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CHAPTER 1

General introduction



GENERAL INTRODUCTION

Conversation with Carla, who is receiving formal home care:

Hello, my name is Carla and I am 82 years old. As you might notice, I tend to speak
somewhat slowly. This is the result of a stroke I had last year. My husband Henk and I
used to have a very active life. Although I do miss working in the garden at our previous
house, we simply had to move to this bungalow because of all the stairs. Once I'm a bit
more mobile again, I do hope we can go out some more. I look forward to going to the
park with my husband, where we often went socializing with our jeu-de-boules association.
I'm so grateful for the home care support we’re receiving now, the nurses are all so kind.
However, last week I had help from a male nurse that made me feel quite uncomfortable.
I am not used to being showered by a male nurse, but I did not dare to tell him this.
Although he did his best to make me feel at ease, I would prefer not to be showered again

by a male nurse.

Conversation with Henk, informal caregiver and partner of Carla:

My name is Henk. We recently moved to this bungalow because of my wife’s care situation.
I used to be able to provide her all the care she needed, but now it’s like she needs
constant care. After the stroke, she stayed at the hospital for some days. During her
hospital stay, we were not very satisfied with the caregivers there. They were so busy and
had a hard time finding time for a short talk, in contrast to the home care nurses now.
Some days ago, my wife received help from a male nurse. Although he was kind, my wife
and I do not believe it is normal that you are being showered by the other gender! We did
not know of this beforehand and we are from a generation that is just not used to that.
Afterwards I said to my wife that the next time he shows up, I will shower her myself.
Both I and my wife are proud members of the jeu-de-boules association, but because of
the irregular home care visits we don’t have time to go there together. I have been thinking
of addressing this for some time now, but have not found the opportunity to do so. Isnt

there a person in the care organisation with whom I can discuss this?

Conversation with Debby, formal caregiver of Carla:

Hey, I am Debby. I have been providing personal care for Carla for over a year now. In
the morning and evening, she needs help getting dressed, with personal hygiene and
taking her medication. They are such a sweet couple and are always so patient and
thoughtful. Carla has been suffering with some difficulties since she had a stroke. Henk is
a great help in providing her medication. I believe he used to be an engineer and is quite
precise in his ways. He always sets multiple timers as reminders to take the medication
throughout the day. They value the fact that we provide care at a specific time, for which

we had to schedule a new male nurse the other day to provide care for Carla on time. As
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care providers we try to signal difficulties while providing care and we’ve received the
impression that the current situation is becoming a bit too much for both Carla and Henk.
We therefore started looking for possible daytime activities in which Carla could
participate. However, it might be a good time for the district nurse to sit down with both

Carla and Henk to evaluate formally how they are feeling about the current care situation.

The example above is based on a typical home care setting, with an older client, her
partner and her formal caregiver. The different stories give a sense of how the provision
of care and the corresponding experiences in a care network can differ, and they address
the importance of making a structural assessment, with different key stakeholders, of the
experienced quality from a client’s perspective as part of maintaining a high standard of
quality in the home care process. Looking through the lenses of the client as well as of the
informal and formal caregivers can be beneficial for understanding the client’s perspective,
as each of these individuals can shed a different light on ongoing dilemmas and on the
provision of the desired care. In the understanding of care experiences within long-term
care and care in general, there is increasingly a focus on including both informal caregivers
and formal caregivers in the care process. Therefore, one ought to strive for a true
understanding of the different experiences, concerns and viewpoints from the client’s
perspective, as well as the ability to communicate these insights in a joined-up
conversation.! However, it might be necessary for a caregiver to put their own mental
frame, beliefs, assumptions, knowledge and experiences temporarily on hold to obtain a
true understanding of the client’s perspective.? Each individual in a care triad (consisting
of the client, the informal caregiver and the formal caregiver) has their own care
experiences that can shape or colour their new experiences; this may, as addressed in the
fictional example, be a negative care experience in a former care situation. The general
aim of this dissertation is to understand how to get insight into care experiences in the
home care setting in order to provide the optimal care for individual clients, focusing on
clients who are receiving long-term home care based on one or more chronic conditions.
This chapter starts with an introduction to care provision in the home care setting, explains
the concept of quality in home care and discusses current views on assessing the quality
of care. The final paragraph will present the aim, the research questions and the outline

of this dissertation.

THE HOME CARE SETTING

The statement ‘There’s no place like home’ reflects a concept that is known in many
cultures, and is a belief that is often shared in society as well as in movies like The Wizard
of Oz and in sayings going back to the sixteenth and seventeenth centuries.> Home care

meets the needs and wishes of most clients because care is received within the familiar



environment of home, and it is known that the majority of home care clients in the
Netherlands are satisfied with the care they receive and the freedom they experience, in
contrast to those receiving nursing home care.*>. Across cultures, home has been defined
in terms of three dimensions: home as a familiar place of comfort and ease because of
routines and physical arrangements; home as the centre of everyday experiences in space,
time, and social life; and home as the protector of one’s privacy, identity and safety.® A
person’s home is recognized as a place that can support them in maintaining their
independence and autonomy.”® Home is seen as a place in which we meet with friends
and family, sharing stories about past experiences, and it is a place where person-place
transactions are constructed.® 1% In addition, residing in a familiar neighbourhood can help
maintain existing social networks, thereby providing social support, which can function as
a buffer for the effects of stressful events and can even improve health and well-being.!!
13 Being in one’s own home when receiving care means that one maintains the right to be
oneself and to stick to one’s own daily routines.!*

Across the world, the population of older people living in the community continues
to increase. In the Netherlands, the proportion of people aged over 65 years is expected
to rise from 3.4 million (19 per cent) in 2020 to 4.9 million (25 per cent) in 2050.%*> In
particular, the number of people aged 80 years and above is expected to increase rapidly,
from 800,000 currently to 1.5 million in 2050. As society ages, home care is perceived by
western societies as a means of meeting individuals’ needs to remain in the familiar
environment of home, and of addressing rising costs.® Since the proportion of older people
who are living in Dutch nursing homes has decreased below 6%, home care provision has
become increasingly more important.* Over 40% of people living in the community aged
75 and above are receiving some form of domestic support, personal care or nursing
care.!” The provision of domestic support is regulated by the Social Support Act (Dutch
acronym: Wmo), and domestic support is given by individual support workers who perform
household activities (e.g. cleaning and preparing meals).81° Municipalities are responsible
for both the funding and the assessment of domestic care services. Personal care (e.g.
assistance with dressing, eating, drinking and personal hygiene), as well as nursing care
(e.g. wound care and the administration of medication), are both regulated by the
Healthcare Insurance Act (Dutch acronym: Zvw) or the Long-term Care Act (Dutch
acronym: WIz). Excluding domestic support, around 28% of people aged 75 and above in
the Netherlands, or 330,000 people, receive some form of personal or home care.'” This
care is provided by (district) nurses, nursing assistants and nurse aides, working together
in care teams, and therefore often cooperating with professionals from other disciplines
like physiotherapists, dieticians and general practitioners. A district nurse (Dutch:
wijkverpleegkundige) has the leading role in providing care for a client, liaising with the

municipality and coordinating the client’s care needs, while nursing assistants and nurse
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aides support the client by providing both medical and personal care. This dissertation
focuses on both personal care and nursing care (referred to in combination as home care)
for older people suffering from one or more chronic conditions (referred to as clients).
Besides formal home caregivers, informal caregivers have a crucial role in supporting older
people living at home to maintain their health, well-being, quality of life and functional
status.?® This informal care is most often given by a client’s partner or their children.?!
Moreover, reforms in the long-term care policies of many European countries have led to
cutbacks in formal care, which will considerably increase the demand for informal care in
the years to come.?? In addition to clients and formal caregivers, informal caregivers can
shed a different light on a client’s care experiences, and they are therefore considered
important stakeholders for gaining insight into experienced quality in home care.
Although home care is generally perceived as clients’ preferred type of care, there
are some challenges for a person to receive the care they need in the home setting for an
extended period of time. Although clients have the freedom to arrange their own home
care, this can be perceived as daunting, since one out of every two people aged 65 and
above lacks the skills to monitor their own physical or mental health status.?3> Moreover,
after realizing that care is needed, a certain psychological threshold has to be passed
before people dare to ask for help. There are indications that almost half of all people aged
70 and above find it difficult to ask for help with their care needs.?*25 This procrastination
in asking for care (informal as well as formal care), and a person’s need to arrange their
own care in the home environment, can result in a prolonged delay in receiving the
necessary care, leading to self-neglect or even hospital admission.?%?7 Even after formal
home care is being provided, clients can experience an ambiguity in accepting formal care
while simultaneously maintaining both their independence and their privacy at home.'* In
addition, the physical environment of a home can pose challenges for the way in which its

inhabitants cope with deteriorating physical or mental health and home care provision.282°

DEFINING THE QUALITY OF HOME CARE

In line with the challenges previously described, there is an increasing need to maintain
high-quality home care by gaining insight into clients’ care experiences more continuously
throughout the care process, which must be done by including the stakeholders in the care
environment.3° In 2015, the National Health Care Institute (Zorginstituut Nederland)
released a paper on how to improve quality in long-term care provision through striving
for a more person-centred care approach and defining care standards.3! However, the
National Health Care Institute also stated that care quality stands or falls with the quality
of the care relationship between a client, their surroundings and their formal caregivers,
and that there were no existing care standards addressing the need for sincere attention

and dignity provided to individual clients. This culture change in long-term care, from task-
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oriented to both person-centred and relationship-centred care, is not unique to the
Netherlands, and it challenges existing views on how care is provided, who is involved and
consequently what is regarded as good quality home care.32:33

In relation to high-quality home care services, a common understanding should be
found for the definition of quality of care. The concept of care quality in home care is
broad, and encompasses more than the standards captured by normative quality
indicators such as pain scores or unplanned hospitalizations. Traditionally, quality of care
was defined by Donabedian as a reflection of the values and goals within the care system
and society.3* This framework distinguishes between factors related to the structure, those
related to the process and those related to the outcome when determining what quality is
and how to assess it.3> The structure considers the attributes related to the setting, such
as material resources (e.g. time available), human resources (e.g. number of care
providers) and organizational structure (e.g. skill-mix in care teams). The process is
defined as the activities taking place in both the receipt and the provision of care. The
outcome is seen as the effects of care provision on a client’s health care status and
satisfaction. The Institute of Medicine (IOM) has elaborated on this by defining quality as
‘the degree to which health care services for individuals and populations increase the
likelihood of desired health outcomes and are consistent with current professional
knowledge’.3® The IOM states that quality has the following domains: effectiveness;
efficiency; equity; timeliness; safety; and patient-centredness. For the last of these,
especially, insight into the client’s perception of the quality is important, in addition to the
generic quality domains and definitions, for objectively measuring the quality of care.37:38
In recent decades, there has been an ongoing culture change towards a more dynamic
definition of quality and a holistic approach to the provision of care, incorporating the
client’s perspective as well as that of care providers.3°*43 These approaches hold that
quality exists in the interaction between people, and that clients should be included in the
care process so that they can communicate their needs, wishes and experiences.*>44
Although the core of care provision can be seen as meeting the client’s care needs, the
dynamic relationship between clients and caregivers is increasingly taken into account in
sharing and understanding individuals’ experiences with home care services.*>*¢ This can
be achieved by striving towards equality in care relationships between care recipients and
care providers.*” Along these lines, the relationship-centred care (RCC) approach states
that all care relationships between the different people involved in the care process should
be considered, and that the focus should not be solely on the client.?® These different
individuals, as we saw in the fictional example of Carla and her husband, all have unique
views on the home care process and, consequently, can take a different perspective from

that of the client as to which quality aspects are important.
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Previous studies have suggested that the relationship between care provider and
client largely determines the quality of the care that is experienced and the subsequent
outcomes.*® For clients it is, among other things, important to remain as autonomous as
possible when facing the care needs of old age, and to maintain their existing way of living
at home.!* For informal caregivers it might be important to maintain social contacts and
to be able to combine care provision with other family responsibilities, to have access to
adequate transportation and to find information on access to supportive services (e.g.
home care services).**:°° From a formal caregiver’s perspective it is important that home
care is both dignified and satisfying, that positive relationships are established with home
care clients while they strive for higher care quality and continuity of client care.>%-52
Therefore the unique views from each perspective, as well as the dynamic interactions in
the home care provision, should be captured both for defining and for measuring quality
in home care. It is not known whether the existing definitions of quality in long-term care
capture these multiple perspectives from a relationship-centred care approach, or how
current practices and stakeholders’ needs translate into a measurement of the experienced
quality.

MEASURING THE QUALITY OF HOME CARE

The quality of home care can be measured for different goals and at various levels:
providing external transparency and external accountability (macro-level); learning and
improving in care teams and organizations (meso-level); and improving the provision of
care to individual clients (micro-level).3! On the macro-level, aggregated quality data can
aid future clients in selecting a care organization and for accountability purposes. In other
words, how does one care organisation score in communicating and in meeting the client’s
personal care preferences, compared to other organisations? On the meso-level, quality
information is used to learn about and improve general care provision or to improve
organisational processes. For example, a care team might want to know how to address
implicit personal hygiene preferences for clients who have difficulties communicating about
this. On the micro-level, measuring quality can result in the improvement of direct care
provision based on a client’s needs, expectations or experiences. In the fictional example,
measuring the client’s care quality could help to gain insight into Carla’s preferences and
experiences in receiving help with her personal hygiene. Individual measures can have
different goals, and in the same way key stakeholders can have different needs when
measuring quality.>® Besides determining the purpose for which the experienced quality is
to be measured, the measures have to fit the underlying quality domains and the
stakeholders involved in the home care setting.>3°* If seemingly promising quality
measures are, in practice, insufficiently accessible to specific stakeholders (for example,

because of the use of difficult jargon or strict time constraints in applying them in practice),
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this could result in them not feeling involved in the process of improving care experiences
and quality.
Internationally, there is increased attention on making health care more patient-centred,
which requires patient-reported information on health and care provision to be collected
in comprehensive ways.>> Patient-reported information refers to information collected from
clients, but also information from proxies such as a client’s family members if the client is
unable to respond themselves (for example, in the case of dementia). In the past,
numerous ways have emerged for collecting patient-reported information in health care,
such as collecting patient ratings in surveys, gaining insight into problematic experiences
through complaints and grievances mechanisms, and collecting patients’ narratives based
on their experiences with clinicians.’® The development of quality indicators based on
patient-reported information can be divided into the following categories: patient-reported
outcome measures (PROMs), satisfaction measures, and patient-reported experience
measures (PREMs). PROMs are aimed at gaining insight into the perceived outcomes of a
patient’s health and functional status, measured on a quantified scale. Examples of this
are the PROMs focused on measuring dimensions related to the patient-centred care
domain that is endorsed by the IOM, such as questionnaires related to the provision of
‘physical comfort’.>” In addition to PROMs are satisfaction measures (e.g. ‘how did it make
you feel?’) considered to be important outcome for quality improvement activities such as
total quality management, which emphasize the improvement of clients’ satisfaction
levels.°® PREMs are used to gain insight into patients’ perceptions of their experiences of
the care process, by collecting responses to closed and/or open-ended questions.>*% By
measuring care experiences, it is possible to know where improvements in the care process
are required.3” Client experiences are recognized as a cornerstone in the improvement of
care, distinct from other quality aspects or indicators.>> Examples of more closed (or more
quantitative) PREMs applied in Dutch home care are Consumer-Quality (CQ)
questionnaires, which focus primarily on quality indicators reflecting the process of care
from a client’s perspective.6.62

In recent years, there has been a growing trend towards including the client’s voice
in both measuring and improving the quality of care through the use of open-ended or
more qualitative PREMs.>®:63 Qualitative patient-reported information can help caregivers
to gain more in-depth information, because elaborating on experiences can offer clues as
to why a client has difficulties with, for example, interacting with a specific caregiver. In
line with this, there are a growing number of methodologies being developed that include
open dialogues for measuring care quality from a client’s perspective, such as in the
disability sector.®* Patient narratives are a means to facilitate the provision of space so
that clients can share their experiences. In this way, a dialogue between caregivers and

care receivers can be facilitated, to specify what needs to be improved and how.%>-%7 This
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approach can yield rich, detailed data that leave the participants’ perspectives intact and
provide contextual understanding for individual clients. Although client reports or
narratives are often viewed as a group of measures that are distinct from quantitative
measures, in practice these are often entwined. For example, a PREM can measure
experiences by a number of closed questions but also provide room for written responses
to open-ended questions like those that would be asked with more narrative measures.
If a measure is to be used in daily practice, then measures with true usefulness
need to be developed.>*%8 Usefulness is seen as the degree to which a system - in our
case a measurement - is perceived by end-users as being capable of being used to their
advantage (e.g. improve their job performance as a formal caregiver).%® To determine a
measure’s usefulness in daily practice, attention has to be paid to the goal, as well as to
the feasibility of using the measure in the setting and its usability in the care process. The
goal describes what the measure is intended to accomplish and what is needed, and is
seen as the extent to which the measure’s content and following outcomes can be used
by the end-users. The feasibility of a system describes how well the users can use its
functionality, and is seen as the extent to which the measure can be appropriately applied
(e.g. as a result of its understandability or number of items) by those involved. The
usability of the measure considers its fit with the ongoing care process, and provides
insight into when the measure should be applied, who should carry out the evaluation,
how the evaluation should be done, what motivates the evaluation and what to do with
the outcomes. These constructs are often measured when evaluating products or services,
when the ease of use and whether the product is a good fit for people using it are explored
as the characteristics of the product.”’%7! Previous studies have found that criteria relating
to a measure’s usefulness, such as whether it has good feasibility and usability, are
accurate predicators of stakeholders’ behavioural intention towards it (whether, for
example, they would apply it in home care practice).”? If a measure is easy to use,
stakeholders are more likely to continue using it in the future. However, questions remain
as to which goals and dimensions to measure and what stakeholders need for a feasible
and usable measure of experienced quality, from a client’'s perspective. The research

reported on in this dissertation has been conducted to answer these questions.

AIM AND RESEARCH QUESTIONS

This dissertation gives insight into the experienced quality in the home care setting, and
presents the process of determining stakeholders’ needs to enable the development of a
novel qualitative experienced quality measure from a client’s perspective. The research is
done with clients, informal caregivers, and formal caregivers from a relationship-centred
care approach and with the aim of improving clients’ primary care processes in home care.

To achieve this, the following research questions are addressed:

15
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How can experienced quality in home care for older people, as perceived by the
care recipients, be conceptualized?

What are the views of clients, formal caregivers and informal caregivers about
the experienced quality of home care for older people?

What are the needs of clients, formal and informal caregivers, and
managers/policy officers as regards the feasibility and usability aspects of
measuring clients’ experienced quality of home care?

How can potentially adequate measures be selected for measuring the
experienced quality of home care?

How can a usable and feasible measure of experienced quality be developed to

improve clients’ primary care processes in home care?
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DISSERTATION OUTLINE

This dissertation describes six studies in three phases, as outlined in Figure 1.1. In the
first phase an understanding of the concept of experienced quality is presented. Here we
define experienced quality as a conceptual model, and operationalize it for the home care
setting. In phase two, insight is gained into current practices and needs for measuring
experienced quality, based on a needs assessment. In the /ast phase, the process of
selecting existing measures and developing a qualitative experienced quality measure is
presented.

Chapter two presents a conceptual model for experienced quality for long-term
care, based on insights from both the literature and a discussion panel. Chapter three
operationalizes experienced quality in home care based on the conceptual model,
highlighting attributes from the perspectives of clients and informal and formal caregivers.
Chapter four determines the needs of clients, formal/informal caregivers, and
managers/policy officers as key stakeholders, in order to discover the goals, pains and
(desired) gains of measuring client’s experienced quality of care. Chapter five describes
the process of selecting potentially adequate measures for experienced quality. Chapter
six illustrates the development of the qualitative experienced quality measure as a feasible
and usable measure aimed at improving clients’ primary care processes in home care.
Chapter seven contains a general discussion that summarizes the main findings and is
followed by the methodological considerations and implications for further research and

practice.
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Figure 1.1 Dissertation outline

Phase 1 Understanding
the concept of
experienced quality of
home care

Phase 2 Insight into
current practices and
needs of measuring
experienced quality of
home care

Phase 3 Development
of qualitative
experienced quality
measure for home
care

Research questions/aims

1. How can experienced quality in home care
for older people, as perceived by the care
recipients, be conceptualized?

Design & methods

Chapter

.| Expert interviews & iterative

2. What are the views of clients, formal
caregivers and informal caregivers about the
experienced quality of home care for older
people?

literature review

.| Qualitative study - individual

3. What are the needs of clients, formal and
informal caregivers, and managers/policy
officers as regards the feasibility and usability
aspects of measuring clients’ experienced
quality of home care?

interviews study

_ | Qualitative study - individual

4. How can potentially adequate measures be
selected for measuring the experienced quality
of home care?

& focus group interviews

Chapter 4

Review & systematic

5. How can a usable and feasible measure of
experienced quality be developed to improve
clients’ primary care processes in home care?

A 4

evaluation of existing
measures

Participatory action research

A 4

Chapter 6
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ABSTRACT

This article aims to conceptualize experienced quality of post-acute and long-term
care for older people (LTC) as perceived by care recipients. An iterative literature
review and consultations with stakeholders led to the development of the
INDividually Experienced QUAIity of Long-term care (INDEXQUAL) framework.
INDEXQUAL presents the process of an individual care experience consisting of a
pre (expectations), during (experiences), and post (assessment) phase.
Expectations are formed prior to an experience by personal needs, past experiences
and word-of-mouth. An experience follows, which consists of interactions between
the actors in the caring relationships. Lastly, this experience is assessed by
addressing what happened and how it happened (perceived care services), how this
influenced the care recipient’s health status (perceived care outcomes) and how
this made the care recipient feel (satisfaction). INDEXQUAL can serve as a
framework to select or develop methods to assess experienced quality of LTC. It

can provide a framework for quality monitoring, improvement and transparency.
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LTC comprises a range of services to maintain or improve the functional and health
outcomes of frail, chronically ill and physically or cognitively disabled older people.! LTC
has been defined as ‘the activities undertaken by others to ensure that people with or at
risk of a significant ongoing loss of intrinsic capacity can maintain a level of functional
ability consistent with their basic rights, fundamental freedoms and human dignity’,
portraying the importance of relationships within this type of care delivery.?2 LTC provision
used to be considered a task-oriented, profession-driven service focused on safety and
efficiency.® Over the past decades, there has been an ongoing culture change striving
towards a more holistic approach to care provision, incorporating not only the professional,
but also the care recipient’s perspective. Thus, allowing more focus on the care recipients’
preferences, autonomy, and self-determination.*” This has resulted in the emerging need
to define and assess quality of LTC as experienced by the care recipient.

In the mid-60s, Donabedian already touched upon the complexity of defining and
assessing quality of care.® He portrayed quality as a reflection of values and goals within
the care system and society. Building on this, the Institute of Medicine ° defined quality of
care as “the degree to which health services for individuals and populations increase the
likelihood of desired health outcomes and are consistent with current professional
knowledge”. As quality of care consists of many aspects, it is challenging to assess, and
therefore indicators are often used to operationalize quality of care with Donabedian’s
structure-process-outcomes model®, such as the prevalence of fall incidents, malnutrition
or pressure ulcers.!! Indicators however often focus on the physical aspects of care (i.e.
pressure ulcers), underrepresenting the social (i.e. engagement in daily life) and emotional
aspects (i.e. satisfaction), and ignoring others in the caring environment.!*-13 This is more
in line with the professional or regulatory agency perspective, instead of representing the
values and needs of what care recipient and their families find most important.'-'4 This
increasing focus on the care recipient’s perspective, has led to the development of quality
indicators that can be assessed by the care recipients themselves by means of patient
reported outcome measures (PROMs), such as severity of pain and patient-reported
experience measures (PREMs), such as the Consumer-Quality Index.!>'® PROMS and
PREMS do not capture the care recipient’s journey that is important for establishing the
experienced quality of care for an older person.!’

Furthermore, from a service science perspective, care service delivery has certain
characteristics that complicate the assessment of the experienced quality of care from the
recipient’s perspective. Care service delivery is characterized as being intangible,
heterogeneous, perishable, interactive, and multifaceted.!®!® This means that the
experience of care provision is built on interactions between people involved in a value

creating process, and therefore, its quality cannot be judged in advance (intangible), it
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cannot be provided with uniformity (heterogeneous) and it cannot be stored, thus the
location and timing influence the experiences as well (perishability). Care provision is
usually achieved during interactions between the care recipient and the care provider
(interactive), and it is considered a complex service (multifaceted quality). The complexity
of care services in combination with the more holistic view on (health) care and the
increasing importance of the care recipient’s perspective, have resulted in the need for a

clear understanding of the meaning of experienced quality of LTC.
Conceptualization of experienced quality of long-term care

In order to conceptualize experienced quality of care, we performed multiple actions. The
literature within the service sciences and health sciences was reviewed to identify models
and frameworks defining the process of service quality from the user’s perspective and
care quality from the care recipient’s perspective. Iterative searches were performed in
PubMed, Psyclnfo and EBSCO Business Source Complete, and by means of snowballing.
We used search terms, including: “quality of care”, “experienced quality” and “service
quality”. Based on identified relevant articles, we added search terms including:
“expectations”, “perceived quality”, “patient reported” and “satisfaction”. We considered
articles relevant if they presented a model, framework, concept or theory related to
experienced quality of LTC from the care recipient’s perspective. Studies focused on the
evaluation of an intervention or validation of an instrument were considered out of scope.
Additionally, the grey literature was searched to assure key publications were identified.
Appendix 2.1 presents additional information on the article selection.

The identified models and frameworks were reviewed, compared to each other, and
combined into a conceptual framework; because, existing models and frameworks did not
fully fulfill the research aim to conceptualize experienced quality of LTC from the care
recipient’s perspective. This was an iterative process, during which results were reviewed,
discussed and adjusted in the research team. The research team consisted of a Professor
in Care of Older Persons, a Professor in Old Age Medicine, a Professor in Nursing Science,
a Professor in Customer Centric Service Science, an Associate Professor in Long-Term Care
Design, and two researchers with a background in Psychology and Health Sciences.
Additionally, a panel of experts was assembled and gathered three times to reflect on the
framework. This panel consisted of representatives from multiple national stakeholders in
the Netherlands specialized in long-term care policy, including the Ministry of Health
(n=2), the National Health Care Institute (n=2), the National Client Council (n=1), the
Professional Association of Nurses (n=2), the Health and Youth Care Inspectorate (n=2)
and Nursing Home Organisations (n=4). When consensus could not be reached within the

research team, the topic of discussion was presented to the panel of experts. Eventually,
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these iterative steps have resulted in the development of the INDividually EXperienced
QUAIity of Long-term care (INDEXQUAL) framework (Figure 2.1, Table 2.1).

Figure 2.1 A framework of individually experienced quality of long-term care
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INDEXQUAL aims to provide a framework describing the process of experienced quality of

LTC, by focusing on the care recipient’s experiences with care services and factors

occurring prior to, during and after this experience, within a certain context. The

framework presents a process that starts with a personal need and ends after an

experience. In the after experience, a differentiation could be made between a variety of

care recipient groups, including moving out of one particular long-term care setting (e.g.

nursing home) to another type of care setting (for example home care), remaining in the

long-term care setting or passing away. The framework is a global representation that

allows for adaptation to a specific long-term care setting, timing and population.

Two principles underlie the development of INDEXQUAL. First,

INDEXQUAL

assumes that care provision is a form of service delivery, and therefore a process that

consists of a before, during and after phase.!” Secondly, INDEXQUAL places relationship-

centered care (RCC) at the core of care experiences, emphasizing that all relationships

within the caring process need to be considered and not solely the care recipient’s.2%2! It

assumes that care experiences are mainly influenced by the interactions throughout the

caring process; especially within long-term care provision, which is more often focused on

care, and less on cure.??
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Table 2.1. Overview and definitions of individual components from the INDEXQUAL

framework
Concept Description Examples of themes, indicators and/or tools to assess
e Interpersonal environment: description of care
recipient i.e. age, sex, ethnicity, health status
contet Care receiver characteristics and the e  Organisational environment i.e. type of care
setting in which care is delivered.3® 3° organisation  (nursing home, home care,
rehabilitation care); size; skill mix; available facilities
and supportive organisational systems
Expected care services
e Security — to feel safe physically, psychologically,
existentially
e Belonging - to feel part of a valued group, to
. maintain or form important relationships
In the long-term care setting, care o .
. ,_ o Continuity - to be able to make links between the
needs can be placed into Nolan’s
Personal . past, present and future
senses framework: security, . . .
care needs L . L e Purpose - to enjoy meaningful activity, to have
continuity, belonging, significance,
) - valued goals
purpose and fulfilment. . . .
e Achievement - to reach valued goals to satisfaction
of self and/or others
e Significance - to feel that you ‘matter’ and are
accorded value and status
. . Factors related to the experience of care transition
The client’s previous exposure to a . . L
. . between different care services, such as experiencing
Past care service that is relevant to the o . . .
. . changes of significant relationships, moving from
experience  current service, and can shape o . .
o B familiar to unknown environments and cultures, being
predictions and desires. L ]
prepared for transfer and achieving responsibility.
Personal and sometimes non-
personal statements made by parties
other than the care organisation or
care receivers themselves. They
convey to care receivers what the All information received from experts about the type of
Word of service will be like (i.e. what they can care delivery, including reviews from other care
mouth expect). It is perceived as unbiased receivers, friends and family, such as reviews on Yelp.?*
and tends to be quite important in 4
care services, because services are
difficult for care receivers to evaluate
prior to purchasing and directly
experiencing them.28
Experienced care services
Care . . . . Shared decision-making; effective staff relationships,
. The direct environment influencing . . . . . .
environmen . - power sharing, potential for innovation and risk taking
the care experience. . . . 20
t and the physical (home-like) environment.
A framework that conceptualizes . . .
. . . Observations with for example the Maastricht
Relationship care. It focusses on the influence of . . . . )
. Observation in Daily Living tool (MEDLO) assessing
-centered the nature and quality of L . . L .
. . . activities, physical environment, social interaction and
care relationships in the process and
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outcomes of care services.?

emotional well-being*! or Dementia Care Mapping.*®
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Experienced quality of care

The care receiver’s assessment of .

. Consumer Assessment of Healthcare Providers and
what happened and how it
happened.® It is the impact of the

process of the care on the care

Systems (CAHPS) survey, includes indicators on i.e. food
quality, environment, safety, pain management, staff
skills and choice.*®

Perceived receiver’s experience. This can . . . . . .
. . . Picker Patient Experience Questionnaire, includes
care include relational aspects, assessing . ] ) . .
. . . . indicators on i.e. information and education,
services the experience of the relationships

coordination of care, physical comfort, emotional
during treatment (i.e. feeling heard) A

and functional aspects, assessing
more practical issues (i.e. available

support, respect for patient preferences, involvement
of family and friends, and continuity and transition.*’

facilities).3®

Perceived o, . Health status outcomes, such as health-related quality
The care receiver’s view on his or her . . .

care - of life and improvement in health status measured by
health status. . o

outcomes disease-specific instruments.

