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PART 3. DOES THE CASE MANAGER HAVE ADDED VALUE?

Chapter 6. Informal carers’ experiences with primary palliative care 
when a case manager is involved; a questionnaire study.

Chapter 7. Appraisal of cooperation with a palliative care case manager 
by general practitioners and community nurses:  

a cross-sectional questionnaire study.

Chapter 8. Involvement of a case manager in palliative care 
reduces hospitalisations at the end of life in cancer patients; 

a mortality follow back study in primary care.



Verhaal van een casemanager (3)1

Mevrouw De Jong is 55 jaar, gehuwd en heeft 2 volwassen dochters. Ze is 4 jaar geleden 
gediagnosticeerd met gemetastaseerde borstkanker. Er zijn nu echter geen ‘curatieve’ 
behandelingen meer mogelijk. De levensverwachting is maximaal enkele maanden.

Na dit slecht-nieuws-gesprek in het ziekenhuis zijn mevrouw en haar echtgenoot erg 
verdrietig. De oncoloog meldt haar bij mij aan voor begeleiding. Ik ga op huisbezoek. Me-
vrouw doet haar verhaal over haar ziektegeschiedenis en wat er in die periode allemaal 
voor haar is veranderd. Op mijn vraag wat voor haar nú erg belangrijk is in haar leven 
geeft ze aan dat ze zoekende is naar de zin van het leven in deze laatste fase. In hoeverre 
kan ze nog betekenisvol blijven voor anderen, in plaats van zichzelf soms alleen nog te 
kunnen zien als iemand die anderen tot last is omdat ze zo weinig meer kan doen.

Maar ja, wanneer ben je van betekenis voor anderen? Ze vertelt wat de ziekte haar óók 
heeft opgeleverd. Vanuit een negatief zelfbeeld is ze in vier jaar tijd gegroeid naar een 
vrouw die er mag zijn en voor veel mensen uit haar omgeving een bron van steun en 
inspiratie is. Ze kan zich hier nog erg over verwonderen. Ze vertelt in de afgelopen jaren 
veel schillen -die ze in de loop van haar leven om zich heen heeft gekregen- te hebben 
afgepeld. Ze is nu weer terug bij haar oude kern; hoe ze zich voelde als kind; sprankelend 
en blij, blij met zichzelf. Ondanks alle beperkingen, zorgen en verdriet.

Ze kan het zo prachtig vertellen! Ik vertel haar over de scholing ‘spirituele zorg’ voor 
verpleegkundigen die ik samen met anderen aan het ontwikkelen ben. En hoe lastig het 
is om dit onderwerp te ontdoen van de ‘zweverigheid’ die bij veel mensen weerstand 
oproept. Haar persoonlijke verhaal zou daarin heel goed kunnen passen. Wij kunnen nog 
zoveel van haar leren!  Mevrouw geeft aan dat ze aan deze les graag een bijdrage wil 
leveren. De eerste les heeft ze inmiddels gegeven en de verpleegkundigen mochten haar 
alles vragen. Ze waren onder de indruk van het verhaal, ook door de herkenbaarheid 
en de alledaagsheid ervan. We hebben allemaal, bewust of onbewust, ‘schillen’ om ons 
heen gekregen in de loop van ons leven. Welke ‘schillen’ heb ik en wat betekenen ze 
voor mij? Een hele bewustwording.

Het was een prachtige les. En er was niets zweverigs aan!

Diana Geers, gespecialiseerd verpleegkundige Palliatieve Zorg, Zorgbrug (tekst onver-
kort eerder verschenen in CaPalCa nieuwsbrief 4, februari 2012)

1 In dit proefschrift zijn drie verhalen opgenomen, om een inkijkje te geven van het dagelijks werk 
van een casemanager. De verhalen zijn door de casemanagers zelf opgesteld, en bieden daarom 
geen objectief beeld. De namen van de betrokkenen in de verhalen zijn veranderd om de identi-
teit van patienten en naasten te beschermen.
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Abstract 
Aims and objectives: To describe what informal carers think about the number of profes-
sionals involved in primary palliative care and what support is and is not provided by the 
general practitioner, the community nurse and the case manager according to informal 
carers.

