life. This applies 
equally in reverse to the partner or family. If the partner or family cannot be at least 
occasionally present, another way must be sought to keep in touch with them. If that 
fails, a gap is created and the patient suddenly comes very much back into the picture 
when they contract a complicated illness or enter the terminal phase. It is in this 
situation above all others that the role of the family and partner in making decisions 
becomes important, and this only works as it should if there has been regular con-
tact.

Situations that lead to conflicts with the family are often those in which the family only enter 
the picture when the patient becomes suddenly ill or terminal. ‘She’s been here two years 
now and we only have seen the son before when she was admitted’.

There are situations in which the partner and family cannot come to an agreement 
to which policy should be followed or which decision should be made. When this 
happens, the decision is often shifted to the care staff, who are then left not knowing 
what to do or take decisions themselves. It remains, however, the responsibility of 
the partner and family to come to an agreement and take the decision themselves. 
In order to do this they must naturally be well informed and supported by the care 
staff, the doctor and, where necessary, by other disciplines. 

The participation of the partner or family in a multidisciplinary team meeting 
(MDT meeting) can, in view of this, be seen as binding for both the health care pro-
vider and the family to partner. Here again, if the family or partner is not able to take 
part in an MDT meeting another form of communication must be sought.

Sometimes the partner or family also provides voluntary care. The voluntary carer 
will have to be involved in the total care process in a fully valued way. The activities 
of the professional health care providers and the voluntary carers will have to be co-
ordinated. If that does not happen by itself, an extra effort will have to be made to 
bring it about. 
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The carer
The carer is trained to follow professional standards. Professional standards show 
how a specific disorder is best diagnosed, cared for, supervised and treated. In prac-
tice, the care giver not only has to deal with the patient but also has other people 
looking over their shoulders – colleagues from the same or other disciplines, the 
partner, the family, the manager, the health insurer, the government, the media and, 
often, the carer’s own social network as everyone knows how to talk about care. They 
have to take everybody into account – it is not enough just to do the job they were 
trained for.

Why do carers sometimes do things ‘In the best interests of the patient’ against the express 
wishes of the patient, calling him by his first name?

The carer will have to invest more in relationships than before – in the relationship 
with the patient, the partner, the family and with colleagues. In the relationship with 
the patient he or she will, first of all, have to see him as an individual. An individual 
with his own habits, desires and preferences. Someone who has had experiences that 
have made him the way he is. At the same time, the carer will have to realise that 
everyone is different and, consequently, that the appropriate approach or manner of 
treatment will also be different for each person. The living environment has different 
effects on different people. To provide good care directed at the quality of life of the 
patient, the carer will have to remain flexible and attentive to the patient and allow 
for differences between patients. Habits play an important part in this. Patient’s 
habits that affect the care process and habits of the carer that they might have to be 
prepared to put aside. As mentioned above, the carer will have to involve not only the 
patient but also the family or partner in the provision of care, which includes the 
decision on whether or not to use PDL care. It is important to reach agreement about 
this. 

The carer needs his relationship with colleagues in order to reflect, for support 
and to draw on each other’s expertise. This is true whether the colleagues come from 
the carer’s own profession or from another – a process that depends on equality of 
esteem and mutual respect. The different levels of training and the related difference 
of status of the different disciplines have for a long time led to a lack of understand-
ing between professions. The emancipation of the carers and nurses happened in 
the face of resistance from the other disciplines. 

An artificial opposition is created between the disciplines, which has to be repeat-
edly broken down. The multidisciplinary care provision, which is characteristic of 
PDL care, is one of equity and makes use of the different professions within the care 
sector, which all need to keep and open mind, listen to each other and acknowledge 
the limitations of their own capabilities (knowledge and skills). Good teamwork 
between the various professionals that provide the care to the patient as a team is 
essential to the patient’s quality of life.
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Good multidisciplinary care is like your favourite dish – you taste the different ingredients, 
none of which can be missed, but then they merge into the one taste you love so much.

While on the subject of the carer, another element is the carer’s need to look after 
their own health. Caring with patients with high a care requirement – such as those 
affected by powerlessness – demands a lot from the carer. Attention needs to be given 
to the physical and mental load on the carer. The physical burden can be eased by the 
use of mechanical aids such as lift-and-transfer equipment. The mental burden can 
be eased by people knowing that they can rely on each other, whether from within 
the carer’s own discipline, from carers in other disciplines or from the management. 
This allows professionals with a higher level of training to offer support to care staff 
by way of an approach that consists of guidance rather than interference. Here again, 
this involves the use of expertise that is either in-house or available form elsewhere 
and an open attitude on both sides is essential. 

Carers will often want to do everything for themselves, which makes asking for 
help difficult. This help question is especially important for good care provision in 
smaller types of residence. Open teams, hospitable for others – for partners, for fam-
ily and for other carers. 

Providing feedback to colleagues and to other disciplines is often difficult, but 
nevertheless essential. A physiotherapist or social worker should also bring attention 
to the things they notice by joining the discussion and giving space to others. 

New carers – and school leavers in particular – are enthusiastic and at the same 
time also vulnerable. They are full of what they have learnt in theory and then come 
up against a reality that is often quite different. Their colleagues and the management 
will have to listen carefully to these care workers to ensure that they can continue to 
work enthusiastically. They should naturally also have the opportunity for self-devel-
opment. 

The management
The management will have to be aware of its responsibility for creating the conditions 
with respect to the content of the care, directed at the patients’ quality of life. 

The current focus on finances is evident. The economists and financial experts, 
accountants and bookkeepers in an organisation have an important voice that is being 
increasingly heard. But in addition to this, every manager will have to look more 
deeply into the care that is provided and what is important about it. Many managers 
do not have a background in the care sector and have no real affinity with it. This 
makes communication with the carers harder but at the same time also more impor-
tant. The manager relies on the carer to say what is important and necessary to 
improve the patient’s quality of life. The manager will have to learn to listen to the 
carer, to interpret the signals and modify his actions accordingly. 

A chef needs to taste all courses before it goes to the customers. Why, then, can a team 
leader in the care sector shut himself up in an office at the busiest time of the day to study 
financial data?
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The manager will have to create space for flexibility and allow ‘his’ money to facilitate 
patient care. At the same time, the manager also needs to pay attention to the care 
workers themselves. As already described, work satisfaction and opportunity for self-
development are important for care workers. 

The manager will have to take this into account along with the vulnerability of 
starting care workers. It is not for nothing that PDL care calls on the management 
for support and encouragement. Special aids will have to be purchased and attention 
paid to the living environment of the patient, which is also the work environment of 
the carer. A good personnel policy that takes these things into account leads to low 
sickness absence and satisfied carers and this, in turn, facilitates good care and qual-
ity of life for the patients.