The gap between expectations and
experiences, seen as an evaluative,
. . affective, or emotional response.®” It a8
Satisfaction . a 0-10 scale.
expresses how a care service
encounter made the care receiver

feel.3¢

Net Promotor Score measures customer experience on

Expectations (before)

There are two types of expectations: adequate and desired. Adequate expectations are
what is likely to happen and what a care recipient considers to be acceptable. Desired
expectations are the services a care recipient hopes and desires to receive, thus what they
feel a service should offer.2> The range between an adequate and desired expectation of
LTC services is formed by three influences: personal needs, past experiences and word of
mouth, as adopted from the SERVQUAL model.® This is the most widely known model in
the field of service sciences, describing experienced service quality from the customer’s
perspective.'® It recognizes the difference between expected services and perceived
services, known as the gap representing customer satisfaction.2324

Experienced quality of care starts with the occurrence of a personal need. Everyone
has basic personal needs, and within relationship-centered care these are defined as the
six basic senses: a sense of security, continuity, belonging, significance, purpose and
fulfilment.2> Underlying any care service, there is a need related to one or multiple of these
senses. For example, the need to receive competent care can be placed in the sense of
security; or the need to form meaningful and interactive relationships can be placed in the
sense of belonging. Past experiences are the care recipient’s previous exposures to a care
service that are relevant to the current service, and can shape predictions and desires.?3

They can have a direct impact on what someone expects from a care service. Other
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people’s past experiences can influence a care recipient’s expectations by word of mouth. 8
These are personal and sometimes non-personal statements made by parties other than
the organisation, such as care recipient reviews, friends and family.?® They express what
the service will be like to care recipients (i.e. what they can expect). Word of mouth is
perceived as unbiased and has shown to be quite important in care services, because
services are difficult for consumers to evaluate prior to purchasing and directly

experiencing them.?6
Experiences (during)

Experiences with care services are defined as the sum of interactions across the care
process, influencing the care recipient’s perception within the organisational culture.?” The
care environment influences the care experience for example by means of the level of
shared decision-making and the physical aspects of the environment such as a home-like
atmosphere, privacy, noise and cleanliness.?%282° During the actual experience with a care
service in the care environment, interactions within the caring relationships can influence
the experience. Caring relationships are defined as *human interactions grounded in caring
processes, incorporating physical work (doing), interactions (being with), and relationships
(knowing each other)’.3% They are deemed necessary in order to provide high quality of
care.3® How care is delivered and received, is dependent on how we define ourselves and
others within a network of relationships and social circumstances.?? In service sciences,
this is portrayed as balanced centricity implying that value is co-created by all involved
stakeholders, who each deserve satisfaction of their needs and wants.3! Relationships are
the medium of care that should be based upon mutual respect, equity and shared
understanding.3? Family is considered an important actor in long-term care, as their
involvement can influence the care recipient’s experiences by means of for example choice,
community connection and quality of life.33 Figure 2.1 presents the relationships in a
triangle consisting of the care recipient, professional caregivers and informal caregivers.
This network of relationships can differ for each individual care recipient; however, the
simplified visualization in the framework portrays the emphasis on the relationships
between the involved actors. Actors in the caring relationships can each have a view on
the experienced QoC process from the care recipient’s perspective, because they are part
of the experience. For example, a family member also has certain expectations and
experiences with the care provided to their loved one, and this can influence the

experienced QoC results.
Experienced quality of long-term care (after)

After the experience, the care recipient makes a conscious or unconscious assessment by

comparing his or her expectations with the actual experience, taking into consideration
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the gap between the experience and the reported experience.3* This leads to an evaluation
of three aspects: perceived care services, perceived care outcomes and satisfaction.3>36
Within perceived care services, the process of the experience is evaluated, answering
qguestions such as what happened and how it happened.3*> This can include relational
aspects, assessing the experience of the care relationships (i.e. feeling heard) and
functional aspects, assessing more practical issues (i.e. allocated caregiving time).3¢
Within perceived care outcomes, the care recipient’s health status is assessed, such as
(health-related) quality of life, levels of pain and other changes in the care recipient’s
health outcomes.36 Within satisfaction, the care recipient attaches an emotional response
to the experience, expressing how the experience made him or her feel.3> It is considered
to be the gap between expectations and experiences, seen as an evaluative, affective, or
emotional response.3” Eventually the sum of these evaluations contributes to the

assessment of the overall experienced quality of LTC.

Context

Considering the framework presents the process of experiences from an individual care
recipient’s perspective, it needs to be taken into account that each individual within the
care process has his or her own personal characteristics such as age, sex, education,
ethnicity and social class.3#38 The framework has been developed within the LTC setting
for older people.! The individual characteristics and the LTC setting for older people in
which care is delivered (i.e. at home or in a nursing home) shape the context of an

experience.30.3°

Example

INDEXQUAL can be adapted to different settings, timings and populations. For example,
the framework can be adapted to people with dementia living in nursing homes for the
remainder of their lives. In this case, the framework can focus on assessing the entire
experience of living in the nursing home for a longer period of time. The method to assess
the experience might be by means of observations as the care recipients cannot always
express themselves anymore.4%4!t Additionally, the position of the family in the triangle
may gain more importance in this setting to support and voice the needs of the care

recipient.

IMPLICATIONS FOR PRACTICE, POLICY AND/OR RESEARCH

INDEXQUAL presents a framework of a care recipient’s journey including the expectations,

experiences and assessment of quality of LTC in terms of perceived care services, care
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outcomes and satisfaction. INDEXQUAL has been based on theory and the next step is to
validate it in practice. The framework was developed for the LTC setting for older people,
however it may be applicable for other LTC settings as well. Currently, there is an occurring
trend focused on the importance of relationships within care delivery.*> INDEXQUAL can
provide insight into the care process as experienced within these relationships (care
recipient, professional caregiver and informal caregiver). It can be used as a framework
to select existing methods or develop a new method to assess how LTC provision is
experienced.

The INDEXQUAL framework differs from existing frameworks and models, because
it incorporates knowledge from health care literature and service sciences literature, from
the care recipient’s perspective. It is a dynamic model presenting the process of
experienced quality of care, highlighting the importance of relationships within this
experience. The framework presents an overarching representation allowing flexibility to
adapt to specific LTC settings, timing and population. Additionally, INDEXQUAL addresses
quality of LTC not only from the physical, but also from the social and emotional aspects
of care. This is in line with the growing focus on assessing more than standardized quality
indicators, and assessing the care recipient’s experiences as well. Perceived care processes
assess what happened and how it happened, perceived care outcomes assess the care
recipient’s self-reported health status, and satisfaction assesses how the experience made
the care recipient feel.?3:3543 The sum of these results provide a more holistic view on how
care provision is experienced. INDEXQUAL can serve as a framework for quality

monitoring, improvement and transparency.
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ABSTRACT

Aim: To explore and understand the views of clients, and formal and informal
caregivers about the experienced quality of home care for older people.

Design: A descriptive qualitative study was conducted using individual interviews.
Methods: Six home care clients, four formal and six informal caregivers were
recruited from two Dutch home care organisations. Individual, semi-structured
interviews took place between April and November 2018. The INDividually
EXperienced QUAIity of Long-term care framework was used to guide data collection
and content analyses.

Results: The analyses revealed several important attributes contributing to
experienced quality of home care such as a preferred small number of caregivers,
perceived sufficient time for care provision, and a caring atmosphere facilitating
open communication and humour. Participants indicated that care routines fitting
with the care receiver’s former way of living were important. A more ‘close’ personal
care relationship related to trust, openness, and empathy was preferred over a
more ‘detached’ professional care relationship.

Conclusion: This study identified a wide range of attributes related to experienced
quality of care from the perspectives of clients, and formal and informal caregivers
in home care.

Impact: Care providers are being challenged to structurally assess individual
experienced quality of home care. This study underlines the importance of
incorporating care preferences and experiences throughout the care process from
a relationship-centred care approach. Relevant care measures and outcomes should

be determined in order to gain insight and further improve individual care provision.
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INTRODUCTION

Ageing in place is a common policy in Western societies to address rising costs and meet
the needs of older people to remain in the familiar environment of the home.!?
Consequently, there is an increasing need for high-quality home care services and quality
measures.3> In the Netherlands, two types of formal home care services are provided in
addition to domestic support: personal care and nursing care. Personal care and nursing
care (referred to as ‘home care’) are both regulated by the Dutch health care insurance
act (Zvw) and provided by teams comprising a district nurse, registered nurses, and nurse
assistants/aides. This care is provided to community-dwelling older people who receive
long-term care based on one or multiple chronic conditions and who are referred to in this
article as ‘clients'. The district nurse leads the care process by liaising with municipalities
and coordinating the client’s care, while registered nurses and nurse assistants/aides
provide medical and personal care. Health insurers fund personal as well as nursing care
in the Netherlands.6-8

In addition to formal care, informal caregivers play an increasingly important and
active role in supporting care-dependent clients. Informal caregivers are unpaid family
members, friends, or neighbours who provide assistance.® They are seen as active care
partners in providing home care in the Netherlands.®® Both formal and informal caregivers
exert enormous effort in providing the necessary home care.'® The Dutch national quality
framework for home care recognises these efforts, stating the need to use patient-reported
experience measures to improve the primary care process and home care team functioning
by understanding what clients and their family members experience as ‘good care’.!!
Therefore, it is important to understand how quality of care (QoC) is individually
experienced, thereby enabling clients and caregivers to reflect on their care experiences

to improve care.

Background

In defining experienced QoC, it is important to include the perspective of care
receivers and providers in addition to frequently used normative quality indicators, such
as safety, efficiency, or prevalence rates.®'? Acknowledging the care receiver in the
caregiving process, thereby understanding the needs and expectations of individual clients
in home care, has attracted widespread support from both international institutions and
organisations.!3-1> However, existing patient-reported experience measures, such as the
Consumer-Quality Index, do not capture the client’s journey through the process, which
is important for establishing the experienced QoC.® It was primarily developed to provide
external accountability, public reporting, and general quality improvements and it failed

to address the needs of individual clients and caregivers to improve the primary care
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process.!” In addition to the clients’ perspective, there is ongoing movement to include
the experiences of both formal and informal caregivers within the caring process. & Care
provision and experiences with care depend on how we define ourselves and how we relate
to others within a social network, as suggested by the relationship-centred care (RCC)
approach.!®1? RCC places personhood and the importance of care relationships at its core,
described as ‘human interactions grounded in clinical caring processes’.?® Although the
essence of home care provision can be viewed as meeting clients’ needs, the dynamic
relationship between clients and caregivers should be accounted for to understand the
individual experiences with home care services.21:22

In a previous study on conceptualising quality in long-term care the INDividually
EXperienced QUAIlity of Long-term care (INDEXQUAL) framework was developed,
describing the care process and general concepts related to the experienced quality of
long-term care (both home and nursing home care) from a RCC perspective (see Figure
3.1).23 The framework was developed based on an iterative literature review of existing
frameworks and consultation with stakeholders from different long-term care settings. The
development of INDEXQUAL was informed by frameworks such as the Senses Framework,
SERVQUAL, and the Quality-Caring Model.?%24:25 For instance, the Senses Framework’s six
senses (security, continuity, belonging, significance, purpose and achievement) are seen
as the basis of personal needs, shaping individual care experiences from RCC.%® By
integrating insights from this and other frameworks, the importance of care relationships
throughout the care process for experienced QoC was emphasized. INDEXQUAL describes
experienced quality in terms of expectations before care is provided, experiences during
the actual care provision taking place in care relationships, and an evaluation of this
experience afterwards. Each individual is unique in terms of personal characteristics,
influencing their quality experience with the caring context.?”28 Clients and formal and
informal caregivers can hold converging or diverging views about key features of home
care provision, such as determining when care needs are met.?° It is therefore expected
that both clients and caregivers in the home care environment have unique
representations of the care process. However, it is unknown what these representations

from different perspectives entail relating to the experienced quality in home care.
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Figure 3.1 INDEXQUAL - conceptual model of experienced quality of long-term care.!®
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Although the INDEXQUAL framework describes the care process related to experienced

QoC services in general, it requires further operationalisation for the home care setting

when measuring experienced QoC. Thus, evaluating experienced QoC is dependent on the

process of care, its context, and the perspectives of the people who are involved.!> It is

therefore essential to investigate the attributes determining experienced quality from the

perspective of the client and from formal and informal caregivers. This is necessary to

operationalise, evaluate, and ultimately improve the experienced QoC in home care.

THE STUDY

Aim

This study sought to explore and understand the views of clients, and formal and informal

caregivers about the experienced quality of home care for older people.

Design

A descriptive, qualitative study was conducted using individual, semi-structured interviews

with clients, their informal and formal caregivers. Insight from a pre-study into existing

experienced quality frameworks and the INDEXQUAL provided guidance for data collection

and analyses.3°

Setting and sample

The research took place within two publicly funded, team-based home care organisations

of the Living Lab in Ageing and Long-Term Care South Limburg.3° Three perspectives in

existing home care triads were included in this study, consisting of one client, one informal

caregiver, and one home care nurse/assistant. Purposive sampling was executed based

on the client’s experienced care relationship perceived by the formal caregiver, where a

balance was strived for regarding less complex vs more complex relationships or
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situations, presence of an informal caregiver (spouse or other), and the client’s residence
(living in the community or sheltered housing estate). All informal caregivers were eligible,
and formal caregivers were eligible if they currently worked in Dutch home care as a
district nurse, registered nurse, or nurse assistant and were recruited to vary in function.
Participants were recruited via the district nurses from the participating organisations.
Home care clients living at home and their direct (most active/involved) formal caregiver
were identified and contacted by the district nurse. Participating clients were (in the district
nurses’ opinion) both mentally and physically able, and received care from both informal
and formal caregivers. District nurses first consulted their clients, formal and informal
caregivers before providing contact information. Those willing to be approached received
a letter informing them of the purpose of the study. They were contacted by telephone by
the research team and asked to participate in a face-to-face interview. Participants were

recruited until data saturation was reached.

Data collection

Individual semi-structured interviews were scheduled at a location preferred by the
participant. The interviews were preferably conducted separately with participants. If
necessary, the informal caregiver could support the client in the interview but was asked
to not actively engage in the conversation (e.g. in case a client had trouble speaking
clearly). The planned duration of the interviews was one hour. A topic list, guided by the
INDEXQUAL framework for the client and formal and informal caregiver, was used
(Appendix, Table A3.4). The researcher took notes during the interviews, later fleshed out
these notes with details, and used them as data along with the interviews.

For participants needing help in elaborating on some of the abstract topics (three
clients, one informal and three formal caregivers), questions were facilitated using photo
elicitation during the interviews.3!. Using photos in combination with asking questions may
elicit information in a different manner than using words alone.3? A collection of generic
photos (e.g. people, animals, objects, landscapes, and scenery) from the MyHomelife
visual inquiry tool was used.33 Participants selected a photo best representing their feelings
about a certain topic (e.g. for the relationship with the caregiver) and were asked to
explain their choice. Afterwards, participants were asked to fill in a number of
demographics.

Ethical considerations

The study protocol was approved by the medical ethics committee
(METCZ20180003), which concluded that the study did not fall under the scope of the
Medical Research Involving Human Subjects Act. Participants were informed about the aim
and expected burden of the study verbally and in writing, and gave their written informed

consent to voluntarily participate and have the conversation audiotaped.
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Data analysis

All interviews were audiotaped and transcribed verbatim. Field notes were taken by the
interviewer to log the context of the interviews and provide meaning to the reported
experiences. Paraphrasing was used during and after individual interviews to determine
accuracy and correct interpretation with the participant. All interviews were analysed by
means of directed content analysis using MAXQDA Standard 2018.3* The themes of
INDEXQUAL were used as a priori coding themes (Table 3.1). Using condensation, each
previously coded meaning unit was shortened while preserving the core meaning.3> Next,
the condensed text was interpreted using a higher logical level, also known as abstraction.
This was followed by sorting, labelling, and categorising the abstracted text, for which
categories and subcategories were constructed deductively. Two researchers (RH & TTL)
individually coded six transcripts (first and fourth triad) to assess and increase
confirmability between researchers. A third independent rater (SZ) assessed the coding
process by random sampling. Throughout the analysis, both researchers (RH & TTL)
reflected on the data and discussed the discovery of possible new (sub)categories. All
research steps and argumentation processes were logged and reported in a detailed
codebook throughout the data analysis. Afterwards, all participants were invited for a
group meeting. During this meeting, participants received a presentation of the findings

and were asked to reflect on any omissions.

Table 3.1. A priori themes and operational definitions, based on the INDEXQUAL

framework

Theme Operational definition

Personal needs Individual needs related to home care services.

Word-of-mouth Personal and non-personal statements made by
parties other than care organisation or care receiver,
conveying expectations of home care services.

Past experiences Emotional judgements on previous care experiences
beyond the home care services.

Expectations of care services Desired and/or adequate expectations of home care

service quality.

Relationship-centred care attributes Interpersonal attributes of relationships influencing
both expected and experienced care quality.

Experiences with care services Emotional judgement about the sum of all care
interactions related to home care services.

Context Care receiver characteristics and the setting in which
care is delivered.
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Rigour

Several strategies recommended by Korstjens, Moser 3¢ were used to meet the criteria of
credibility, transferability, dependability, confirmability, and reflexivity, thereby
strengthening the trustworthiness of this study.3” To increase credibility, the results were
presented during two group meetings with nine participants to verify correct interpretation
and completeness of the results. To enhance transferability, a detailed description was
made on the context of the research, setting, sample, demographics, and exemplary
quotes. Furthermore, a detailed codebook was made to keep track of all theory-driven

(themes) and data-driven codes (categories and subcategories) during the analysis.

FINDINGS

Participants

Between April 2018 and November 2018, a total of 18 semi-structured interviews with 16
participants were conducted and lasted 54 minutes on average. One formal caregiver
(district nurse) participated in three different care triads as the formal caregiver.
Interviews took place in six existing home care triads, each consisting of a client and an
informal and formal caregiver. Table 3.2 provides information about the context of each

triad and demographics of the participants.
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Table 3.2. Demographics of individual triads (N = 16).

CHAPTER 3

Triad Care needs Client Informal caregiver Formal caregiver
1 Activities of daily living (ADL) M, 77y, married, 7h  F, 77y, wife, Iwc, 30h F, 25y, district
support (personal hygiene, home care (since inf.care nurse, 36h
compression stockings, eye 5.5y), 4.3h. contract, 3y exp
drops) ostomy care, medication domestic,
assistance, wound treatment
2 ADL support (personal hygiene, F, 96y, widow, 3.5h  F, 67y, daughter, not F, 25y, district
meal preparation) home care (since Iwc, 46h Inf. care nurse, 36h
5y), 3.3h. domestic contract, 3y exp
3 ADL support (personal hygiene, F, 84y, married, M, 83y, husband, F, 25y, district
dressing), medication 3.5h home care Iwc, 42h Inf. care nurse, 36h
assistance (since  3y), 4h contract, 3y exp
domestic
4 ADL support (personal hygiene, F, 86y, married, 7h M, 86y, husband, F, 31y, nurse
compression stockings, meal home care (since Iwc, 24h Inf. care assistant, 24h
preparation), medication 1.5y), 2.8h contract, 4y exp
assistance domestic
5 ADL support (personal hygiene) M, 86y, married, 7h F, 67y, wife, lwc, F, 63y, registered
home care (since 67.2h Inf. care, pjob nurse, 24h
1.5y), 2h domestic contract, 15y exp
6 ADL support (personal hygiene, F, 85y, married, 3h M, 59y, cousin, lwc, F, 61y, nurse
compression stockings, eye home care (since 4h Inf.care assistant, 30h

drops)

5.5y), 2.5h.

domestic

contract, 30y exp

M = male, F = female, domestic = hours domestic help per week, home care = hours home care
per week, (not) lwc = (not) living with client, Inf. care = hours informal care per week, pjob = paid
job, exp = years of experience working in home care.

Identified categories per experienced quality theme

An overview of the findings based on the a priori themes is listed in Table 3.3. Next, we
will discuss the discovered attributes (both categories and subcategories) following the
order of the individual themes of the INDEXQUAL framework. Following that, the findings
per theme are presented by combining the perspectives of the client and the informal and

formal caregiver.
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Table 3.3. Categories and subcategories based on the a priori main themes

Themes

Categories

Subcategories

Personal needs

Word-of-mouth
Past experience

Expectations of care
service

Relationship-centred
care

Experiences with care
services

Context

Type of personal need
Dealing with personal needs

Compare care provision with others

Past experience former care services
at home (e.g. other home care team,
organisation, or domestic care)

Past experience institutionalised care
services (e.g. hospital admission)
Based on previous experience
current home care services

Based on familiarity formal caregiver
Based on available information and

communication
Type of care relationship

Aspects of care relationships

Balance between care relationships

Aspects influencing the care
experience

Integrating care with daily life

Working together with each other

Open communication
Organisational and occupational

aspects

Care needs, social needs, emotional needs
Communicating needs, fulfilling needs,
professional standard conflicting with needs

Personal care and/or professional care
relationship

Knowing and understanding the other,
opening up to the other, thinking along with
the other, trusting the other, motivating the
other

Polarisation/form subgroup, equality

Small regular care team, perceived availability
of time, following up care appointments,
personal factors

Discovering (former) way of living, care
routines, fit care planning with way of life
Sharing common goal

Humour, addressing sensitive topics

Role conflict, working conditions

Personal needs. Based on the responses of participants relating to the type of personal

needs, most participants mentioned current care needs for which home care was needed
(e.g. help with personal hygiene). In addition, some also mentioned emotional needs (e.g.
dealing with grief) and social needs (e.g. need for a conversation).

With respect to dealing with personal needs, participants often mentioned ways in

which they communicated about personal needs (e.g. discovery of personal needs by
formal caregivers). Also discussed were the topics of describing the care process and
activities to fulfil the client’s needs. Formal caregivers mostly focused on how to discover
(hidden) personal needs of their clients. In some instances, the formal caregiver was aware
of a client’s unfulfilled personal need. The type of care need was, however, seen as

conflicting with professional care standards and thus, falling outside that person’s role as
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professional caregiver (e.g. clipping of nails). In two cases, care needs were determined
based on professional standards (e.g. what would be best for the client), as opposed to
accepting the personal client’s needs (e.g. what does the client want).

Word-of-mouth. Regarding word-of-mouth information, some clients compared their

care provision with others, for instance based on information received from relatives and

neighbours. Participants mentioned this when the care was seen as out of line compared
to the word-of-mouth information. For instance, one client heard that her friend receives
home care from two formal caregivers and was therefore dissatisfied with the large number

of different formal caregivers from whom she receives care:

[I would like] a more fixed team of formal caregivers. . . . My friend in Maastricht, she has

the same formal caregivers. Only those two. (client 6)

Past experiences. Past experiences with former home care services were described by

both clients and informal caregivers. This was mostly a result of moving to a different
house and changing the home care organisation. Although the quality of medical care was
often seen as similar between different services, a comparison was made between previous
and current formal caregivers. From a caregiver’s perspective, one nurse assistant
mentioned that her past experience working in a different team resulted in trying to

motivate her client to become more self-reliant:

I already came from another team, well they valued self-management highly. So, if you

can wash yourself . . . then we will not do it. (formal caregiver 1)

Past experiences in an institutionalised care setting (e.g. hospital admission) in some cases
led to a comparison between formal caregivers in the two different care settings. One

client was very dissatisfied about care received during hospital intake, especially when he

compared the formal caregivers in the two settings:

I receive very warm-hearted (home) care, warm-hearted care and that actually differs
completely compared to the general hospital, it differs completely! They [in the hospital]
are not sensitive, they are more business-like. (client 5)

Expectations of care service. With regards to expectations in home care, most expected
a continuity of care based on previous care experiences with current home care services.
However, both clients and informal caregivers mentioned that knowing which familiar

formal caregiver to expect helped to create more realistic expectations about the care. For

instance, one informal caregiver clearly indicated that her mother does not like to be

showered, and only one specific caregiver would succeed in this task:
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If you say [specific caregiver] is coming in the morning, then you already almost certainly
know she will get her into the shower. Because my mother never really wants to be

showered. (informal caregiver 6)

The availability of information obtained from patient files or speaking with colleagues about

the client helped the formal caregivers to create a clear picture of both the clients’ care
expectations and their own expectations as caregivers. Some formal caregivers, however,
preferred to provide care with as little pre-obtained information, other that medical

information, of the client as possible:

If you're blank [no information beforehand], of course you look with a much broader view
. except for the medical aspects, those things I would indeed like to know. (formal

caregiver 6)

Relationship-centred care attributes. Care relationships were seen as important in

home care, and two types of care relationships can be distinguished based on the

responses: a professional and a personal care relationship. A professional care relationship
was often seen as being the result of providing appropriate medical care. On the other
hand, a personal care relationship (e.g. having a ‘connection’) was strived for by most.

Participants noted aspects of care relationships as knowing and understanding others in

the home care environment. Opening up and thinking along with others, in addition to
trusting and motivating each other during care provision, were seen as important aspects
for personal care relationships. Some formal caregivers indicated that a more complicated
medical condition made it easier to build a personal care relationship with their client. One
formal caregiver reflected on how ‘being liked’ by others helped her to form personal care
relationships and be trusted:

If people like you, they are more inclined to trust you. With others . . . you will really need
to prove that you are capable of things. And if you are only there to administer eye drops

. . . then of course you cannot prove yourself. (formal caregiver 6)

In addition, discovering similarities with clients (e.g. hobby) or just the amount of time

spent together were also seen as fundamental in building a personal care relationship:

If you do have a ‘connection’ with people or a similar background, it is of course easier to

build a relationship than when you don’t. (formal caregiver 6)

Informal caregivers regarded care provision as something that is naturally done for a
spouse or relative, and as gradually increasing when a relative is in need of more (intense)
care. Clients focused mostly on reasons why they did or did not prefer specific caregivers.

However, some clients pointed out that they do not look for a ‘connection’ with their formal
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caregiver at all and prefer to have a more professional care relationship. Often, a more
pleasant formal caregiver was linked to having the right personal ‘characteristics’,
providing ‘warm cooperative care’ or just being ‘nice’. The picture of holding hands and
embracing people was often used by participants to describe their feeling of a care

relationship with their formal caregiver, as the following quote shows:

The card with the two holding hands. . . . Yes, this already illustrates it. The warmth, it is
probably a child’s hand holding an adult, but the fact that it goes hand-in-hand. Yes, that
is how it feels, hand-in-hand. (client 5)

In terms of the balance between care relationships, clients and their spousal informal

caregivers in our sample expressed feelings of a strong unity. This sometimes led to
forming a subgroup within the care context, thereby increasing the personal distance with
the formal caregiver. This was especially the case when clients and informal caregivers
indicated a large number of differing formal caregivers, without a clear preference for one
specific caregiver. However, in one occurrence, the spousal informal caregiver expressed
a strong connection with the formal caregiver. In this case, the informal caregiver
mentioned that her husband tried to polarise against the formal caregiver, to undermine

the authority of the formal caregiver.

Experiences with care services. With regard to how care is experienced, some aspects

influencing care experiences were important for participants to have a positive outcome.

Most of the clients and informal caregivers valued a small number of formal caregivers,
despite recognising that this might not always be possible. Some clients and informal
caregivers (mostly spouses) communicated a clear preference for certain personal factors
related to positive care experiences (e.g. do not like to be showered by a male caregiver),
and they stressed the importance of the right care being provided at the right time.
Although formal caregivers indicated that the availability of time per client is limited, they

stressed that clients should not experience time pressure:

It’s the most pleasant if you always get the same caregivers, but that does not happen. It
changes quite often. (client 5)

Integrating care with daily life by discovering the former way of living before care was

needed was mentioned by a number of formal caregivers. This varied from applying make-
up to finding subjects to talk about and adjusting care planning in order to fit care with
personal life. These ‘discovered extras’ were personally valued from all perspectives and

important in care routines fitting with clients’ previous and current ways of living:
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I think it's very important to pay attention to the period in their lives where they lived
independently. What did you do back then? Did you apply make-up or not? (formal

caregiver 5)

Clients and formal and informal caregivers considered working together with each other,

thereby sharing a common goal in the care process, as vital in establishing proper care.
Some formal caregivers found it important that the type of care should be tailored to the
client’'s experiences, thereby potentially ignoring their own experiences as a caregiver.
However, some formal caregivers struggled in coping with negative experiences of a client
as a result of their professional care (e.g. first-time provision of incontinence pants).
Others, however, had to provide care using medical aides (compression garments)
because of their own medical condition as a caregiver. In two cases, this had resulted in
conflicts and resistance to care by the client. One client elaborated on an occasion when
she was initially not pleased about the introduction of a new care aide, although now being

satisfied about the outcome and knowing the reason why this care aide was needed:

Of course they have quarrelled a lot with me about putting on the stockings . . . but now

I think it’s ok. And also for the girl [formal caregiver], she had a hand condition. (client 1)

Finally, establishing open communication was seen as important for the care experience.

Formal caregivers indicated that they strived for a caring environment where both clients
and informal caregivers openly communicate and reflect on care experiences. Informal
caregivers and clients, despite being aware of the limited time available, shared this view.
Furthermore, humour was seen as important from all perspectives to create a more
relaxing atmosphere. This was especially true when specific care tasks were seen as
potentially discomforting for the client. Different ways to address sensitive topics during
care provision (e.g. loss of a partner) were discussed and were seen as important for the
QoC.

Context. The context of the participants involved information about team, organisational,

and occupational aspects. Most formal caregivers described their role and how it conflicted

with performing certain informal and care tasks. One example noted especially was the
inability to drink a cup of coffee with a client or perform specific medical tasks without
consulting a GP first. Some perceived this as influencing their autonomy as formal

caregivers:

[Relating to a specific medical procedure] yes, we did that before, we just did that! And
now that is not allowed. . . . While you do it on your own professional insight and
competence. Hey, I know how it should be done, because it was taught to me a long time

ago. And now you must ask a physician for permission. (formal caregiver 2)
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Discontent about working conditions such as the terms of employment of formal caregivers
was mentioned by all perspectives. A shortage of staff in their team was mentioned by
some formal caregivers and was related to feelings of work pressure, a lack of energy, and
the effect it might have on the QoC provided. Some informal caregivers were also aware
of these working conditions within the care organisation. They indicated that they were
understanding towards individual formal caregivers and the negative consequences for
their lives and the life of the client (e.g. scheduling issues). Relating to the work
atmosphere in the organisation or team, some mentioned that there currently is no

structure or safe environment to discuss or evaluate individual care situations:

I am full of admiration, also for the pressure they have at the moment with actually far
too few staff. . . . I do worry for them because I'm afraid they cannot cope with the

pressure at a given moment. (informal caregiver 2)

DISCUSSION

This study found a variety of attributes throughout the caregiving process. Before care
was provided, some personal needs conflicted with professional care standards and thus,
fell outside the caregiver’s professional standards. Anticipating a familiar formal caregiver
helped clients form realistic expectations of fulfilling these needs. During care provision,
care routines fitting with the care receiver’s former way of living were seen as important
contributors to experienced QoC in home care. For the relationship between client and
formal caregiver, a more ‘close’ personal care relationship was preferred over a more
‘detached’ professional care relationship. Other attributes that were seen as beneficial for
positive care experiences were a small number of caregivers, perceived sufficient time for
care provision, and a caring atmosphere facilitating open communication and humour.
Aspects on an organisational, team, or occupational level such as staff shortages and work
pressure influenced QoC from a contextual level in home care.

This study contributes to understanding the individual attributes shaping the
experienced QoC from multiple perspectives and underlines the importance of
simultaneously applying aspects of both individualised and RCC in providing home care.
Although most attributes were described by at least two perspectives (Appendix, Table
A3.5), some attributes were not mentioned by the other perspectives as related to
experienced quality. These differences in perspectives show that obtaining insight into the
perspective of the other as well as sharing one’s own perspective in home care are of great
importance for providing the desired care and determining the experienced QoC.
Therefore, a true understanding of the experiences, concerns, and viewpoints from the

participating perspectives should be strived for, as well as the ability to communicate these
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insights insights.3® To truly understand the perspective of the other, putting one’s own
mental frame, beliefs, assumptions, knowledge, and experience temporarily on hold may
be necessary.3® This notion is supported by RCC, in which all relationships between the
perspectives are considered and are deemed necessary to provide high QoC.82040 Care
relationships, based on trust between people of old age and general nursing staff, are a
key element in determining QoC.%' Our results show that feelings of trust and opening up
to each other were seen as important attributes in personal care relationships and QoC in
home care from all perspectives. This is also recognised by the new Dutch quality
framework for home care, stating that formal home care is inextricably linked to building
trustful and equal care relationships.!

This study and others demonstrate that experienced QoC is a great deal more than
meeting perceived care outcomes, and more focus is needed to gain insight into attributes
of experienced QoC and the relationships in the care environment.#?>43 To obtain the most
valid view of QoC, the importance of implementing self-reported measures from several
perspectives in the home care environment should be acknowledged.** The INDEXQUAL
framework proved a robust guide in our quest to chart the care process in which no
additional data emerged that could not be mapped onto the initial themes. It, however,
was not developed to operationalise experienced quality for a specific long-term care
setting. In this study, we aimed, as a first step, towards investigating relevant attributes
of experienced QoC in home care. Further work should go towards understanding the

needs and requirements for developing a measurement for experienced QoC in this setting.