Background: Case managers have been introduced in primary palliative care in the Neth-
erlands; these are nurses with expertise in palliative care who offer support to patients 
and informal carers in addition to the care provided by the general practitioner and com-
munity nurse.

Design: A questionnaire study in Dutch primary care. 

Methods: A questionnaire was filled in by the case manager at start of his or her involve-
ment, and the informal carer (n=178) completed a questionnaire two months after the 
patient had deceased.

Results: The number of healthcare professionals involved was appropriate according to 
the vast majority of informal carers. Care providers took time to listen to the informal 
carer and showed understanding for their feelings. However, a small proportion of infor-
mal carers did not receive sufficient information on possibilities of care and support for 
people with a life threatening disease and their carers from any of the care providers.

Conclusions: The general aspects of patient-centred care were provided by all three pro-
fessionals. Added value of the case manager is found in offering specific knowledge of 
palliative care. 

Relevance to clinical practice: At all times, support should be offered to the informal 
carers as well as to the patient. A case manager can be involved when needed, as long as 
the role of each care provider is explained to patients and informal carers.

How this fits in: 
Nurse case managers with specific expertise regarding palliative care can help patients 
and their informal carers obtain the palliative care that matches their preferences. The 
case managers have an advisory role towards patients, informal carers and other health-
care professionals. This study suggests that concerns about adding another care provid-
er should be no impediment to involve a case manager when needed, as long as the role 
of each care provider is explained to patients and informal carers. Together, the primary 
care team and the case manager support the large majority of the informal carers in all 
aspects investigated.
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Introduction
Most people prefer to die at home (Gomes et al, 2013b) and home is also considered 
to be the preferred place of care at the end of life. Therefore, the availability of com-
munity-based palliative care is important in enabling patients’ palliative care wishes and 
needs to be met. The aim of palliative care is to improve the quality of life of patients and 
their families facing the problems associated with life-threatening illness (Sepulveda et 
al, 2002). Whether this care is provided by generalist or specialist healthcare profession-
als differs per country. For sustainable palliative care in an aging society, it is argued that 
basic palliative care should be provided by generalist healthcare professionals and that 
specialist palliative care should be reserved for more complex situations (Quill & Aber-
nethy, 2013). This is the palliative care model that is used in the Netherlands.

Background
In the Netherlands, the general practitioner (GP) and registered nurses working in the 
community and delivering care to patients at home (hereinafter referred to as “commu-
nity nurses”) are main care providers for patients with palliative care needs living in the 
community. The generalist palliative care model can result in good quality palliative care 
(de Korte-Verhoef, 2014). However, a review study has shown that specialised palliative 
care increases the chance of dying at home and reduces symptom burden, in particular 
for patients with cancer (Gomes et al, 2013a). Nurse case managers with specific exper-
tise in palliative care have been introduced in the Netherlands to help patients and their 
informal carers obtain the palliative care that matches their preferences. The case man-
agers have an advisory role towards patients and other healthcare professionals such as 
the GP. When cancer patients receive additional support from a case manager, the place 
of death is more likely to be at the home and there are fewer hospitalisations in the last 
30 days of life, compared with patients receiving standard GP care (without additional 
support from a case manager) (van der Plas et al, 2015d). However, there are concerns 
from GPs and community nurses about the number of professionals involved in palliative 
care (Goldschmidt et al, 2005) and communication can be a problem according to GPs 
and patients (Borgsteede et al, 2006). In 98% of their palliative care patients, Dutch GPs 
cooperate with at least one other caregiver, with a mean number of four (Borgsteede et 
al, 2007). Previous studies on experiences of patients and/or informal carers with pallia-
tive care have focussed on either care from specialist services (Groh et al, 2013; Guerriere 
et al, 2013), or palliative care in a certain setting (Grande et al, 2004; Higginson et al, 
2013), but not on the GP, community nurse and case manager together when involved in 
care for the same patient. 