When new carers are taken on, it is not sufficient to look at their expertise in their 
chosen disciplines. Their skills in communication and ability to forge a good relation-
ship with their patients and colleagues also have to be examined. It is in these latter 
skills that language plays an important role. In her study, Anne-Mei The spoke about 
the problems that occur when coloured care workers are employed in our culture11. 
In the care for the vulnerable group of elderly people that is the subject of this thesis, 
the risk of language and cultural problems should not be taken. Foreign personnel 
are better employed in situations where there is more emphasis on purely profes-
sional, discipline-specific skills, but not for this group of vulnerable old people as the 
patient-carer relationship is too important. However, if this is unavoidable due to staff 
shortages, a lot of time and energy will have to be put into bridging the linguistic and 
cultural gap. For the same reason it is advisable, when the patients have a different 
linguistic and cultural background from the country where they now live, to use car-
ers with the same linguistic and cultural background. This also links up with the fact 
that old people with dementia or a chronic somatic disorder often fall back on their 
original language and culture. It is important in this respect to take action to deal 
with the personnel shortage so that culture can be matched to culture. This is, how-
ever, mainly a matter of the finances available for care provision.

The health insurer
The health insurer will have to create preconditions for the care institute. They often 
find themselves in the situation of a manager – devoted to the businesslike manage-
ment of the care for ‘their’ policyholders, or of all insured persons in the region or 
even for all citizens. 

The insurer is the financier and rule setter, and thereby looks after the money 
that people make available to insure themselves against health problems. Under the 
existing health system, health insurers are set up in the same way as any other insur-
ers – they exist to distribute profits to the shareholders14. 

It can sometimes look as if the health insurance company is more a keeper than a provider 
of the money of the insured, like an ever-watchful dragon seated on its hoard of gold.

The health insurance company will have to direct to direct itself more at making 
available the money needed or providing the care. With the necessary flexibility, 
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adapting to the different and changing wishes of the patients and tailored to their 
habits. The solidarity on which all insurance is built requires the commitment of 
money to those that need it at the time, and this is equally true of health insurance. 
The money now being paid in is used to pay for those who presently need it – the 
solidarity principle. The practice of hoarding has no place here, neither profit making. 
The premium goes up when the costs go up. Those who need something, should be 
seen in the context of the quality of life. 

If the insurer forgets the solidarity principle, we would be better off putting our money in a 
sock in a safe in a cellar to which the most important people in our private lives have a 
key.

The government
The welfare state provides care for people who cannot function adequately as a result 
of physical or cognitive handicaps15. The government worries about whether this will 
be financially viable in the future in the face of the double aging of the population. 
However, the ‘Wetenschappelijke Raad voor het Regeringsbeleid’15 (in English: 
Scientific Board for Government Policy) found that this was more a problem of shar-
ing between the richer and less wealthy elderly than of financing per se. The govern-
ment will have to act as facilitator for the health insurer, the care organisations and 
the carers.

The government and the health insurers are closely interlinked – the government 
sets rules within which health insurers can collect money and spend it and, in the 
case of the AWBZ (in English: Chronically Sick and Disabled Persons Act), the gov-
ernment itself acts in the role of collector and financier, albeit by way of various 
regional care offices manned by the largest health insurer in the relevant region. In 
this case, everything written above about the health insurers is also true of the govern-
ment. The AWBZ is a social insurance system – that is, it is also subject to the solidar-
ity principle and money that comes in should also be spent now. 

People are willing to spend a lot of money on their own health and care. Therefore the gov-
ernment should be willing to spend a lot of money for everyone whose health and care needs 
come under its remit.

The government also sets the rules for the while process of financing, all the way to 
the point of delivery of care. When talking about the government we are talking about 
money. From the macro budget that the government makes available, the facilities 
and provisions are paid for but also a large part of the personnel costs. Health care 
salaries are generally low, and salaries in the care of the elderly are amongst the low-
est in the health care sector. If the salaries and their associated status were to rise, 
more people would remain in the care sector or seek a future within it. 

Looking at the ‘right to care’ there is at the moment much that needs to be done 
in the Netherlands about indication for treatment and care dependency packages for 
the AWBZ. A patient is indicated by an independent official, who is bound by various 
rules, for a certain amount of a certain type of care, which is then set out in a care 
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dependency package. The care can then be provided by various organisations that 
have a contract with the regional care office. There is however another route available, 
namely a PGB. With a PGB, the patient makes a contract separately with a health care 
provider, though it is open to question whether a PGB, with all its rules and the bur-
den of administration, is really appropriate to the sort of patient whose care forms 
the subject of this thesis. Then there is the problem of the ‘care gap’ – with the money 
that intramural organisations receive, they can prescribe less care than is prescribed 
in the indication. In other words, less care than the patient needs. 

There is no reason to suppose that this care gap will disappear in the future as a 
result of any new financial rules. The care gap will also compel intramural organisa-
tions to agree with the patient and/or patient’s family about which care services will 
or will not be provided. 

The government will have to play a facilitative, supportive and precondition-cre-
ating role for the care sector. It will have to provide room for flexible effort, adapted 
to the wishes and habits of the patients. To do this, they will have to ensure they are 
kept well informed by care organisations. Patient organisations also form a good 
source of information for this. In this way, the patient’s quality of life should be 
improved. 

The government also has the role of a controller and supervisor of the care sector, 
both via inspection and by its power to set quality standards. It does the latter in 
consultation with, amongst other sources of information, groups of care organisa-
tions, and health insurers. This is how the ‘Standards for Responsible Care’ and the 
certification system like HKZ (‘Harmonisation of Quality Review in Health Care and 
Welfare’). Both these tests still consist primarily of protocol creation, the setting out 
of guidelines and data and providing insight to the patients and third parties about 
the care provided. There has been a lot of debate about this because the approach 
deals in a lopsided way with the quality of the organisation at the expense of the actual 
provision of care. To correct this imbalance, customer satisfaction studies have been 
used that offer more insight into the quality of care as experienced by the patients 
and their families. 

 
The key word where all components that involve care is involved is ‘relationship’. A 
relationship is fed by communication. The precondition for providing care directed 
at the quality of life of the patient is good communication between the various 
actors. 

To start with, good communication between the carer and the patient, the carer 
and the partner or family, the partner or family with the patient, and the partner and 
family amongst themselves. This takes place at the level of care provision itself.

Then a good relationship and communication is needed between managers and 
carers; between care organisations and the health insurer, the regional care office and 
the government. A good relationship between the government and health insurers 
and the patient and patient interest organisations. 

Despite the range of modern communication technology available, it is personal 
contact which is important here. Only by meeting face to face nuances can be made 
apparent and the real issues become evident. The current regime of stimulated mar-
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ket processes and competition make communication even more difficult because 
people are then influenced by their own interests and assume that others are influ-
enced in the same way.

Openness is the only answer to this – let people know what you are doing, explain 
why you are doing it and say why you have chosen to do it one way rather than 
another. Similarly the other has to be open and have a positive fundamental attitude 
to provide together a good quality of life for those who can no longer look after them-
selves.

