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Abstract

Background: By 2050, over one hundred million people worldwide will be diagnosed with
dementia. In the Netherlands, people with dementia who live at home often receive care from
Community Health Nurses (CHNs) or case managers dementia. Both professionals can play
a coordinating role in organizing dementia care. The overlap in the roles and responsibilities
of both professionals often creates uncertainties for CHNs.

Aim: Explore perceptions of CHNs on their role in organizing, coordinating and performing
dementia care for people with dementia who live at home.

Method: A generic qualitative study was conducted using in-depth interviews. Fifteen CHNs
from seven different regions in the Netherlands were interviewed. Data were analyzed with
inductive content analysis.

Findings: Four themes were derived from the data. (1) Responsibility regarding the
coordination and performing of dementia care. CHNs described overlap in responsibilities in
for example: Having contact with general practitioners. (2) Organization of case management
dementia. The variety in how case management dementia is organized leads for CHNs to
different expectations regarding their responsibilities. (3) Work experience. CHNs with more
than five years of work experience had less need to involve case managers dementia for
advice. (4) Communication and collaboration. Overlap in responsibilities could be prevented
with improved collaboration and communication between both professionals.

Conclusion: CHNs would like to be more involved in organizing, coordinating and performing
dementia care. An unambiguous approach in organizing case management and improved
collaboration and communication between CHNs and case managers dementia is necessary
to create clarity in the responsibilities for CHNs.

Recommendations: Further research is required on the perceptions of case managers

dementia and people with dementia to better understand the complete spectrum of
organizing at-home dementia care. Furthermore, home care services should employ their
own case manager to create an unambiguous approach and clarity in the different

responsibilities.
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Abstract (Dutch)

Achtergrond: In 2050 zullen wereldwijd meer dan honderd miljoen mensen gediagnosticeerd
zijn met dementie. In Nederland krijgen thuiswonende mensen met dementie vaak zorg van
een wijkverpleegkundige of casemanager dementie. Beide professionals kunnen een
coordinerende rol verzorgen in de zorg voor mensen met dementie. Deze overlap in rollen en
verantwoordelijkheden van beide professionals leidt bij wijkverpleegkundigen tot
onduidelijkheden.

Doel: Onderzoeken wat de perspectieven van wijkverpleegkundigen zijn op hun rol in het
organiseren, codrdineren en uitvoeren van dementiezorg voor mensen met dementie in de
thuiszorg.

Methode: Een generiek kwalitatief onderzoek is uitgevoerd door middel van diepte-
interviews. In totaal zijn er vijftien wijkverpleegkundigen uit zeven Nederlandse provincies
geinterviewd. De data zijn geanalyseerd met een inductieve content analyse.

Resultaten: Uit de data zijn vier thema'’s voortgekomen. (1) Verantwoordelijkheid met
betrekking tot de codrdinatie en uitvoering van dementie zorg. Wijkverpleegkundigen
beschrijven een overlap in verantwoordelijkheden, zoals het contact onderhouden met
huisartsen. (2) Organisatie van casemanagement dementie. De verscheidenheid in de
organisatie van casemanagement dementie kan voor wijkverpleegkundigen leiden tot
verschillende verwachtingen in hun verantwoordelijkheden. (3) Werkervaring.
Wijkverpleegkundigen met meer dan vijf jaar werkervaring beschreven dat zij minder
behoefte hadden aan coaching van casemanagers dementie. (4) Samenwerking en
communicatie. De overlap in verantwoordelijkheden tussen beide professionals kan
voorkomen worden door de samenwerking en communicatie onderling te verbeteren.
Conclusie: Wijkverpleegkundigen willen meer betrokken worden in de organisatie, de
codrdinatie en het uitvoeren van dementiezorg. Door meer eenduidigheid in de organisatie
van dementiezorg aan te brengen en samenwerking en communicatie te verbeteren, kan

duidelijkheid gecreéerd worden in de verantwoordelijkheden van wijkverpleegkundigen.