Therefore, in this study, we address the following research questions: What do informal 
carers think of the number of care providers involved in the last three months of the pa-
tient’s life? What support is and is not provided by the GP, the community nurse and the 
case manager according to informal carers?
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Methods
Setting
The population of the Netherlands is 16.9 million. Each year, about 77,000 people die of 
non-acute illnesses, 31% of them dying at home (van der Velden et al, 2009). Almost all 
Dutch residents are registered with a GP, who functions as a gatekeeper for more spe-
cialised forms of care. The number of not-unexpected deaths per GP per year is estimat-
ed to be 12 to 13 on average (IKNL, 2014). Community nurses and home support workers 
who are confronted with end-of-life care see an average of 10 palliative care patients a 
year (Nursing Staff Panel, 2011). Palliative care is part of the educational programme for 
GPs and community nurses, and there are also a wide range of short courses available on 
palliative care. Specialised palliative care knowledge is available to GPs and community 
nurses through consultation teams operating all over the Netherlands, mainly offering 
advice by telephone. Nurse case managers with specific expertise in palliative care who 
visit patients at home have also been introduced in some regions (for a map of the Neth-
erlands showing which regions, see (van der Plas et al, 2013)).

A nationwide survey was conducted to identify case managers in primary palliative care 
(van der Plas et al, 2013). Of the 20 initiatives for case managers identified in that survey, 
13 were investigated in this paper. The case manager visits the patient and their informal 
carers to offer support and advice on care and treatment options, and monitors whether 
care is being delivered according to the patient’s and informal carers’ wishes and needs. 
Information and psychosocial support are provided by the case manager if patients and 
their informal carers wish so. The case managers do not provide hands-on nursing care 
themselves but can be part of a team that does. Most case managers (62%) were trained 
in nursing at the bachelor level with further education in oncology or another relevant 
field of specialist care. Detailed information on the content of the support provided by 
case managers can be found elsewhere (van der Plas et al, 2015a).

Procedure
If a patient was referred for case management, the responsible case manager completed 
a questionnaire. Approximately two months after the patient’s death, the case manager 
sent a questionnaire to the informal carer. After it was filled in it could be sent directly 
to the researcher. The two questionnaires used the same unique patient identification 
number. If no questionnaire was received from the informal carer, the researcher asked 
the case manager to send a reminder. Data were gathered from March 2011 until the end 
of 2013. Case managers who support many patients could include every second patient 
in the study instead of every patient, for time management reasons. Under Dutch law 
this study is exempt from approval from an ethics committee because it did not involve 
imposing any interventions or actions (Centrale Commissie Mensgebonden Onderzoek, 
2014).
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Questionnaires
The questionnaires were drafted to study implementation and support provided by the 
case manager. The questionnaire from the case manager contained structured ques-
tions on characteristics of the patient. These were used to describe the characteristics of 
patients in the results section. Functional status was measured in this questionnaire by 
the Eastern Co-operative Oncology Group (ECOG) global performance scale, which uses 
a 5-point Likert scale ranging from fully functional (score 1) to fully in need of support 
(score 5).

The questionnaire for the informal carer contained mostly structured questions on the 
care and support received by the patient and informal carer. The informal carer was 
asked about the number of healthcare professionals involved in care in the last three 
months of the patient’s life, with three answering options (too many, too few, right). 
Also, informal carers were asked for an additional comment on their answer: ‘can you 
give a clarification?’. The informal carer rated his/her opinion on the support provided by 
the GP, community nurse and case manager in twelve items using a 4-point Likert scale. 
The options were as follows: 1 = never; 2 = sometimes; 3 = usually; 4 = always; ? = ‘don’t 
know’. An example of a question as posed in the questionnaire:

Did the care provider show understanding towards your feelings?