 
Regarding PDL care, I hope that this study will make a contribution to this openness 
and communication and that it can also serve as a basis for further study of the effects 
of PDL care on patient quality of life.

Within the care of the elderly, much has been developed by the carers themselves. 
It is passed on to others with the words ‘Do it like this and you’ll see that it works’. 
Pragmatic as he or she might be, the average carer has little interest in research: ‘It 
works. Can’t you see that?’ or ‘The patient likes it. That’s obvious, isn’t it?’ or ‘What’s 
so special about what we do here?’ However, to give the care of the elderly an equal 
place within the healthcare system, research will be needed. Not research into some 
medical tour de force, but into forms of demand-oriented care and into how to pro-
vide care demand-orientated. 

And in so doing, reveal the knowledge such that it can be passed on to others.

It’s not a matter of how old you get; it’s about how you get old.
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Summary 

This thesis describes the care of people who are Powerless in Daily Living (PDL care). 
PDL has been increasingly applied in the Dutch and Flemish care of the elderly, with 
experienced positive effects on the patient’s quality of life. It is consistent with the 
current philosophy on care and developments within health care. PDL care provides 
an in-depth demand-oriented answer to demand for care for patients with high or 
complete care dependency without the possibility of cure or recovery. The basic 
assumption behind PDL care is abandoning the idea of healing or recovery in irre-
versible situations and focusing on quality of life, maximum use of residual activity 
and health care provision as pleasant as possible. So far PDL care has been developed 
in working practice to so called ‘recipe knowledge’. After this working practice created 
‘procedure knowledge’: PDL care was described in procedures, developed by care 
providers themselves, influenced by experiences of patients and themselves in care 
giving. To help develop and underpin the quality of care in relation to the quality of 
life of the patient, it is important to couple practice to theory. This thesis provides the 
follow up to the procedure knowledge of practice with practice-orientated research. 
In this thesis scientific theory is formated to PDL care. This thesis aims at the scien-
tific foundation the health care provision based on PDL care. The outcome can and 
should also be used to do further research, such as effectresearch. In collecting infor-
mation from practical cases, the study focuses on nursing homes in the Netherlands 
and larger institutions for the care of the elderly in Flemish Belgium, since PDL care 
is most prevalent there. 

Based on the study questions formulated for this purpose (Chapter 1), the most 
significant results are described in this summary. 

What type of care is PDL care?

Using a working model, PDL care is described from various perspectives (Chapter 2): 
the health care perspective, the treatment perspective and the stages of support by 
health care providers. With respect to the patient’s level of functioning and health 
condition, PDL care focuses on patients with a major or complete care dependency. 
The following profile of PDL care emerges: PDL care is a form of emotionoriented care. 
PDL care focuses on patients with a major or complete care dependency, and is based on a 
biopsychosocial model. It assumes the patient’s wishes and perception, with the objective of 
stabilisation, coping with disabilities with no prospect of recovery and maximum use of 
residual activity. It is performed by professional health care providers with specific expertise 
and skills, who partially or fully take over the selfcare activities of daily life from the 
patient. 
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For PDL care, the care situations in which the self-care activities take place are 
described as ‘PDL care factors’, i.e.: lying down, sitting, washing, dressing, changing, 
turning and feeding.

What is the current application of PDL care?

The current application of PDL care is investigated using two questionnaires at insti-
tutions for the care of the elderly in the Netherlands and Flemish Belgium (Chapter 3). 
What emerges is that the respondents were very familiar with PDL and that they often 
used it; PDL care is applied in people with dementia and people with chronic somatic 
disorders. There is a systematic, emotion-oriented health care provision by numerous 
disciplines cooperating in a multi-disciplinary approach. There is always a caregiver 
or nurse involved in the application of PDL care; there is always a physiotherapist or 
an ergotherapist involved, usually both. Often, the family is also involved, primarily 
for guidance and information. It also involves permission for the application of PDL 
care, involvement in the care plan, instruction and advice and involvement in mate-
rials used and in arranging the area where the patient stays. For the patient, aside 
from these items, perception is involved. In 93.2% of the institutions (N=74), agree-
ments for PDL care are established in the care plan of the individual patient. In 84% 
of the institutions (N=74), PDL care is applied in all seven care situations described 
in which care is provided. Educational programmes are developed in cooperation 
with training institutes. The added value of PDL care experienced by the staff involves 
the welfare and well-being of the patient, the relationship between the family and the 
staff and the job satisfaction for the staff. 

What are the defining characteristics of PDL care and what is an accurate definition of PDL 
care?

PDL care is analysed (Chapter 4) with the use of the Walker and Avant method. The 
following defining characteristics of PDL care, related to emotion-oriented care, are 
formulated: 
Person-oriented: focused on the individual.•	
Perception and well-being of the individual patient form the basis of the care provi-•	
sion.
Attention is focused on the interaction between the health care provider and the •	
patient. The health care provider carefully enters into a dialogue with the patient, 
taking his/her capabilities and perception into consideration and creates a calm 
atmosphere.
Systematic approach of the primary process in which the continuity of care is moni-•	
tored and supported.
The care is directed at the psychological, social and physical functioning of the •	
patient.
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Specific features are also formulated for PDL care: 
Aimed at patients with an irreversible self-care deficit.•	
Acceptance of powerlessness with self-care deficiencies if irreversible, residual activ-•	
ity is maximally utilised and self-care is taken over, where necessary.
Concerned with care situations of daily life, which are subdivided into lying down, •	
sitting, washing, dressing, changing, turning and feeding.
Special skills, aids and provisions are used.•	
The working practice is described per patient per care situation and documented in •	
skills, aids and provisions that recur in different care situations, adapted to the spe-
cific care situation and the specific patient.
The aim of PDL care is to make the care situation as pleasant as possible for both the •	
patient and the health care provider.
PDL care uses an interdisciplinary and multi-disciplinary approach, nursing and •	
paramedic working practices and expertise are introduced in the care activities per-
formed by the caregiver.
Optimal health care provision on a one-on-one basis, referred to as primary nurs-•	
ing. 

The defining characteristics and specific features of PDL care found in the concept 
analysis are tested with an expert consultation according to the Delphi methodology 
(Chapter 5). The concept analysis and the subsequent Delphi study have resulted in 
the following definition of PDL care: 

PDL care is a type of emotionoriented care for an individual who has an irreversible 
selfcare deficit and thus is very dependent on care. The aim of the care is assist the indi
vidual in his/her care situations in daily living as well as helping the individual cope with 
his/her powerlessness or partial powerlessness and its physical, psychological and social 
manifestations. The starting point of the care is the perception and wellbeing of the patient 
and the care itself relies on specific skills, aids and provisions provided by the carer, that are 
used in a systematic multidisciplinary approach. The care is given on a onetoone basis 
and aims to minimise the burden on the patient as well as the carer.