Aanbevelingen: Vervolgonderzoek naar de percepties van casemanagers dementie en
mensen met dementie is noodzakelijk om een totaalbeeld te krijgen van de organisatie van
dementiezorg. Daarnaast zou elke thuiszorgorganisatie een casemanager dementie moeten
aanstellen om zo meer eenduidigheid en duidelijkheid te creéren in de verschillende

verantwoordelijkheden.

Trefwoorden: dementie, casemanagement, wijkverpleegkundigen, percepties
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Introduction and Rationale

Every three seconds, one person in the world is diagnosed with dementia’. Over 46 million
people worldwide have a form of dementia, and due to the earth’s aging population, this
number is expected to increase to over hundred million people in 2050"2. Dementia is a
generic term for diseases and conditions characterized by a deterioration in memory and
thinking skills, which affects a person's ability to participate in daily activities*3. The most
common types of dementia are Alzheimer Disease and Vascular Dementia®. In the
Netherlands, an estimated 270.000 people live with dementia, and about seventy percent of
them live at home®. It is expected that by 2055, the country will have 690.000 people with
dementia who live at home®®.

People with dementia who live at home often receive care from a Community Health
Nurse (CHN) to assist with their daily activities’®. CHNs play a significant role in performing
primary care for people with dementia and have three major responsibilities: Managing
people with chronic diseases by using protocols, leading home care services that help to
improve care and reducing healthcare costs of people with comorbidities'®'2. Their role
further focuses on performing and coordinating dementia care, which includes being a part of
a multi-disciplinary team, assisting and mentoring people with daily activities, supporting self-
care, and administering preventative health practices''*. CHNs who were interviewed in a
qualitative study of Ball et al.™ described their role as essential in the coordination,
organization and execution of care for people with an illness or in palliative care. However,
research showed that their role is not always acknowledged by other healthcare
professionals, such as general practitioners or case managers dementia’® .

In addition to CHN, case managers dementia can similarly act as primary care givers
for people with dementia who live at home and their informal caregivers. The role of case
managers dementia was initiated in 2002 after the Dutch Health Council concluded the
quality of care for people with dementia needed to improve'®. While there are practical
variations in their daily work, the role is commonly described as a systematic delivery of
coordinated care and support in treatment, health and social care for people with dementia
who live at home?*2'. Case managers dementia are often nurses who are specialized in
dementia care®"*2. The most prominent difference between case managers dementia and
CHN s is that case managers dementia usually focus solely on people with dementia and
have more specific knowledge about dementia, while CHNs can be seen as generalists in
primary care?*?'. Furthermore, case managers dementia are visiting people with dementia
once in the eight weeks, while CHNs are visiting people with dementia once a week.
Another difference is that case managers dementia do not assist people with dementia with

their daily activities?>?'.
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Moreover, case managers dementia advise people with dementia and their caregivers during
the complete cycle of the disease, from diagnosis until institutionalization or passing
away21,22_

Based on the research of Pacala®*, CHNs and case managers dementia can both
deliver the required practical elements of case management dementia in daily care®2°. A
randomized control trial showed also no significant differences between both professionals in
delivering dementia care®?’. In practice, thirty percent of the people with dementia receive
advice from case managers dementia®. The remaining seventy percent are either not aware
how to seek advice, or do not wish to receive advice from case managers dementia®. Due to
the complexities which dementia presents, professionals must work closely together to
complement each other and adapt their specific roles to offer qualitative integrated dementia
care'*?°,

The varying organization and implementation of case management dementia must be
taken into account®. In the Netherlands, one method that is often used in organizing case
management dementia is the ‘Step Model’?®, which entails that CHNs offer case
management dementia and transfer people with dementia to case managers dementia in
increasing complex situations?®. In addition to the Step Model, there are other approaches to
case management, such as a model where one CHN or case manager dementia coordinates
everything from beginning to end?®. While all examples of organizing case management
dementia require CHNs and case managers to work closely together'®?°. The variety in
approaches can lead for CHNs to experience uncertainty in their role and responsibilities.
Recent studies??° have evaluated case management dementia by interviewing case
managers and informal caregivers. Yet, to our knowledge, there are no studies about the
perception of CHNs on their roles in primary caregiving for people with dementia. Moreover,
compared to a case manager dementia, it is unclear for a CHN what their role is and where
their responsibilities begin and end. Therefore, it was necessary to explore CHNs’
perceptions on their role in organizing, coordinating and performing dementia care in the

Netherlands.