GP    1  2  3  4  ?

Community nurse  1  2  3  4  ?

Case manager  1  2  3  4  ?

Data analysis
For the question on the number of healthcare professionals involved, frequencies were 
calculated. The comments regarding the answers ‘too many’ and ‘too few’ were catego-
rised (since there were only 15 comments, no further analysis was done). 

For the 4-point Likert scale questions on support answered by the informal carer, scores 
were recoded into two categories: ‘usually’ and ‘always’ were grouped together and 
‘never’, ‘sometimes’, ‘don’t know’ and missing answers were grouped together. Missing 
answers regarding the GP and case manager were included; it was assumed that the an-
swer was missing because support was not provided to the informal carer although the 
GP and case manager were involved. When the questions on the community nurse were 
not answered, it was assumed that no community nurse was involved. The GP together 
with the community nurse were considered the primary care team. For an informal carer 
to receive support from the primary care team, the answer ‘usually’ or ‘always’ should 
be given with regard to at least one of the two members (so either regarding the GP or 
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the community nurse). Cross tabs gave information on the support provided by the case 
manager and the primary care team. Data were analysed using SPSS, IBM Statistics for 
Windows version 20.0.

Results
Response
We received questionnaires from the case manager about 721 patients with at least one 
contact with the case manager. For 57 patients case management was still ongoing 
when the study stopped, leaving 663 patients for inclusion. After the patient’s death, 
183 (28%) informal carers returned a questionnaire, of whom 178 (97%) had filled in the 
questions on support received by the case manager, GP and/or community nurse. See 
Figure 1 for a breakdown of answered questions by the informal carer per professional. 
The community nurse was assumed not to be involved in 56 (31%) patients.

Figure 1.Number of informal carers who answered questions on at least one professio-
nal and on the GP, community nurse and case manager separately a

a GP = general practitioner; CN = community nurse; CM = case manager.

Characteristics of patients and informal carers
More than half of the patients were male (56%), the mean age was 67 years (SD 12). Most 
informal carers were female (65%), with a mean age of 64 (SD 13). Mostly, the informal 
carer was the partner of the deceased patient (84%). Most patients had lived with their 
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a n = 178 informal carers.

Opinion of informal carers on the number of care providers involved
The majority of informal carers thought the appropriate number of care providers were 
involved in the last three months (see Figure 2). When the answer was ‘too many’, com-
ments indicated the number of physicians or home-care personnel to be too many, no 
comments were made on the addition of the case manager. When the answer was ‘too 
few’, the comments indicated that problems arose when there was a sharp deterioration 
shortly before the patient’s death combined with too little assistance from home-care 
personnel.

partner (75%), another 13% had lived with partner and children and 9% of patients had 
lived alone. For most patients the main diagnosis had been cancer (98%) and 37% had at 
least one other diagnosis. Functional status at moment of referral to the case manager 
was bedridden for more than half a day or fully in need of support for 41% of patients.

Figure 2. What did you think of the number of healthcare providers involved in care in 
the last three months of the patient’s life? a
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Table 1. W
hat support is and is not provided by the case m

anager, G
P, and com

m
unity nurse according to the inform

al carer?
G

P+
 a

CN
+

 a
CM

+
a

Prim
ary 

care 
team

- 
and CM

-  b

Prim
ary 

care 
team

+ 
and CM

-  b

Prim
ary 

care 
team

- 
and 

CM
+

 b

Prim
ary 

care 
team

+ 
and 

CM
+

 b

Inform
ation (usually + alw

ays)
H

ave you been inform
ed suffi

ciently on the possi-
bilities of care in your area for care and support for 
people w

ith a life threatening disease and their loved 
ones? 