What are the preconditions for the successful application of PDL care?

The conditions formulated by the Delphi study for the successful application of PDL 
care, for which there is consensus, are as follows (Chapter 5): Integration of PDL into 
the total care for the patient; the availability and, if necessary, the involvement of the 
following disciplines: care worker, ergotherapist, physiotherapist and nurse; staff 
trained in the use of PDL care; support for the departmental management and top 
management; focus on creating a good atmosphere on the ward. 

Staff should possess specific competences concerning empathy, cooperation and 
observation: ability to make good contact with individual patients; ability to create a 
good atmosphere; ability to respond flexibly to the wishes of the patient; be observant 
about what the patient likes and does not like; focussed on putting the patient central: 
a customer-orientated attitude; be able to work in a multidisciplinary manner.
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What is the relation between PDL care and palliative care?

The objectives and working method of PDL care are consistent with palliative (termi-
nal) care. Chapter 6 shows the relation between PDL care and palliative care and 
provides an example of the application of PDL care in palliative care. Terminal pal-
liative care should also devote attention to spirituality. 

What are the characteristics of patients that determine the choice of PDL care and which 
measuring instrument can be used for this purpose?

Questionnaires were used to investigate the patient characteristics to determine 
whether to apply PDL care and the existing measurement tool that can be used for 
this choice (Chapter 7). The characteristics of the patients found in practice, are con-
sistent to the earlier findings at the positioning and analysis of PDL care. Firstly, 
prognosis on recovery is a determining factor. The decision to apply PDL is reinforced 
if one of the following patient characteristics has been demonstrated: high care bur-
den; confinement to bed; stiffness, contractions, increased muscle tension and defen-
sive tension; difficult communication and incomprehension by the patient; problems 
with chewing and swallowing and saliva production; disorientation in time or 
space. 

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 includ-
ing a number of questions from the ZZP score list1, and the Care Dependency 
Scale2. 

To measure the care burden, two measuring instruments prove to be suitable for 
use in a practical setting as a guide for whether or not to apply PDL care. These are 
the PDL score list, including a number of questions from the ZZP score list and the 
Care Dependency Scale. 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. The application of PDL care is indicated with a 
total score from the PDL score list connected to the ZZP score list of 18 or higher, or 
the total score from the CDS of 28 or lower. This can be used in a follow-up study on 
PDL care, such as effect study to distinguish which patients should be used for PDL 
care within the framework of the study. 

How is the decision for applying PDL care taken and how is it initiated for an individual patient? 
Can a guideline be drafted for this process?

The thesis provides a first initiative for a guideline on deciding about whether or not 
to apply PDL care and the way of using in the individual patient: ‘PDL care: decision 
process concerning the use and way of using’. Two phases are distinguished: the first 
phase ‘Measurement care burden and other patient characteristics’ and the second 
phase: ‘Decision process’.
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Conclusions
The study that forms the subject of this thesis looked at the situation in the field. It 
examined PDL care – a model developed by paramedics and care workers in working 
practice. During the study, there was constant interaction between practice and the-
ory. All this has led to greater insight into the intervention model itself and how it is 
actually used in the Netherlands and Flanders. The study showed for which patients 
PDL care was indicated, showed how this could be measured and set out the first 
stepts to guidelines for decision-making and implementation. The outcome can and 
should be used to do further research, such as effect research. The study showed how 
PDL care should be implemented and which preconditions need to be met in order 
to do this correctly. These elements: for whom, how and with which preconditions 
for use gives the basis for the scientifically supported use of PDL care. 

Also a number of recommendations on how to deal with and apply PDL care are 
also provided.
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Samenvatting

In dit proefschrift is de zorgverlening volgens ‘Passiviteiten Dagelijks Leven’ (PDL) 
beschreven. PDL wordt in toenemende mate toegepast in de Nederlandse en Vlaamse 
ouderenzorg en men ervaart hierbij positieve effecten op de kwaliteit van leven van 
de cliënt. Het sluit aan bij het huidige denken over zorg en de ontwikkelingen binnen 
de zorg. Met PDL wordt een inhoudelijk vraaggericht antwoord gegeven op de 
zorgvraag van cliënten met een hoge of volledige zorgafhankelijkheid waarbij geen 
genezing of herstel mogelijk is. Uitgangspunt bij PDL is het loslaten van het idee van 
genezing of herstel in die situaties waarin dat niet mogelijk is, en zich te richten op 
kwaliteit van leven, maximaal gebruik van restactiviteit, en een zo prettig mogelijke 
zorgverlening. Tot nu toe is PDL ontwikkeld in de praktijk, ze is begonnen als 
zogenaamde ‘receptenkennis’. Hierna heeft de praktijk ‘procedurekennis’ gevormd: 
PDL is beschreven in procedures, ontwikkeld door zorgverleners zelf, beinvloed door 
ervaringen van cliënten en henzelf tijdens de zorgverlening. Om de kwaliteit van zorg 
in relatie tot kwaliteit van leven te helpen ontwikkelen en onderbouwen, is het belang-
rijk praktijk aan theorie te koppelen. Dit proefschrift zorgt voor de follow-up op de 
procedure kennis van de praktijk met praktijkgericht onderzoek. In dit proefschrift 
wordt wetenschappeljke theorie naar PDL geformatteerd. Dit proefschrift is gericht 
op het wetenschappelijke onderbouwen van deze wijze van zorgverlening volgens 
PDL. De uitkomsten van dit onderzoek zouden tevens gebruikt kunnen en moeten 
worden voor het doen van verder onderzoek, zoals effectonderzoek. Voor wat betreft 
het verzamelen van informatie uit de praktijk heeft dit onderzoek zich gericht op 
verpleeghuizen in Nederland en grotere ouderenzorginstellingen in Vlaams België, 
aangezien PDL daar momenteel het meest wordt toegepast. 

Aan de hand van de hiertoe geformuleerde onderzoeksvragen (hoofdstuk 1) 
worden in deze samenvatting de belangrijkste resultaten beschreven. 

Welk type zorg is PDL?

Met behulp van een werkmodel wordt PDL vanuit verschillende perspectieven 
beschouwd (hoofdstuk 2): het zorg perspectief, het behandelings perspectief en het 
stadium van ondersteuning door de zorgverleners. Betreffende het niveau van func-
tioneren van de cliënt en diens gezondheidstoestand richt PDL zich op cliënten met 
een grote of volledige zorgafhankelijkheid. Hieruit is de volgende typering van PDL 
naar voren gekomen: PDL is een vorm van belevingsgerichte zorg. PDL richt zich op 
cliënten met een grote of volledige zorgafhankelijkheid, en is gebaseerd op een biopsychoso
ciaal model. Ze gaat uit van de wensen en de beleving van de cliënt en heeft tot doel stabi
lisatie, het omgaan met beperkingen waarvoor geen herstel mogelijk is en het maximaal 
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gebruiken van restactiviteit. Ze wordt verricht door professionele zorgverleners, met speci
fieke deskundigheid en vaardigheden, die gedeeltelijk of volledig de zelfzorgactiviteiten van 
het dagelijkse leven overnemen van de cliënt. 