Aim
The aim of this study was to explore the perceptions of Community Health Nurses on their
role in organizing, coordinating and performing dementia care for people with dementia who

live at home.
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Methods

Design

In order to gain knowledge on this newly emerging subject, a qualitative study was designed
and executed®*32, This was based on a generic explorative approach, in order to obtain
insights on the perceptions of CHNs about their role in dementia care®3*. This study was
conducted in line with the checklist of the Consolidated Criteria for Reporting Qualitative
Research (COREQ)®.

Sample

The study included CHNs from seven different regions of home care services in the
Netherlands. Criteria for inclusion was: being a registered bachelor nurse, at least two years’
work experience in home care services, and fluency in Dutch. Potential candidates were
excluded if they had former work experience as a case manager dementia, which could
influence their perceptions and work as a CHN. Participants were recruited through a

convenience sample with maximum variation in age, years of work experience and location.

Data collection

In-depth face-to-face interviews were conducted with fifteen CHNs between January and
April 2019. As preparation, the researcher completed an interview training and a pilot

interview to test the topic list®?

. The duration of the interviews lasted between thirty and forty
minutes, which began with an introduction where the CHN was asked to read an article about
the topic of this study to directly come to the core of the study®. Next, the researcher
performed an interview with the CHN until his or her perceptions were sufficiently
described®. Topics were based on relevant literature, expert knowledge and discussions
between researchers (NvdB,FS). The topic list can be found in figure 1. The interview
structure was based on the river-and-channel model of Rubin&Rubin®’, which is suitable for
in-depth interviews and is relevant to explore one topic. The interviews were audiotaped and
later transcribed verbatim. To increase the reliability and gain information that could not be
audiotaped®*®, field notes were recorded on non-verbal behavior, such as mimicry,
interrogation, nodding and/or silence in a conversation®’. To prevent responder’s bias®"3*,
CHNs were asked to describe a situation that they dealt with and could remember. All CHNs
were aware of the fact that the researcher who conducted the interviews is a master student
and a CHN himself. One interviewed CHN was a colleague of the researcher but they were

not directly working together.

Insert figure 1.
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Data analysis

Data were analyzed according to the four phases of conventional content analysis:
decontextualization, recontextualization, categorization, and compilation®®“°. This type of
analysis was chosen because existing theory on the investigated phenomenon is limited. All
transcripts were read and re-read. During open coding meaningful units were analyzed and
coded which lead to fragmentation of the data. Unmarked text was re-read to decide if it
should be included or excluded*'*2. Next, all codes were divided into categories based on
the relation between the codes, and these codes were combined into important clusters*'3.
Finally, the CHNs’ own words were used to stay close to the data and describe the
categories. Data analysis were performed by a student researcher and a supervising
researcher who is experienced with in-depth interviews and qualitative analysis. To enhance
validity of the study, the first three interviews were analyzed and coded by two researchers
(NvdB,FS) independently, and discussed until consensus was reached. Analyzing and
coding of the other interviews were performed by the first researcher (NvdB). The
supervising researcher (FS) was consulted during each stage of the analysis and choices
were discussed. Following the first three interviews and feedback of the supervising
researcher, it became clear that certain topics needed to be further explored in the remainder
of the interviews as part of the iterative approach®®. Data were analyzed with Nvivo (version
11, QRS International). Interviews were transcribed within a week of the interview date, in
order to enhance reliability and recall observations or non-verbal behaviors®. All participants
received a summary of the transcribed interviews to check accuracy and interpretation3'%,
Furthermore, participants were asked to provide their opinions about the results after
analysis. Background characteristics of the CHNs were analyzed in a descriptive way, while

age and years of work experience were processed as median and range.