111 (62)
73 (60)

131 (74)
25 (14)

22 (12)
32 (18)

99 (56)

H
as been discussed suffi

ciently w
hat you and your 

loved one could expect in the course of the disease?
132 (74)

82 (67)
136 (76)

19 (11)
23 (13)

19 (11)
117 (66)

W
ere you satisfied w

ith the advice you received from
 

the care provider on the w
ay you could best deal w

ith 
your loved one?

133 (75)
94 (77)

137 (77)
16 (9)

25 (14)
18 (10)

119 (67)

Could you ask all your questions to the care provider?
145 (82)

107 (88)
150 (84)

6 (3)
22 (12)

17 (10)
133 (75)

Psychosocial aspects of care (usually + alw
ays)

D
id the care provider understand w

hat your needs 
w

ere?
131 (74)

101 (83)
135 (76)

14 (8)  
29 (16)

17 (10)
118 (66)

D
id contact w

ith the care provider help you to keep 
going in caring for your loved one?

134 (75)
100 (82)

136 (76)
16 (9)  

26 (15)
17 (10)

119 (67)

D
id the care provider show

 understanding tow
ards 

your feelings?
151 (85)

108 (89)
147 (83)

2 (1)
29 (16)

11 (6)
136 (76)

D
id the care provider take the tim

e to listen to your 
story?

149 (84)
107 (88)

153 (86)
6 (3)

19 (11)
14 (8)

139 (78)

Process of care (usually + alw
ays)

D
id the care provider consider your schedule in m

ak-
ing an appointm

ent?
118 (66)

90 (74)
128 (72)

25 (14)  
25 (14)

22 (12)
106 (60)

D
id the care provider assist you in m

aking a diffi
cult 

decision in the care of your loved one?
132 (74)

96 (79)
137 (77)

16 (9)  
25 (14)

19 (11)
118 (66)

D
id you get enough opportunity to co-decide on the 

best w
ay to solve problem

s?
135 (76)

96 (79)
141 (79)

16 (9)  
21 (12)

14 (8)
127 (71)

D
id the care provider keep his/her appointm

ents?
151 (85)

110 (90)
146 (82)

8 (5)  
24 (14)

12 (7)
134 (75)
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a CM = case manager; GP = general practitioner; CN = community nurse. GP+/CN+/CM+: answer 
was ‘usually or always’; GP-/CN-/CM-: answer was ‘never’, ‘sometimes’ or ‘don’t know’. b Primary 
care team: GP+ and/or CN+. Answers were given regarding care from the GP, CN and the CM, 
within the same informal carer. When the informal carer answered questions on support re-
ceived from the GP and/or CN, but did not answer questions on the CM, then those answers were 
categorised as ‘don’t know’ (15 cases). The same was done when questions on support received 
from the CM and/or CN were answered, but not for the GP, then those answers were categorised 
as ‘don’t know’ (3 cases). When the questions on the CN were not answered, it was assumed that 
no CN was involved. Therefore regarding data on GP and CM: n=178, and on CN: n=122. Because 
there was no CN involved in 56 (31%) patients, combined data on support by GP and CN is skewed 
towards GP data.

What support is and is not provided by the case manager, GP, and community nurse
Support from the GP: Most informal carers thought the GP showed understanding to-
wards their feelings and kept appointments (both 85%) (see Table 1). The lowest propor-
tion of informal carers (62%) received information on possibilities of care and support. 

Support from the community nurse: Most informal carers thought the community nurse 
kept appointments (90%).  The lowest proportion of informal carers (60%) received infor-
mation on possibilities of care and support. 

Support from the case manager: Most informal carers thought the case manager took 
time to listen to their stories (86%). The lowest proportion of informal carers (72%) 
thought the case manager considered their schedule in making an appointment.  

The proportion of informal carers receiving support from none of the care providers 
ranged from 1% (show understanding towards the feelings of the informal carer) to 14% 
(information on possibilities of care and support and consideration of the schedule of 
the informal carer in making appointments). The proportion of informal carers receiving 
support from both the primary care team and the case manager ranged from 56% (infor-
mation on possibilities of care and support) to 78% (take time to listen). 