Limitations

Several limitations require consideration. First, participants were asked about experiences
and attributes with the caring process at one point in time. Consequently, a possible recall
bias is present that could have resulted in a misclassification of care expectations, previous
care interactions, and possible outcomes by the participants. To control for this,
participants were encouraged to provide concrete examples of care interactions during the
interviews. Second, one district nurse participated in three care triads, which could have
resulted in over-representation of her perspective. During the analyses, this was taken
into consideration by combining and mitigating the results of all caregivers before
interpreting the findings. Third, the interviewers and interviewees did not have an existing
relationship prior to the interviews. This might have inhibited participants from talking
openly. Participants were therefore interviewed in the environment of their preference,
efforts were made to make participants feel at ease beforehand, and some interviews were
held in dialect when preferred. Fourth, the components of the framework used in this study
were used both as general topics in the interview guide as well as coding themes in

analysing the findings. To account for possible confirmation bias, participants were
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encouraged to elaborate on other relevant topics related to their experienced care quality

beyond the interview guide questions, for example by using photo elicitation.

Conclusion

Older people living at home receive more prolonged home care as a result of ageing in
place policies; thus, more attention should go to long-term care relationships between
clients and (in)formal caregivers. Since receiving care is generally regarded as a
discontinuity of one’s past life, our results show that care routines should fit with the
client’s former way of living to improve the experienced QoC. Care relationships based on
trust and openness to each other should be strived for in general, while providing space
to account for individual differences. Clients as well as caregivers should be aware of the
perspective of the other when evaluating care experiences. Attention should be paid to
gaining insight into individual preferences relating to the home care process. The findings
have implications for how to operationalise experienced QoC by a variety of care attributes
from multiple perspectives. The attributes found in this study can help home care
organisations and professionals in understanding experienced quality from a RCC
approach. However, more research is needed to develop instruments to structurally assess
experienced QoC in home care. It is furthermore a necessity to determine which attributes

are most relevant for each care context to account for individual preferences.
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EXPERIENCED QUALITY OF HOME CARE

APPENDIX

CHAPTER 3

Table A3.4 Topic list and exemplary questions

Topic (theme)

Exemplary questions

Home care needs (personal needs)

Expectations home care services (expectations of
care services

Care relationships (relationship-centred care

attributes)

Experiences with home care (past experiences/
experiences with care services)

Context

Which home care services do you receive/provide
and does this fit with the care needs?

What do you expect in the following home care
provision?

What were the expectations when you/your next of
kin/your client received home care for the first time?
What is important in the interaction with your formal
caregiver/next of kin/client in home care provision?

How would you describe your care relationship with
your formal caregiver/next of kin/client?
How do you experience home care (provision)?

Could you think of an experience when you were very

satisfied or unsatisfied with the home care

(provision)?

What would you like to see different in the home care
provision/organisation?
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Table A3.5 Mentioned categories and subcategories per perspective

(Theme) Category Subcategory Clients Infor.mal Forr.nal
caregivers caregivers
e (PN) Type of personal need = Care needs X X X
= Social needs X
= Emotional needs X
e (PN) Dealing with personal » Communicating
needs needs X X X
= Fulfilling needs X X X
= Professional
standard conflicting X X
with needs
¢ (WoM) Compare care « «
provision with others
o (PEXP) Past experience y y y
former care services at home
e (PEXP) Past experience y y y
institutionalized care services
e (ECS) Based on previous
experience current home care X X
services
o (ECS) Based on familiarity y y

formal caregiver
e (ECS) Based on available
information and X X
communication
= Personal care
(RCC) Type of care and/or professional
relationship care relationship

= Knowing and
(RCC) Aspects of care understanding the
relationships other

= Opening up to the
other X

= Thinking along with
the other X X X

= Trusting the other

= Motivating the
other X X
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e (RCC) Balance between care = Polarisation/form

relationship subgroup X X X
= Equality X X X
e (EXPCS) Aspect influencing * Small regular care
i team X X
the care experience
= Perceived
availability of time X X X

= Following up care

appointments X X
= Personal factors X X
e (EXPCS) Integrating care with - DBERVErT (former)
daily life way of living X
= Care routines X x "
= Fit care planning
with way of life X X
e (EXPCS) Working together = Sharing common ) ) )
with each other goal
e (EXPCS) Open communication * Humour X X X
= Addressing sensitive
topics X X X
o (CON) Organisational and = Role conflict .
occupational aspects
= Working conditions X X

PN = personal needs, WoM = worth-of-mouth, PEXP = past experience, ECS = expectations of care
services, RCC = relationship-centred care, EXPCS = experiences with care services, CON = context.
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ABSTRACT

Background To optimize home care, it is essential to determine how care
recipients experience quality of care. Traditionally, quality of care is measured with
normative quality indicators such as safety, efficiency, or prevalence rates such as
falls. The growing interest for qualitative patient-reported experience measures in
home care requires insight into the needs of care receivers, providers, and
organisations as key-stakeholders. Each stakeholder has their own needs that are
important to communicate and use to conduct thorough comparisons before
implementing new experience measures. This study aims to understand the needs
of clients, formal/informal caregivers, and managers/policy officers in measuring
client’s experienced quality of care in home care.

Methods Four focus group interviews and 25 semi-structured interviews with key-
stakeholders were conducted and analyzed by means of content analysis. The
value-proposition canvas was used as a thematic framework to explore the purpose
of experience quality of care measures and related pains and gains.

Results There were two main purposes for measuring experienced quality of care:
first improving the primary care process of individual clients and second for learning
and improving in home care team. Using experienced quality of care measures for
external accountability and transparency on an organisational or national level were
considered less relevant. Among others, participants described not having time and
no clear procedure for conducting an evaluation as a pain of the current methods
used to evaluate perceived quality of home care. As gains they put forward the
ability to informally evaluate experiences during care delivery and to openly discuss
complaints with a familiar caregiver.

Conclusions This study advocates that home care organisations should be aware
of the goal of quality of care measures. They should consider selecting experienced
quality of care measures mainly for improving primary care processes of individual
clients. The results also underline the relevance of adopting next to quantitative
evaluations, more narrative evaluation methods which support communicating
openly on care experiences, leading to concrete points of improvement. The
findings of this study can serve as guide for both the development or selection of
adequate methods, from the perspectives of key-stakeholders, in assessing

experienced quality in home care.
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Background

In the European Union, the percentage of people aged 80 and older is expected to increase
from 5.4% in 2016 to 12.5% in 2070.1. With an aging population, there is an increasing
need for home care services to facilitate aging in place %3. In the Netherlands, the
percentage of people receiving long-term care at home has increased by 23% in 2018
compared to 2015.4 To optimize home care, it is essential to determine how clients
experience quality of care (QoC). Traditionally, QoC has been defined using criteria such
as safety, efficiency, or effectivity or prevalence rates of care problems, such as falls and
the use of physical restraints.>® These criteria can be measured in home care using
existing quantitative instruments such as the National Prevalence Measurement of Quality
of Care.” Besides measuring criteria from a quantitative point of view, it is essential to
understand the individual needs of clients and their experiences with home care services
to assess the experienced QoC.81% Although long-term home care is traditionally provided
to clients aged 65 and above, there is a proportion of clients under 65 who, for instance,
receive short-term home care while recovering from hospital care and may have differing
preferences communicating care needs.!!'2 Furthermore, it is increasingly important to
include informal and formal caregivers to understand and interpret the experienced QoC
in the home care context since quality is achieved during interactions between caregiver
and receiver.3-1> Existing measures for experienced QoC in home care, such as the Net
Promotor Score (NPS) or rating caregivers online (e.g. via a website named ZorgKaart
Nederland), focus mainly on satisfaction which is defined as a subjective evaluation of the
gap between a client’'s care expectations and experiences.'®'® Furthermore, in the
Netherlands QoC in home care is often evaluated yearly or half-yearly by formal
conversations between district nurses and clients, in addition to more informal evaluations
by direct caregivers during care provision.!® However, no obligatory or clearly defined
format and structure have been established for these evaluations.

In 2018, a new national quality framework was released in the Netherlands stating
the importance of utilizing patient-reported experience measures (PREMs) to gain insight
into the experienced QoC in home care.!® However, before deciding how experienced QoC
should be measured it is important to define why it should be measured (e.g. the goal),
who will use it (e.g. the key-stakeholders) and determine the context surrounding the
method that is being applied (e.g. when, where, and by whom).?° For example, a nurse
may choose a tool to find specific points of improvement in the daily care routine using
different requirements regarding eligible instruments compared to a policy officer’s goal
to publicly report the organisation’s care quality. It is therefore important to distinguish

three different goals in evaluating experienced QoC. The first goal is to provide insight into
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clients’ experiences so the primary care process can improve. The second goal is to assist
care teams in creating an environment that facilitates learning from and improving the
experienced QoC. The final goal is to use the evaluations on an organisational or national
level for external accountability and transparency.?°

Involving key-stakeholders such as clients, (in)formal caregivers, and
managers/policy officers as active partners is crucial to gain insights in the needs for
measuring experienced QoC in home care. Doing so ensures that the chosen methods
have greater value for stakeholders in both the direct care process and organization.?!.??
It is expected that each stakeholder has their own needs, which can either facilitate or
hinder the implementation of a new method.?3 As a consequence, by incorporating these
needs in determining a method for experienced QoC, a better connection can be made to
the organisational current workflow and individual home care processes.?* In addition to
stakeholders in the primary care process (clients, informal, and formal caregivers), care
organisations can play a facilitating role in implementing interventions such as measures
for experienced QoC.?3 Managers and policy officers of care organisations make decisions
regarding allocating resources for QoC measures to be incorporated in all layers of the
organization.??> The needs of clients, informal caregivers, formal caregivers, and
managers/policy officers as key-stakeholders to evaluate experienced quality in home care
are currently unknown. Therefore, the aim of this study is to gain insight into the needs
of clients, formal and informal caregivers, and managers/policy officers in measuring

client’s experienced QoC in home care.

Methods

Design

This qualitative study followed a descriptive design in which a needs assessment was
conducted using principles of the Value Proposition Canvas (VPC) for structuring and
analyzing the needs of clients, formal and informal caregivers, and managers/policy
officers.?® The VPC has been applied in healthcare to involve stakeholders in improving the
value of new instruments, services, and products.?* The VPC is developed to match the
needs of key-stakeholders with the value proposition of the method, and thus achieve a
problem-solution fit.?” The VPC differentiates between determining the customer-profile
(who are they) and value map (which features are of value). This study adopted principles
of VPC and an underlying human-centered design approach helps to understand key-
stakeholders’ current situation in measuring QoC and allows for identifying a method fitting

their needs best.
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Setting

The research took place between July 2017 and May 2019 as part of a larger study, within
three publicly funded, team-based home care organisations in the southern part of the

Netherlands.

Participants and data collection

Individual and focus group interviews were used for data collection. Convenience sampling
was used to recruit participants for each group of key-stakeholders, while striving for a
balance in distribution between the different groups of stakeholders. A total of 25 semi-
structured interviews and four focus groups with 15 participants were conducted. Focus
group interviews were used, in addition to individual interviews, since it helps participants
to identify, share, and clarify their views.?® It is expected that experiences and opinions
are shared that might not emerge during individual interviews.?? A topic list with exemplary

questions from both the individual and focus group interviews is included in the Appendix.

Individual interviews

For the individual interviews, clients, informal caregivers, formal caregivers, and
managers/policy officers were recruited from three home care organisations in the Living
Lab in Aging and Long-Term Care South Limburg.3° Home care clients were eligible to
participate if they were receiving long-term home care based on at least one chronic
condition and were both mentally and physically able to participate according to their
district nurse. Informal caregivers were eligible if they provided care for home care clients.
Both clients and their informal caregivers were informed by their formal caregiver first and
asked for permission to be contacted by the research team. Formal caregivers were eligible
if they currently worked in home care as a district nurse, nurse assistant, nursing aide, or
dementia case manager. Dementia case managers are professionals supporting and
advising people with dementia and their family in the diagnostic phase and coordination
of care.3! In addition, the organisation’s district-managers and policy officers were eligible
if they were working in long-term home care. Both formal caregivers and managers/policy
officers were contacted by either mail or telephone and invited to participate. Individual
semi-structured interviews were scheduled at a preferred location of the participant (either
at home, the care organisation, or at the university). If necessary, the informal caregiver
could support the client in the interview (e.g. if a client had trouble speaking clearly) but
was asked to not actively engage in the conversation. The planned duration for the

individual interviews was one hour.
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Focus group interviews

Four focus group interviews were conducted to gain insight into the current methods and
needs of measuring experienced QoC in home care. For two focus group interviews, clients
and informal and formal caregivers employed in a home care organisation were eligible
and invited. However, two informal caregivers and one client could not attend this focus
group because of personal circumstances for which one additional focus group was
organised. In addition, one focus group interview was conducted with managers/policy
officers in order to include the perspectives from the participating organisations. This was
done to prevent any communicating difficulties as a result of status differences between
participants (caregivers - managers/policy officers) or by discussing technical terms
beyond the scope of the direct caregiving process (e.q.
legislative, regulatory or organisational requirements).3? The discussion leader (RH) took
field notes to log the context of the focus group interviews and to provide meaning to the

reported needs. Focus group interviews were scheduled to last around one hour.

Data analysis

Both the individual and focus group interviews were audiotaped and transcribed verbatim.
The data from both the individual and focus group interviews were merged and analyzed
using MAXQDA Standard 2018, following principles of directed content analysis.33 In the
deductive analysis, the VPC was used as a thematic framework to categorize key-
stakeholders’ needs into goals, pains, or drawbacks of current evaluation methods and
(desired) gains or benefits as a priori themes (see Table 4.1 for operational

definitions).20:26

Table 4.1. A priori themes and operational definitions, based on the VPC 27

A priori themes Operational definition

Goals Purposes or tasks that key-stakeholders strive to satisfy by measuring experienced

QoC. These were categorized in the following three categories:

1) understand and improve the primary care process for individual clients;

2) learn and improve the performance of home care teams based on the outcomes of
quality measurements;

3) use outcomes for external accountability, transparency, and generally improve
organisational service provision 2.

Pains Drawbacks of current methods to measure QoC, negative emotions, undesired
situations, or risks key-stakeholders have experienced before, during, or after
fulfilling the goals.

Gains Benefits of current methods and desires in measuring QoC.
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New categories and sub-categories were identified from both the pains and gains by means
of inductive analysis. Using condensation, the categorized data was shortened while
preserving the core meaning.3* Next, the condensed data was interpreted using a higher
logical level, also known as abstraction. This was followed by axial coding in which the
individual pains and gains were categorized, and sub-categories emerged through careful
examination and constant comparison by two researchers independently (RH and TTL). In
case of disagreements, the researchers discussed the (sub)categories to reach a

consensus.

Rigour

Several strategies recommended by Korstjens and Moser 3> were used to meet the criteria
of credibility, transferability, dependability, confirmability, and reflexivity, thereby
strengthening the trustworthiness of this study.?® To increase credibility, the results were
presented during two group meetings with six participants to verify correct interpretation
and completeness of the results. To enhance transferability, a detailed description was
made on the context of the research, setting, sample, demographics, and exemplary
quotes. Furthermore, a detailed codebook was made to keep track of all data-driven codes

(categories and sub-categories) during the analysis.

RESULTS

A total of 25 participants took part in the individual interviews and 15 participants took
part in four focus group interviews. The mean duration for individual interviews and focus
group interviews were 55 minutes and 63 minutes respectively. Table 4.2 provides
information about the demographics of the participants and composition of the focus group
interviews. Outcomes of the individual and focus group interviews displayed different

goals, pains, and gains for measuring experienced quality in home care.
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Table 4.2. Demographics

N Sex (male, female) Mean age

Individual interviews (N=25)

Role Client 6 2 male, 4 female 85.5(19)
Informal caregiver 6 3 male, 3 female 72 (27)
Nurse aide/assistant 2 2 female 46 (30)
Dementia case manager 1 1 male 53
Registered nurse 1 1 female 63
District nurse 6 1 male, 5 female 25.5(30)
Manager/Policy officer 3 3 female 54 (27)

Focus group 1 (N=7)

Role Client 2 1 male, 1 female 80.5 (8)
Informal caregiver 3 1 male, 2 female 77 (16)
District nurse 2 2 female 33 (14)

Focus group interview 2

(N=2)

Role Nurse aid/assistant 1 1 female 61
Registered nurse 1 1 female 64

Focus group interview 3

(N=3)

Role Client 1 1 female 86
Informal caregiver 2 1 male, 1 female 76.5(17)

Focus group interview 4

(N=3)

Role Manager/Policy officer 3 1 male, 2 female 54 (21)

Goals in measuring experienced quality (why)

All stakeholders mentioned goals related to at least one of the three main goals for
evaluating experienced QoC. The first goal of “understanding and improving the primary
care process for individual clients” was mentioned by all key-stakeholders. Clients focused
mostly on problem-solving when being dissatisfied to improve care provision. One client
mentioned that “if I receive care from a specific caregiver and I am dissatisfied about the
care, I would make this clear.” Informal caregivers tried to provide direct feedback to the
formal caregiver when possible in order to improve the primary care process. Formal
caregivers indicated that they strove to remain critical and wanted to have a clear/genuine
picture of the client’s and informal caregiver’s experienced QoC. Managers/policy officers
preferred obtaining structural feedback of the client’s fulfilled and unfulfilled needs and
experienced QoC for each area of interest so care provision could be improved.

The second goal of “learning from and improving the performance of home care
teams based on the outcomes of quality measurements” was mentioned by formal
caregivers, managers/policy officers and informal caregivers. The importance to create

awareness for evaluating experienced quality in care teams from an organisational
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perspective was mentioned by both informal and formal caregivers. This awareness would
enable caregivers to work toward concrete care improvements as a team. For instance,
one formal caregiver mentioned, regarding evaluating experienced quality, that “I think
you can use it [experienced quality of care assessments] to steer the care process and
also with your team or with employees or with the entire organisation you can look at
which points scored less and how and when will we tackle them”. Managers/policy officers
aimed to generally improve care quality by discovering concrete points of improvement
for care teams. This resulted in formulating appropriate actions to learn and improve for
both individual teams and the organisation as a whole.

The last goal of “using outcomes for external accountability, transparency, and
generally improving organisational service provision” was only noted by managers/policy
officers. Use of a yearly mandatory measure for experienced quality was mentioned to
meet the requirements of external accountability, as well as providing information on the

organisation’s website for transparency toward current and possible new clients.

Pains and gains in measuring experienced quality

The described pains and gains were categorized in the following categories: when to
evaluate, who should evaluate, how to evaluate, what motivates one to evaluate, what to
do with outcomes, and prerequisites for evaluating. Next, the results for each of the

categories are presented.

When to evaluate

In deciding when to evaluate QoC (see Table 4.3 for an overview), participants in general
would like to have more evaluations compared to the current yearly or half-yearly
evaluations. Additionally, more flexibility in evaluation frequency was desired, based on
the client’'s condition. Both clients and informal caregivers preferred to have more
opportunities to initiate an evaluation more proactively, thus preventing the escalation of
an unsatisfactory experienced QoC. Moreover, formal caregivers needed clarification to
plan mandatory evaluations with a set interval, given the goal of evaluating (e.g. once
every six months).

Current pains regarding when to evaluate QoC were the few evaluation moments,
specifically for clients who receive more complex home care. Moreover, pains included not
knowing when to formally evaluate the experienced QoC and when it is most effective to
evaluate the care process. Furthermore, informal caregivers often had difficulties finding
an appropriate moment during the care provision to evaluate QoC. For instance, one
informal caregiver mentioned that there was “No room to evaluate the client, this comes

in last place.” However, some participants mentioned as a gain that the initiative to
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evaluate QoC is taken whenever it seems required (e.g. when an informal caregiver is
dissatisfied about the care provision for the client). Furthermore, formal caregivers
preferred to either initiate an evaluation based on signals from other caregivers or based
on their own experiences with the client. Moreover, a formal caregiver indicated that it

would be desirable to clarify the frequency of evaluations.

Table 4.3. Identified pains and (desired) gains for ‘when to evaluate’.

Category Pains Gains
When to = Too few evaluation moments, = Taking opportunity for evaluating when
evaluate especially during complex care (I,P) required (C,I,F)

= Difficult finding appropriate moment Starting evaluation based on signals from
to evaluate (1) other caregivers (F)

= Not knowing when to evaluate (F)

Starting evaluation based on own experiences
as caregiver (F)

Desired gains
Reminder of the next evaluation (F)

Mandatory for each new client (F)

Evaluate at set intervals (F)

Mentioned by C=Clients, I=Informal caregivers, F=formal caregivers, P=managers/policy officers

Who should evaluate

In determining who should conduct quality evaluations (see Table 4.4 for an overview),
more flexibility for direct caregivers to formally evaluate experienced QoC was desired
since this was currently not their role. However, taking into account the importance and
fragility of care relationships while evaluating was brought forward. Appointing an external
person to evaluate more sensitive topics was seen as a possible solution for this. Including
the informal caregiver’'s perspective in evaluations is also needed. Furthermore, clearly
indicating whom is appointed to evaluate experienced QoC is needed by informal
caregivers. They also desired for evaluations to be conducted by the same evaluator(s).
A current pain was that direct caregivers do not have the formal role to formally
evaluate experienced QoC. Currently, the district nurses have the formal responsibility to
evaluate experienced quality of care every six months and not the nurses or nurse aids
who provide everyday care. One formal caregiver mentioned, “Nurse aides have no formal
role in evaluating; informal evaluations do take place... [I] experience a big difference
between the two district nurses with regard to evaluating care, nurse aides should be more
involved.” The importance of care relationships between the client and formal caregiver
was mentioned as well as the difficulties, due to a dependency in relationship, this poses
in evaluating QoC. For instance, one policy officer stated, “You are still dependent within
the care relationship..If I am your caregiver, then I should not ask you about it

[experienced quality of care].”
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The size of care teams and the sufficient availability of caregivers was mentioned
as a possible gain in evaluating QoC. The size of care teams provided informal caregivers
the flexibility to choose whomever they would prefer to informally discuss care
experiences. Involving family during evaluations was seen as important by formal
caregivers, although whether to involve them should be decided by the client. Most clients
and formal caregivers wished to evaluate QoC with direct caregivers. While informal
caregivers and policy makers noted flexibility was viewed as a gain by some, formal
caregivers mentioned it as a pain when sensitive topics had to be discussed in a formal
evaluation. This is also related to the desire to involve an external person with care
expertise when formally evaluating, facilitating a more open conversation. For instance,
one informal caregiver mentioned that “If there are problems then you should be able to
discuss these with whoever [formal caregiver] is coming to your home, but if there are
difficulties with the whole [care process]....then you should be able to address them to
someone else.” The desire for more colleagues to conduct evaluations and provide possible
insights to direct caregivers was seen as important. One informal caregiver elaborated on
these insights and the potential dilemma of an evaluation by a direct caregiver or external
person: “People who have the evaluation conversations themselves about their own clients
can learn a lot immediately...how honest is that person to you when you hear the

information from the client.”

Table 4.4. Identified pains and (desired) gains for ‘who should evaluate’.

Category Pains Gains
Who should = Direct caregiver lacks role to = Sufficient availability of caregivers to
evaluate

formally evaluate (F,P)
difficulties if
evaluation was conducted by

discuss care experiences (I)

= Experienced = Client can decide if family is included (F)

Desired gains

(influencing
relationship on

direct existing
responses) Vs
caregiver (difficulties
interpreting responses client)
(F,P)

= Missing perspective of informal

indirect

caregiver (F,P)
= Difficulties identifying evaluator

(1)

= Direct caregiver instead of district nurse
(GF)

= Someone with care expertise but not a
caregiver (I,P)

= Fvaluation to be conducted by direct
caregiver so it is relevant to their own
experience, they can learn directly and
feel responsible for their own clients (F,P)

= More colleagues should have evaluation
discussions (F,P)

= Overarching contact beyond direct care ()

= Same person (l)

Mentioned by C=Clients, I=Informal caregivers, F=formal caregivers, P=managers/policy officers
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How to evaluate

Regarding how to evaluate QoC (see Table 4.5 for an overview), there is a need from
participants for an evaluation method which requires minimal skills and time to analyze
and document outcomes. Methods that are suitable to the ongoing care processes and
existing care relationships were seen as important by most. In addition, participants
preferred to be more aware of existing evaluation methods, favoring methods based on
conversations (e.g. narratives) in which the experiences are evaluated.

Most participants mentioned pains in finding time to use, analyze, and document
existing evaluation methods. They also worried that existing methods do not fit within the
current care processes, possibly resulting in treating the client as a new and unknown
individual. Other pains that were highlighted were the common physical properties of
paper-based evaluations (e.g. possibility of becoming lost, damages easily), not evaluating
QoC continuously, and asking questions during evaluation which leave too much room for
interpretation errors.

The gains of the current methods to evaluate QoC were the access to existing
patient files as a starting point for care evaluations. Humor during evaluations and
flexibility in adjusting to the client’s understanding were seen as important. Most clients
and formal caregivers wished for care experiences to be shared more during conversations,
looking beyond discussing standard quality indicators. Furthermore, participants
mentioned that the evaluation tool should include sharing expectations of home care
services, to prevent unrealistic expectations of evaluation outcomes by both clients and
informal caregivers. Furthermore, the desired evaluation tool functionalities were cited
such as sharing experiences anonymously by mail, obtaining visual supporting methods
(e.g. a card containing images of relevant QoC topics), stimulating a more interactive
evaluation by means of a digital application, and connecting to the existing organisational

ICT platform (e.g. online care plan, OMAHA system, etc.).
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Table 4.5. Identified pains and (desired) gains for *how to evaluate’.

Category Pains Gains

How to evaluate = Difficulties finding time to use, Patient file as starting point evaluation (F)
analyze, and document existing = Room for humor during evaluation (F)
evaluation methods (I,F,P)
Not suitable with ongoing care client (F)
process, creating worry that client
will be treated as new and unknown
(F.P)

= Missing supportive methods to
evaluate (F,P)

Physical properties of evaluation on
paper (F)

Provide only snapshot of client (P)
Current questions asked are too
broad, leaves room for too many
interpretations (P)

Desired gains

standard quality indicators (F,P)
Sharing expectations of care services (F)

Ability to evaluate anonymously by mail (1)
Visually supporting method to evaluate (F)
Interactive application (F)

platforms (P)

Adjusting way of evaluating to understanding

Sharing experiences during conversation (C,F)
Discussing multiple subjects and look beyond

= Measurement should connect to existing ICT

Mentioned by C=Clients, I=Informal caregivers, F=formal caregivers, P=managers/policy officers

What motivates one to evaluate

In determining what motivates one to evaluate (see Table 4.6 for an overview), it is
desired that evaluations should be framed as a positive element in the care process.
Allowing the possibility to evaluate anonymously was also mentioned by participants. It is
believed that this would facilitate clients to honestly reflect on their care experiences and
experienced QoC. In addition, participants mentioned the importance of motivating formal
caregivers to incorporate evaluations in the daily care process, creating a shared feeling
of ownership for the evaluation method and sharing experiences in care teams.
Furthermore, participants noted that evaluations should be perceived as non-intrusive by
clients and clients should feel more involved in the care process.

Some participants viewed evaluating as complaining, preventing them from
initiating an evaluation and preventing clients from honestly sharing care experiences,
often leading to socially desirable answers. Difficulties in motivating formal caregivers to
incorporate evaluations in the daily care process were mentioned, as were feelings that
most quality evaluations are done twice without a clear reason. This lack of motivation
from formal caregivers was also related to being on their own in the home care setting.
The communication and collaboration opportunities between formal caregivers is perceived
as low, especially for formal caregivers coming from an institutional long-term care setting.
For instance, one formal caregiver, in relation to evaluating experienced QoC, mentioned
that “in home care, everyone is, yes you are alone [as a caregiver]. That is very different

[than in a nursing home]. A lot relies on independence.”
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Evaluating care is perceived as a positive aspect in the care process that involves
clients in the care process. It is seen as a moment where understanding for others and
wishes can be shared. Talking about experiences also helped participants to recall relevant
care experiences and communicate unfulfilled care needs. Desired gains related to how to
speak more openly such as evaluating anonymously. One manager indicated that
evaluation should be made “anonymously, so you can get a lot more out of it than what
clients might dare to say in person...I do not need to know which clients said that, because
it will probably be something that several clients or informal caregivers have said."”

Furthermore, care teams strive for shared ownership of an evaluation method in
which mutual appreciation between caregivers is shared. For example, one district
manager said that the measurement should be “about being part of the team...because it
will be as if I am imposing something [as a manager] and they have to do something with
it.” Bringing relevant quality themes under the attention of caregivers while evaluating

QoC is believed to motivate incorporating more evaluations in daily practice.

Table 4.6. Identified pains and (desired) gains ‘what motivates to evaluate’

Category Pains Gains
What motivates = Evaluating is seen as complaining = Feels good to talk about care experience (C)
one to evaluate (C,1,F) = Sharing care experiences is good for involving
= Experienced lack of motivation to client in care process (F)
evaluate (F,P) = Show understanding and taking changes
= Experienced duplications when seriously (F)

formally evaluating (F,P)

Difficulties expressing experiences
and being sincere (I,F)

Feel not being heard by caregiver (C)
= Feel burdened discussing
organisational issues (1)

Being on your own as caregiver in
home environment (F)

Experienced having to be more
involved with their own clients in

Desired gains
Evaluate anonymously (I,F)
= Team ownership and bottom-up support for
tools (F,P)
Build toward relationship with evaluator (1)
= Share  mutual appreciation  between
caregivers ()
= Share responsibility to provide good care for
client (F)
Bring relevant quality themes under attention
of caregivers (P)

sheltered housing vs. community (P)
= Not part of care process or
professional community (P)

Mentioned by C=Clients, I=Informal caregivers, F=formal caregivers, P=managers/policy officers

What to do with the outcomes

When considering what to do with the outcomes while evaluating QoC (see Table 4.7 for
an overview), there is a need to formulate concrete feedback and points of improvement,
to avoid the use of difficult jargon while discussing evaluation outcomes, and to strive for
outcomes that clearly reflect the evaluation content. Clear communication was also related
to forming realistic expectations by clients based on the discussed content and evaluation
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outcomes. There was an effort to focus more on relevant themes that are within the scope
of experienced quality of home care and to make room for discussing evaluation outcomes
more extensively in care teams.

Participants mentioned pains with current evaluation methods were that they did
not provide defined points of improvement and offered too little concrete feedback. An
informal caregiver mentioned difficult jargon in discussing evaluation outcomes (e.g. care
is being extended) and differences between evaluation content and what was written down
afterwards, possibly contributing to undesired care outcomes. Forming unrealistic
expectations for the client based on evaluation outcomes (e.g. adjust care planning) and
discussing outcomes which are unrelated to nursing or personal care services (e.g. help
with domestic chores) were highlighted by formal caregivers. Lastly, it was mentioned that
only extreme outcomes are now being discussed in care teams and the rest is kept
between the district nurse and direct caregiver.

Some informal caregivers mentioned that gains were that both verbal and written
evaluation outcomes helped clients to gain insight in the care process and supported the
discovery of specific points of attention. Formal caregivers mentioned that evaluation
outcomes are currently being discussed with the district nurse; however, the aim is to
discuss care difficulties but not solve them. Desired gains were that outcomes can help
caregivers to reflect on their care provision and check for possible unrecognized
assumptions or biases in the care process. It was mentioned that care teams should be
the place where experiences are shared, outcomes evaluated, and together determine

points of actions.
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Table 4.7. Identified pains and (desired) gains for ‘what to do with outcomes’.