Bij PDL worden de zorgsituaties waarin de zelfzorgactiviteiten plaatsvinden 
beschreven als ‘PDL-factoren’, te weten: liggen, zitten, gewassen worden, gekleed 
worden, verschoond worden, verplaatst worden en gevoed worden.

Wat is de huidige toepassing van PDL?

De huidige toepassing van PDL is onderzocht door middel van twee enquêtes bij 
ouderenzorginstellingen in Nederland en Vlaams België (hoofdstuk 3). Hieruit is 
naar voren gekomen dat de bekendheid resp. het gebruik van PDL onder de respon-
denten groot is, en dat PDL wordt toegepast zowel bij mensen met dementie als bij 
mensen met een chronisch somatische aandoening. Er is sprake van gestructureerde, 
belevingsgerichte zorgverlening door meerdere disciplines die multidisciplinair 
samenwerken. Er is altijd een verzorgende of een verpleegkundige betrokken bij het 
toepassen van PDL; er is altijd een fysiotherapeut of een ergotherapeut betrokken, 
meestal zelfs beide. Vaak is ook de familie betrokken, het gaat hierbij vooral om 
voorlichting en informatie, daarnaast gaat het ook om toestemming voor het toepas-
sen van PDL, betrokkenheid bij het zorgplan, instructie en advies en betrokkenheid 
bij gebruikte materialen en inrichting van de ruimte waar de cliënt verblijft. Bij de 
cliënt zelf gaat het naast deze items ook vooral om het vragen naar de beleving. In 
93,2% van de instellingen (N=74) worden de afspraken betreffende PDL vastgelegd 
in het zorgplan van de individuele cliënt. In 84% van de instellingen (N=74) wordt 
PDL toegepast in alle zeven beschreven zorgsituaties waarin zorg verleend wordt. Er 
zijn scholingsprogramma’s ontwikkeld in samenwerking met opleidingsinstituten. 
De door medewerkers ervaren meerwaarde van PDL betreft onder andere het welzijn 
en welbevinden van de cliënt, de relatie tussen familie en medewerkers en het werk-
plezier van de medewerkers zelf. 

Wat zijn de kenmerkende eigenschappen van PDL en wat is een passende definitie van PDL?

Met behulp van de methode van Walker en Avant is PDL geanalyseerd (hoofdstuk 4). 
De volgende kenmerkende eigenschappen van PDL, gerelateerd aan belevings-
gerichte zorg zijn geformuleerd: 
Persoon-georiënteerd, dus gericht op het individu.•	
De beleving en het welzijn van de individuele cliënt vormen de basis van de zorgver-•	
lening.
De aandacht is gefocust op de interactie tussen de zorgverlener en de cliënt. De •	
zorgverlener start voorzichtig een dialoog met de cliënt, rekening houdend met haar/
zijn mogelijkheden en belevingen en creëert een rustige sfeer.
Systematische benadering van het primaire proces, waarbij de continuïteit in zorg •	
wordt bewaakt en bevorderd.
Gericht op het psychische, sociale en fysieke functioneren van de cliënt. •	
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Hiernaast zijn kenmerkende eigenschappen, specifiek voor PDL geformuleerd: 
Gericht op cliënten met blijvende zelfzorgtekorten.•	
Het accepteren van zelfzorgtekorten, indien deze niet op te heffen zijn; er wordt •	
maximaal gebruikgemaakt van restactiviteit en zelfzorg wordt waar dat noodzakelijk 
is, overgenomen. 
Aangepast aan de passiviteit van de cliënt, restactiviteit wordt maximaal benut en •	
waar nodig wordt zelfzorg overgenomen.
Gericht op zorgsituaties van het dagelijkse leven, welke zijn onderverdeeld in: liggen, •	
zitten, gewassen worden, verschoond worden, gekleed worden, verplaatst worden en 
gevoed worden. 
Er wordt gebruik gemaakt van speciale maatregelen, voorzieningen en handelin-•	
gen.
De werkwijze wordt per cliënt per zorgsituatie beschreven en vastgelegd in maatrege-•	
len, voorzieningen en handelingen, welke in verschillende zorgsituaties terugkeren, 
aangepast aan de specifieke zorgsituatie en aan de specifieke cliënt. 
Het doel van PDL is de zorgsituatie zo prettig mogelijk te laten zijn voor zowel de •	
cliënt als de zorgverlener. 
PDL gebruikt een interdisciplinaire en multidisciplinaire benadering; verpleegkun-•	
dige en de paramedische werkwijzen en deskundigheden worden in de zorgacti-
viteiten die door de verzorgende gedaan worden ingebracht. 
Zoveel mogelijk zorgverlening op een één-op-één basis, •	 primary nursing genoemd. 

De bij de conceptanalyse gevonden specifieke kenmerken van PDL zijn getoetst met 
een deskundigenraadpleging volgens de Delphi-methodiek (hoofdstuk 5). De con-
ceptanalyse en het daaropvolgende Delphi-onderzoek hebben geleid tot de volgende 
definitie van PDL: 

PDL is een vorm van belevingsgerichte zorg, gericht op dagelijkse zorg, voor cliënten 
met irreversibele zelfzorgtekorten en daardoor een grote blijvende zorgafhankelijkheid. De 
beleving en het welzijn van de cliënt zijn de basis voor zorg, coping met de – gedeeltelijke – 
passiviteit van de cliënt, en de fysieke, psychische en sociale aspecten die hiermee samen
hangen. De specifieke maatregelen, voorzieningen en handelingen die in een gestructureerde 
multidisciplinaire benadering worden gebruikt, worden beschreven. De zorg wordt gegeven 
op een éénopéénbasis en richt zich ook op een zo gering mogelijke belasting van de cliënt 
en de zorgverlener.

Wat zijn voorwaarden voor het toepassen van PDL?

De middels Delphi-onderzoek geformuleerde voorwaarden voor het succesvol toepas-
sen van PDL, waarover consensus bestaat, zijn als volgt (hoofdstuk 5): geïntegreerd 
in de totale zorg van de cliënt; de beschikbaarheid en indien nodig betrokkenheid 
van de volgende disciplines: verzorgende, ergotherapeut, fysiotherapeut en verpleeg-
kundige; in PDL geschoolde medewerkers; ondersteuning door het afdelingsmanage-
ment en het hogere management; aandacht voor het creëren van sfeer op de afde-
ling. 
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Van medewerkers worden specifieke competenties verlangd. Deze liggen vooral 
op het inlevingsvlak, samenwerking en observatie: goed contact kunnen leggen met 
individuele cliënten; sfeer kunnen creëren; flexibel in kunnen spelen op de wensen 
van de cliënt; goed kunnen observeren wat een cliënt wel of niet prettig vindt; gericht 
op het centraal stellen van de cliënt: een klantgerichte houding; multidisciplinair 
kunnen samenwerken.