Procedures

Participants were informed about this study in CHN platform meetings and via messages on
social media. If a CHN was interested in participating, he or she could directly send a
message to the researcher to provide contact information. Additional CHNs who were not
participating in a platform and did not have a LinkedIn account, were reached by snowball
method®. Subsequently, CHN who wanted to participate received written information by
email. After agreeing with the interview procedures, an appointment for an interview was
made. Before these took place, the informed consent was discussed, and baseline
characteristics were collected including gender, age and years of work experience. Equality
and safety were guaranteed by interviewing CHNs in a location of their choice, where privacy

was ensured.
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Ethical considerations

This study followed the principles of the Declaration of Helsinki (version 2013)* and the
Dutch code of conduct for integrity in science®. It was not in the scope of the Medical
Research Involving Human Subjects Acts, because CHN were not exposed to an
intervention. The guidelines of Good Clinical Practice (GCP)* and General Data Protection
Regulation*” were followed, and informed consent was signed by all participants.
Confidentiality was maintained by using identification numbers and only the first researcher
had access to the data. All data was stored on a secured hard disk in the closed research

environment of the NHL-Stenden University.

Findings

A total of fifteen CHNs were interviewed: one male and fourteen females. They were
between 24 and 59 years old (M= 39.7, SD= 11.4), and they had between three and fifteen
years of work experience (M= 8.2, SD= 3.6). The characteristics were described in table 1.
The following themes arose: Responsibility regarding the coordination and performance of
dementia care, organization of case management dementia, work experience, and

collaboration and communication. The results were described according to these themes.

Insert table 1.

Theme 1: Responsibility regarding the coordination and performance of dementia care

Most CHNs mentioned an overlap between them and case managers dementia in the
coordination of at-home dementia care. For example, both professionals have conversations
with informal caregivers and general practitioners. CHNs saw themselves as generalists who
care for people with care needs who live at home. All CHNSs reported that case management
for people with dementia is a part of their daily work. Furthermore, CHNs described that
advising people with dementia and having conversations with informal caregivers is a part of
their role. Most of the CHNSs reported that case managers dementia often transfers people
with dementia to CHNs, as CHNs have more contact with people with dementia on a day-to-
day basis. Some CHNSs found it comforting to involve case managers dementia, because

case managers have an objective view on the situation.

‘Case managers dementia stand further from the situation, which makes it easier to discuss
difficult topics. As CHN, you do not want to break trust with people with dementia by having

such a conversation’. (Female, ten years of work experience)
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Most CHNs stated that the involvement of case managers does enhance their knowledge of
the disease and their ability to coach people with dementia. CHNs also expressed their
desire for increased contact with a case manager dementia to discuss responsibilities, such
as contact with caregivers, legal issues and contact with general practitioners. This increased
communication would also ensure that tasks are not done twice.

Almost all of the CHNs described their main responsibility as nursing and caring for people
with dementia, while the responsibility of case managers dementia focuses on supporting
informal caregivers. According to CHNs, informal caregivers and people with dementia say
that having contact with several healthcare professionals often causes confusion. Moreover,
CHNSs said that in stable cases, case managers generally act in the background and the

CHN performs case management him or herself.

Theme 2: Organization of case management dementia

Most of the CHNs stated that the type of organization where they work plays an important
role in how the structure of at-home dementia care is organized. They described three
common work structures for CHNs and case managers dementia in organizing dementia
care: (1) they worked within the same organization, (2) CHNs worked within case managers
dementia of overarching organizations, or (3) they worked in different organizations. CHNs
who worked in the same organization as case managers dementia were, as standard
protocol, involved in cases with dementia diagnosis. In this situation, some CHNs
experienced negative effects on their job, as they felt their role in coordinating care for
people with dementia is taken over by case managers dementia; furthermore, the CHNs say
they felt that they only perform tasks in executing patient care, while case managers
coordinated and organized the more significant matters of care and communication.

The group of CHNs who worked with case managers dementia from an overarching
organization stated that case managers were well known in the regions and their expertise is

an advantage.

‘Professionals, such as case managers dementia, from an overarching had the expertise to
diagnose and offer support to people with dementia, because everyone worked for the same

organization’. (Female, three years of work experience)

Additionally, CHNs who worked within the same organization as case managers dementia,
stated that this leads to enhanced contact and ease of communication. CHNs stated that
general practitioners will refer people with dementia faster if both professionals work together

within one organization. CHNs who did not work within the same organization as the case
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managers dementia, said they experienced negative effects in coordinating care; they felt

they were less involved, and stated that it is hard to collaborate with someone you rarely see.