Category Pains Gains

What to do with = Little is done with outcomes, not Provide client insight into evaluation with
outcomes transparent (I,F,P) both verbal and written outcomes (l)
No concrete points of improvement Discover specific points of attention for client

are being formed (1,F,P) (1

Difficult jargon used in discussing
outcomes of measurement (l) nurses (F)
Outcomes do not reflect content

evaluation (1) difficulties, but rather to discuss them (F)
= Qutcomes only discussed by district
nurse with direct caregiver (F)
Unrealistic expectations of outcomes

(F)

Desired gains
Help stimulate caregiver to reflect on care
provision (F,P)

Discuss outcomes of evaluation with district

Evaluation not aimed to solve all care

= Djscuss outcome evaluation in team and

Unrelated outcomes to nursing or
personal care services (F)

= Only extreme outcomes are
communicated in teams (P)

decide what to feedback to client (1I,P)

action together (F, P)

assumptions or biases in care process (F)
Give daily update on positive and negative
experiences in team (F)

Access client file and outcomes remotely (F)

Share outcomes in team to define points of

Help caregiver to check for unrecognized

= Create client awareness for organisational

restrictions on care services (F)
Share outcomes evaluation in organisation in

multiple formats (e.g. figures and practical

solutions) (P)

Mentioned by C=Clients, I=Informal caregivers, F=formal caregivers, P=managers/policy officers

Prerequisites for evaluating

A number of prerequisites for evaluating experienced QoC were discovered (see Table 4.8
for an overview). Current pains related to a lack of communication (skills) among
caregivers and the omission of both space and culture to discuss experiences in care
teams. Relating to the team’s atmosphere, one formal caregiver mentioned that
“currently, I do not experience safety to discuss client experiences within my care team.”
The low literacy rate and self-reflection skills of clients makes it difficult to use standard
evaluation methods such as questionnaires. Lastly, the cost related to evaluating was
highlighted by policy officers. The desired gains in prerequisites related to stimulating a
supportive atmosphere in care teams that allows for evaluations. Furthermore, it was
desired that formal caregivers gain support through individual coaching to foster
professionalism and develop skills both in conducting conversations and writing effective

reports based on evaluations outcomes.
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Table 4.8. Identified pains and desired gains for ‘prerequisites for evaluating’.

Category Pains Desired gains

Prerequisites for = Bad communication between Individual coaching and support in team to
evaluations caregivers in home care teams (F) conduct evaluations (1)
Create supportive atmosphere in team (P)

Foster professionalism and skills to conduct

= No space and culture to discuss client
experiences in team (F)
Low literacy and self-reflection skills of conversations (P)

clients (F) = Gain skills in writing outcomes evaluation
= No evaluation moment because of reports (P)

costs (P)
= Missing communication skills

evaluator (P)

Mentioned by C=Clients, I=Informal caregivers, F=formal caregivers, P=managers/policy officers

DISCUSSION

The study discovered needs in measuring experienced QoC that resulted in an overview of
goals, pains, and gains from key-stakeholders regarding the current methods used to
evaluate experienced quality of home care in the Netherlands. The different goals in
measuring experienced QoC were recognized by most key-stakeholders, who primarily
related the goals to understanding and improving the primary care process of individual
clients and secondarily to learning and improving the performance of home care teams.
Six categories throughout the process of evaluating experienced QoC emerged in this
study, namely: when to evaluate, who should evaluate, how to evaluate, what motivates
one to evaluate, and what to do with the outcomes. In addition, prerequisites for
evaluations were identified such as the importance for home care teams to foster
communication skills and individual coaching and to create a supportive atmosphere for
evaluating experienced QoC and using the outcomes for quality improvements.

By reflecting on the discovered needs (goals, pains, and gains) in evaluating
experienced QoC a number of dilemmas came to light. First, it was not clear when to
evaluate. This varied from constant evaluations as part of the care process to being
initiated as needed by the client or formal caregiver to once every pre-set period (e.g.
once every six months). A second dilemma that emerged is not knowing who is best as an
evaluator to speak openly about experienced QoC. This varied from a direct caregiver
having a (longstanding) care relationship with the client and knowing how to interpret
their response during evaluations to a coordinating person within care teams who can act
based on the evaluation outcomes to an external evaluator with sufficient care expertise
to even a non-personal digital format (e.g. mail, website) to address difficulties
anonymously. A third dilemma related to the structure in discussing and acting on

evaluation outcomes. This varied from implicitly using outcomes to reflect upon one’s own
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care provision and individually checking for any unrecognized assumptions or biases in the
care process to discussing evaluations outcomes within care teams to form concrete points
of improvement to being explicit toward clients and informal caregivers about evaluation
outcomes.

These dilemmas make it clear that it is important to define the QoC goal to be
measured in home care before selecting and implementing a measure. It is known that
different stakeholders in care organisations can have different (implicit) reasons for
measuring experienced QoC.3” This is also stated in existing models for selecting and
implementing new measures, like the PROM cycle, which starts by defining the goal of a
measure in the implementation process.?? It is known that stating a clearly defined and
achievable goal can help to feel motivated and committed in working toward that goal 38.
In determining when to evaluate, it is expected that experienced QoC should be measured
more regularly when the goal is to gain insight and improve the primary care process, and
less regularly when care teams and organisations are striving for an improvement on an
overall level. A more continuous measurement of experienced QoC is also supported by
the INDEXQUAL framework, defining it as a process before, during and after care is
provided.'> Furthermore, when deciding who is best as an evaluator, it should be clear
which aspect of the care process will be discussed. For instance, one can wonder how
clients perceive their direct caregiver as an evaluator when care experiences are being
discussed involving that same caregiver. It needs to be considered that clients and
informal caregivers are, to some extent, dependent on formal care providers, which can
contribute to a fear of possible consequences when being completely honest about their
experienced QoC.3° However, care experiences on a team or organisational level, such as
planning or access to care facilities, are some distance from the primary care process and
can therefore be more easily discussed with direct caregivers. This highlights the
importance of positioning the determined goal and individual needs within the different
settings in home care before selecting a measure that is feasible for key-stakeholders, in
line with the care process, as well as incorporating relevant experienced QoC attributes.

The results in this study underline the relevance of discussing care experiences
during conversations imbedded in the care process above using questionnaires, which is
in line with the trend of adopting more narrative evaluation methods. 164%4! This also
depicts the dichotomy with existing quantitative quality measures, such as the Consumer
Quality Index (CQ-index) and Net Promotor Score (NPS).%? These measures often focus on
satisfaction as the main outcome, which has been shown to be an incomplete measure for
experienced QoC as it generates gratitude bias and interpretation difficulties for formal
caregivers. 164243 In a previous study, attributes of experienced QoC were identified
throughout the home care process.** These attributes include the presence of more ‘close’

personal care relationships (relating to trust, openness, and empathy) and the importance
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of care routines that are consistent with the client’s former way of living. Evaluating
experienced QoC attributes during conversations provides valuable in-depth information
on experienced QoC, for which standardized measures are insufficient. 4>4% In order to
select and implement a method to facilitate these conversations, a careful evaluation of
suitable instruments and processes of how they will be used in organisations has to be
designed in close collaboration with key-stakeholders. 234748 This is also supported by the
VPC, in which a value-proposition is made to relieve the identified pains and enhance the
discovered gains.?” One can determine which instrument’s features and which subsequent
instrument are of greatest value to achieve a problem-solution fit. By adopting a research
method such as the Participatory Action Research (PAR), stakeholders can thoroughly be
involved in the following phase by carefully planning actions, reflections, and revision in
short iterative cycles.*® By doing so, the method that will best fit the needs for experienced

QoC can be determined.

Strengths and limitations

A strength in this study is that triangulation was used by combining both individual and
group interviews, involving multiple perspectives. This made it possible for stakeholders
from all layers of the home care setting to reflect on the questions brought forward. In
qualitative research, involving multiple perspectives from different stakeholders is likely
to result in an increased understanding of complex phenomena such as experienced QoC.>°
Individual interviews made it possible for clients and informal caregivers to receive
extended information on examples for possible evaluation methods or visual stimuli to
support them in formulating a response. For the individual interviews with clients and their
informal caregivers, recruitment was done by their district nurses. This could have results
in a selection bias such as only including clients with a less complex relationship or a
specific client’s residence (sheltered housing estate). To account for this, other district
nurses were asked to recruit clients, striving a balance regarding less complex versus more
complex relationships or situations, presence of an informal caregiver (spouse or other)
and the client's residence (living in the community or sheltered housing estate). The focus
group interviews allowed participants to respond to each other’s responses, generating a
more thorough discussion of the topics compared to individual interviews. A disadvantage
of using different methods with different stakeholders is that it was more challenging to
analyze and compare the collected qualitative data. To overcome this challenge, we used
the principles of the VPC to identify, structure, and analyze the individual needs for each
group of key-stakeholders. However, it was decided not the present the findings as
individual customer profiles, since it is believed that all key-stakeholder needs should be

taken into account when determining which solution has the most value for the direct care
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process and organisation. 2122 Furthermore, this research took place on a small scale in
three care organisations focused on four key-stakeholders. It was therefore unclear
whether data saturation was reached. Also, since clients included were aged above 75, it
is unclear whether the findings in this study are applicable to clients populations below 75

or 65 years.

Conclusions

This study indicates that home care organisations should consider selecting methods that
fit to clients and caregivers’ needs and prevent dilemmas in evaluating experienced QoC.
It is important to clearly define and communicate the goal of experienced QoC measures
with all key-stakeholders and embed a feasible method in both the primary care process
and care teams. Prerequisites for successfully assessing experienced QoC are that
evaluators should have good communication skills, clients with low literacy and self-
reflection skills should be able to sufficiently participate and feel heard during evaluations
and a climate should be established in care teams to discuss evaluation outcomes. Formal
caregivers in care teams should feel ownership over experienced QoC methods, so they
are motivated to naturally incorporate it in the home care process. Clients and informal
caregivers should feel supported to openly share care experiences with an evaluator,
thereby being transparent about outcomes. Additionally, evaluations should lead to
concrete points of improvement for the care process, avoid using difficult jargon while
discussing evaluation outcomes, and strive for outcomes that clearly reflect the evaluation
content. The findings of this study can serve as basis to develop or select methods, in co-

creation with key-stakeholders, to assess the experienced quality in home care.
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ABSTRACT

Objective Tailoring care provision to individual needs and experiences is essential
to optimize quality in long-term home care. This calls for narrative experienced-
based quality measures, which have become increasingly available in health care.
The aim of this study was to describe the process on how to select potentially
adequate measures for experienced quality in home care.

Methods An exemplary case study with an in-depth description of the first three
steps of the patient-reported outcome measure (PROM)-cycle framework to
determine the goal and measurement selection.

Results First, the measurement’s goal, key-stakeholders and setting were
determined based on national guidelines, stakeholder analysis, and needs
assessment with clients, informal and formal caregivers, and managers/policy
makers as key-stakeholders. Second, experienced quality was conceptualized by a
theoretical framework and operationalized for home care using individual interviews
in existing care networks. Third, to select and assess experienced quality measures,
existing inventories were consulted and assessed using defined criteria for
measure’s goal, content validity, feasibility in care setting and usability in the care
process. This resulted in identifying four measures as potentially useful in the
process towards utilizing experienced quality measures in home care.
Conclusions Care organisations should consider following a structured process in
selecting measures for experiences quality thereby including key-stakeholders’
needs. By doing so, measures can be selected adhering to the determined goal as
well as the underlying theoretical construct and selection criteria on content,
feasibility and usability. However, resulting potentially adequate measures should

be extensively tested and evaluated to determine their value for practice.
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INTRODUCTION

In the last decades, there has been an increasing focus to deliver high-quality care services
tailored to individual care experiences.' 3 Care experiences (e.g. feeling heard or relational
aspects) are determinants of care quality and previous studies have found positive
associations with health outcomes.*? By sharing care experiences between care recipients
and providers, it is possible to know where improvements in the care process are required
to fulfil one’s care needs and wishes.!?® To measure aspects related to care experiences,
Patient-Reported Experiences (PREs) are used to gather information on client’s views of
their experience while receiving care.'!12 Although care experiences were formerly mostly
assessed using questionnaires, quantitative data gives little insight into the meaning
behind a rating.!3 Utilizing more qualitative measures and narratives can help to gather
rich and meaningful information about clients’ experiences to assist care providers in
reflecting on their actions and behaviours, as well as providing areas of improvement on
an individual, team and organisational level.'*

In the Netherlands in 2018, a new national quality framework was released for
home care.!® The framework demands that measures should be applied to gain insight into
the care experiences to determine points of improvement, thereby addressing the need
for applying measures to evaluate care experiences and quality as a more continuous
process. However, no obligatory or clearly defined format and structure have yet been
established for these evaluations. In contrast to the Dutch home care setting, in the Dutch
nursing home and disability care a large number of PREMs are available and used to gain
insight into clients’ experiences.'¢23 Since few available experienced quality measures
have been specifically developed for home care, this can be a challenge for policy makers
and caregivers to find viable existing measures in line with both national regulations and
progressive change in utilizing more innovative ways of capturing clients’ experiences.?42°
However, for the Dutch nursing and disability care two inventories have been made
publicly available describing existing instruments to measure experienced quality of care
in these setting, offering a solid starting point to search for suitable measures for the
home care setting.?%?” In deciding how experienced quality should be measured, it is
important to define why it should be measured (e.g. the goal), what constructs/domains
are important (e.g. operationalization of experienced quality), who will use it (e.g. the
key-stakeholders) and determine the context in which the measure is applied (e.g. when
and where). Methodological guides, such as the patient-reported outcome measure
(PROM)-cycle, can help to select the most appropriate measures.?® Although the PROM-
cycle was primarily developed for selecting and implementing PROMs, this study will test
if the first steps may also be applicable for selecting experienced quality measures.

Previous studies have hypothesized a possible fit, since both PROMs and PREMs strive for
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quality improvements by reflecting on the client’s perspective.?® Therefore, this paper aims
to describe the process on how to select potentially adequate measures for experienced

quality in Dutch home care.

METHODS

Design

An exemplary case study was chosen to provide a description of the process and draw
lessons on the steps taken by following a systematic methodology in practice.?® A case
study is defined as an ‘empirical inquiry that investigates a contemporary phenomenon
within its real-life context’.?! The essence of the case study is that it tries to clarify a set
of decisions regarding the aim of this study. This is done by providing an in-depth
description of the steps in the process to find adequate measures, elaborate on why they

were taken, how they were applied, and with what results.31:32

Methodological guide: PROM-cycle

The PROM-cycle is developed to support the systematic selection, implementation and
evaluation of patient-reported outcomes (PROs) and PROMSs. Its cyclic approach combines
both available knowledge and tools for measures in individual client care, quality
improvement and public reporting. The PROM-cycle consists of eight steps (see Figure 5.1
for an overview of all steps of the cycle). The current study focused on the first three steps
(presented in dark-grey in Figure 5.1) as a methodological guide in the process of selecting
adequate measures. In the first step, the key-stakeholders and setting of the measure
have to be determined given a specific goal on a micro-, meso- or macro-level. As a second
step, the patient-reported experiences (PREs) have to be identified, prioritized and
selected. In the third step, existing experienced quality measures have to be identified
and assessed based on the formulated criteria, leading to the selection of the most

potentially adequate experienced quality measures.
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Figure 5.1. Overview of all steps based on the PROM-cycle.33

8. Maintenance &

1. Determine goal,

evaluation
key-stakeholders &
setting
7. Use of the PROM
(PREM)

2. Determine PROs
(PRES)
6. Test the
indicator

3. Identify &
5. Define the
indicator

assess PROMs
Context/Case definition description

Selection

Indicator

(PREMs)

4. Test the PROMs
(PREMSs)

The case study is conducted in the Dutch home care sector. In the Netherlands, two types

of formal home care services are provided in addition to domestic support: personal care
and nursing care. Personal care and nursing care (referred to as ‘home care’) are both
provided by teams comprising a district nurse, registered nurses, and nurse
assistants/aides. This care is mainly provided to community-dwelling older people who
receive long-term care (multiple years) based on one or multiple chronic conditions and
who are referred to in this article as ‘clients'. The district nurse leads the care process by
liaising with municipalities and coordinating the client’s care, while registered nurses and
nurse assistants/aides provide medical and personal care. In addition to formal care,
informal caregivers play an increasingly important and active role in supporting care-
dependent clients. Informal caregivers are unpaid family members, friends, or neighbours
who provide assistance. They are seen as active care partners in providing home care in
the Netherlands. In this case study home care teams from organisations operating in the
region of Limburg in the South of the Netherlands and participating in the Living-Lab on
Ageing and Long-term care were selected on the basis of accessibility and their willingness
to participate in the study.3*

Participants, data collection and analysis

Data were collected over a 23-month period within three publicly funded, home care
organisations in the southern part of the Netherlands. Data collection sources consisting
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of documents concerning national guidelines on home care quality, published manuscripts
on existing quality models and definitions, and individual and focus group interviews (see
Figure 5.2 for an overview of the methods and data collection). The participants, applied
data collection methods and analyses are explained in more detail for each individual step
of the PROM cycle.

Figure 5.2. Methods and data collection in the different steps in selecting measures in
home care.

Step 1. Determine goal, key-stakeholders and setting

Step 3. Identify and assess patient-

e Review of national guidelines on home care quality . reported experience measures

e Stakeholder analysis with authors and three policy makers (PREMs)

e Needs assessment based on individual interviews with clients
(N=6), informal caregivers (N=6), formal caregivers (N=10)
and managers/policy makers (N=3) and four focus group
interviews with clients (N=3), informal caregivers (N=5), Inventories of existing measures in
formal caregivers (N=4) and managers/policy officers (N=3) nursing and disability care.

Individual measures are assessed
on the following criteria categories:

Step 2. Determine patient-reported experiences (PREs)

e Measure requirements (goal);
e Measures properties (content
validity);

Feasibility in care setting;

e Define experienced quality construct based on an quick scan
and panel discussion with national representatives
specialized in long-term care policy (N=13)

e Operationalizing of patient reported experienced quality
based on individual interviews in existing care triads with _
clients (N=6), informal caregivers (N=6) and formal caregivers
(N=4)

to the care process).

Usability by stakeholders (fitting

Step 1 of the PROM-cycle; Determine goal, key-stakeholders and setting

To determine the goal in measuring experienced quality, the website of the National Health
Care Institute was consulted for documents related to the quality framework in Dutch
home care. These documents were reviewed on information concerning different goals in
measuring quality of care, from a micro, meso and macro perspective and existing
mandatory indicators. In addition, as part of the needs assessment presented below, home
care clients, informal and formal caregivers, and policy makers/managers were
interviewed to categorize their purpose in measuring experienced quality with the
determined goals based on the national quality framework.

To determine the key-stakeholders in measuring experienced quality, a stakeholder
analyses was conducted with all authors and three policy makers representing the
participating home care organisations, which resulted in the clustering of stakeholders by

their level of power and interest in measuring experienced quality. Related to the micro,
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meso and macro perspectives in measuring experienced quality, stakeholders scoring both
high on power and interest were identified as key-stakeholders.

To determine the setting in measuring experienced quality, home care clients,
informal and formal caregivers, and managers/policy makers were recruited from the
participating organisations by means of convenience sampling. A total of 25 participants
were invited for semi-structured individual interviews and 15 participants for four focus
group interviews to gain insight into their current drawbacks and benefits in evaluating
experienced quality.3> Focus group interviews were used, in addition to individual
interviews, since it helps participants to identify, share and clarify their views. Both the
individual and focus group interviews were audiotaped and transcribed verbatim. The
principles of the value proposition canvas were used as a thematic framework for
structuring and deductively analysing the data. This led to an assessment of the needs
from the perspectives of key-stakeholders to determine criteria for the feasibility in the

setting and usability in the care process.3®

Step 2 of the PROM cycle; Determine PREs

To define the experienced quality construct, a quick scan into existing models and
definitions of experienced quality took place to clearly understand the meaning of
experienced quality. This led to the synthesis of an initial framework of experienced quality
in long-term care. In addition, a panel with experts in the field of long-term care were
assembled and consulted to reflect on the developed framework. This panel consisted of
13 representatives from national stakeholders in the Netherlands specialized in long-term
care policy, including the Ministry of Health, the National Health Care Institute, the
National Client Council, the Professional Association of Nurses, the Health and Youth Care
Inspectorate and Nursing Home Organisation.

To determine which PREs should be included in a measure for experienced quality,
six clients, six informal caregivers and four formal caregivers were invited for individual
interviews based on the defined experienced quality construct. The district nurses from
two participating organisations recruited these participants in existing care networks.
Home care clients living at home, their informal caregiver and their direct (most
active/involved) formal caregiver were identified and contacted by the district nurse. This
step resulted in the operationalizing of experienced quality in the home care setting and

determining the criteria for the measures properties in terms of content validity.3>

Step 3 of the PROM cycle; Identify and assess PREMs

To identify inventories of currently applied measures, a document search in national
associations and taskforces operating in three Dutch long-term care settings was
conducted. This search included the nursing home and disability care setting, since these
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are believed to be similar to home care in providing care for clients over an extended
period of time and including clients with one or more chronic conditions. For the disability
care setting, the inventory of the Vereniging van Gehandicapten Zorg (association of
disability care) was included. For the nursing home setting, the inventory of the Taskforce
Waardigheid en Trots (taskforce dignity and pride) was included.?” Both associations
previously conducted an extensive review of both national and international experienced
quality measures suitable for the long-term care setting. In addition to existing
inventories, snowballing was used to search for additional experienced quality measures
in long-term care. Our search was limited to the Netherlands, since it was required that
existing measures were suitable for the Dutch home care setting and the ongoing
development in long-term care towards measuring experienced quality.

The previously discovered PREMs were first screened on measurement type
(quantitative, qualitative, or a combination of both). Quantitative-only measures were
excluded, since these type of measures, with pre-defined answer categories, provide
participants with little room in expressing their experiences, their context and
consequently the experienced quality.3” Afterwards, a stepwise evaluation was conducted
in which the resulted PREMS were initially assessed and subsequently in-depth assessed
to evaluate the individual PREMs for their adequacy. For this, criteria were used based on
the outcomes of steps 1 and 2.

For the initial assessment, the included PREMs were assessed on the goal and
definition of experienced quality. This resulted in a hard in- or exclusion of individual
measures. Next, the PREMS were in-depth assessed on the following categories: content
validity, feasibility in the care setting and usability in the care process. For the content
validity, a comparison with the previously determined PREs in step 2 and the measure’s
content was made. Also, the measurements properties were determined on how the
content was defined, based on Cosmin checklist items relating to the content validity.38
For this, both existing documentation and developers of the measures were consulted to
gain insight on questions whether an assessment was made if all items were relevant for
the construct to be measured and the study population. Following, the previously defined
criteria for feasibility in the home care setting and usability in the care setting were applied
in the assessment. The confirmability with individual criteria on content validity, feasibility
and usability resulted in classifying the PREMs as potentially adequate or inadequate in

measuring experienced quality in home care.

Rigour

Several strategies recommended by Korstjens and Moser3® were used to meet the criteria
of credibility, dependability, confirmability, and reflexivity, thereby strengthening the

trustworthiness of this study.*? To increase credibility for the individual and focus group
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interviews conducted throughout this study, the results for each individual component
were presented to participants during succeeding group meetings to verify correct
interpretation and completeness of the outcomes. Furthermore, data triangulation was
used by gathering data using different methods and sources (e.g. existing documents,
individual and focus group interviews), and multiple investigators from the research team
were involved in the coding, analysis and interpretation decisions. To increase
dependability and confirmability, the research steps from the start to the selection and
evaluation of the measures are reported in detail. In addition, for the purpose of reflexivity,
a detailed codebook was made to keep track of all data-driven codes during the analysis
and to reflect on one’s own conceptual lens, assumptions and values, and how these affect

research decisions in the different steps.

RESULTS

Step 1: Determine goal, key-stakeholders and setting

As a result of a released national quality framework in 2018 in the Netherlands, the
importance of starting to utilize PREMs in home care was stated.!®> In the framework, the
following goals were differentiated in measuring experienced quality: improving individual
client care, stimulating a climate of learning and improving quality in home care teams
and providing external transparency and public reporting. The stakeholder analysis
revealed the most important stakeholders in home care. This resulted in a list of key-
stakeholders that have both a high power and high level of interest, namely clients,
informal caregivers, formal caregivers and managers/policy makers. Furthermore, the
needs assessment with the identified key-stakeholders provided insight into evaluating
experienced quality in the home care setting and resulted in the feasibility and usability
criteria (Table 5.1).2° In addition, the previous distinguished goals in measuring
experienced quality were confirmed by the key-stakeholders. They indicated that it is vital
for experienced quality measures to be used for improving individual client care as the
primary focus and beneficially be aggregated at the group level for facilitating learning and

improvement in care teams.
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Table 5.1. Defined criteria concerning the feasibility and usability.

Criteria

Explanation

Feasibility .
(in setting)

Usability (in
care
process)

Support communication skills

Supporting low-literacy &

cognitively- impaired clients

Time to administer

Freely available

Outcomes can be shared in
care teams (if applicable)

Onset and frequency of
evaluation

Flexibility to appoint
evaluator

Tool embedded in care
process

Based on narrative

Support evaluate to speak
openly

Outcomes formulate
concrete actions

Support evaluators acquiring skills, if needed, to
communicate about experienced quality and analysis and

report outcomes.

Explicitly state if it is suitable for low literacy and
cognitive impaired clients or offer some sort of visual
support (e.g. photo elicitation and/or topic cards).

Limited in time needed for administering, and should be
as minimal possible.

Be freely available for home care providers.

Outcomes need to serve as basis to formulate concrete
points of improvement as a team.

Be clear on both the onset and frequency of the
evaluation. In line with the goal to improve the primary
care process, adequate measures should be for a more
continuous application.

Allow flexibility in appointing an evaluator with various
educational backgrounds.

Fit with ongoing care processes in home care and
motivate formal caregivers to feel ownership over the
measure.

Share care experiences in a narrative manner, providing
opportunity to discuss topics beyond standard quality
indicators.

Stimulate clients to think of evaluations as a positive
element in the care process. Clients should be free in
discussing topics they feel comfortable,
flexibility in selecting preferred topics.

providing

Support caregivers in formulating concrete points of
improvement together with the client.

Step 2: Determine PREs

No existing quality models and frameworks which conceptualized experienced quality of

LTC from the client’s perspective were identified. This resulted in the development of a
framework, named the INDividually EXperienced QUAIlity of Long-term care (INDEXQUAL),

describing the care process and general concepts related to the experienced quality of

long-term care (both home and nursing home care) from an RCC perspective (Figure 5.3).

INDEXQUAL describes experienced quality in terms of expectations before care is provided,
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experiences during the actual care provision taking place in care relationships, and an

evaluation of this experience afterwards.

Figure 5.3. INDEXQUAL-conceptual framework of experienced quality in long-term

care.*!
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The experienced quality construct as conceptualized by the INDEXQUAL framework, was

operationalized in the home care setting resulting in a list of important attributes

contributing to experienced quality of home care.3> An overview of all discovered attributes
for each of the INDEXQUAL themes is presented in Table 5.2. These attributes can be the

PREs and thus the content of adequate measures for experienced quality in the home care

setting.
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Table 5.2. Discovered attributes based on the main themes from the INDEXQUAL

framework.3°

INDEXQUAL themes

Attributes (sub-attributes)

Personal needs

Word-of-mouth

Past experience

Expectations of care
service

Relationship-
centred care

Experiences with
care services

Context

Type of personal need (care needs, social needs, emotional needs)

Dealing with personal needs (communicating needs, fulfilling needs, professional
standard conflicting with needs)

Compare care provision with others
Past experience former care services at home
Past experience institutionalized care services

Based on previous experience with current home care services

Based on familiarity with formal caregiver

Based on available information and communication

Type of care relationship (personal care and/or professional care relationship)
Aspects of care relationships (knowing and understanding the other, opening up

to the other, thinking along with the other, trusting the other, motivating the
other)

Balance between care relationships (polarization/form subgroup, equality)

Aspects influencing the care experience (small regular care team, perceived
availability of time, following up care appointments, personal factors)

Integrating care with daily life (discovering (former) way of living, care routines, fit
care planning with way of life)

Working together with each other (sharing common goal)
Open communication (humour, addressing sensitive topics)

Organisational and occupational aspects (role conflict, working conditions)

Step 3: Identify and assess PREMs

The search in existing inventories of measures for experienced quality resulted in the

identification of 32 measures, after excluding duplicates (see Appendix, Table A5.1 for the

included measures and reasons for exclusion). After screening and excluding for

quantitative-only measures, this resulted in the final inclusion of 23 measures. Based on

the defined selection criteria resulting from the previous steps, the 23 included measures

were evaluated in a two-step approach (Figure 5.4). Both the assessment of the goal and

notion of experienced quality resulted in the inclusion of six measures for the in-depth

assessment of its content, feasibility in the setting and usability in the care process (see

Appendix Table A5.2 and A3 for more detailed information).
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Figure 5.4. Flowchart of measure identification & selection process
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None of the measures had a good fit when assessing the measures’ content with
the defined experienced quality attributes. However, three measures allowed evaluators
or respondents to add additional experienced quality topics to be discussed. In terms of
transparency in the development process, three measures gave detailed information on
how the content was defined. For the assessment of the measures’ feasibility in the setting,
all except one measure supported the communication skills of evaluators by providing an
instruction training. Four measures supported low-literacy and cognitively-impaired clients
e.g. by using photo elicitation, interview method or support by co-researchers/clients with
previous experience in long-term care. Time to administer ranged from 5 minutes to 1
hour, with an average of 36 minutes for the six measures. Only one measure was freely
available for administering, and half of the measures provided information on how
outcomes could be shared in care teams.

For the assessment of the measures’ usability in the care process, the onset and
frequency of evaluations were mostly once every 6 months or yearly, with the exception
of one measure. This measure recommended evaluations every month, thereby applying
the proposed questions more continuously during care provision. Most measures allowed
flexibility in appointing evaluators after training or coaching in obtaining basic interviewing
techniques. However, one measure required co-researchers or clients with (former) long-
term care experiences as evaluatees or an external party to conduct the measure. This
was also related if the measure could be embedded in the care process, since this was
thus not the case for these two measures. All measures were based on a narrative, in
which experiences were shared during an individual interview. Participants were generally
supported to speak openly by allowing the evaluatee to choose relevant themes to discuss,
by allowing an external evaluatee independent of the current care process, or by a certain
interview method (e.g. appreciated inquiry). Two measures made no notion of additional
strategies or methods to allow participants to speak more openly. All measures gave
detailed information on how outcomes could be formulated into concrete action. This
information ranged from how outcomes should be summarized, analysed and reported, to
organising care team meetings in presenting outcomes and jointly formalizing concrete
actions.

The in-depth assessment resulted in the final identification of four measures as
potentially adequate in measuring experienced quality in home care. Table 5.3 and the

appendix (Table A5.4) provide more detailed descriptions on these measures.
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Table 5.3. Descriptive information of the identified experienced quality measures.

Name of the Research Setting Perspectives Measure Goal: Goal:
measure methods included results improve learning and
primary improvement
care in care teams
process
WIEK Open People Client and Individual Yes No
interview*? interview  receiving informal feedback on
disability care,  caregiver the care
home care or relationship
nursing home for the direct
care caregiver
How may | Open People Client and Individualizing Yes Yes
serve you?* interview  receiving direct interaction
combined home care or caregiver between
with nursing home client and
general care, somatic direct
ratings or caregiver
(Likert psychogeriatric
scores) ward and
caregivers
Thisis how | feel Open Nursing Client and Adjust care Yes Yes
about it* interview  homes, informal services
somatic or caregiver based on
psychogeriatric what client
ward finds
important
Connecting Semi- Nursing Client, Give a Yes Yes
conversations*®  structured homes, informal conclusionon  (optional)
interviews somatic or caregivers the
combined  psychogeriatric and direct experienced
with ward caregiver quality from
general the client’s
ratings perspective
(numeric
scores)

DISCUSSION

This case study describes in-depth the process how to select adequate experienced quality

measures as an exemplary case study in Dutch home care, in which the first three steps

of the PROM-cycle were used as a methodological guide. In this study we found that the

main goal should focus on improving individual client care and should desirably lead to

learning and improving quality in care teams. Next, to define the PREs, a theoretical

framework of experienced quality was developed and operationalized in attributes so the

content criteria for adequate measurement could be established. The identification and

assessment of existing measures showed that four measures developed in nursing care

and disability care adhered to the feasibility and usability criteria, but none complied fully

with the content criteria in home care. Thus it is not recommended to select one of the
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measure for immediate usage in the home care setting, but with adaptations they might
be potentially suitable to measure experienced quality of home care.