Wat is de relatie tussen PDL en palliatieve zorg?

De doelstellingen en werkwijze van PDL sluiten aan bij palliatieve (terminale) zorg. 
Hoofdstuk 6 laat de relatie zien tussen PDL en palliatieve zorg en geeft een voorbeeld 
van het toepassen van PDL bij palliatieve zorg. In terminale palliatieve zorg zal ook 
aandacht moeten zijn voor spiritualiteit. 

Wat zijn de cliëntkenmerken die de keuze voor PDL bepalen en welk meetinstrument kan 
hiertoe gebruikt worden?

Door middel van enquêtes is onderzocht welke cliëntkenmerken mee bepalend zijn 
voor het wel of niet toepassen van PDL en welk bestaand meetinstrument gebruikt 
kan worden bij deze keuze (hoofdstuk 7). De cliëntkenmerken die hier in de praktijk 
gevonden worden, sluiten aan bij wat eerder bij de positionering van PDL en de 
conceptanalyse werd gevonden. Allereerst blijkt de prognose ten aanzien van herstel 
bepalend te zijn. Daarnaast blijkt dat als een van de volgende cliëntkenmerken zich 
voordoet bij een cliënt dit de keuze voor het toepassen van PDL versterkt: grote 
zorgzwaarte; bedlegerigheid; stijfheid, contracturen, verhoogde spierspanning en 
afweerspanning; moeizame communicatie en onbegrip bij de cliënt; problemen met 
kauwen en slikken en speekselvloed; desoriëntatie in situatie of tijd. 

Voor het meten van zorgzwaarte zijn twee meetinstrumenten geschikt gebleken 
om in de praktijk te gebruiken als richtinggevend voor het wel en het niet toepassen 
van PDL, te weten een PDL-scorelijst, gelieerd aan een aantal vragen van de ZZP-
scorelijst en de Care Dependency Scale. Aangesloten kan worden bij het meetinstru-
ment dat in een de instelling al gebruikt wordt of het best past bij de instelling. Er is 
sprake van een indicatie voor het toepassen van PDL bij een totaalscore van de PDL-
scorelijst gelieerd aan de ZZP-score lijst van 18 of hoger, of de totaalscore van de CDS 
van 28 of lager. Dit kan gebruikt worden bij vervolgonderzoek naar PDL, zoals effect 
onderzoek om een verdeling te maken bij wie wel en bij wie niet PDL toe te passen 
in het kader van het onderzoek.

Hoe wordt het besluit voor het toepassen van PDL genomen en hoe wordt het uitvoeren bij 
een individuele cliënt in gang gezet? Kan voor dit proces een richtlijn opgesteld worden?

Ten behoeve van de besluitvorming over het wel of niet toepassen van PDL, en de 
wijze van toepassen bij een individuele cliënt is in dit proefschrift een eerste aanzet 
gegeven voor een richtlijn: ‘PDL: Besluitvormingsproces omtrent het toepassen en 
de wijze van toepassen’. Hierbij wordt onderscheid gemaakt in twee fasen: de eerste 
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fase: ‘De meting van de zorgzwaarte en andere cliëntkenmerken’ en de tweede fase: 
‘Besluitvormingsproces’.

Conclusies
Het onderzoek dat het onderwerp vormt van dit proefschrift heeft zich gericht op de 
situatie in het veld van de zorg. Het heeft zorgverlening volgens PDL onderzocht – 
een model dat ontwikkeld is door paramedici en verzorgenden in de dagelijkse prak-
tijk. Gedurende dit onderzoek heeft steeds interactie plaatsgevonden tussen praktijk 
en theorie. Het onderzoek heeft geleid tot inzicht in PDL zelf en de toepassing ervan 
in Nederland en Vlaanderen. Het onderzoek geeft aan bij welke cliënten PDL geïn-
diceerd is, hoe dat te meten is en geeft de aanzet voor een richtlijn voor besluitvorm-
ing en toepassing. Het onderzoek geeft aan hoe PDL toegepast zou moeten worden 
en aan welke voorwaarden voldaan moet worden om het goed te kunnen toepassen. 
Deze elementen: bij wie, hoe en onder welke voorwaarden toepassen geeft een basis 
voor het onderbouwd toepassen van PDL en het geeft ook de basis voor het verder 
doen van onderzoek, zoals effect onderzoek betreffende PDL. 

Tevens zijn een aantal aanbevelingen gegeven ten aanzien van het omgaan met 
en toepassen van PDL.
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Yn dit proefskrift is de soarchferliening neffens ‘Passiviteiten Dagelijks Leven’ (PDL) 
beskreaun. PDL wurdt wat langer wat mear tapast yn de Nederlânske en Flaamske 
âldereinsoarch en men ûnderfynt dêrby positive effekten op de kwaliteit fan libjen 
fan de kliïnt. It slút oan by it hjoeddeistich tinken oer soarch en de ûntjouwingen yn 
de soarch. Mei PDL wurdt in ynhâldlik op de fraach rjochte antwurd jûn op de soarch-
fraach fan kliïnten mei in grutte of folsleine soarchôfhinklikens dêr’t gjin genêzing 
of better wurden mooglik is. Utgongspunt by PDL is it loslitten fan it idee fan genê-
zing of better wurden yn dy sitewaasjes dêr’t dat net yn mooglik is, en him te rjoch-
tsjen op kwaliteit fan libjen, maksimaal gebrûk fan wat immen noch kin, en in sa 
noflik mooglike soarchferliening. 

Oant no ta is PDL ûntwikkele yn de praktyk, it begûn mei sa neamde ‘resepteken-
nis’. Hjirnei hat de praktyk ‘proseduere kennis’ foarme: PDL is beskreaun yn pro-
sedueres, ûntwikkele troch de soarchferliener sels, beynfloede troch ûnderfiningen 
fan kliïnten en harsels ûnder de fersoarging. Foar it ûntwikkeljen en ûnderbouwen 
fan de kwaliteit fan soarch yn relaasje mei de kwaliteit fan libben, is it keppeljen fan 
de praktyk oan de teory wichtig. Dit proefskrift soarchet foar de follow-up op de 
proseduere kennis fan de praktyk mei praktykrjochte ûndersyk. Yn dit proefskrift 
wurdt wittenskippelijke teorie nei PDL formatteert. Dit proefskrift is rjochte op it 
wittenskiplik ûnderbouwen fan dy wize fan soarchferliening neffens PDL. De útkom-
sten fan dit ûndersyk soene ek brûkt wurde kinne en moattte foar fierder ûndersyk 
lykas effektûndersyk. Foar wat it sammeljen fan ynformaasje út de praktyk oangiet, 
hat dit ûndersyk him rjochte op ferpleechhuzen yn Nederlân en grutte âldereinsoarch-
ynstellingen yn Flaamsk België, om’t PDL dêr op it stuit it meast tapast wurdt. 