Theme 3: Work experience

According to CHNs, their work experience plays a role in coordinating dementia care. CHNs
with two to five years of work experience had a greater need to involve a case manager for

advice or coaching.

‘The backup of case managers dementia gives me a comforting feeling when difficult
situations needed to be discussed, such as moving to a nursing home when people are no

longer able to live at home’. (Female, two years of work experience)
CHNs with more than five years’ experience felt confident enough to deliver case
management dementia themselves and did not feel the need to have a case manager as

backup.

Theme 4: Collaboration and communication

Collaboration between different healthcare providers was described as essential in
organizing, coordinating and performing dementia care. A few CHNs experienced adequate
collaboration with case managers dementia by means of daily contact and involvement.
However, CHNs considered that various professionals could complement each other more.
Most CHNs experienced that building trust with people with dementia and their informal
caregivers was essential when the function of a case manager dementia was fulfilled. In
addition, CHNs described that case managers dementia could complement CHNs more,

because they visited people with dementia a few times a week.

‘Together you are standing stronger...” (Female, five years of work experience)

All CHNs were familiar with their regional case manager, but most of them deemed that the
collaboration does not yet work well. Some CHNs said that it was difficult to work together
because the case managers are often too busy or not easy to reach. Furthermore, CHNs felt
the need to be more involved to the process of organizing dementia care. Finally, CHNs
stated that communication between them and case managers dementia is necessary to
make use of each other their skillsets. CHNs who worked within the same organization as
the case managers dementia described that communication improved when they both had

access to electronic patient files.
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Discussion

The aim of this study was to explore CHNs’ perceptions on their role in organizing,
coordinating and performing dementia care for people with dementia who live at home. Four
themes were identified: Responsibility regarding the coordination and performance of
dementia care, the organization of case management dementia, work experience, and
communication and collaboration.

First, responsibility regarding the coordination and performance of dementia care.
CHNSs described an overlap between their role and the role of the case managers dementia,
which is confirmed by other studies*®*°. These studies described overlap in for example: The
handling of legal issues or arranging daycare for people with dementia*®“°. These outcomes
are in line with this qualitative study. Also, the performed study implicates it is valuable for
CHNs and case managers dementia to regularly discuss their different responsibilities to
avoid the duplication of work.

Second, the organization of case management dementia. This qualitative study
showed that if CHNs and case managers dementia work within the same organization, the
collaboration between both professionals is perceived as easier. Furthermore, both
professionals communicated more frequently and visited patients with dementia more often
together, which are described as success factors for organizing dementia care*®®'. These
outcomes are confirmed by studies that show how various approaches to organizing case
management dementia can result in uncertainties in responsibilities for professionals®®.
Additionally, Mierlo et al. described that a uniform vision has to be reached to create clarity
for CHN and other professionals when they can involve a case manager dementia from an
overarching organization®?. These outcomes are in line with this qualitative study, which
implicates that CHNs felt the need to communicate and collaborate with case managers
dementia on a more regular basis. Therefore, an unambiguous approach in organizing case
management is necessary to create clarity for CHNs and case managers dementia,
regarding their respective responsibilities. This study also implicates that collaboration and
communication between CHNs, and case managers dementia is stronger if both
professionals work within the same organization and closely work together.

Third, work experience. This study showed that CHNs with more than five years of
work experience had less need to involve case managers dementia, while CHNs with less
experience felt the need to engage them for advice if situations became too complicated.
Therefore, this study implicates that CHNs and case managers dementia should have
regular conversations about the CHN’s specifics needs for advice or coaching.

Finally, collaboration and communication. This study showed that collaboration and

communication between professionals is essential in delivering primary care.

Niels van de Berg 5949181 30-06-2019
Master Thesis: The role of CHN in organizing, coordinating and performing dementia care.