By reflecting on the exemplary case study in selecting potentially adequate
measures, some lessons can be drawn. The steps adopted from the PROM-cycle proved to
be a viable guide in selecting experienced quality measures in the home care setting,
although sometimes extra research is needed. In answering the second step we needed
to define the experienced quality construct for this setting. The construct of experienced
quality required a more dynamic approach towards measuring quality in contrast to more
traditional indicators measured by PROMs, such as safety and efficiency. This dynamic
approach acknowledges that every individual in the care process is unique and makes it
therefore challenging to grasp by defining a static set of attributes or domains. As a result,
it was required to define the concept of experienced quality before operationalizing it for
the specific care setting, as stated in the second step of the PROM-cycle. Since of the
existing gap in the literature on experienced quality from a relationship-centred care
approach, thereby including the whole care process, a framework was developed for the
long-term care setting.4®

A second lesson in this study was the importance of applying methods to facilitate
participation of key-stakeholders (clients, informal caregivers, formal caregivers and
managers/policy officers) in the first two steps of the process. Stakeholder involvement is
crucial to gain insight into the needs concerning adequate measures related to the
measures’ content as well as to the feasibility in the setting and usability in the care
process from different perspectives. An example in this is the Consumer Quality Index
(CQI), of which the content was developed very thorough with involvement of many
stakeholders. But in practice the feasibility and usability appeared to be not good enough,
mainly because of its length. As this example and our previous results show, the goals of
different stakeholders in using experienced quality measures can sometimes conflict with
each other, potentially leading to dilemmas or undesired experiences.?® To account for
these conflicting needs, existing methods, such as the value proposition canvas, can be
applied to compare and triangulate the needs of different perspectives and propose
valuable propositions fitting towards the defined goal.

The process presented in this study offers a structured approach, starting with
determining the measure’s goal, then defining the quality construct and operationalize
quality attributes for a specific care setting, before existing measures are evaluated. Other
methods propose steps in selecting quality indicators based on a lists of criteria for either
individual or sets of measures. For instance, the Committee on Quality Measures for the
Healthy People from the Institute of Medicine proposes to adopt a portfolio of measures
based on a set of criteria to select and prioritize quality measures. However, they also

recognize the value of adopting a more systematic, stepwise approach starting with the
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goal and definition of the content, in which the PROM-cycle can fill this gap. By following
a more structured process such as presented here and providing transparency on the
outcomes of individual steps in selecting experienced quality measures, caregivers and -
receivers can gain insight into the rational for utilizing specific measures within the care
organisation. It is known that one should be cautious about the assumption that utilizing
measures to gain feedback on clients’ experiences will naturally vyield quality
improvements.4’ Previous studies show that involving key-stakeholders in the process and
it's outcomes to understand the setting as well as benefits and drawback of individual
measures, can facilitate a shared feeling of ownership and the successful implementation

of measures.?*

Strengths and limitations

A strength of our exemplary case study was to provide an in-depth description of applying
the steps based on the PROM-cycle in the home care setting, which were used in
structuring the process and resulted in an evidence-based selection of potentially adequate
measures. These steps can provide guidance throughout the challenge of selecting existing
measures available in the long-term care setting. Another strength is that the triangulation
of different perspectives during the process in which multiple key-stakeholders were
involved representing the focal perspectives in home care: clients, formal and informal
caregivers, and managers/policy makers.

However, this study was also susceptible to some limitations. It was difficult to
report on the quality of the identified measures in terms of their reliability and validity.
Although, some effort is being made in translating these concepts in evaluating narrative
measures, these studies remain sparse and are tailored to evaluating individual measures.
48 By obtaining information how measures have been developed, one can gain insight into
the underlying quality notion and soundness of the development process. Nevertheless,
not all developers from the identified measures provided elaborate information on the
development process preceding the measure. This made it difficult to gain insight into the
underlying construct and attributes of experienced quality in order to evaluate the content
validity of these measures equally. Also, a possible selection bias of the included measures
could have occurred, since this study made use of existing inventories. Last, the selection
process would ideally have resulted in the identification of one adequate measure for
experienced quality. Since there was no ideal fit between the individual measures, the
determined content and the defined criteria on feasibility and usability, the choice was
made to select the measures scoring best on confirmability with these three categories.
However, a follow-up study should be conducted in which these measures are presented

to key-stakeholders, and experience can be experienced in applying the individual
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measures in practice. This way, it can be made clear which measure were to be perceived

best by both care providers and receivers in measuring experienced quality.

Conclusion

This study indicates that care organisations should consider following a structured process
in selecting measures for experienced quality. It is important to clearly define the goal of
experienced quality measures and underlying theoretical constructs before stepping
towards operationalizing them. Selection criteria on the measure’s properties of content
validity, feasibility in the care setting and stakeholders’ usability in the care process have
to be determined, for which a needs assessment with key-stakeholders in the specific care
setting is required. Existing inventories of experienced quality measures in similar care
settings can be an extensive source for selecting measures based on these criteria. The
process presented in this study can serve as an example of selecting measures which, in
a next step, should be extensively tested and evaluated in the care process to measure
experienced quality and achieve the goals brought forward. This can be achieved by
involving stakeholders thoroughly in the final selection and evaluation of these potentially
adequate measures by carefully planning the utilization of these measures in practice,
reflection on stakeholders experiences and possibly revise the measure in short iterative

cycles.*?
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APPENDIX

Table A5.1. Overview of included measures for initial screening, per source

Source: Waaier Waardigheid & trots

e One2ten —Evean [exp]

e Gastvrijheidsbarometer — Hanzeheerd [exp]

o Kwaliteitstool (H)erken wie ik ben — Meriant [exp]

e Cliéntwaardering in kwaliteitsdashboard — Pleyade
[exp]

e Cliénttevredenheidsmonitor — Stichting Humanitas
[type]

e [nterne audits met cliént,
cliénttevredenheidsgesprekken vrijwilligers, nieuwe
opzet multidisciplinair overleg — Ter Weel [exp]

o Kwaliteitsweb — Zorgstroom [exp]

e Groninger Wellbeing Index (GWI) — De Hoven [exp]

e Beelden van Kwaliteit — Het Baken & Viattence
[type]

o Arenagesprek — Icare [goal]

e How may | serve you? — Interzorg & Markenheem

e Spiegelgesprek — Liberein [goal]

e Clientwaardering — De Leystroom [exp]

e Doen wat nodig is — Zorggeroep Maas & Waal [exp]

Source: Waaier VGN 2018 - 2019

e Ben ik tevreden? Gesprekslijst — Praktikon
[exp]

e Ben ik tevreden? Klein kijken — Observatielijst
EMB — Praktikon [exp]

e C-toets OBC 2.0 — Stichting Alexander [type]

e Cliéntervaringsonderzoek — Customeyes [type]

e Cliénten over kwaliteit — LSR [type]

e This is how | feel about it! — platform DVI

o This is how | feel about it! Ik toon — platform
DVI [type]

e Mijn mening — Koraal groep [type]

e Onze cliénten aan het woord — Ipso Facto
[type]

e Personal Outcomes Scale (POS) — Stichting POS
Nederland [exp]

e Quality Cube — Buntix [feas]

Source: Additional measures by means of
snowballing

e WIEK interview - Nivel

e Luister naar mijn verhaal — Nivel
[goal]

e Connecting Conversations —
Maastricht University

e Dutch national Patient-Reported
Experienced Measure home care —
ARGO [goal]

e Zorgkaart Nederland —
Patiéntenfederatie Nederland
[goal]

e Wat ik belangrijk vind — Maastricht
University

e Quality Improvement-cycle
(verbeterdialoog) — Waardigheid en
trots [cont]

Abbreviations used as criteria if excluded: [type] = type of measurement, [goal] = goal of measurement, [exp] = experienced quality definition, [cont] =

content, [feas] = feasibility and usability
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Table A5.2. Criteria for initial assessment of identified measures

Name measure Required goal: Additional goal: Quality: Quality: include Quality: includes Included for in-
improve facilitate care experienced QoC multiple perspectives assessment of depth
primary care teams in (solely care (minimal client & care relationship assessment?
process learning and outcomes and/or informal/formal

improve quality  satisfaction) caregiver)
= WIEK interview + - + + + +
= Luister naar mijn verhaal - + + = > -
= Ruimte voor Zorg + + + + + +
= Dutch national Patient-Reported - + + = + -
Experience Measure home care
= Zorgkaart Nederland - - + = ~ -
= Wat ik belangrijk vind + ? + = - -
= Kwaliteit Verbetercyclus + + + + ? +
(verbeterdialoog)
= Het verhaal van de cliént als + + + - ? -
kwaliteitsmethod
= KwaliteitsWeb + + = = - -
= Waarmee kan ik u van dienst zijn? + + + + + +
= One2ten + + + + - -
= Gastvrijheidsbarometer + + % = ~ -
= Kwaliteitstool (H)erken wie ik ben + + + + - -
= Interne audits met cliént, + + = - - -
cliénttevredenheidsgesprekken
vrijwilligers, nieuwe opzet
multidisciplinair overleg
= Groninger Wellbeing Index + + + + - -
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= Arenagesprek

= Spiegelgesprek

= Cliéntwaardering

= Doen wat nodig is

= Dit vind ik ervan (ouderenzorg)
= Ben ik tevreden? Gesprekslijst
= Quality Cube

= Personal Outcome Scale

+

+

+

+

+

+

Abbreviations used: [-] = no/negative, [+] = yes/positive, [?] = unclear/no information available, [~] = flexible to add attribute in

criteria

measure to meet
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Table A5.3. Criteria for in-depth assessment of identified measures

Name measure Content: Overview of Content: Content: (Type Content: Content: Content: Content: Content:
attributes measured (Dealing and aspects of)  Integrating Working Organisational  flexibility to flexibility to
with) care care with daily  together and and occupation add/ adjust add/ adjust
personal relationships life communicatio  aspects themes themes
needs n evaluator evaluatee
Wiek interview Provide feedback, ask for  Ask for help Build Control over Provide - - -
help, build relationship, relationship, care feedback, does
attention for caregiver, support, the caregiver
does the caregivers respect for understand
understand you, control each other, you, does the
over care, does the trust, attention caregiver listen
caregiver listen to you, for caregiver to you
support, respect for each
other, trust
Ruimte voor Quality of life, Quality of Knowing the Knowing the Contact - - +
Zorg satisfaction employees, life, knowing  resident, social resident, caregivers,
events and experiences, the resident interactions average day, contact family,
average day, contact physical contact client
caregivers, contact environment
family, knowing the
resident, social
interactions, physical
environment
Kwaliteit Person-centred care and  Person- - Living and Use of Use of - -
Verbetercyclus support, living and centred care wellbeing information resources,
(verbeterdialo  wellbeing, security, and support staff-mix,
og) learning and improving gouvernance
quality, use of and
information, use of management

resources, staff-mix,
gouvernance and
management
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Waarmee kan
ik u van dienst
zijn? (Het
goede gesprek)

Dit vind ik
ervan

(ouderenzorg)

Quality Cube

Physical well-
being/health, mental
wellbeing, residential
environment,
participation/social skills
Feeling, body, family,
friends, participate,
home, act, chose,
support, feeling safe
Content/outcomes:
Personal development,
self-determination,
interpersonal
relationships, participate
in society, interests and
rights, psychological
wellbeing, physical
wellbeing, material well-
being. Conditions:
quality employees, team
composition, care
appointments, client
security, information
organisation, continuity,
quality organisation.
Relational:
responsiveness, trust,
informing,
treating/caring, empathy

Physical well-
being/health,
mental
wellbeing

Body, feeling
safe

Interests and
rights,
psychological
wellbeing,
physical
wellbeing,
material
wellbeing

Interpersonal
relationships,
trust,
treating/caring
, empathy,
responsiveness

Residential
environment,
participation/s
ocial skills

Family, act,
home

Self-
determination,
participate in
society,
continuity

Participate,
chose

Care
appointments,
informing,
team
composition

Information
organisation,
quality
organisation
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Table A5.3. (continued) Criteria for in-depth assessment of identified measures.

Name measure Transparency: On Feasibility: Feasibility: Feasibility: Supporting  Feasibility: Feasibility (if applicable):
development Instruction training Free available low-literacy & Time to Outcomes are shared in care
process cognitively- impaired administer teams

clients (minutes)

Wiek interview Transparent Yes (method Yes Yes (interviews are 45 No (outcomes are shared with
includes training of 6 conducted by co- direct caregiver and in research
to 8 hours) researchers who are team)

clients having
experience in long-
term care, use of photo
elicitation, extended
interview training and
possible experts
supporting the
interviewer)

Ruimte voor Zorg Transparent Yes (method Unclear Yes (use of visual cards 20 Yes (organisations determine how
includes training of 9 to discuss relevant outcomes are communicated to
hours) themes and response direct caregivers, if allowed by

scale) interviewee, and care teams)

Kwaliteit No, unknown No (External coach No (around Unclear Continuous Yes (outcomes of initial

Verbetercyclus implements the 10.000 for process. measurement is discussed in

(verbeterdialoog) method in the medium-sized Dialogue: 150 team. Team takes leading role in
organisation) organisations in care teams, prioritizing theme and

per year) 60 with clients  determining points of
and informal improvement)
caregivers

Waarmee kan ik u No, unknown Yes (short No (dependent  Unclear 5-10 Unclear

van dienst zijn? (Het
goede gesprek)

instruction and
coaching on the job
when required)

on
organisation)
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Dit vind ik ervan
(ouderenzorg)

Quality Cube

Little (based on
domains of Shellock)

Little (based on QoL
framework from
Robert Shalock and
Service Quality
Model from Valarie
Zeithaml and Marie
Jo Bitner).

Yes (method
includes training of 9
hours)

Yes (1 hour
instruction is needed
to conduct
conversations by
caregivers. Results
are analysed by
Buntinx Training &
Consultancy and
Facit. trained
caregivers.)

No (8.50 per
client per year;
1800 for
training of 15
trainers; 3000
per train-the-
trainer)

No (dependent
on organisation
size)

Yes (use of visual cards

to discuss relevant
themes and response
scale)

Yes (unclear how,
triangulation of
multiple perspectives
or use of proxies is
mentioned)

60

20-25

No (focus on discovery points of
improvement for direct caregiver
in primary care process)

Yes (outcomes are communicated
to care teams by so called
‘kwaliteit-verbeter-kaarten’.
These cards contain concrete
strong points and points of
improvement on a team level and
benchmarking info by comparing
the performance with other care
teams outside the organisation)
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Table A5.3. (continued) Criteria for in-depth assessment of identified measures.

Name measure Usability : Onset Usability: Usability: Tool Usability: Based Usability: Usability :  Usability: Outcomes
and frequency of Flexibility to embedded in care on narrative? Support Possible generate concrete actions
evaluation appoint process? evaluatee to to
evaluator speak openly? evaluate
anonymo
usly?
Wiek interview Every 3 months or Little flexibility No (evaluation is Yes (share Yes (evaluation  Yes Yes (outcomes are written
yearly, based on (requirement of  scheduled by experiences by regular down in report,
decided goal interview evaluator) during individual external summarizing experiences
evaluation training and interview) caregiver. on selected themes and
conducted by Interviewee concrete points of
clients as co- picks relevant improvement are
researchers) themes to formulated)
discuss.)

Ruimte voor Zorg Yearly Flexible Evaluators are Yes (share Yes (by Yes Yes (outcomes are written
(requirement of  encouraged to experiences following a down by evaluator, this is
training and incorporate elements during individual method called translated into a report
conducted by for a good dialogue in interview) ‘waarderende by the research team and
employees care  daily care process benadering’) organisations are
organisation) encouraged to form

concrete points of
improvement)

Kwaliteit Every 6 Flexible (two Yes (continuous Partial, dialogue Difficult, No/unkno Yes (method focusses on

Verbetercyclus months/yearly evaluators are process to learn and is small elements  themes wn team/organisational level

(verbeterdialoog) (verbetermeter360) appointed in improve the quality in entire cycle (in addressed in to formulate points of
each care team, throughout the addition to dialogue is improvement and reflect
no additional organisation, quantitative determine by on following outcomes in
training is ownership for method measure, online research group iterative cycle)
required as a in care teams by dashboard, based on
result of determining relevant research group outcomes of

coaching on the
job by external
coach)

themes)

meetings etc.)

initial
guantitative
measure
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Waarmee kan ik u
van dienst zijn?
(Het goede
gesprek)

Dit vind ik ervan
(ouderenzorg)

Quality Cube

Interzorg:
monthly/every 3
months ask
questions about
experienced QoC,
every 3 months
apply questionnaire

Yearly

Every 6 weeks to 3
months or yearly
based on decided
goal evaluation

Flexible (by
training-the-
trainer and
coaching on the
job support
caregivers to
make method
their own)

Flexible (by
training-the-
trainer or after
group-training,
conducted by
formal
caregiver)

Little flexibility
(conducted by
Buntinx Training
& Consultancy
and Facit.
conversations
with clients are
conducted by
trained
caregivers)

Yes (incorporate
method in
spontaneous dialogue
and in the interaction
between client and
caregiver)

Yes (incorporate
method in direct care
process)

No (method is applied
by external
organisation). The
outcomes (kwaliteits-
vebeter-kaarten) can
provide caregiver
support to start
dialogue with client to
discuss actions to
improve the QoC.

Yes
(dialooggestuurd
e zorg)

Yes (share
experiences
during individual
interview)

Yes (for the
conversations
with clients)

throughout
organisation
Difficult,
dialogue in
existing care
triads.
Caregiver is
advised not to
make a value
judgment
based on
outcomes.
Yes, by a
method named
‘onderzoekend
dialoog’ in
which clients
determine
which relevant
themes should
be addressed
Yes, possible to
conduct
conversations
with clients by
external,
independent
interviewers

Yes

Yes

No/unkno
wn

Yes (reflect on outcomes
desires and care delivery
during so called ‘tijd-voor-
kwaliteit-bijeenkomsten’)

Yes (offers methodology
and training to analyse
qualitative data to
formulate themes and
determine points of
improvement on team or
organisational level)

Individual level: outcomes
are translated to the
‘ondersteuningsplan’
from the involved clients.
Team level: by using
‘kwaliteits-vebeter-
kaarten’. Organisation:
rapport with directional
advices and
benchmarking
information.
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Table A5.4. Descriptive information on the experienced quality measures included.

Name of measure (Dutch

name)

Description

Wiek (Wiek interview

How may | serve you?

(Waarmee kan ik u van

dienst zijn?)

This is how I feel about it

(Dit vind ik ervan)

Connecting
conversations
voor Zorg)

(Ruimte

A WIEK interview focuses on a care relationship between a client and his/her formal caregiver. On the basis of 10 WIEK cards, the co-researcher
(another client or former client) will talk to the client about what is important to him/her and what could be improved in the care relationship
with the formal caregiver. The findings from the interview allow clients and formal caregivers to continue working on the care relationship
together.

‘How may | serve you?’ primarily focuses on improving and individualizing the interaction between the client and the employee. The
conversation is based on four permanent questions and takes place at least once a month between the client and employee. The dialogue is
structured around the relationship between the client and employee and based on four core questions: How may | serve you?; Did | do what |
promised you?; Has it led to a mutually experienced and expected effect?; and What can we learn from this and how can we do things better?
Results of the measurement are used for follow-up actions towards the individual client and business processes of the organisation.

‘This is how | feel about it’ starts with a conversation between the client and/or relative and his /her supervisor. The conversation is based on
an investigative dialogue. The client explores what is important to him/her and how the care provision is related to this. The supervisor supports
him/her in this process and listens simultaneous. The results of the conversation are used to adjust the individual care provision to what the
client finds important. The interview (an average of 1 hour) is held annually to be used in the annual evaluation of the support plan. The essence
of the conversation is registered in a conversation list made up of 10 themes, which are displayed on cards. In addition, an experience score is
asked for the chosen theme asks (top, good, moderate, or bad). The outcomes of this measure can be used for anonymous improvement and
accountability information at a team or organisational level.

‘Connecting conversations’ is based on conducting individual conversations with clients and both informal and formal caregivers and used to
share individual experiences. Conversations are based around 10 pre-defined questions, and outcomes of these conversations are connected
on the level of existing care networks. The goal is to give an opinion on the perceived quality of care from a client’s perspective at an individual
and departmental level within the organisation. The measure is based on a number of elements, including creating a confidential environment
by having an independent interviewer conduct the conversations, providing feedback at a departmental level (e.g., list of elements that go well
and that need attention). The instrument does not provide solutions but creates a learning network for the care organisations, by letting formal
caregivers evaluate clients in a different care organisation.
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Development of an experienced quality measure for
clients, informal, and formal caregivers in home care:

A participatory action research

Haex R, Thoma-Lirken T, Beurskens AJHM & Zwakhalen SMG.
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ABSTRACT

Objective To optimise home care provision and to identify potential improvements
in the care process, it is important to gain insight into the care experiences that
influence care quality. The aim was to develop a qualitative experienced quality
measure for home care, facilitating conversations between clients and caregivers in
generating possible points of improvement for the primary care process.

Methods A participatory action research design to develop the measure following
three iterative cycles, using various data sources in evaluating requirements related
to the goal, feasibility in care setting, and usability in the care process.

Results The final design comprises an instruction meeting for district nurses and a
structured approach to evaluate experienced quality with clients, informal
caregivers, and formal caregivers. The measure encompasses cards to visually
support communicating on experienced quality themes (e.g. personal needs and
expectations), sub-themes (e.g. preferred way of communicating needs),
exemplary questions, and a reporting sheet. The first evaluation gave indications
of the measure results in formulating concrete points of improvement for the
primary care process.

Conclusions This study indicates that the developed experienced quality measure
seems promising relating to requirements for its goal, feasibility in the care setting,
and usability in the care process. More insight is needed if and how improvements
are communicated, documented, and followed-up in practice. In the next step, the
measure should be extensively tested and evaluated in a more diverse sample (e.g.
clients with dementia) for measuring experienced quality and reflecting on its

outcomes.
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DEVELOPMENT EXPERIENCED QUALITY MEASURE CHAPTER 6

INTRODUCTION

In recent decades, there has been an increasing focus to deliver high-quality care services
that are tailored to the individual needs of care recipients and facilitate ageing in place.”
To optimise home care, it is important to gain insight into factors before, during, and after
care that influence care quality.”-8 By gaining insight into care experiences, it is possible
to know specifically where improvements in the care process are required.® Patient-
reported outcome measures (PROMs) are often used in measuring perceived outcomes on
health and functional status, while care experiences as a measure of home care quality
can be measured using patient-reported experience measures (PREMs).10-13 PREMs are
seen as measurements of patients’ perceptions of their experiences in the care process
rather than the outcome of care, which can include close-ended as well as open-ended
guestions.1#15

In 2018, a new national quality framework was released for home care nursing in
the Netherlands.'® The framework stated the importance of striving for good quality of
care (QoC) by utilising measures to gain insight into the clients’ experienced QoC and
determine points of improvement for the primary care process. As a result, a PREM for
Dutch home care was developed as a mandatory standardised questionnaire called ‘PREM
home care’.'” The goal of PREM home care is to measure experienced quality primary at
the group (district) or organisational level.® However, data on the group level does not
always generate enough input for individual clients to improve their primary care process.
In order to both assess and improve the QoC for individual clients, there is an increasing
need to understand clients’ care experiences using more qualitative methods, for example
in-depth conversations with clients.®'° Qualitative experienced quality measures are seen
as complementary to their quantitative counterparts in gaining more in-depth insight into
care experiences, since they can be used as a source of rich and meaningful information
on client experiences as well as the ongoing care process.?%-22 In addition to gaining insight
into a client’s perspective on person-centred care, the dynamic relationship between client
and caregivers is increasingly taken into account in sharing and understanding individual
experiences in care provision.?324 Discussing care experiences from a client’s perspective
as well as both informal and formal caregivers thereby emphasises that all care
relationships within the caring process are necessary in providing high QoC.2>-28

If a measure ought to be used in daily practice, measures need to be useful.??-3!
Usefulness is seen as the degree to which a system (in our case, a measurement) is
perceived by end-users (in our case, clients, informal and formal caregivers) as being able
to use it to their advantage (e.g. assess and improve QoC).3? To enhance usefulness, a
participatory and iterative design processes can stimulate the involvement of stakeholders

throughout the development process by carefully planning actions, reflections, and
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revisions in short iterative cycles.3334 During these cycles, the requirements to determine
a measure’s usefulness in daily practice are applied by evaluating its goal, feasibility in the
setting, and usability in the care process (see Figure 6.1).

Figure 6.1. Overview of criteria determining a useful measure
E.g. are points of

improvement
formulated?

Criteria usefulness E.g. are questions

Feasbility

measure understandable?

E.g. does it fit
Usability within the current
care process?

The goal describes what the measure would like to accomplish and what is needed and is
seen as the degree that measure’s content and following outcomes can be used by the
users (clients, informal and formal caregiver). The feasibility of a system describes how
well the users can use its functionalities and is seen as the degree a measure can be
appropriately applied by those involved. The usability of the measure determines the fit
with the ongoing care process. It provides insight into when one should apply the measure,
who should evaluate, how to evaluate, what motivates one to evaluate, and what to do
with the outcomes. The measure’s feasibility and usability are both constructs used to
evaluate products or services, exploring the ease of use and a good fit for people using it
as characteristics of the product.3>:36 Previous studies have found that criteria related to a
measure’s usefulness, such as having sound usability, is an accurate predicator of
stakeholders’ behavioural intention to apply it, e.g. in home care practice.3”

Although a number of qualitative experienced quality measures exist in other long-
term care settings (e.g. nursing home care and disability care), it is often unclear if and
how these measures provide input for the primary care process in home care, thereby
being part of a total system to consciously improve quality.3® Previous work in identifying
existing experienced quality measures for home care resulted in the identification of four
potential promising measures.3® These measure were developed for either the nursing
home care or disability care setting.4%-43 A shortcoming of these measures for application
in home care is that they were not developed specifically for the home care setting and
therefore required the adaptation of its content in order to be useful. However, these
measures served as a starting point for the current study. It was therefore needed to

further develop these promising qualitative measures for home care that facilitate
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conversations between care providers and receivers to generate useful outcomes for the
primary care process.

This study was set up to develop a qualitative experienced quality measure
specifically for home care, which could assess experiences of care and give input into
improving the client’s primary care process. The following questions were the focal point
throughout the development process: 1) To what extent do end-users perceive the
measure as supportive for the goal of providing input for improving the client’s primary
care process in home care; 2) How far is the measure perceived as feasible to measure
experienced quality in home care; 3) How far is the measure perceived as usable within

the current caregiving process in home care.

METHODS

Study design

A participatory action research (PAR) desigh was used to develop the qualitative
experienced quality measure for home care. By adopting the key principles of PAR, a
measure can be developed in an iterative approach and the involvement of key-
stakeholders (clients, informal and formal caregivers) can be incorporated throughout the
process.33 PAR is defined as ‘an approach employed by practitioners for improving practice
as part of the process of change’ and it is defined as ‘a continuous learning process in
which the researcher learns and also shares the newly generated knowledge with those
who may benefit from it’ (Koshy, Koshy & Waterman, 2010, p. 9). PAR is conducted in

four phases (see Box 6.1).

Box 6.1. Four phases of PAR

Plan (revision of developed measure’s prototypes)
Act and observe (testing the measure’s prototype)
Reflect (evaluation of prototype on goal, feasibility in context and usability in care process)

Revise (construct list of requirements)

D PN

Data collection process and participants

The study took place between April 2020 and February 2021. Since of the COVID-19
pandemic started in 2020, most data collection activities were conducted online. For other
data collection methods, appropriate measures were taken ensuring that COVID-19
prevention guidelines were correctly applied, such as maintaining a minimum physical
distance, no physical contact, and thorough cleaning of the handled materials. The
development of the measure consisted of three iterative participatory action cycles, each

consisting of the four PAR phases (see Figure 6.2). Within these cycles, various data
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sources were used to evaluate the requirements related to the goal, feasibility, and
usability of the experienced quality measure. Participants of this study, different for each
participatory action cycle, were recruited from a publicly funded, team-based home care
organisation in the southern part of the Netherlands.

This study used four sources of data to evaluate the requirements related to the
goal, feasibility, and usability of the experienced quality measure, specifically: 1) Focus
group interviews with district nurses and a manager in which preferences are shared
regarding existing measures and to determine the requirements related to the goal,
feasibility, and usability. 2) Thinking aloud sessions with clients, informal caregivers,
formal caregivers, and experts in the field of communication in long-term care in which
the evaluation is simulated/conducted based on the measure and corresponding questions.
3) Semi-structured individual interviews related to the goal, feasibility, and usability of the
measure with formal caregivers, informal caregivers, and clients. The thinking aloud
sessions as well as the semi-structured interviews were preferably conducted individually
with participants. If necessary, the informal caregiver could support the client in the
interview, but was asked to not actively engage in the conversation (e.g. in case a client
had trouble speaking clearly). The thinking aloud sessions, semi-structured individual
interviews, and focus group interviews were conducted online, by telephone or at a location
preferred by the participant. The planned duration of the thinking aloud combined with the
semi-structured individual interviews was one hour. Throughout this study, participants
were recruited by means of convenience sampling, although some minimal recruitment
criteria were stated such as having experience with (either providing or receiving) home

care.
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Figure 6.2. Overview of steps taken throughout development process
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Cycle 1. Online evaluation of the proof-of-concept

In the plan phase of the first iteration, four existing qualitative experienced quality
measures were presented in two focus group meetings with five district nurses and one
manager appointed by the two participating home care organisations. Participants were
asked to reflect on the goal, the feasibility in the setting and usability in the care process,
resulting in formulating individual requirements for each of these categories. Requirements
were prioritised as must haves and nice to haves based on the principles of the MoSCoW
method.** Requirements were classified as a must have if incorporating them were seen

as essential for developing the experienced quality measure (see Box 6.2).

Box 6.2. Applied criteria determining must haves, based on the following criteria:

e Mentioned by at least 50% of the participants and/or;
e Mentioned at least once in both group meetings and/or;

e (learly framed as a hard judgement/urgency by the participant (e.g. it is essential to have this).

Requirements not adhering to these criteria were classified as nice to have, thereby
preferable by stakeholders but not essential. Based on these requirements, individual
components of the measure (themes, pictogram sketches, and questions) were evaluated
by three colleague researchers/experts in the field of long-term care and two district
nurses. In an online presentation, the individual components were presented and feedback
was solicited on these components. This led to initial adjustments concerning the
formulation of individual questions and the use of pictograms depicting individual themes,
resulting in the development of the measure’s proof-of-concept.

Next, the proof-of-concept was individually presented in online think aloud sessions
to four district nurses and two informal caregivers that were recruited by means of
snowball sampling. Participants received a general explanation of the measure by
presenting a case description, elaborating on its goal and requirements on the feasibility
in the setting and usability in the care process. Then, the measure was presented by going
through the individual themes and corresponding questions by screen sharing interactive
slides in Microsoft PowerPoint. Participants were asked to think aloud during this phase.4>
This was followed by a semi-structured interview in which questions were asked concerning
the requirements (goal, feasibility in the setting, and usability in the care process, Table
6.3). Notes were taken during the online conversation, which were complemented by
watching the video recordings, resulting in summaries of individual interviews. The cycle

was finalised by formulating the list of requirements.
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Cycle 2. Evaluation of the mid-fidelity prototype in simulated conversations

Based on the list of requirements, the mid-fidelity prototype was developed. The mid-
fidelity prototype of the measure was applied during six simulated evaluations conducted
by one researcher (RH). A convenience sample consisting of three clients, three informal
caregivers, and two formal caregivers first received a general explanation of the measure
by presenting a case description. This case description explained a fictional scenario of a
client’s home care situation, the role of the informal caregiver, and contextual information
on applying the developed measure by the district nurse. Next, the simulated conversation
took place where themes were presented on three cards and participants were asked to
select one. This resulted in a structured conversation based on the corresponding sub-
themes, displayed on the back of the selected card. Based on the answers of the
participants, additional elaborative questions were asked if they seemed relevant by the
assessor. Subsequently, the card and corresponding questions related to care outcomes
were discussed. The conversation concluded by summarising the discussed theme/sub-
themes and outcomes. Finally, a semi-structured interview was conducted in which
questions were asked concerning the measure’s requirements. Notes were taken during
the conversations that were complemented by listening back to audio recordings, resulting
in summaries of individual interviews. Again, the cycle resulted in formulating the list of

requirements.