Oan de hân fan de dêrta formulearre ûndersyksfragen (haadstik 1) wurde yn dizze 
gearfetting de wichtichste resultaten beskreaun. 

Hokker type soarch is PDL?

Mei help fan in wurkmodel wurdt PDL út ferskate perspektiven wei besjoen (haad-
stik 2): it soarchperspektyf, it behannelingsperspektyf en it stadium fan stipe troch 
de soarchferlieners. Wat it nivo fan funksjonearjen en de sûnens fan de pasjint oan-
belanget, rjochtet PDL him op kliïnten mei in grutte of folsleine soarchôfhinklikens. 
De folgjende typearring fan PDL is nei foaren kommen: PDL is in foarm fan op it 
belibjen rjochte soarch. PDL rjochtet him op kliïnten mei in grutte of folsleine 
soarchôfhinklikens, en is basearre op in biopsychososjaal model. It giet út fan de 
winsken en it belibjen fan de kliïnt en hat ta doel stabilisaasje, it omgean mei behei-
ningen dêr’t gjin better wurden by mooglik is en it maksimaal brûken fan restakti-
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viteit. It wurdt dien troch profesjonele soarchferlieners, mei spesifike saakkundigens 
en feardichheden, dy’t foar in part of folslein de selssoarchaktiviteiten fan it deistich 
libben oernimme fan de kliïnt.

By PDL wurde de soarchsitewaasjes dêr’t de selssoarchaktiviteiten yn plakfine 
beskreaun as ‘PDL-faktoaren’, te witten: lizzen, sitten, wosken wurde, klaaid wurde, 
ferskjinne wurde, ferpleatst wurde en iten jûn wurde.

Wat is de hjoeddeiske tapassing fan PDL?

De hjoeddeiske tapassing fan PDL is ûndersocht troch twa enkêtes by âldereinsoarch-
ynstellingen yn Nederlân en Flaamsk België (haadstik 3). Dêr is út nei foaren kom-
men dat de bekendheid respektivelik it brûken fan PDL ûnder de respondinten grut 
is, en PDL tapast wurdt sawol by minsken yn ‘e bernskens as by minsken mei in 
groanysk somatyske oandwaning. Der is sprake fan strukturearre, op it belibjen 
rjoch te soarchferliening troch meardere dissiplines dy’t multydissiplinêr gearwurkje. 
Der is altyd in fersoargjende of in ferpleechkundige belutsen by it tapassen fan PDL; 
der is altyd in fysioterapeut of in ergoterapeut belutsen, meastentiids sels allebeide. 
Fakentiden is de famylje ek belutsen, it giet dêrby benammen om foarljochting en 
ynformaasje, dêrnêst giet it ek om tastimming foar it tapassen fan PDL, belutsenens 
by it soarchplan, ynstruksje en advys en belutsenens by brûkte materialen en ynrjoch-
ting fan de romte dêr’t de kliïnt is. By de kliïnt sels giet it nêst dy items benammen 
ek om it freegjen nei belibjen. Yn 93,2% fan de ynstellingen (N=74) wurde de 
ôfspraken oer PDL fêstlein yn it soarchplan fan de yndividuele kliïnt. Yn 84% fan de 
ynstellingen (N=74) wurdt PDL tapast yn alle sân beskreaune soarchsitewaasjes dêr’t 
soarch yn ferliend wurdt. Der binne opliedingsprogramma’s ûntwikkele yn gearwur-
king mei opliedingsynstituten. De troch meiwurkers ûnderfûne mearwearde fan PDL 
giet ûnder oaren om it wolwêzen en it better fielen fan de kliïnt, de relaasje tusken 
famylje en meiwurkers en it wurkplezier fan de meiwurkers sels.

Wat binne de karakteristike eigenskippen fan PDL en wat is in passende definysje fan PDL?

Mei help fan de metoade fan Walker en Avant is PDL analysearre (haadstik 4). De 
neikommende karakteristike eigenskippen fan PDL, relatearre oan de soarch dy’t op 
it belibjen rjochte is, binne formulearre: 
Rjochte op it yndividu.•	
Belibjen en wolwêzen fan de yndividuele kliïnt binne de grûnslach fan de soarchfer-•	
liening.
De ynteraksje tusken de soarchferliener en de kliïnt is fan belang. De soarchferliener •	
begjint foarsichtich in dialooch mei de kliïnt, rekken hâldend mei har/syn mooglik-
heden en belibjen en skept in rêstige sfear.
Systematyske oanpak fan it primêre proses, wêrby’t om de kontinuïteit yn soarch •	
tocht wurdt en befoardere.
De soarch is rjochte op it fysike, psychyske en sosjale funksjonearjen fan de kliïnt.•	
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Dêrnêst binne karakteristike eigenskippen, spesifyk foar PDL formulearre: 
Rjochte op kliïnten mei bliuwende selssoarchtekoarten.•	
It akseptearjen fan de passiviteit fan de kliïnt, mei selssoarchtekoarten, as dy ûnom-•	
kearber binne, restaktiviteit wurdt maksimaal benutte en as dat nedich is wurdt 
selssoarch oernommen.
Rjochte op soarchsitewaasjes fan it deistich libben, dy’t ûnderferdield binne yn: liz-•	
zen, sitten, wosken wurde, ferskjinne wurde, klaaid wurde, ferpleatst wurde en iten 
jûn wurde. 
Spesjale maatregels, foarsjenningen en hannelingen wurde brûkt.•	
De wurkwize wurdt per kliïnt per soarchsitewaasje beskreaun en fêstlein yn •	
maatregels, foarsjenningen en hannelingen, dy’t yn ûnderskate soarchsitewaasjes 
weromkeare, oanpast oan de spesifike soarchsitewaasje en oan de spesifike kliïnt.
It doel fan PDL is de soarchsitewaasje sa noflik mooglik wêze te litten foar sawol de •	
kliïnt as de soarchferliener
PDL brûkt in ynterdissiplinêre en multydissiplinêre oanpak; ferpleechkundige en de •	
paramedyske wurkwizen en saakkundichheden wurde yn de soarchaktiviteiten dy’t 
troch de fersoargjende dien wurde ynbrocht
Safolle mooglik soarchferliening op in ien-op-ien grûnslach, primary nursing •	
neamd.