Discussion
The comparison of support provided by the generalist care providers and the case man-
ager within the same informal carer gives unique insight in palliative care provision. The 
number of healthcare professionals was appropriate according to the informal carers. It 
may be that as long as care is delivered up to a certain standard, the informal carer will 
appreciate the number of professionals necessary to achieve that standard. When too 
many professionals were involved according to the informal carers in our study, they 
commented on the number of different people for the same task (the number of physi-
cians or home-care personnel). This seems to indicate that support from a case manager 
in addition to care from the GP and community nurses is acceptable to informal carers. 
A clear understanding of the informal carer of roles and responsibilities of each of these 
professionals, as well as communication and coordination of care between those profes-
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sionals, will be important (Corner et al, 2003). 

Together, the primary care team and the case manager support the large majority of the 
informal carers in all aspects asked. The case manager gave information to informal car-
ers on the possibilities of care and support for people with a life threatening disease and 
their informal carers more often than the primary care team did. This is in accordance 
with the advisory role of a care provider with specialised palliative care knowledge and 
has been found before (Goldschmidt et al, 2006). The general aspects of patient-centred 
care, like taking time to listen and being sensitive towards the feelings of the informal 
carer, were provided by all three professionals. These skills are important to informal 
carers of patients with palliative care needs (Grande et al, 2004). Visits from the case 
manager to the patient and/or informal carer take one hour (van der Plas et al, 2015a), so 
it may be that the case manager is able to provide more support and in-depth informa-
tion than the primary care team. 

Strengths and limitations
To our knowledge, this is the first study to investigate the experience of informal carers 
with the case manager, the GP and the community nurse separately. A limitation is the 
low response rate. Response could be skewed towards informal carers who received 
higher quality palliative care. This selection bias has been reported before (Kross et al, 
2009). When the questions on the community nurse were not answered, it was assumed 
that no community nurse was involved. This was the case for 31% of patients. Similar per-
centages of involvement of a community nurse were reported by GPs in a study compar-
ing patients with and without additional support from a case manager; the community 
nurse was involved in 71% (standard GP care) and 75% (GP care when a case manager was 
involved) of patients (van der Plas et al, 2015d). Our study reports on the experiences of 
bereaved carers, the opinions of the GPs and community nurses will be reported on in a 
separate publication. About 1% of all patients referred to a case manager had no informal 
carers (van der Plas et al, 2015c). Also, this study only looked at palliative care provision 
when a case manager was involved. To have better understanding of underlying mech-
anisms, future studies should include a control group not receiving support from the 
case manager. Thus, it can be investigated whether the quality of support from the GP 
and community nurse is ‘boosted’ by the case manager; is quality high regardless of the 
presence of the case manager, or does the case manager support the GP and community 
nurse in palliative care provision? 

Conclusions
For patients with palliative care needs living in the community, generalist care provid-
ers, i.e. the general practitioner (GP) and community nurses, can cooperate with case 
managers to provide high quality palliative care. However, the number of care provid-
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ers involved could be an impediment for patients and informal carers to accept support 
from a case manager. This study shows that the number of care providers involved was 
appropriate according to the vast majority of informal carers. All care providers took 
time to listen to the informal carer and showed understanding for the feelings of the 
informal carer. However, more than a tenth of informal carers did not receive sufficient 
information on possibilities of care and support for people with a life threatening disease 
and their carers from any of the care providers.

Relevance to clinical practice
Although a minority, there were informal carers who did receive insufficient support on 
some aspects of palliative care. At all times, support should be offered to the informal 
carers as well as to the patient. Reluctance in adding another care professional is unnec-
essary, as long as the role of each care provider is explained to patients and informal 
carers. Therefore, when a GP or community nurse expect involvement of a palliative care 
case manager to be beneficial, they should discuss this with the patient and the informal 
carers.
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