Cycle 3. Evaluation of the high-fidelity prototype in care setting

Based on the list of requirements of cycle 2, the high-fidelity prototype of the measure
was developed. During cycle 3, this was evaluated by two district nurses appointed by one
participating care organisation. As a result of the response during the first and second
cycles, instructions were developed. The list of requirements following cycles one and two
resulted in formulating individual elements of the instructions (see Appendix Table A6.4
for an overview). The instructions explain the utilisation of the developed measure and
were provided online to participating district nurses as assessors in the third cycle; this
lasted around 75 minutes. The instructions had the following structure: first the aim of the
study was described, followed by the goal of the measurement, a general definition of
experienced quality, and a concise description of the preceding development steps to
explain ongoing development study to the participating district nurses. Next, the flow of
the measurement in the care process was presented by an animation made in Vyond.
Third, the developed qualitative measurement was presented stepwise as actions needed
before, during, and after use. Fourth, some dos and don’ts concerning important
interviews skills were presented (including open versus closed questioning, appreciating

inquiry, and use of silences). A short summary concluded the session after which the

131



district nurses received the required materials and were asked to do a ‘dry-run’ with a
participant.

Home care clients, their informal caregiver, and the best informed formal caregiver
providing the most care (in time) were recruited in existing care triads. Home care clients
were eligible to participate if they were receiving long-term home care based on at least
one chronic condition, were currently receiving informal care and were both mentally and
physically able to participate according to their district nurse. Eligible clients were selected
and contacted by their district nurse and received written information explaining the
study’s purpose. The district nurse asked participating clients for permission before
contacting their informal and formal caregiver. The measure was conducted one-on-one
by the district nurses with individual clients, as well as their informal and formal caregivers.
With the permission of the participants, audio recordings were made of the conversations
between the district nurse and the client/informal caregiver /formal caregiver. These audio
recordings were used to check if the measure was conducted as intended, an aspect of its
feasibility in the setting. During the conversation, district nurses could write the select
theme, discussed sub-themes, and both outcomes and care arrangements on a reporting
sheet. Afterwards, clients, informal caregivers, formal caregivers, and assessors of the
measure (district nurses) were asked to participate in a telephone interview concerning
the measure’s requirements, conducted by a member of the research team (author RH)

(see the Appendix for an overview of the questions).

Data analysis

For the data collected throughout this study, the principles of directed content analyses
were followed.*® Summaries of the conversations in cycle one, two, and three were
deductively analysed by using the requirements categories (goals, feasibility in the setting,
and usability in the care process) and underlying requirements as a thematic framework
(see Table 6.3).%¢ This resulted in constructing a list of requirements, resulting in
immediate adjustments to the measure if there was a clear consensus between
participants (e.g. reformulating questions, using different icons depicting specific themes),
elements of the measure that needed further clarification (e.g. explanation in the
instructions for the measure), or optional adjustments if no consensus was found between
participants (e.g. preferences on how outcomes should be documented). For the optional
adjustments, these points were laid out to participants in the following cycle. This was

followed by developing a new version of the measure’s prototype.

Ethical considerations

The study protocol was reviewed and approved by the medical ethics committee of
Zuyderland and Zuyd University of Applied Sciences (METCZ20180003), who concluded

that the study did not fall under the scope of the Medical Research Involving Human
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Subjects Act (WMO). Participants were informed about the aim and expected burden of
the study and gave their written informed consent to voluntarily participate and to have
their conversations recorded. During the first cycle, participants reconfirmed their
willingness to participate by providing online oral consent to the study as well as the video
recording of the conversations. For cycle two and three, participants gave written consent
during physical conversations in which the measure was conducted and audio recordings
were made. District nurses consulted their clients, formal caregivers, and informal
caregivers before providing contact information to the research team for the telephone
interviews. Afterwards, participants were asked to provide demographic information. All
information gathered was used for only this study and was processed separately from
participants’ identifiers to protect the privacy and confidentiality of the participants of this

study.

RESULTS

Participants

A total of 39 participants took part in this study, of which 17 participated in the first cycle,
8 in the second, and 15 in the third cycle. Table 6.2 provides information about the

demographics of the participants throughout the study.

Table 6.2. Demographics

N Sex (male, Median age
female) (range)
Cycle 1: development & evaluation proof-of-concept (N = 17)
Role Colleague researchers/communication experts 5 5 female 28 (14)
District nurses 9 9 female 29 (14)
Manager 1 1 female 54
Informal caregivers 2 2 female 35.5(13)
Cycle 2: evaluation of mid-fidelity prototype (N = 8)
Role Clients 3 2 male, 1 female 67 (28)
Informal caregivers 3 1 male, 2 female 65 (19)
Formal caregivers 2 2 female 64 (2)

Cycle 3: evaluation of high-fidelity prototype (N = 15)

Role Clients 5 1 male, 4 female 78 (14)
Informal caregivers 4 3 male, 1 female 77 (20)
Formal caregivers 4 4 female 49 (29)
District nurses 2 2 female 34 (12)

Development process

First, requirements were defined for the development of the proof-of-concept (see Table

6.3). Next, the results throughout the development process were presented and
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categorised by the individual research questions in which participants reflected on the

defined requirements following the first cycle.

Table 6.3. Overview of determined requirements (must haves)

Requirements (must haves)

Content (goal) = Must provide input for improving the primary care process

Feasibility (in setting = Must have clear pictograms fitting the setting
= Must be able to conduct it within a limited time frame (5-10 min.)
= Must be understandable with clearly framed questions
= Questions must be clearly related to care provided in the home
= Measure must be conducted by an assessor as intended

Usability (in care = Must be administered at least twice a year or more often if needed
process) = Must have appropriate questions related to the current care relationship with
the district nurse
= Must be conducted by the district nurse within their own care team or
neighbouring care team
= Must result in a sufficiently in-depth discussion of care experiences facilitated
by the assessor
= Must have an appreciative inquiry fitting the home care setting
= Must result in concrete outcomes reported in the care plan or communicated to
the care team

Goal for improving the primary care process

Throughout the development, most participants expected that the developed measure
would be supportive towards providing input for improving the primary care processes. In
the third cycle, six out of the 13 evaluations discussed concrete outcomes, varying from
improving communication between care providers to changing care planning and
evaluating previously discussed points of improvements. All indicated that the measure
and following conversation were a positive activity for the ongoing care process, even
when it did not lead to concrete improvements in the care process. The reasons were that
the measure would allow participants to know each other better, possible leading to
improvements in care provision by understanding a client’s previous way of living. In
addition, the measure was seen as a structured approach to defining concrete points of
improvement, for which participants currently lacked alternative measures. However,
some mentioned that the measure would be less suited to urgent matters that should be
discussed immediately (e.g. by discussing with direct caregivers or addressing it over the

phone).

Feasibility in the home care setting

Insight was gained on the requirement of using fitting and clear pictograms on the card to

visually communicate individual questions in a manageable and accessible way. The
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developed cards allowed participants to pick them up and read them by themselves,
providing participants with a clear structure throughout the conversation. Most participants
indicated that the pictograms on the card were helpful as a visual aid, easy to understand
and a fun way to have a conversation with each other. In doing so, it aided both the
assessor and respondent to keep focus on the selecting theme/sub-theme while
discussing. In visually communicating individual themes on each card, photographs were
seen as more personal, only suitable in specific care processes and therefore more difficult
in contrast to using pictograms depicting the themes.

With regard to the requirement of conducting the measure within a limited time
frame of five to 10 minutes, most participants thought this to be unrealistic beforehand.
The duration of the simulated conversations in the second cycle was 21 minutes on
average. Although some informal caregivers and clients thought it would be possible by
preparing for the conversation, others saw 20 minutes as more realistic. Especially, care
providers worried that, by limiting the time to 10 minutes, they would come across as
business-like and worried that clients would not feel heard. In the third cycle, participants
experienced sufficient time in discussing the care experiences. Based on the length of the
audio recording, the duration of assessing the experience measure varied between 8 to 13
minutes. However, a difference in recorded and guessed/reported duration was found for
clients and informal caregivers during the telephone interviews (45-60 minutes). The
district nurses explained this difference as result of extra time needed in explaining the
measure, filling in the informed consent, and demographics, as well as having a social
talk.

Relating to the requirement of having understandable and clearly framed questions,
participants throughout the study gave suggestions on improving the formulation of
individual questions. An example was that including both open and close-ended questions
would make the measure more accessible, although stating the need to ask for elaboration
in responses using close-ended questions. In addition, a preference was given to highlight
vital words (e.g. sub-themes) to recognise the focal topic in each question. The formulated
questions during the third cycle were seen as a ‘nice average’, i.e. not too difficult or too
easy. An important note is that it was seen as a necessity by formal caregivers to reframe
questions based on a client’s communication skills and societal background. Some formal
caregivers mentioned that they found it difficult in answering the questions from a client’s
perspective, and thereby missed discussing their own perspective. The district nurses as
assessors found it somewhat difficult to reformulate the questions asked to informal and
formal caregivers, since most questions were formulated from a client’s perspective (e.g.
how does your client experience communication with formal caregivers?). Another point
of attention was that most clients found it difficult to formulate concrete improvements

when being asked directly, although these were often formulated in a later stage during
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the conversation. Furthermore, for the requirement that questions must be clearly related
to care provided in the home (nursing and personal care), all participants agreed that this
was indeed the case and not related to e.g. domiciliary care or care provided by a GP.
Last, for the requirement if the measure was conducted by assessor as intended
for the third cycle. The questions were either formulated openly or district nurses kept
asking in the case of a closed question. In some cases, the questions were formulated
suggestively (‘I see that quite a high number of care providers do visit you...”), which
occurred mostly during conversations with formal caregivers. During these conversations,
input from the conversations with a client or informal caregiver was sometimes used by
the district nurses as a confirmation to the formal caregiver’s response (‘problems with
her bandages...this is indeed something I also heard from the client’). In 10 of 13
conversations, the theme ‘dealing with caregivers’ was selected and a three to four in-
depth questions were asked. Answers were summarised thoroughly during the

conversations, and a more general summary was provided afterwards.

Usability in the home care process

For the requirement of administering the measure at least twice a year or more if needed,
participants throughout the development cycle indicate this to be a recommendable
average, although they address the importance of having the flexibility to base the onset
on both the client’s condition and care complexity. For urgent matters, most clients and
informal caregivers indicated that they would contact the organisation more directly (e.g.
by phone or in a discussion with direct caregivers). For the requirement that questions are
appropriate and related to the current care relationship with the district nurse, clients and
informal caregivers in the third cycle found it pleasant to have the district nurses conduct
the measure, because this was often an already known person. Both clients and informal
caregivers often mentioned being unaware of the district nurse’s role within the care team,
although trust, being a care provider, and being open-minded were mentioned as
important factors for conducting these conversations. However, formal caregivers
mentioned that it should be the responsibility of the whole care team to conduct the
measure. This was related to the requirement of conducting the measurement by district
nurses within their own care team or neighbouring care team. Although the district nurses
were seen to be suitable persons for conducting the developed measure, formal caregivers
preferred to keep the evaluation (both the conducting as well as the outcomes) mostly
within their care team since the conversations were perceived as ‘personal’. A possible
reason for this was that, in one case, a formal caregiver felt put on spot by the district
nurse by checking how well she knew the client and thereby missed discussing her own

perspective.
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For the requirement of having a sufficiently in-depth conversation, the findings
showed that the measure allowed participants in cycles two and three to have a ‘good
conversation’ and communicate a broad range of experienced quality topics. The in-depth
questions were seen as necessary in formulating concrete points of improvement. In the
third cycle, participants indicated that everything was sufficiently thoroughly discussed,
although sometimes requiring an effort from the district nurse to keep asking on a specific
subject. In line with this, did the district nurses indicated that it requires a minimal level
of communication skills in conducting conversations, e.g. to address emotional needs. For
them, this was a reason to limit the utilisation of the measure throughout the whole care
team to care providers with sufficient communication skills. For the requirement of
appreciate inquiry fitting with the home care setting, participants throughout development
were mostly unaware of this approach, although it was seen as fitting the home care
setting. Moreover, participants still experienced sufficient room in also discussing more
negative care experiences. The district nurses in the third cycle recognised the approach,
since this was in line with the general policy practices adopted from a program called
Positive Healthcare (Dutch: Positieve Gezondheid) throughout their organisation.*”

For the requirement that the measure should result in formulating concrete
outcomes, the current care plan was often mentioned as a suitable location for reporting
the outcomes related to previously set care goals. For other outcomes or insight provided,
most formal caregivers wanted to be flexible in deciding how to communicate this within
the care team before reporting back to individual clients. For the third cycle, participants
mentioned that the outcomes were reported in the existing care plan or afterwards directly
communicated to the direct caregiver in a meeting. The reporting sheet was welcomed
and used by one district nurse, but the other made no use of it. The reason for this was
that the conversations involved her own clients and she therefore had no difficulties in
remembering the discussed topics, outcomes, or care agreements made. Finally, district
nurses noted that the order of applying the measure in the third cycle occurred randomly,
although all formal caregivers were included last. Although they responded that for clients
with complex care needs or who communicated a negative care experience, they would
most likely want to include the formal caregiver’s perspective first. The reason for this was
to know what is going and ‘be prepared’ for the conversation with this specific client. Next,

the instructions and developed experienced quality measure were presented.

Developed qualitative experienced quality measure

The key characteristics of the developed measurement can be found in Box 6.3 and more
detailed information on the contents of the measure can be found in Table 6.4. The flow

of conducting the developed measure in practice can be found in Figure 6.3.
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Box 6.3. The key characteristics of the developed qualitative measure were:

e Assess experienced quality in home care as defined by the INDEXQUAL framework?*?

e Include care triads consisting of clients, informal caregivers, and formal caregivers from a
relationship-centred care approach (client decides)

e Adopt principles of an appreciative inquiry approach, stimulate to perceive evaluating as a positive
element in the care process

e Allows individual stakeholders in the care triad to tailor assessments by selecting relevant topics,
inclusive by offering visual support

® Provide both assessors and evaluated stakeholders a clear structure and content in assessing
experienced quality, supported by exemplary questions and visual support in communicating topics
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Table 6.4. Individual themes, pictograms and questions of developed final design

Theme

Pictogram

Main questions*

In-depth questions (sub-themes)*

Personal needs
and care
expectations

Persoonlijke
behoeftes en
verwachtingen
van de zorg

Hoe goed sluit de zorg
aan op wat ik nodig heb?

How well does the care meet your needs?
How well does the care meet your
expectations?

How would you rate how well the care meets
your needs, from 0 to 10?

What is needed to improve this rating?

What care needs do you have?

How do you communicate personal care
needs?

Do you compare the care that you receive to
the care that others receive?

Have you received care previously? If yes,
how does your experience with this care
affect the current home care?

Are there any other familiar caregivers? If
yes, what do you expect from these
caregivers in care provision?

How do you know or hear of changes in the
care that you receive?

Dealing with
caregivers

Omgang met
zorgverlener

Huidige zorgrelatie met
zorgverleners, samen
beslissingen nemen,
begrepen voelen,
vertrouwen en
meedenken

j’ii

What goes well in how you deal with
caregivers?

How would you rate how well you deal with
care providers, from 0 till 10?

What is needed to improve this rating?

Do you have a preference for a more
personal or professional care relationship
with formal caregivers?

Are decisions taken together?

Do you feel understood when receiving care?
Are caregivers open to your opinions?

Do you feel that caregivers think along with
you?

Is there mutual trust between you and your
caregivers?

Do caregivers motivate you during care
provision?

Do you feel treated equally?
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0

Care experiences L

Ervaring
met zorg

Is er voldoende tijd voor
mij beschikbaar? Worden
afspraken nagekomen?
Past de zorg bij mijn
dagelijks leven? Hoe is de
zorg bij mij thuis
georganiseerd?

What is currently going well when receiving
care?

How would you rate the care that you
receive, from 0 to 10?

What is needed to improve this rating?

How do you experience the size of the care
team?

Does the available time influence the care
that you receive?

How are care appointments followed up?
Does the care planning fit into your daily life,
such as hobby’s, social contacts or work?
How do you experience the collaboration
when receiving care?

How do you experience the communication
when receiving care?

How is the home care that you receive being
organised by the [care organisations]? (tools,
contact by organisation)

This is what | .
notice and think
about the care

Dit merk en
vind ik van de
zorg

Kan ik beter met mijn
aandoening omgaan,
ben ik tevreden, zou ik
de zorg aanbevelen bij
anderen?

Can you cope better with your condition
because of the care that you receive from
caregivers / How do caregivers support you
in your resilience?

What are you very satisfied on regarding the
care that you receive?

Would you recommend your caregivers to
others with similar conditions or care needs?
How would you rate this on a scale of 0 to 10?
Would you recommend [organisations] to
others with similar conditions or care needs?
How would you rate this on a scale of 0 to 10?
What is needed to improve this rating?

*Questions were back-to-back translated from Dutch by a native English speaker
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Figure 6.3. Flow of conducting the measure in the care process (with clients,

1

Goedemorgen dhr.

Janssen, vandaag
wil ik met u de 20rq
komen bespreken.

The district nurse conducts the measure
individually with the client, their informal
caregiver, and direct formal caregiver.

dat benoemt

2

tis er voor u
jom dit cijfer

The district nurse explains contextual
information about the measure, such as the
goal and duration.

5

Nou Jo. nu u het toch
vroagt, Het komt wel
eens voor dat ik pas erg

rire

Based on the selected quality theme, the district
nurse asks the corresponding main questions.
Based on the response to the main questions,
the district nurse decides which in-depth
questions are asked.

Following, the card containing “this is what |
notice and think about the care” is discussed
concerning the care outcomes, satisfaction and
general experienced care provision.

informal caregivers, and formal caregivers)

The cards are presented depicting the
individual experienced quality themes. The
respondent selects their preferred theme.

lankt dhr. Janssen
neem ik binnenkort
tact met uw dochter
n kom hierop terug.

The measure is concluded by providing a
summary of the discussed topics and outcomes.
If possible, agreements are made on future
home care provision.
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DISCUSSION

This participatory action study followed three cycles describing the steps and rationales
undertaken in developing a qualitative experienced quality measure aimed at improving
the client’s primary care process in home care. The final design comprises an instruction
meeting for district nurses and a structured approach to evaluate experienced quality as
defined in the INDEXQUAL framework with clients, informal caregivers, and formal
caregivers. The measure encompasses a set of cards to visually support to communicate
context-specific experienced quality themes (e.g. personal needs and expectations), sub-
themes (e.g. preferred way of communicating care needs), corresponding exemplary
questions, and a reporting sheet. Both the content as well as the structure of the measure
are based on insights gathered from stakeholders participating in this and previous
studies.

The goal of the developed measure was seen as focused on discovering concrete
points of improvement for the client’s long care process, although seen as less suited for
discussing urgent matters. For the requirements on its feasibility in the home care setting,
the measure appears to have a helpful structure in visually communicating experienced
quality themes on the developed cards, is seen as manageable to be conducted in around
10 minutes, and the formulated questions are seen as both clear and fitting to
respondents. However, reformulating questions based on the respondent’s communication
skills and background was seen as a necessity, as well as increased attention for assessors
to decrease the use of suggestive questions within the subsequent conversations in a care
triad. As for the first results regarding usability in the care process, bi-annual
administration was seen a good average for the measure, although the needed flexibility
of using it more frequent for clients with a more complex care situation was addressed.
Both the measure and individual questions seem to fit the current care relationships
between respondents and district nurse, although follow-up questions are needed to have
an in-depth discussion towards formulating concrete points for improvement. The
documentations of the outcomes in existing care plans were seen as most appropriate for
reporting, although more insight is needed on how this can be further embedded with
existing measures and the care process, in which outcomes are more easily accessible
during subsequent evaluations. Moreover, a potential role for other formal caregivers as
assessors was mentioned, although some challenges were addressed such as having
sufficient communication skills for discussing more emotional topics.

By reflecting on the development process towards an experienced quality measure,
some lessons can be drawn. A first application of the developed measure resulted mostly
in formulating concrete points of improvement for the primary care process. Although
these points of improvement were communicated with the participating direct caregiver,

it was unclear if and how the outcomes were also communicated with clients, informal
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caregivers and other formal caregivers, and if they ultimately resulted in improving the
care process for the individual client. This way of working might require a cultural change
in the home care setting, focusing not only on person-centred care, but also on
relationship-centred care and including multiple stakeholders as more equal partners in
the care process.*® Insight is therefore needed on how these stakeholders can be involved
in clearly discussing discovered improvements and knowing which changes to expect as
well as strive towards. This is also related to the requirement stated in the national quality
framework, stating the importance for clients to gain insight into quality information in an
online accessibly care plan, for which technology can be supportive in becoming more self-
reliant and striving towards a more equal relationship between clients and formal
caregivers.'® It is therefore important for clients to know what has been discussed during
the evaluation (e.g. does the report reflect what I have said or wanted to say) and be
aware of specific care agreements made (e.g. what can I expect to change as a result).
However, also for informal and formal caregivers (if allowed by the client), it can be
important to gain insight into care agreements made to monitor for improvements in
specific experienced quality topics or to increase awareness on care provided in a
relationship to previously unknown client’s preferences, expectations or experiences.
Although the responses from participating district nurses regarding the developed optional
reporting sheet were diverse, the question remains if existing care plans are suitable in
both communicating outcomes and as a reference for comparing outcomes during
subsequent evaluations. Moreover, the structured use of reported information on
experienced quality can move beyond end-users of the measure and stakeholders in the
primary care process, since quality management data on the team or organisation level
can have value for general quality improvements or as benchmarking for healthcare
insurers.

A second lesson was that both informal and formal caregivers found it difficult to
respond to questions on experienced quality as perceived by the client. It is maybe better
to ask informal and formal caregivers in sharing their own perspective in addition to the
perceived client’s perspective. This would allow for a more apparent separation between
these different perspectives and could support caregivers in both feeling heard and also
discussing their needs in the care process. The measure was developed with a more holistic
view of health care with an increasing importance of including the client’s perspective in
measuring experienced quality.*® Care experiences occur in interactions between
individuals in existing care triads, which can consist of clients, informal caregivers, and
formal caregivers. As indicated in the founding INDEXQUAL framework, these interactions
take place in care relationships that sometimes have stood the test of time, since home
care for clients with chronic conditions mostly occur over an extended period.>° However,

during more acute care situations or for new caregivers, possibly resulting in an initial
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more task-based approach based on the caregiver’'s own expertise in similar care
situations, it was important to access information on the client’s preferences and care
experiences help in grasping the experienced quality from a client’s perspective.>! The
results of this study made clear that a balance has to be found in discussing one’s own
point of view and from a client’s perspective, while keeping it manageable to be conducted
in around 10 minutes. It is therefore recommended to further refine the measure to leave
the perspectives more open or to have different versions of the developed cards specified
for each perspective, which can additionally help assessors in applying the measure more

easily.

Strengths and limitations

A strength of the current study was the involvement of stakeholders throughout this study
by following the principles of PAR. By following a cyclic development approach, participants
could be recruited based on the development phase and questions that were at hand.
Based on their input, targeted changes could be made throughout the prototyping of the
measure as well as providing transparency regarding the rationale behind the steps taken
during the process. Although the COVID-19 situation influenced both the methods used
and sampling procedure of participants throughout the development process, the methods
provided guidance for the development of novel experienced quality measures in the home
care setting. However, observations by the research team instead of only audio recordings
could have gained more in-depth information about the practical application of the
measure. Another strength is the participation of different perspectives throughout the
development process in which stakeholders were involved representing clients, formal
caregivers, and informal caregivers, as well as managers in Dutch home care.

However, this study was also susceptible to some limitations. The applied
framework on feasibility and usability requirements imposed a focus on specific
components of the developed measure throughout this study, which could have resulted
in a lack of attention to other aspects related to embedding the measure in the care
process. Although the individual requirements were the result of a stakeholders’ needs
assessment of existing and desired experienced quality measures, a more focused study
is needed into the requirements for implementing the measure in practice. In addition, by
primarily relying on recruitment by district nurses during the evaluation in practice, it is
likely that this led to a selection bias where clients and triads were included that
experienced a more positive care experience or relationship. Also, this study had a limited
sample size and focused on a specific client population. Although the results gave some
indications that the developed measure and the corresponding visual support using cards
are potentially suitable for clients coping with psychological deficits like dementia in

sharing their experienced quality. If this is the case, and if the experience quality themes
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are also relevant to this population are still to be determined in a follow-up study. In this
way, it can be made clear if (specific components of) the measure is applicable for a

broader range of home care clients in measuring experienced quality.

Conclusion

This study indicates that the developed experienced quality measure seems promising
regarding the requirements related to its goal, feasibility in the care setting, and usability
in the care process. In a first evaluation study, the measure resulted in most cases in
concrete points of improvement for the primary care process of individual clients. However,
more insight is needed as to if and how these improvements are communicated,
documented, and followed-up in practice. Relating to the development process, the
involvement of stakeholders and systematically reflecting on previous defined
requirements seems to be of value towards making informed design decisions. By being
transparent in terms of the steps taken, care providers as well as organisations can gain
insight into the measure’s goal, feasibility in home care, and usability for the care process.
The principles of the developed measure and preliminary experiences in applying the
measure in care practice could aid care providers in seeing the relevance of discussing
experienced quality themes for the primary care process and might motivate organisations
in allocating resources to apply suitable qualitative measures. To achieve this, an effective
implementation strategy has to be developed that fits the measure’s goal, targeted
population of home care client, and home care setting. In the next step, the measure
should be extensively tested and evaluated within a more diverse sample in measuring
experienced quality and reflect on its outcomes. In addition, there are indications to
explore the suitability of the developed measure for clients with dementia or in need of

short-term post-acute home care.
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APPENDIX

Table A6.1. ‘Must haves’ and ‘nice to haves’ concerning usability desired qualitative measure

Must haves Aantal keer Benoemd Oordeel Realiseerbaarheid
benoemd (per aantal (makkelijk (+), onduidelijk
groep) groepen (-/+), moeilijk (-))
o Minimaal 2 keer per jaar afname 3-3 2 “Sowieso wel 2 keer per jaar zien en meten +
methodiek/evaluatie per cliént, sommige hoe ze de kwaliteit van zorg ervaren”
cliénten vaker (maandelijks)
o Wijkverpleegkundige willen methodiek zelf 3-3 2 “Het is anders heel beinvloedbaar...” +
afnemen, binnen eigen team en eventueel “ICo-onderzoekers] ik vind dat geen fijn
bij buurtwijk/team (indien problemen
gesprek, zo indirect”
voordoen)
“..belangrijk om zo neutraliteit te
waarborgen”
o Positieve benadering op een passende 1-1 “Voorkomen dat alleen positieve +
manier toepassen binnen thuiszorg elementen worden benadrukt”
context
o Passende vraagstelling gegeven huidige 3-1 -/+
(zorg)relatie wijkverpleegkundige met
cliént en soort dienstverlening
Nice to haves
o Flexibel toepasbaar zijn in (zorg/evaluatie) 0-3 1 +
proces
o Fijn betreffende combinatie van genereren 0-3 1 “Dat is wat we vooral zoeken...” -

rapportages op individueel niveau en
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gebruiken scores in cijfermatige vragen op
geaggregeerd team-niveau

Cliénten vooraf kunnen voorbereiden op
evaluatiegesprek

Meerwaarde om zowel perspectief van
mantelzorger en zorgmedewerker mee te
nemen in evalueren ervaren kwaliteit.
Praktisch wenselijk om mantelzorger
alvast te laten invullen, de cliént
persoonlijk te bevragen en in teamoverleg
zorgmedewerker betrekken

Duidelijke inzichten opleveren om ervaren
kwaliteit te verbeteren

Cliént onafhankelijk zorgverlening laten
beoordelen ahv App, deze uitkomsten
vervolgens terugpakken en het gesprek
aangaan.

Mantelzorger optioneel/indirect laten
deelnemen evaluatie

Afname koppelen aan bestaande
contactmomenten

0-3

0-3

0-2

0-2

“Het zou kunnen helpen dat....”

“..natuurlijk betrekken”

“Zeker goed om deze te betrekken”

“Het zou fijn zijn als....”

“Moeilijk om mantelzorgers te betrekken”

“Het is wel fijn om aan te kunnen koppelen

aan iets wat we al doen”




TST

Tabel A6.2. ‘Must haves’ and ‘nice to haves’ concerning feasibility desired qualitative measure

Must haves Aantal Oordeel Realiseerbaarheid
keer (makkelijk (+), onduidelijk (-
benoemd /+), moeilijk (-))
(per
groep)
o Makkelijke/begrijpbare vraagstelling 1-2 +
o Duidelijk relatie tussen vraagstelling, gebruikte 2-1 “...heel belangrijk...kan frustrerend zijn voor +
methodiek en geleverde dienstverlening cliént”
o Voldoende diepgang bereiken 1-2 “moet wel voldoende diepgang opleveren” -/+
o Beperkte tijd beschikbaar voor afname, niet 1-2 “Het moet niet nog een gesprek van 15 tot 20 -/+
arbeidsintensief (5-10 minuten max) minuten zijn...heel arbeidsintensief. Dat houden
onze cliénten niet vol”
“60 minuten is echt lang”
Nice to haves
o Voldoende aanpasbaar methodiek aan cliént +
o Evaluatie aan hand van persoonlijk gesprek 2-0 “Spreekt mij veel meer aan, je laat mensen meer +
in hun waarde”
o Weging/score aan thema’s koppelen naast 1 “..dat zou je wel moeten aan kunnen geven” +
kwalitatieve informatie
o Totaal aantal thema’s overzichtelijk houden voor 0-1 “[10 thema’s] niet te overzien voor cliént” +
cliént (minder dan 10 tegelijk)
o Digitalisatie zou fijn zijn, App waarop je digitaal kan 0-1 -
meten en score
o Thema'’s visueel toelichtingen ahv passende, niet 3 (tegen) “Ik vind ze heel kinderachtig” +
kinderachtige afbeeldingen - 3 (voor) “Ik zie mezelf niet met deze plaatjes zitten”

“Het zou fijn zijn om afbeeldingen te gebruiken
naast tekst om het geheel inzichtelijker te
maken”

JANSYIW ALITYNO A3IDONITIIdXI INIWAO13AIA

9 ¥31dVHD



Figure A6.3. Reporting sheet developed qualitative experienced quality measure

Naam gesprekspartner...........c.c.cc..... Datum......cccoveveveennn

Welk thema is besproken? (kruis aan)
O Persoonlijke behoeftes en verwachtingen van de zorg
O Omgang met zorgverlener

O Ervaring met zorg

Wat gaat er goed aan gekozen thema? Cijfer gekozen thema[]

Wat zijn de verbeterpunten voor het thema?

Reactie op verdiepende vragen voor het thema

Beter omgaan met ziekte of aandoening / ondersteuning in veerkracht

Waarover zeer tevreden?

Aanbevelen zorgverieners? Cijfer zorgverleners[]

Aanbevelen zorgorganisatie? Cijfer zorgorganisatie[]

Algemene verbeterpunten

Welke afspraken zijn er gemaakt?

Zijn er concrete verbeterpunten gevonden en waar zijn deze vastgelegd?