11



CHNs and case managers dementia could complement each other in complex situations.
The following obstructive factors were described by other studies: competition and distrust
between professionals in delivering care, inefficient communication between healthcare
providers, and no involvement of primary care providers such as CHNs®"®. Therefore, a high
level of case management is necessary to ensure positive clinical outcomes for people with
dementia and to optimize dementia care®®. Effective communication between primary
healthcare providers is also necessary*®%. A systematic review showed that case managers
dementia, in collaboration with general practitioners, have a fundamental role in addressing
the needs of people with dementia and their caregivers®®. Frequent communication between
case managers and general practitioners is essential in the collaboration between these
professionals and in the organization of dementia care>. However, studies performed in the
Netherlands did not describe the role of CHNs?®*® and found no benefits of case
management dementia versus usual care®®. Therefore, this study specifically focused on the
perception of CHNs, and implicates that it is essential for case managers dementia and
CHN: s to collaborate and communicate more frequently to offer qualitative, integrated
dementia care.

This study is strengthened by the number of interviewed CHNs and the maximum
variation in their demographics and work experience. The participating CHN worked for
twelve different home care services spread over seven regions of the Netherlands. There
was also a broad variety in their years of work experience, which can be seen as a reflection
of the daily practice. The results of fifteen interviews gave a realistic reflection of the CHNs’
perceptions and data saturation.

However, some limitations need to be taken into account. Findings of this qualitative
study are not generalizable in other countries, as only Dutch CHNs were interviewed.
Another limitation is that the researcher is a CHN himself, which could have influenced the
objective perception. To prevent this type of research bias, the supervising researcher
analyzed three transcribed interviews and other choices were discussed. By using a
convenience sample, selection bias could have occurred. There is a chance that only CHNs
who were interested in case management dementia were interviewed.

Certain implications can be made for practice. This study emphasizes the importance
to let CHNs and case managers dementia complement each other by having more frequent
contact. First, this study showed that if CHNs and case managers dementia have frequent
contact, overlap in responsibilities could be prevented. Second — due the different ways
case management dementia can be organized — it is important for CHNs and case
managers dementia to discuss these differences and maintain regular appointments about

their responsibilities.
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Finally, this study described the benefits of working within the same organization for CHNs
and case managers dementia. This study implicates that every organization should employ a
case manager dementia, to create more clarity for both types of professionals.

This qualitative study emphasizes the importance of involving CHNs in further
research about case management dementia. Further qualitative research is required on the
perceptions of case managers dementia in their collaboration and communication with
CHN:Ss. In this regard, the full spectrum of dementia care can be mapped, and every specific
case can be treated in a personal way. Besides that, additional research is required to
understand the opinions of people with dementia and their informal caregivers, specifically in

regard to which form of case management they prefer.

Conclusion

This explorative study examined the perceptions of CHNs on their role in coordinating,
performing and organizing case management dementia for people with dementia who live at
home. In conclusion, CHNs described they would like to be more involved in organizing,
coordinating and performing dementia care. An unambiguous approach in the organization of
case management is necessary to create clarity in CHNs’ roles and responsibilities. Finally,
collaboration and increased contact could prevent overlap in responsibilities, and lead to

qualitative integrated dementia care.
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Figures and tables

1. Introduction

e Can you tell me something about yourself?
o Age, gender, work experience, workstation, caseloads.
o The researcher asks the CHN to read the article and asks them; What is your

opinion about this situation?

2. Checklist researcher:

o Where do the role / responsibilities of CHN begin or end
- Why, how, when, can you tell me more about, can you give

me an example

e Working together with a case manager dementia
- Why, how, when, can you tell me more about, can you give

me an example

o Differences in roles between CHN and case manager dementia
- Why, how, when, can you tell me more about, can you give

me an example

¢ Opinion about the change in organization of dementia care
- Why, how, when, can you tell me more about, can you give

me an example

o Check their knowledge about dementia care
- Why, how, when, can you tell me more about, can you give

me an example

o Check if they have requirements to improve delivering of
dementia care
- Why, how, when, can you tell me more about, can you give
me an example
3. Ending

¢ Do you have any other subjects you would like to discuss?

Figure 1, interview guide.
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Table 1, CHN’ characteristics

Age <25 N=2
(in years) 25-40 N=7
40-55 N=4
>55 N=2
Sex Male N=1
Female N=14
Work experiences as CHN 2-5 N=3
(in years) 5-10 N=7
>10 N=4
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