De by de konseptanalyze fûne spesifike skaaimerken fan PDL binne hifke mei in 
rieplachtsjen fan saakkundigen neffens de Delphi-metodyk (haadstik 5). De konsept-
analyze en it dêropfolgjende Delphi-ûndersyk hawwe laat ta de neikommende 
definysje fan PDL: 

PDL is in foarm fan op it belibjen rjochte soarch, rjochte op deistige soarch, foar kliïnten 
mei yrreversibele selssoarchtekoarten en dêrtroch in grutte bliuwende soarchôfhinklikens. It 
belibjen en wolwêzen fan de kliïnt binne de grûnslach foar soarch, coping mei de – foar in 
part – passiviteit fan de kliïnt, en de fysike, psychyske en sosjale aspekten dy’t dêrmei gear
hingje. De spesifike maatregels, foarsjenningen en hannelingen dy’t yn in strukturearre 
multydissiplinêre oanpak brûkt wurde, wurde beskreaun. De soarch wurdt jûn op in ien
opien grûnslach en rjochtet him op in sa lyts mooglike belesting fan de kliïnt en de soarch
ferliener.

Wat binne de betingsten foar it mei sukses tapassen fan PDL?

De troch it Delphi-ûndersyk formulearre betingsten foar it suksesfol tapassen fan 
PDL, dêr’t oerienstimming oer bestiet, binne as folget (haadstik 5): yntegrearre yn de 
totale soarch fan de kliïnt; de beskikberens en as it nedich is belutsenens fan de 
neikommende dissiplines: fersoargjende, ergoterapeut, fysioterapeut en fer-
pleechkundige; yn PDL oplate meiwurkers; stipe troch it ôfdielingsmanagement en 
it hegere management; omtinken foar it kreëarjen fan sfear op de ôfdieling. 

Fan meiwurkers wurde spesifike kompetinsjes frege. Dy lizze benammen op it 
mêd fan ynlibjen, gearwurking en observaasje: goed kontakt lizze kinne mei yndivi-
duele kliïnten; sfear kreëarje kinne; fleksibel ynspylje kinne op de winsken fan de 
kliïnt; goed observearje kinne wat in kliïnt wol of net noflik fynt; rjochte op it sintraal 
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stellen fan de kliïnt: in op de kliïnt rjochte hâlding; multydissiplinêr gearwurkje 
kinne. 

Wat is de relaasje tusken PDL en palliative soarch?

De doelstellingen en wurkwize fan PDL slute oan by palliative (terminale) soarch. 
Haadstik 6 lit de relaasje sjen tusken PDL en palliative soarch en jout in foarbyld fan 
it tapassen fan PDL by palliative soarch. Yn terminale palliative soarch sil ek omtinken 
wêze moatte foar spiritualiteit.

Wat binne de kliïntskaaimerken dy’t de kar foar PDL bepale en hokker mjitynstrumint kin dêr-
foar brûkt wurde? 

Mei help fan enkêtes is ûndersocht hokker kliïntskaaimerken mei bepalend wêze 
kinne foar it wol of net tapassen fan PDL en hokker besteand mjitynstrumint brûkt 
wurde kin by dy kar (haadstik 7). De kliïntskaaimerken dy’t hjir yn de praktyk fûn 
wurde, slute oan by de eardere posysjonearing en de analyse fan PDL. Yn it foarste 
plak blykt de prognoaze oer it better wurden bepalend te wêzen. Dêrnêst docht bliken 
dat as ien fan de neikommende kliïntskaaimerken him foardocht by in kliïnt dat de 
kar foar it tapassen fan PDL fersterket: grutte soarchswierte; bêdlegerichheid; stivens, 
kontraktueren, ferhege spierspanning en ôfwarspanning; net maklike kommu-
nikaasje en ûnbegryp by de kliïnt; swierrichheden mei kôgjen en slokken en tefolle 
flybkje; desoriïntaasje yn sitewaasje of tiid. 

Foar it mjitten fan soarchswierte hat bliken dien dat twa mjitynstruminten geskikt 
binne om yn de praktyk te brûken as rjochtingjaand foar it wol en it net tapassen fan 
PDL, te witten in PDL skoarelist, liearre oan in tal fragen fan de ZZP skoarelist en 
de Care Dependency Scale.

Der kin oansletten wurde by it mjitynstrumint dat yn in ynstelling brûkt wurdt 
of it bêste past by de ynstelling. Der is sprake fan in yndikaasje foar it tapassen fan 
PDL by in totaalskoare fan de PDL skoarelist, liearre oan de ZZP skoarelist fan 18 of 
heger, of de totaalskoare fan de CDS fan 28 of leger. Dat kin brûkt wurde by ferfolch-
ûndersyk nei PDL, lykas effektûndersyk om in ferdieling te meitsjen by wa wol en 
by wa net PDL ta te passen yn it ramt fan it ûndersyk.

Hoe wurdt it beslút foar it tapassen fan PDL nommen en hoe wurdt it útfieren by in yndividuele 
kliïnt yn gong set? Kin foar dat proses in rjochtline opsteld wurde?

Foar de beslútfoarming oer it wol of net tapassen fan PDL en de wize fan tapassen 
by in yndividuele kliïnt is yn dit proefskift in earste oanset foar in rjochtline jûn: 
‘PDL: Beslútfoarming oer it tapassen en de wyze fan tapassen’. Dêrby wurdt ûnder-
skied makke yn twa fazen. De earste faze: ‘It mjitten fan de soarchswierte en oare 
kliïntskaaimerken’ en de twadde faze: ‘Beslútfoarming’.
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Konklúzjes
It ûndersyk dat it ûnderwurp is fan dit proefskrift hat him rjochte op it fjild fan de 
soarch. It hat soarchferliening neffens PDL ûndersocht – in model dat ûntwikkele is 
troch paramedisi en fersoargjenden yn de deistige praktyk. Tidens it ûndersyk hat 
hieltyd interaksje plakfûn tusken de praktyk en de teorie. It ûndersyk hat laat ta yns-
joch yn PDL sels en it tapassen dêrfan yn Nederlân en Flaanderen. It ûndersyk jout 
oan by hokker kliïnten PDL yndisearre is, hoe’t dat te mjitten is en jout de oanset foar 
in rjochtline foar beslútfoarming en tapassing. It ûndersyk jout oan hoe’t PDL tapast 
wurde moatte soe en oan hokker betingsten foldien wurde moat om it goed tapasse 
te kinnen. Dy eleminten: by wa, hoe en ûnder hokker betingsten tapasse jouwe in 
grûnslach foar it ûnderboud tapassen fan PDL en ek foar it fierder dwaan fan ûnder-
syk, lykas effektûndersyk oangeande PDL.

In tal oanbefellingen binne ek jûn oer it omgean mei en tapassen fan PDL. 
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Dankwoord

Velen hebben bijgedragen aan mijn promotie en proefschrift:
 

Onbaatzuchtig,
Steunend,
Kritisch,
Lief…
 
Voor mij
Was het steeds
Als een cadeautje.

 
Bedankt!

 
Gea
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Gea van Dijk is getrouwd met Ronald van Haastregt. Nynke (1996) is hun dochter.
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