152
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Table A6.4. Content of instruction sessions

Ref. Doel methodiek Actoren Acties Urgentie*

1.11 In handleiding aangeven dat methodiek gericht is om een beeld te Handleiding en Uitleg alvorens gesprek laten geven door Hoog
krijgen op de ervaren kwaliteit en niet specifiek gericht op medische benoemen evaluator.
aspecten. tijdens afname

methodiek

1.1.2 In handleiding aangeven dat thema’s en bijbehorende vragen onderdeel Organisatie en Afspraak positionering methodiek in Laag
zouden kunnen zijn van een gericht proces om te kunnen leren en wijkteam organisatie/wijkteam. Laag
verbeteren (echter dat de methodiek voornamelijk gericht is om het Handleiding Korte uitleg betreffende doel methodiek
primaire zorgproces te kunnen verbeteren). Dit als onderdeel van een geven in handleiding aan evaluator.
bewust proces zijn naar kwaliteitsverbetering binnen het team. Het
gebruik van invulformulieren kan hier wellicht in ondersteunen door
patronen in thema’s en verbeterpunten te kunnen herkennen.

1.1.3 In handleiding aangeven dat (anonieme) resultaten verzameld door Handleiding & Toekomstvisie in handleiding hoe Laag
wijkverpleegkundige eventueel kunnen dienen om leren en verbeteren toekomstige resultaten kunnen leiden tot leren &
te stimuleren binnen wijkteam. Moet echter wel een bewust proces zijn. ontwikkeling verbeteren team.

Het gebruik van invulformulieren kan hier wellicht in ondersteunen door methodiek
patronen in thema’s en ervaringen te kunnen herkennen.
Vorm (feasiblity in setting):

1.2.1 In handleiding aangeven dat de verdiepende vragen slechts suggesties e Handleiding Uitleg geven in handleiding aan evaluator Hoog
zijn. Men kan zelf op basis van zijn/haar ervaring met de over het herformuleren/personaliseren van
gesprekspartner de vragen anders formuleren. vragen obv gesprekspartner.

1.2.2 In handleiding paragraaf wijden aan belang van het doorvragen, met Handleiding In handleiding verwijzen naar bestaande Hoog
enkele tips en voorbeelden hoe dit kan worden bereikt. video’s met uitleg over betreffende

interview vaardigheden (doorvragen, open
vs. gesloten vragen, niet vooringenomen
zijn, waarderen benadering).

1.2.3 In handleiding aangeven dat hoofdthema'’s alleen geschikt zijn om een Handleiding De flow en reden van stellen van hoofd- en Hoog
breed/algemeen beeld te krijgen betreffende het onderwerp. Niet om verdiepende vragen uitleggen ahv een
verdiepend inzicht te krijgen in de betreffende ervaringen van de scenario (animatie?).
gesprekspartner. Hiervan zijn de verdiepende vragen voor nodig.

1.2.4 In handleiding methodiek positioneren t.o.v. van de meer medische Handleiding en Uitleg over hoe uitkomsten methodiek Midden

domeinen in een zorg/leefplan. Kunnen inzichten uit komen die wellicht

verwerken

kunnen worden verwerkt (positionering
t.o.v. zorgleefplan).
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1.2.5

1.2.6

13.1

13.2

133

hiervoor gebruikt kunnen worden, echter het hoofddoel van de uitkomsten

methodiek is om het primaire zorgproces te verbeteren. methodiek
In handleiding aangeven dat evaluator aan het begin van het gesprek e Handleiding en
letterlijk benoemd dat het vanuit een positieve benadering is benoemen
ingestoken. Men is daarbij natuurlijk ook vrij om ook de minder tijdens afname
positieve ervaringen te benoemen. In handleiding tevens kort een methodiek

paragraaf besteden aan voordelen van deze benadering.

In handleiding aangeven dat vanuit het oogpunt van het onderzoek is
gekozen om de wijkverpleegkundig te laten evalueren. Organisaties
en/of wijkteams staan natuurlijk vrij om deze rol ook elders binnen het
team te leggen.

Verder is de methodiek nu ingestoken als hulpmiddel om het
(half)jaarlijks evaluatiegesprek vorm te geven.

e Organisatie en
wijkteam
e Handleiding

Bruikbaarheid (usability in care process)

In handleiding aangeven dat er, uitgaande van 10 minuten, ervoor is e Handleiding
gekozen om slechts een van de drie thema’s op een verdiepende niveau e Uitkomstmaat
te bespreken. Individueel kan er uiteraard hiervan worden afgeweken of iteratie 3
langer stil te staan bij het betreffende thema. Tijdens verdere evaluaties

goed monitoren of 10 minuten realistisch is.

In handleiding aangeven dat de methodiek handvatten biedt om het e Handleiding

evaluatiegesprek in te gaan. Aan dit gesprek zijn geen vereisten gesteld,
maar wel aangeven dat het relevant thema’s aankaart betreffende de
ervaren kwaliteit. Ook aangeven dat deze methodiek in samenwerking
met alle stakeholders is ontwikkeld om zo het ontwikkelproces
transparant te maken.

Vragen zijn geformuleerd onafhankelijk van de rol. Echter lenen
sommige vragen zich meer voor afname door iemand die niet bij de
directe zorgverlening is betrokken. Specifiek geldt dit voor het thema
“omgang met zorgverleners”. Indien gewenst door cliént en/of
zorgverleners dat dit thema wordt besproken, dan wordt aangeraden
om het evaluatiegesprek door bijv. de wijkverpleegkundige of een
extern persoon af te laten nemen (opnemen in handleiding)

e Handleiding &
toekomstige
ontwikkeling
methodiek

e Passage in handleiding die evaluator kan

gebruiken om waarderen benadering toe te
lichten alvorens gesprek wordt gehouden.

Afspraak maken betreffende positionering
methodiek in organisatie/wijkteam.

In handleiding aangeven dat er binnen de
methodiek wordt gestreefd dit te beperken
tot 10 minuten, echter moet worden
geévalueerd of dit in de praktijk haalbaar
blijkt (tijd behouden ahv audio-opname).
Moet wel ruimte zijn voor/na gesprek om
overige zaken te kunnen bespreken, indien
nodig.

Korte beschrijving geven in handleiding
betreffende proces ontwikkeling
methodiek met praktijk.

Passage uiteindelijke methodiek
betreffende aanwijzen extern contact- of
vertrouwenspersoon binnen organisatie die
gesprekspartner kan benaderen.

Hoog

Laag

Hoog

Midden

Laag

* Laag (toekomstig, optioneel), Midden (wenselijk uiteindelijke methodiek), Hoog (noodzakelijk afname onderzoek)









CHAPTER 7

General discussion



GENERAL DISCUSSION

This dissertation focuses on the process of determining stakeholders’ needs as regards the
development of a qualitative experienced quality measure from a client’s perspective. By
‘taking a look through my eyes’, the dissertation focuses on clients’ perceived care
experiences from a relationship-centred care approach. The newly developed measure
helps district nurses to look through the eyes of clients, informal caregivers and direct
formal caregivers by having conversations about relevant topics of experienced quality.
This could help to uncover new insights about ongoing care processes by involving clients,
as well as informal and formal caregivers.

Three phases can be distinguished in this dissertation (see Figure 7.1): gaining an
understanding of the concept of experienced quality for home care (Chapters 2 and 3);
acquiring insight into the current practices and needs of measuring experienced quality of
home care (Chapter 4); and developing a qualitative experienced quality measure for
home care (Chapters 5 and 6). This final chapter addresses the main findings of the studies
in this dissertation, reflects on both the methodological and the theoretical considerations,

and provides recommendations for future research and practice.
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Phase 1 Understanding
the concept of
experienced quality of
home care

Phase 2 Insight into
current practices and
needs of measuring
experienced quality of
home care

Phase 3 Development
of qualitative
experienced quality
measure for home
care

Figure 7.1 Dissertation outline
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1. How can experienced quality in home care
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Chapter
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2. What are the views of clients, formal
caregivers and informal caregivers about the
experienced quality of home care for older
people?

literature review

INDEXQUAL framework
(Chapter 2)

_ | Qualitative study - individual

3. What are the needs of clients, formal and
informal caregivers, and managers/policy
officers as regards the feasibility and usability
aspects of measuring clients’ experienced
quality of home care?

interviews study

Operationalization
experienced quality
(Chapter 3)

.| Qualitative study - individual

4. How can potentially adequate measures be
selected for measuring the experienced quality
of home care?

& focus group interviews

Needs and current practices
measuring experienced
quality
(Chapter 4)

Review & systematic

5. How can a usable and feasible measure of
experienced quality be developed to improve
clients’ primary care processes in home care?
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evaluation of existing
measures

Overview of potential
adequate measures
(Chapter 5)
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Y

Participatory action research

experienced quality
measure

(Chapter 6)
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MAIN FINDINGS

The main results of this dissertation can be related directly to the three phases. In the first
phase, leading to an understanding of the concept of experienced quality, an innovative
quality framework was constructed for long-term care (Chapter 2). The Individually
Experienced Quality of Long-Term Care (INDEXQUAL) framework presents the process of
individual care experiences consisting of expectations before care is provided, experiences
taking place during care interactions, and an assessment afterwards. The assessment
addresses what happened and how it happened (perceived care services), how the care
influenced the client’s health status (perceived care outcomes), and how the care made
the client feel (satisfaction). The framework adopts a relationship-centred care approach
by acknowledging the interactions between clients and their informal and formal caregivers
(the care triad) as a central element during care experiences. When operationalizing
experienced quality in the home care, on the basis of the INDEXQUAL framework, several
important attributes came to light, such as the preferred number of caregivers, sufficient
time for care provision and a caring atmosphere facilitating open communication and
humour (Chapter 3). Clients and caregivers reported the importance of care routines that
fit to a client’s former way of living, and of communicating preferences about whether the
care relationship should be more personal or more professional.

In the second phase, a thorough insight into the purpose, needs and current
practices of assessing experienced quality was obtained by conducting a needs assessment
with clients, informal and formal caregivers, and policy officers (Chapter 4). The purpose
of measuring experienced quality of home care was seen to focus primarily on improve
the primary care process for individual clients, with the desire that this would lead to
learning and improvement in home care teams. The use of experienced quality measures
for external accountability and transparency on an organisational or national level was
considered by stakeholders to be less of a priority than doing so for the home care setting.
In addition to the goal of assessing experienced quality, the participants provided insight
into criteria for the feasibility of the measure in the setting and its usability, such as
knowing when to evaluate, who should evaluate, how to evaluate, what motivates one to
evaluate, and how to use the outcomes.

In the third of working towards a qualitative experienced quality measure, no
existing qualitative measures were found applicable in Dutch long-term care that cover
the relevant content, and are sufficiently feasible and usable for the home care sector
(Chapter 5). For the feasibility, the stakeholders indicated, for example, that it is
important that the questions and the images used are clearly framed and understandable,
and that the measure can be administered within a limited timeframe of 10 minutes. For

the usability, it was found that, for example, the measure must be administered at least
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twice a year, and must result in concrete outcomes reported in the care plan or
communicated among the care team.

The INDEXQUAL framework, operationalization and needs assessment were the
basis of a qualitative experienced quality measure, which was developed by a participatory
action research with clients, their informal and direct care providers, and district nurses
(Chapter 6). In a cyclic development process the measure was stepwise refined, with the
aim of providing input to improve the primary care process. The key characteristics of the
developed measure are the individual evaluations by the district nurse in a care triad
consisting of a client, their informal caregiver and their direct formal caregivers from a
relationship-centred care approach, and that it adopts the principles of an appreciative
inquiry approach. In addition, the themes were illustrated with four cards (see Figure 7.2)
so individual respondents could selecting and discuss the themes that was most relevant
to the experienced quality. These cards aimed to support both assessors and respondents
with a clear structure and content for discussing experienced quality from a client’s
perspective, as well as to provide example questions and visual support for communicating
relevant topics. The developed measure was pilot tested by district nurses in existing care
triads. Evaluation indicates that the measure can help in formulating concrete outcomes
to improve the primary care process, and that it is generally seen as feasible in the home
care setting; it can be administered within a limited time of 8 to 13 minutes, and questions
were judged to be clear and sufficiently specific to their experienced quality. Furthermore,
the measure was seen as being usable in an ongoing care process, in the sense that it
could be conducted twice a year or more, it fitted with the role of district nurses as
evaluators and the appreciative inquiry approach was appropriate in the setting while

sufficient room was also allowed to discuss more negative care experiences.

161



Figure 7.2 Cards developed to depict the experienced quality themes

Care E
experiences Personal needs ®

and care
Is there sufficient time .
available for me? Are care expectatlons
appointments followed up?
Does care planning fit into
my daily life? How is the
home care organized?

How well does the care W
meet my needs? Is the
care compared to others?

© 6
Dealing with ‘i This is what I
caregivers & * gy notice and think
_ . about the care
How is the care
relationship with formal - Can | cope better vith my
caregivers? Are decisions condition? Am | satisfied?

taken together? Do | feel
understood? Is there
mutual trust and do others
think along with you?

Would | recommend the
care to others?

METHODOLOGICAL CONSIDERATIONS

In this section, some methodological considerations regarding the structured development
approach, the study population and stakeholder participation, and the qualitative research

within this dissertation will be discussed.

Structured development approach

The research in this dissertation followed a systematic and structured process leading to
the development of an experienced quality measure. Important aspects of this process
were the stakeholders’ needs in determining the goal of the experienced quality measure,
and the operationalization of experienced quality themes to specify the content of the
measure, and the formulation of requirements concerning it's feasibility and usability.
These aspects produced input for selecting the existing qualitative experienced quality
measures and the iterative development of a novel experienced quality measure. The
process was guided by existing methodologies, such as the PROM-cycle, whose steps
seemed appropriate for this process because of their focus on determining the goal of the
measure.! In the second step of the cycle to ‘determine het experiences’, it was required
to define the experienced quality attributes in home care. Existing experienced quality
frameworks and definitions related to relationship-centred care were combined, resulting

in the INDEXQUAL framework. This vital step during the development process was
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required, since the experienced quality concept is broad and addresses both physical as
well as social and emotional care aspects. The concept of experienced quality can be
addressed as being more task-centred, person-centred or relationship-centred. In chapter
3 a further identification of attributes related to experienced quality of care from the
perspectives of clients, formal caregivers, and informal caregivers in home care took place.
The selected relationship-centred approach based on the INDEXQUAL framework (Chapter
2) and its operationalization to home care (Chapter 3), has similarities to other
operationalizations of experienced care quality, such as the Senses framework. The
INDEXQUAL framework would benefit from more validation in practice.? Therefore, it is
vital to explore if the elements of experienced quality as defined in INDEXQUAL are
applicable to home care services and in agreement with national quality frameworks in
other countries.

Existing client experienced quality measures from the nursing home and disability
care setting were identified and assessed to determine how well they fitted the home care
setting. Criteria were defined for the measure’s goal, content validity, feasibility in setting
and usability in the care process. Since elaborate information on the development process
of the existing measures was not always available for all measures at the point of the
study, it was difficult to compare all of the criteria for all existing measures. Therefore,
first the best fitting measures were selected based on their goal and content validity
(experienced quality dimensions: multiple perspectives, care relationship and whether the
measure was concerned solely with outcomes/satisfaction). Although the identified
measures did not entail the discovered attributes on experienced quality for home care,
the measures did provide valuable insight into relevant aspects for feasibility (e.g. visual
design) and usability (e.g. how the measure is conducted). Stakeholders discussed these
aspects of the measures in term of must haves and nice to haves (Chapter 4) for
measuring experienced quality for home care and these were implemented in the
developed measure. The lack of total availability of information on existing measures,
hinders identification of appropriate ways to measure experience quality of care. Because
of this information gap, it cannot be certain that the developed measure in this dissertation
does not overlap with existing measures. This shows the importance of transparent
reporting for applicability and availability of these measures and progress in this research
field.

Study population and stakeholder participation

Clients, informal and formal caregivers in existing care triads were explicitly
involved in developing a qualitative experienced quality measure not only for key-
stakeholders in home care, but with them as active partners in the journey. These key-

stakeholders and the subsequent interactions between in existing care triads were key in
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defining experienced quality from a relationship-centred care approach. The district nurse
was seen as the person best able to judge which clients would be eligible to participate,
based on his or her expert opinion of the mental and physical ability needed to participate.
As a result, in the studies concerning the operationalization, need assessment and the
evaluation of the developed measure participants were recruited by their district nurse.
However, this could have resulted in selection bias of clients with a more positive care
relationship with the district nurse or direct formal caregiver. To account for this, district
nurses were asked to also include clients with more challenging care relationships. In
addition, the studies presented in this dissertation may overrepresent clients with an above
average cognitive and/or physical ability living at home. A significant population of home
care clients cope with cognitive impairments or the onset of dementia, the results have to
be checked for robustness within a more diverse sample.? The visual stimuli and structure
of the conversations offered by the cards that were developed need to be elaborated,
which will possibly assist clients coping with a mild cognitive impairment to disclose
narratives related to their care experiences.*> It is worth exploring whether this is indeed
possible, and to do this the content of the measure in terms of experienced quality themes
included and the trustworthiness of the requirements for its feasibility and usability, has
to be tested within a more heterogenous client population.

Another means by which the study strove for stakeholder participation was by
following a participatory action research (PAR) during the development of the measure.®
Key principles of PAR were adopted when involving the key-stakeholders (clients, informal
caregivers and formal caregivers) throughout the process.” PAR is often seen as a
continuous learning process in which the researcher learns but also shares newly
generated knowledge with those who may benefit from it. This became challenging during
the COVID-19 pandemic since most research activities had to be conducted remotely and
decreased the availability as well as involvement of participants. Meetings had to be
conducted online and relatively more caregivers than clients were involved during the first
development cycle. Also, participants were not optimally involved in the informal
evaluations and adjustments during the refinement of the developed measure. The
difficulty in this project of both accessing and involving stakeholders was a letdown since
PAR draws its strength from empowering both caregivers and clients to engage in research
and development activities.® When possible, a move from a unilateral ‘information’ or
‘consultation’ level to a more bilateral ‘advice’ level with participants ideally results to a
more direct influence of participants on the decision-making process.?'® The use of
existing promising qualitative participatory methods, such as the Photovoice method,
could have facilitated a more in-depth and creative involvement of clients, both those with

and those without cognitive impairments.!! In future research, it is worth exploring
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whether these methods can support a more inclusive participation with more diverse client

sample in the development process.

Qualitative research in home care

Qualitative research in mixed groups with (older) clients receiving home care, informal
caregivers and formal caregivers can be challenging. This was apparent during the mixed
focus group interviews with clients, informal caregivers, and formal caregivers (Chapter
2). Our experiences showed it was challenging to achieve an in-depth understanding of
experienced care quality from the perspective of clients due to the complexity of the
concept itself and a lack of previous experience in evaluating experienced quality of home
care. During evaluations, clients expressed that the questions asked during the mixed
focus group interview were not specific and clear enough and the mixed setting made it
difficult for them to elaborate on their own personal care experiences. In addition, the
mixed setup of clients with direct caregivers prevented them from speaking openly about
their personal care experiences and situations. Therefore, it may be possible that the
outcomes of the focus group interviews have overrepresented the needs of formal
caregivers, compared to the needs of clients and informal caregiver. During the second
focus group of the needs assessment, clients and informal caregivers participated in
smaller sub-groups, thereby providing them with more clear information and space to
elaborate on questions and achieving more in-depth insight into their personal experiences
and needs. In addition, individual interviews were conducted to allow clients and informal
caregivers to share more details about their needs, facilitating a more open discussion and
allowing for an equal comparison between perspectives. It is known that a combination
of qualitative methods, for instance by discussing preferences for measuring experienced
quality in focus groups and interviews, allows for a more detailed understanding of a
concept than a single qualitative method can achieve.'?

Qualitative study designs and methods were used to understand the concept of
experienced quality and explore stakeholders’ needs.!®* In this dissertation different
qualitative research methods and designs were selected. The themes of INDEXQUAL
served both as the framework in the development of the topic list for data collection and
as the thematic coding framework for the direct content analysis (Chapter 3), possibly
limiting the input from participants beyond these discussed themes. For the
operationalization of experienced quality, it was uncertain if the resulting quality attributes
derived from the INDEXQUAL framework fully reflected an in-depth analyses of individual
experiences in home care as sorting of data can be expected. Moreover, it can be
questioned whether participants felt sufficiently supported and encouraged in discussing
experienced quality topics beyond the questions asked, as the involved researchers were

unknown to the participants and the research setup could be perceived as unnatural. To
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allow for a somewhat broader elaboration, cards of the MyHomelife visual inquiry tool
were used as a tool to help participants provide a more in-depth exploration on topics
asked.'* In the next phase of the study, the Value Proposition Canvas was used as a
thematic framework (Chapter 4) to get insight in the needs regarding the feasibility and
usability. During the deductive analysis the framework was used to categorize
stakeholder’s needs.'® New categories and sub-categories were identified based the
current drawbacks and (desired) benefits of existing measures by means of inductive
analyses. In doing so, the input from various stakeholders was categorized and compared
using a piori themes, while allowing for the inductive formulation of needs.

Quality criteria and corresponding techniques for qualitative research were applied
to achieve a certain degree of trustworthiness for the studies in this dissertation.®
Although, transferability is not a main goal in qualitative research, the setting as well as
participants were described thoroughly to allow readers to evaluate if and how the results
apply in other contexts or settings. As the research was conducted in two home care
organizations in the Southern part of the Netherlands, it would be beneficial to perform
further research in home care organizations in other (more rural) regions. Concerning the
credibility of the research conducted, the question arises as to whether the data in this
dissertation represent the view of the participants comprehensively. Although the diversity
of stakeholders reflected multiple layers in the home care organizations, the small sample
size and composition of the groups are challenging to the credibility of the results. During
the operationalization of the attributes (Chapter 3) and needs (chapter 4) data
completeness was strived for by checking for data saturation until no new information
emerged related to experienced quality themes and needs.!” Techniques, such as member
checks during group meetings, were applied to verify that interpretations were correct and
that the discovered experienced quality attributes and assessed needs were complete.
Although no missing or incomplete data came out of this, it was unclear whether the clients
and informal caregivers sufficiently recognized their own personal circumstances in the
presented with experienced quality attributes and identified needs. Ideally, this process
would have benefitted from conducting individualized member checks (e.g. by
communicating summaries of transcripts to the participants) to identify missing attributes
and needs. During the development process (Chapter 6) the COVID-19 pandemic
influenced the methods used for data collection and the sampling procedure of
participants. It was not possible to observe how district nurses applied the measure and
therefore the research team had to rely on audio-recordings. This made it challenging to
gain insight into the practical application of the developed measure and identify
possibilities to embed the measure in existing evaluation processes. To achieve
dependability, it is important to evaluate whether the process is logical, traceable and

clearly documented. During the individual studies as part of the final development of the
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measure, the researchers strove to provide a detailed description of the process and
provided argumentations for decisions and steps that were taken. To achieve transparency
for participating organisations and as a future reference, this process could have benefitted
from a clear and more easily accessible overview. In addition, transparency on both the
development process and the outcomes can also help in engaging and convincing care
providers and organizations to use new quality measures.'® This can assist home care
organizations, policy makers and formal caregivers with, for example, selecting or
recommending appropriate measures given the goal that has been set, the stakeholders
that have been involved and the national requirements for the setting to measure
experienced quality. Lastly, for reliability of findings, techniques were used such as
independent coding by multiple researchers, joint reflection on the data, and the
facilitation of detailed discussions between researchers on the (possible) discovery of, for
example, experienced quality themes were used. There might have been a benefit to this
process by additionally involving a larger number and more diverse clients and informal
caregivers as active partners during the process of analysing the data and formulating

quality themes.®

THEORETICAL CONSIDERATIONS

Next, a reflection is given on some theoretical considerations of this dissertation regarding
the experienced quality of care, the perspectives involved in care triads, and the

assessment of experienced quality using qualitative measures.

Experienced quality of home care

This dissertation identified relevant attributes related to experienced quality, categorized
by the INDEXQUAL themes that were defined. The INDEXQUAL framework served as the
theoretical foundation in this dissertation, thereby combining existing theories from both
health sciences and service sciences literature. Existing quality framework, such as
Donabedian’s Quality of Care Framework or SERVQUAL, did not cover the complexity of
long-term care provision throughout the client’s journey and the involvement of multiple
stakeholders in home care.?°-2* The unique setting and the complexity of care relationships
bring forth the need for a more holistic quality definition throughout the care process.?>:2¢
INDEXQUAL was developed in following the principles of relationship-centred care and an
elaboration of standard quality indicators by including interactions between multiple actors
in the care environment and addresses the continuity in individualized care processes. The
INDEXQUAL framework was developed and operationalized from the necessity to obtain a
clear understanding of the meaning of experienced quality in both long-term care and
home care in specific, for which a thorough quality framework was needed.?” The

operationalization of INDEXQUAL in home care resulted in a wide variety of attributes and
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sub-attributes related to personal needs, word-of-mouth, past experiences, expectations
of care services, relationship-centred care attributes, experiences with care services and
the context. This foundation for the experienced quality concept was needed before
stepping towards measuring and eventually improving it in practice. Since INDEXQUAL
presents and overarching representation on experienced quality from a relationship
perspective, the framework builds upon existing theories by allowing flexibility in adapting

to specific long-term care settings, timings and populations.

Perspectives involved in care triads

Throughout this dissertation, experienced quality has been approached by
considering interactions between individuals in existing care triads consisting of clients,
informal and formal caregivers. Both informal and formal caregivers were involved as
proxies in understanding and evaluating the client’s experienced quality. This is in line with
the ongoing developments in Dutch home care, which focus not only on meeting the
client’s needs but also on recognizing the value of (informal) caregivers and the existing
care relationships within the client’s home care environment.2® An example comes from
an interview with a client who mentioned the importance of having a close, personal care
relationship with caregivers as a precondition for home care provision. However, in this
case the formal caregiver indicated that she did not feel the desire to act ‘like being her
best friend’, and that preferred a more distant, professional care relationship with this
client. The goal of the dissertation of gaining insight into experienced quality in home care
from a client’s perspective, a distinction has to be made between asking informal and
formal caregivers to respond to the experienced quality (as proxies) from a client’s
perspective and asking them to respond from their own perspective and point of view. The
perspectives of different stakeholders can overlap, but during the interviews with existing
care triads it became apparent that these views can differ in meeting a client’s versus
adhering to one’s own principles, needs or desired experience throughout the care process.
For informal caregivers, providing home care could conflict with their own needs, ranging
from maintaining their social contacts and being able to combine care provision with family
responsibilities, to having access to adequate transportation and finding information on
access to supportive services.?*3° In addition, previous studies have discovered needs of
formal caregivers that could conflict with satisfying the client’s desired experienced care
quality, such as the importance of doing both dignifying and satisfying labour, providing
continuity of care, and establishing positive relationships with both home care clients and
supervisors (e.g. district nurse, manager).3:32 Being aware of these different points of
view to a specific situation is called ‘insiderness’ by Todres, Galvin and Holloway, who state
that every person has their own frame of reference through which he/she perceives the

world.33 This frame of reference is shaped by the person’s background and mood but also
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by previous experiences, which influence what particular experiences are like for someone.
It is expected that openly communicating and disclosing each other’s insiderness (to a
certain extent) can help to create an understanding of what matters for the experience of
the other. In doing so, care can be provided in a way that one perceives will be good
experienced care, but one can also act according to the other’s perspective.3*

An awareness of the different perspectives, as well as being a means to facilitate
the disclosures of the stakeholders’ insiderness in home care, can shed additional light on
the measurement of experienced quality of care. Therefore, the developed measure can
be used to explore how to facilitate both informal and formal caregivers in sharing their
own perspectives more, while adhering to feasibility and usability requirements in home
care. More insight in the added value of including all perspectives when wanting to improve
the primary care process is needed. This could justify the expected time investment of

including all these perspectives when measuring experienced quality.

Assessing experienced quality with a qualitative approach

The developed measure assists with eliciting in-depth qualitative information related to
the client’s experienced care quality, with a goal being to formulate concrete points of
improvement for the primary care process. Qualitative measures should be seen as
complementary to quantitative measures to allow more insight into care experiences.3>37
This is also emphasized by the national quality framework for home care in the
Netherlands, which states that good quality care should be provided if better insight is
gained into the experienced quality for individual clients.?838 Resulting from the national
quality framework, the ‘PREM home care’ was proposed for Dutch home care as a
mandatory standardized questionnaire.3® The PREM home care measures experienced
quality mainly in a quantitative way (e.g. ‘Do you feel at ease with your caregivers?’ on a
10-item Likert scale), at the group (district) or organizational level.4%4! The new quality
measure developed in this dissertation fills the gap between existing measures (e.g. PREM
home care) and measures that gain more in depth insight into experienced quality at the
individual level, due to the qualitative nature of the instrument. In doing this, it can
facilitate work towards a total quality system for home care when used alongside existing
measures.*?

Although the developed measure allows for in-depth qualitative information to be
obtained, questions remain on how data can be optimally used for the home care process.
The developed measure strives to offer respondents space to share their care experiences,
resembling a more narrative approach in measuring experienced quality. In doing so, it is
important to ask the right questions in a more open conversation than in semi-structured
interviews.*344 In other words, broad questions are needed, such as ‘what happened?’, or

similar more probing questions if the respondent has difficulty in starting, such as ‘can you
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tell me a little more?’. In the qualitative measure that was developed in this dissertation,
the conversation between respondent and assessor is structured using four main themes,
followed by a number of main and in-depth questions. Principles adopted from appreciated
inquiry focused on sharing what is already going well and what could be improved to make
respondents feel motivated and encouraged to perceive the evaluation as beneficial for
the future care process.*> Although assessors are advised to ask follow-up questions and
to give respondents the room to share their care experiences, it is unsure to what extend
the setting enables extended conversations beyond the main themes of the measure. The
developed measure is thereby funnelled from broad themes of experienced quality to more
specific in-depth questions addressing attributes, possibly leading in formulating concrete
points of improvement for the primary care process, all within a limited time frame. A
reporting sheet was developed for assessors in which outcomes could be reported, yet a
more flexibel approach of reporting was preferred by formal caregivers for reporting and
following up on outcomes. More insight is thus needed how the developed measure could
be embedded optimally in Dutch home care in, for example, in regular evaluation
conversations between clients and district nurses. There are indications that these regular
evaluation conversations last around an hour, and focus on evaluating outcome indicators
and goals in the client’s care plan, which would allow to incorporate the current developed
measure. This still leaves the question of how to analyze and act upon the resulting

outcomes that are left unanswered.

RECOMMENDATINOS AND IMPLICATIONS

Based on the findings of this dissertation, this section summarizes both the

recommendations and the implications for practice and future research.

Implications for practice

First, this dissertation adds to the understanding of experienced quality in home care, for
which a qualitative experienced quality measure was developed. This measure assists with
eliciting qualitative information related to the experienced quality from the client’s
perspective, aimed to formulate concrete points of improvement for the primary care
process. In Dutch home care, patient-reported outcomes measures (PROMs) are currently
being developed such as the ‘PROM quality of life’, while care experiences are yearly
measured by the PREM home care at group-level and evaluated more unstructured at an
individual-level.46-4° The newly developed measure measures experienced quality of care
at the individual level more structured and in-depth, thereby facilitating towards a total
quality system in home care when used alongside existing mainly quantitative quality
measures.*? By doing so, a more continuous measurement for (experienced) quality can

be realized. Ideally, the new measure leads to concrete points of improvement of quality
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of care. Although it is advisable to administrate the measure at least twice-a-year, some
flexibility is needed towards evaluating more frequently for clients with complex or
declining care status. In addition, the importance of care relationships needs to be
acknowledged between stakeholders receiving or providing long-term care. Involving
clients, informal and formal caregivers is crucial in gaining insight into experienced quality
from a client’s perspective, an additional need seems to exists that informal caregivers
and formal caregivers also want to share their own point-of-view then just reporting about
the client’s perspective.

Second, the experienced quality measure that has been developed seems to meet
to stakeholders’ needs in home care. For this reason, it is expected that stakeholders will
feel motivated to apply it as a potentially useful tool in practice. An important precondition
for good implementation in practice is the allocated time for discussing relevant
experienced quality themes. District nurses need to be facilitated to spent sufficient time
to use the new measure and to plan discussions with clients, informal caregivers and
formal caregivers. However, home care providers are dealing with a dramatic increase of
staff-shortages and workload over the past decades.”® This calls for a more structured
approach as proposed by the new measure which could result in a more efficient way of
discussing experienced quality as compared to unstructured approaches more communally
applied in home care. The results show that applying the measure takes around 10 minutes
by selecting one experienced quality theme for discussion. However, it should be borne in
mind that additional time has to be allocated to have separate conversations with informal
caregivers as well as formal caregivers, which potentially takes time to become
accustomed to. It is vital for stakeholders to perceive these conversations as likely to lead
to improvements in the care process and to experience an open, positive and non-
judgmental atmosphere when conducting the measure. Measuring experienced quality has
obvious benefits for clients with pressing matters concerning a negative care experience,
but it also offers a structured approach for the discovery of new insights for clients when
everything is fine. Besides the role of district nurses in evaluating care plans and utilizing
quality measurements, it is worth exploring whether other caregivers, such as registered
nurses or nurse assistants, could fill a role during the assessment of experienced quality.
If this is done, sufficient communication skills need to be fostered within care teams for
conducting conversations within care triads. This includes maintaining a balance between
open versus closed questions, insight into applying the appreciative inquiry approach and
thereby focusing on what is going well and what can be done more frequently, and an
understanding of how silence can facilitate a more in-depth discussion of the individual
quality themes.>! These communication skills are expected from assessors to successfully
apply the measure and could be facilitated as part of a more elaborate training when

needed.
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This dissertation indicates several suggestions for future research.

First, the developed measure would benefit from evaluating its usability with a more
diverse sample and explore its potential worth for clients coping with cognitive deficits,
dementia or functional illiteracy. Although clients with an above average cognitive and/or
physical ability were overrepresented in the studies in this dissertation, the potential use
of the measure for clients with cognitive deficits or communication difficulties was
mentioned multiple times by formal caregivers. Arguments for this were the clear structure
of the measure and the visual aids used in presented the quality themes, the discussion
of main and in-depth questions, and the involvement of key-stakeholders in care triads.
However, more research is needed into whether the operationalizing of experienced quality
still holds from this more diverse sample and whether care triads need to be extended by,
for example, introducing dementia case managers. As for the developed measure, it is
possible that the pictograms for the individual themes are considered too abstract or that
the questions need to be adapted to fit this group of home care clients.

Second, the individual studies show that, whereas it is important to follow a
structured approach in developing experienced quality measures, there is a need for
additional tools and methods to allow for more elaborate stakeholder participation.
Although existing methods and principles adapted from the user-centred design approach
were applied, it would be worth to apply other methods such as heuristic evaluations, wire-
framing or cognitive walkthrough during future research.>? In doing so, it might help both
researchers and developers to allow stakeholders a more prominent role during the
development process.

Third, more insight is needed into how to use the perspectives of informal and
formal caregivers in measuring experienced quality. Although the limited duration for
conducting the measure was a clear requirement, it would be worth exploring whether, in
addition, sharing their own point of view is beneficial for the primary care process of
individual home care clients.

Fourth, more research into the developed measure is needed to understand if and
how the measure’s outcomes are used for learning and improving the care quality in home
care. A first evaluation indicated that the measure is beneficial for discovering concrete
points of improvement for the primary care process. Also, it would be valuable to gain
insight into how outcomes of the measure are ideally communicated and followed-up in
practice. Although the formal caregivers and district nurses preferred a more liberal
approach towards reporting the outcomes, it is recommended that feasible methods for
analysing the collected qualitative data in relation to the determined goal are explored.

However, it might be necessary to modify existing, or develop new ICT infrastructures
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(e.g. in existing digital client files) in order for these outcomes to be systematically
reported and made accessible for stakeholders in the care triad, without increasing
administrative workloads. Outcomes should be compared with existing quality measures
used in the primary care process, such as the PREM home care, to prevent the redundant
measurement of similar quality themes. Conditions and strategies for implementing the
developed measure should be explored in home care practice, ultimatly leading to the
purposeful use of both the measure and its outcomes for the improvement of care quality

in home care.

CONCLUSION

In conclusion, both the presented process and the developed qualitative experienced
quality measure seem to facilitate discussing relevant experienced quality topics in care
triads from a client’s perspective, aimed at improving primary care process in home care.
To what extend the outcomes are used and how the measure should be implemented in
the care process has yet to be further explored. Throughout the development process,
stakeholders in home care were involved in operationalizing experienced quality as defined
by the INDEXQUAL framework, discovering their needs for selecting existing measures and
developing a novel measure in iterative steps. The developed measure shows potential for
formulating concrete points of improvement for the primary care process and has been
seen to be as feasible measurement for the setting and an usable measure to implement

in the in the regular care process.
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Summary

There is an increasing focus on delivering high-quality care services tailored to the
individual needs and care experiences of home care clients. To improve the primary care
process in home care, it is important to gain insight into experienced quality from the
perspective of clients within existing care triads. It is necessary to include qualitative
measures in the home care process, in addition to their quantitative counterparts, to
facilitate the sharing of the client’s care experiences and to obtain rich quality information.
However, at the start of this dissertation no existing qualitative measures were identified
in Dutch home care, measuring relevant content for the home care setting as well as being
both feasible in the settings and usable in care processes. This dissertation, therefore,
focused on the process of determining stakeholders’ needs when developing a qualitative
experienced quality measure from a client’s perspective specifically for the home care
setting. This dissertation focuses on home care clients receiving long-term care.

Chapter 1 provides a general introduction, describing the home care setting for
clients receiving long-term home care in the Netherlands who are suffering from one or
more chronic conditions. Next, a conceptual understanding of care quality is given,
together with information on the way in which quality of care is measured in home care.
This chapter ends with a presentation of the overall aim and outline of this dissertation.

Chapter 2 presents the Individually Experienced Quality of Long-Term Care
(INDEXQUAL) framework to conceptualize the experienced quality of care for long-term
care as perceived by clients. The framework is constructed based on an iterative review of
the existing models and frameworks defining care quality from a client’s perspective, as
well as consultations with a panel of experts in long-term care (e.g. representatives from
the Ministry of Health and the National Health Care Institute) to obtain feedback on the
findings. INDEXQUAL presents the process of individual care experiences consisting of
expectations before care is provided, experiences taking place during care interactions,
and an assessment afterwards. The INDEXQUAL framework differs from existing
frameworks and models by incorporating knowledge from the healthcare and service
sciences literature, thus offering a more holistic view on how care is experienced from a
client’s perspective.

Chapter 3 focuses on exploring and understanding the views of clients, formal
caregivers, and informal caregivers on the experienced quality of home care for older
people. A descriptive qualitative study was conducted using individual interviews, with the
aim of operationalizing the INDEXQUAL quality themes for the home care setting (e.g.
personal needs, care expectations and past experiences). Six care triads, consisting of
clients, formal caregivers and informal caregivers, participated. The study identified a wide
range of attributes related to the experienced quality of home care, such as the preferred

number of caregivers, a perception of sufficient time being given for care provision and a
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caring atmosphere facilitating open communication and humour. Different perspectives
from the care environment highlighted the importance in fitting care routines to a client’s
former way of living and communicating preferences, for more personal versus
professional care relationships. The results underline the importance of incorporating care
preferences and experiences throughout the care process, and taking a relationship-
centred care approach in determining relevant care measures and outcomes.

Chapter 4 aims to understand the needs of clients, formal/informal caregivers,
and managers/policy officers as stakeholders in measuring a client’s experienced quality
in home care. Both focus group interviews and semi-structured interviews with
stakeholders were conducted, with the Value Proposition Canvas used as a thematic
structure during the content analysis. The purpose of measuring experienced quality of
home care was found to focus primarily on improving the primary care process of individual
clients. In addition to the goal of assessing experienced quality, both insight and
agreement are needed on when to evaluate, who should evaluate, how to evaluate, what
motivates one to evaluate, and what to do with the outcomes. Among other things,
stakeholders described how they do not currently have enough time or a clear existing
procedure for evaluating experienced quality. Furthermore, desired needs emerged, such
as a more informal evaluation of experienced quality and a more open discussion of
negative experiences with a familiar caregiver. The results underline the relevance of
adopting, in addition to quantitative evaluations like the PREM home care, more qualitative
evaluation methods to support open communication about care experiences, leading to
concrete points of improvement for the primary care process for individual clients.

Chapter 5 describes an exemplary case study with an in-depth description of the
first three steps of the patient-reported outcomes measure (PROM) cycle framework is
provided in relation to the measurement selection. First, the goal of the measurement, the
key stakeholders and the setting were determined, following national guidelines,
stakeholder analysis, and a prior needs assessment with clients, informal and formal
caregivers, and managers/policy makers as the key stakeholders. Second, patient-
reported experiences were studied following the INDEXQUAL framework and its
operationalization for home care. Third, to select and assess experienced quality
measures, existing inventories were consulted and assessed using defined criteria for the
goal of the measure, content validity, feasibility in a care setting and usability in the care
process. Home care associations and organisations should consider following a structured
process when selecting measures for experience quality by including the needs of key
stakeholders, as well as adhering to the goal that has been determined, the underlying
theoretical constructs and the selection criteria on content, feasibility and usability. The
resulting, potentially adequate, measures should be extensively tested and evaluated to

determine their value for practice.
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Chapter 6 presents the development process for a qualitative experienced quality
measure to facilitate conversations by district nurses with clients, informal caregivers, and
informal caregivers to generate useful outcomes for the primary care process. By means
of participatory action research, the developed measure followed three iterative cycles in
which various data sources were used to evaluate the requirements related to its goal, its
feasibility in the care setting, and its usability in the care process. The final design
comprises an instruction meeting for district nurses as assessors and a structured
approach to evaluate experienced quality with clients, informal caregivers, and formal
caregivers. In addition, cards and corresponding exemplary questions were developed for
the experienced quality themes (e.g. personal needs and expectations) and sub-themes
(e.g. preferred way of communicating care needs). District nurses, who conducted
conversations in existing care triads during a limited evaluation study, applied the method
that had been developed in existing care practice. The measure was seen as a structured
approach towards discovering concrete points of improvement for a client’s primary care
process. As regards feasibility, the measure appears to have a helpful structure, with the
visual communication of experienced quality themes on the cards that were developed;
the measurement can be conducted in around 10 minutes, and includes clear and
appropriate questions. However, it was necessary to reformulate the questions on the
basis of the respondent’s communication skills and background. As for usability, a bi-
annual administration of the measure was seen as a strived average, although flexibility
is needed to allow it to be applied more frequently for clients with complex care situations.
The measure seem to fit the current care relationships between respondents and district
nurses, although follow-up questions are required for an in-depth discussion and to
formulate the concrete points of improvement. The outcomes were mostly reported within
existing care plans, although more insight is needed into how the developed measure can
be further embedded with existing care processes.

Chapter 7 includes a general discussion of the main findings of this dissertation,
and includes a methodological and theoretical reflection on the findings. Lastly,

implications and recommendations for future practice and research are provided.
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Samenvatting

Er is in toenemende mate aandacht voor het verlenen van kwalitatief hoogwaardige zorg
die is afgestemd op de individuele behoeften en zorgervaringen van cliénten in de
thuiszorg. Hierbij is het van belang inzicht te krijgen over de ervaren kwaliteit vanuit het
cliéntperspectief in bestaande zorgnetwerken, om zo het primaire zorgproces te
verbeteren. Om deze zorgervaringen in kaart te brengen en te benutten als rijke bron voor
kwaliteitsinformatie zijn kwalitatieve methodieken nodig als aanvulling op bestaande
kwantitatieve instrumenten. Desondanks waren er bij aanvang van dit proefschrift geen
bestaande kwalitatieve methodieken binnen de Nederlandse thuiszorg die relevante
inhoud meten en zowel uitvoerbaar zijn in de setting als bruikbaar in het zorgproces. Dit
proefschrift richt zich daarom op het proces om behoeften van belanghebbenden te
bepalen in het ontwikkelen van een kwalitatieve ervaren kwaliteitsmeting vanuit
cliéntperspectief voor cliénten die gebruik maken van langdurige zorg thuis.

Hoofdstuk 1 geeft een algemene inleiding. In dit hoofdstuk wordt de
thuiszorgsetting in Nederland beschreven van cliénten die langdurige thuiszorg ontvangen.
Vervolgens wordt een conceptueel inzicht gegeven over de kwaliteit van zorg en wordt
toegelicht op welke wijze zorgkwaliteit in de thuiszorg wordt gemeten. Het hoofdstuk
eindigt met het algemene doel en de opzet van dit proefschrift.

Hoofdstuk 2 presenteert het Individually Experienced Quality of Long-Term Care
(INDEXQUAL) raamwerk om de ervaren kwaliteit binnen de langdurige zorg te
conceptualiseren vanuit het cliéntperspectief. Het raamwerk is ontwikkeld op basis van
een review naar bestaande modellen en raamwerken die zorgkwaliteit definiéren vanuit
het cliéntperspectief. Verder zijn hierbij een groep experts geraadpleegd (o.a.
vertegenwoordigers van het Ministerie van Volksgezondheid, Nationale Zorginstituut) in
de langdurige zorg om feedback te verkrijgen op de bevindingen. INDEXQUAL stelt het
proces van individuele zorgervaringen voor, bestaande uit verwachtingen voor de
zorgverlening, ervaringen die plaatsvinden tijdens zorginteracties, en een evaluatie
achteraf. Het INDEXQUAL raamwerk is gebaseerd op bestaande raamwerken en modellen
waarbij kennis uit de literatuur in de gezondheidszorg en dienstverlening is gecombineerd,
het geeft hierbij een holistische kijk op hoe zorg wordt ervaren vanuit cliéntperspectief.
Het raamwerk diende als basis binnen het project om ervaren kwaliteit in de thuiszorg te
operationaliseren.

Hoofdstuk 3 richt zich op het verkennen van de opvattingen over de ervaren
kwaliteit van thuiszorg van cliénten, formele zorgverleners en informele zorgverleners.
Een beschrijvende kwalitatieve studie werd uitgevoerd met behulp van individuele
interviews, gericht op het operationaliseren van de INDEXQUAL kwaliteitsthema’s in de
thuiszorg (bijv. persoonlijke behoeften, zorgverwachtingen en eerdere ervaringen). Zes

zorgdriehoeken bestaande uit cliénten, formele en informele zorgverleners namen hierin
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deel. Een breed overzicht van aspecten gerelateerd aan ervaren kwaliteit van de thuiszorg
werd geidentificeerd zoals het gewenste aantal zorgverleners, ervaren tijdsdruk tijdens de
zorgverlening en een atmosfeer met ruimte voor open communicatie en humor.
Verschillende perspectieven in de zorgomgeving benadrukten het belang van het
afstemmen van zorgroutines op de eerdere manier van leven van een cliént en het
communiceren van voorkeuren in het soort zorgrelatie als zijnde meer persoonlijk of
professioneel. De resultaten onderstrepen het belang van het opnemen van persoonlijke
zorgbehoeften en ervaringen gedurende het zorgproces vanuit een meer relatiegerichte
benadering in het bepalen van relevante zorgindicatoren en -uitkomstmaten.

Hoofdstuk 4 heeft als doel om inzicht te krijgen in de behoeften van cliénten,
formele/informele zorgverleners, en managers/beleidsmedewerkers als stakeholders in
het meten van de ervaren kwaliteit van cliénten in de thuiszorg. Zowel focusgroepen als
semigestructureerde interviews werden afgenomen met stakeholders, waarbij de waarde
propositie canvas werd gebruikt als thematische structuur tijdens de inhoudsanalyse. Het
gewenst doel bij het meten van ervaren kwaliteit bleek hoofdzakelijk gericht op het
verbeteren van het primaire zorgproces van individuele cliénten. Naast het doel in het
evalueren van ervaren kwaliteit, was inzicht nodig over wanneer te evalueren, wie te
evalueren, hoe te evalueren, wat motiveert iemand om te evalueren, en wat te doen met
de uitkomsten. De stakeholders benoemde voldoende tijd is en de aanwezigheid van
duidelijke bestaande structuren als noodzakelijk voor het evalueren van ervaren kwaliteit.
Verder kwamen gewenste behoeften naar voren zoals informeel evalueren en meer
openlijk bespreken van negatieve ervaringen met een vertrouwde zorgverlener. De
resultaten benadrukken de relevantie in het toepassen van meer kwalitatieve
evaluatiemethoden naast kwantitatieve evaluaties zoals de PREM thuiszorg. Op deze
manier wordt een open communicatie over zorgervaringen ondersteund, wat kan leiden
tot concrete verbeterpunten voor het primaire zorgproces van individuele cliénten.

Hoofdstuk 5 beschrijft een exemplarische case studie met een uitvoerige
beschrijving werd gegeven in het toepassen de eerste drie stappen van het patient-
reported outcomes measure (PROM)-cyclus raamwerk, gericht op het selecteren van
bestaande methodieken. Eerst werden het doel van de meting, de belangrijkste
belanghebbenden en de setting bepaald aan de hand van nationale richtlijnen, stakeholder
analyse en behoeften studie met cliénten, informele en formele zorgverleners, en
managers/beleidsmakers als belangrijkste belanghebbenden. Ten tweede werden de door
ervaren kwaliteit attributen vastgesteld volgens het INDEXQUAL raamwerk en de
operationalisering hierin in de thuiszorg. Ten derde, om ervaren kwaliteitsmethodieken te
selecteren en te beoordelen, werden bestaande waaiers van instrumenten geraadpleegd
en beoordeeld aan de hand van gedefinieerde criteria voor het doel, inhoudsvaliditeit,

haalbaarheid in de zorgsetting en bruikbaarheid in het zorgproces. Resultaten
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benadrukken dat zorgorganisaties zouden moeten overwegen om een gestructureerd
proces te volgen bij het selecteren van ervaren kwaliteit methodieken, waarbij rekening
wordt gehouden met zowel de behoeften van de belangrijkste stakeholders en het
vastgestelde doel, als zowel het onderliggende theoretische construct en selectiecriteria
voor inhoud, haalbaarheid en bruikbaarheid.

Hoofdstuk 6 presenteert het ontwikkelproces van een kwalitatief ervaren
kwaliteitsmethodiek voor het faciliteren van gesprekken tussen cliénten en zorgverleners.
Deze methodiek is gericht op het vinden van bruikbare uitkomsten voor het primaire
zorgproces. Door middel van participatief actieonderzoek doorliep de iteratieve
ontwikkeling drie cycli, waarin vereisten zijn geévalueerd naar het beoogd doel,
haalbaarheid in de zorgsetting en bruikbaarheid in het zorgproces. Het uiteindelijke
ontwerp omvat een instructiebijeenkomst voor wijkverpleegkundigen als beoordelaars en
een gestructureerde aanpak om ervaren kwaliteit te evalueren met cliénten, informele
zorgverleners, en formele zorgverleners. Daarnaast werden ondersteunende kaarten en
bijpbehorende voorbeeldvragen ontwikkeld voor het bespreken van kwaliteitsthema'’s (bijv.
persoonlijke behoeften en verwachtingen) en subthema's (bijv. voorkeursmanier van
communiceren over zorgbehoeften). Als onderdeel van een beperkte evaluatiestudie
voerden wijkverpleegkundigen gesprekken in bestaande zorgdriehoeken waarin de
ontwikkelde methode werd toegepast in de bestaande zorgpraktijk. De methodiek werd
als een gestructureerde benadering gezien in het formuleren van concrete verbeterpunten
voor het primaire zorgproces van cliénten. Voor de uitvoerbaarheid biedt het een structuur
in het visueel communiceren van ervaren kwaliteitsthema’s, is het toepasbaar in ongeveer
10 minuten en bevat het heldere en passende vragen. In enkele gevallen was het
herformuleren van de vragen op basis van de communicatieve vaardigheden van
respondenten echter nodig. Wat betreft de bruikbaarheid wordt een tweejaarlijkse afname
als een goed gemiddelde gezien, hoewel flexibiliteit nodig is om deze frequenter toe te
passen voor cliénten met een complexe zorgsituatie. De methodiek sluit aan bij de huidige
zorgrelaties tussen respondenten en wijkverpleegkundige, hoewel vervolgvragen nodig
zijn voor een diepgaande discussie in het formuleren van concrete verbeterpunten. Voor
het rapporteren van de uitkomsten van de gesprekken werden de bestaande zorgplannen
gebruikt. Meer inzicht is nodig over de wijze waarop de ontwikkelde methodiek verder kan
worden ingebed binnen bestaande zorgprocessen.

Hoofdstuk 7 bevat de algemene discussie waarin de belangrijkste bevindingen
van dit proefschrift worden besproken, inclusief een methodologische en theoretische
reflectie op de bevindingen. Tenslotte worden implicaties en aanbevelingen gedaan voor

zowel praktijk en onderzoek.
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Impact

"As a district nurse, I've found the experienced quality measure as very pleasant because
conversations took place with clients, informal caregivers, and formal caregivers. Through
this measure, we were able to elaborate about the care in an accessible way from the
client’s perspective. By using the cards, topics come up that would not normally come up

during an evaluation conversation.”

The aim of this dissertation was to 1) gain an understanding of the experienced quality in
the home care setting, 2) acquire insight into current practices and needs of measuring
experienced quality of home care, and 3) develop a novel qualitative experienced quality
measure from a client’s perspective for home care. This was done in collaboration with
clients, informal caregivers, and formal caregivers from a relationship-centred care
approach and focused on discovering improvements for the client’s primary care process
in home care. This chapter addresses the societal and scientific impact of this dissertation,
thereby elaborating on both efforts made and those still needed to disseminate the

findings.
Societal impact

The results of this dissertation provide new insights into the client’s experienced quality in
home care; the needs of clients, informal caregivers, formal caregivers, and policy officers
regarding current practices and desires with regard to experienced quality measures; and
the development of a qualitative experienced quality measure from a client’s perspective
in Dutch home care. The relationships among clients, their informal caregivers, and their
formal caregivers are important and should be included in measuring experienced quality
from a client’s perspective. Personal care experiences are shaped by dynamic interactions
among clients, informal caregivers, and formal caregivers, requiring a different way of
assessing these experiences. This can be achieved by using a more qualitative approach
in measuring experienced quality in addition to quantitative measures. These types of
measures are seen as fitting to care provided in the home care setting, since receiving
care for extended periods allows for a more continuous evaluation in which multiple
stakeholders can aid to understand and improve the experienced care quality. Using cards
with pictograms can structure the evaluation and help in communicating the client’s
experiences compared to utilising standardised questionnaires. However, a qualitative
measures approach requires a different way of analysing and interpreting the results.

Compared to quantitative measurements and outcomes, this is seen as time-consuming
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and labour-intensive in the long run and can have implications for use in the home care
setting.! The use of qualitative measures such as the developed qualitative experienced
quality measure should thus be seen as complementary to existing mandatory measures
in Dutch home care, such as the PREM home care.? A reason for this is that the goal
(micro-level) as well as the type of measure (qualitative, in-depth) and perspectives
involved differ (clients, as well as informal caregivers and formal caregivers from a
relationship-centred care perspective).

The developed measure was based on analyses of stakeholders’ views on its
feasibility in the home care setting (e.g., are the questions understandable and clearly
framed) and usability in the existing care process (e.g., does it result in a sufficiently in-
depth discussion of care experiences). Also, for the implementation of quality measures,
it is important to attend to its robustness, as well as the fit with feasibility and usability
criteria. Underlying motivational and other personal factors can be met by involving the
key stakeholders from the start, since it is believed they are important to address when
selecting suitable implementation strategies.>* The goal, feasibility, and usability criteria
served as a red line throughout the individual studies and were thus (to some degree)
taken into account as must haves during the development of the measure. However, more
work is needed in evaluating the developed experienced quality measure in a larger
practice setting before it can be implemented in practice.

This dissertation and the studies conducted fit within a broader framework to
develop an experienced quality measure in long-term care as supported in the Province of
Limburg by the Limburg Meet knowledge programme and national advances in the
Netherlands within various long-term care settings, such as nursing home care and
disability care.®> For the nursing home setting, a narrative method was developed in
collecting and connecting residents’ stories to provide information about the experienced
quality of a care organisation.® For the disability care setting, several implementation
strategies are being developed and evaluated for an existing narrative PREM.” The quality
measure developed as a results of this dissertation is aimed at discovering concrete points
of improvement to enhance the primary care process of individual home care clients. A
first application of the developed measures shows that in most cases this was the result,
although more insight is needed on outcomes if individual perspectives are analysed,
communicated, and applied in practice. Team care meetings are often mentioned as a
suitable place for discussing these outcomes with and among formal caregivers, although
currently these meetings seem to focus mostly on discussing urgent matters. Activities

undertaken to generate societal impact are listed under the dissemination of findings.
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Scientific impact

In addition to the societal impact, the studies in this dissertation have scientific impact for
several reasons. First, this dissertation contributes to the scientific literature on the
systematic approach towards the iterative development of a quality measure for home
care. To our knowledge, this is the first attempt to apply the first three steps of the PROM
cycle for the iterative development of a qualitative measure.® In the first step, the
measurement’s goal, key stakeholders, and setting were determined. Second, experienced
quality was conceptualised by a theoretical framework and operationalised for the home
care setting. Third, existing measures were selected and assessed using defined criteria
for their goal, content validity, feasibility in setting, and usability in the care process. By
following this approach, the goal in measuring experienced quality is placed above the
actual measurement. During this process, attention was given to the measurement’s
content validity by determining which experienced quality domains to include. Moreover,
a less conventional step is the application of requirements concerning the measurement’s
feasibility and usability during the development process. Although the developed measure
adheres to the feasibility criteria, more insight is needed on its usability to integrate it
within existing (evaluation) processes in home care.

Second, this dissertation contributes to a new view on experienced quality of long-
term care as presented by the INDEXQUAL framework. INDEXQUAL presents the process
of individual care experiences consisting of expectations before, interactions during, and
an assessment of experiences afterwards. It adopts a relationship-centred care approach
by acknowledging care relationships and following interactions among clients, informal
caregivers, and formal caregivers as key-stakeholders in the caring context. Proposing
quality as a dynamic process throughout the care process and acknowledging care
relationships provide an additional layer to the previously dominant person-centred care
approach in home care.

Third, existing methods from the user-centred design approach were adopted to
allow for stakeholder participation as a central element throughout this dissertation for
implementation in practice. An example was the Value Proposition Canvas, which served
as a robust thematic framework during the analyses of stakeholders’ needs.® Identifying
and differentiating between key-stakeholders allowed to approach a single concept from
multiple perspectives. However, during the study, this also brought dilemmas to light when
individual perspectives did not align or even contradicted each other. An example was the
dilemma of what needed to be done with the outcomes following the developed measure.
In this case, managers and policy officers strived for a more systematic reporting, while
formal caregivers stressed the importance of having no obligations in discussing or

reporting outcomes in a given format within the care team. It is therefore important to
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acknowledge the existence of these (sometimes conflicting) needs and be transparent
about possible consequences on the following steps taken in the development of the
measure. By doing so, both the scientific community and home care organisations can
judge the trustworthiness of the developed qualitative experienced quality measure. There
is a need for a more structured and transparent development process, since a number of
qualitative measures in Dutch nursing care are not developed upon theoretical foundations
nor provide available information regarding their (content) validity or usability for both
clients and formal caregivers.!® Although existing inventories are a first step towards
making information on existing measures more easily accessible, progress is ongoing for
the development of online databases providing a wide and more up-to-date overview of

existing measures for multiple care settings.!1?

Dissemination of findings

Throughout this project, various channels were used to disseminate the findings. This
study was founded within the Brightlands Innovation Programme LIME (Limburg
Measures), a programme that facilitates smarter measurement methods and more
efficient data collection for better care and health. The programme strived in making
connections between individual research projects and its outcomes with the needs of small
business owners and governmental institutes such as municipalities and the Province of
Limburg. The outcomes of individual studies were presented yearly in various settings,
such as locally during the LIME symposia and internationally during the International
Society of Quality of Life Research (ISOQOL) conference, the European Doctorate
Conference of Nursing Sciences (EDCNS) conference to young academia, and an online
Measuring Differently symposium with similar projects in both disability care and nursing
home care. Local activities in participating home care organisations were organised, such
as an online webinar during the Kennispreuvenement at Envida, where experiences with
the developed experienced quality measure were shared with formal caregivers,
managers, and policy officers. Although dissemination during additional symposia was
planned, such as during the 2nd International Conference of the German Society of
Nursing Science 2020 in Berlin, it was cancelled as a result of the COVID-19 pandemic.
All studies in this thesis were submitted to and/or published in international peer-
review journals. Findings presented in this dissertation were integrated in existing
education programmes. Lectures on care quality use the INDEXQUAL quality framework,
and the developed experienced quality measure served as an example during interactive
lectures for students in the health sciences bachelor’s programme at Maastricht University.
In addition, both bachelor’s and master’s students conducted literature reviews on factors

related to experienced quality in long-term care and explored how the implementation of
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the developed measure could be facilitated in home care for writing theses on these
subjects.

The studies in this dissertation were imbedded in the research line of the Living Lab
in Ageing and Long-Term Care, which disseminated findings widely through its network.!3
Additionally, individual care organisations shared items about both the project and the
developed measure using their channels, such as an internal magazine distributed to
employees, clients, and partners. A facts sheet and animation video was made to elaborate
on the project and outcomes. Both a client council and a think tank of leading district
nurses from the participating organisations were consulted during the individual studies.
In addition, the outcomes of individual studies and research activities were presented to
participating clients, informal caregivers, formal caregivers, and managers/policy officers
during various group meetings throughout this dissertation. Various care organisations
planned to continue in the further refinement and implementation of the developed

measure within their home care teams.
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Living Lab in Ageing and Long-Term Care

This thesis is part of the Living Lab in Ageing and Long-Term Care, a formal and structural
multidisciplinary network consisting of Maastricht University, nine long-term care
organizations (MeanderGroep Zuid-Limburg, Sevagram, Envida, Cicero Zorggroep,
Zuyderland, Vivantes, De Zorggroep, Land van Horne & Proteion), Intermediate Vocational
Training Institutes Gilde and VISTA college and Zuyd University of Applied Sciences, all
located in the southern part of the Netherlands. In the Living Lab we aim to improve quality
of care and life for older people and quality of work for staff employed in long-term care
via a structural multidisciplinary collaboration between research, policy, education and
practice. Practitioners (such as nurses, physicians, psychologists, physio- and occupational
therapists), work together with managers, researchers, students, teachers and older

people themselves to develop and test innovations in long-term care.

ACADEMISCHE WERKPLAATS OUDERENZORG ZUID-LIMBURG

Dit proefschrift is onderdeel van de Academische Werkplaats Ouderenzorg Limburg, een
structureel, multidisciplinair samenwerkingsverband tussen de Universiteit Maastricht,
negen zorgorganisaties (MeanderGroep Zuid-Limburg, Sevagram, Envida, Cicero
Zorggroep, Zuyderland, Vivantes, De Zorggroep, Land van Horne & Proteion), Gilde
Zorgcollege, VISTA college en Zuyd Hogeschool. In de werkplaats draait het om het
verbeteren van de kwaliteit van leven en zorg voor ouderen en de kwaliteit van werk voor
iedereen die in de ouderenzorg werkt. Zorgverleners (zoals verpleegkundigen,
verzorgenden, artsen, psychologen, fysio- en ergotherapeuten), beleidsmakers,
onderzoekers, studenten en ouderen zelf wisselen kennis en ervaring uit. Daarnaast
evalueren we vernieuwingen in de dagelijkse zorg. Praktijk, beleid, onderzoek en onderwijs

gaan hierbij hand in hand.
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Dankwoord

Na vier bewogen en intensieve jaren is het dan zo ver en komt ook mijn proefschrift tot
een einde. In een wereld die er voor mij, net zoals velen, heel anders uitziet dan enkele
jaren geleden. Waarin onderzoek een belangrijk onderdeel speelde, maar nog zo veel
andere uitdagingen op mijn pad voorbijkwamen. Gedurende deze reis zijn er velen die
moeten worden bedankt voor hun bijdrage aan dit avontuur. Voordat het boek sluit wil ik
jullie bij deze alvast bedanken!

Ten eerste iedereen die vanuit de praktijk heeft bijgedragen aan het onderzoek. In
het bijzonder alle deelnemende medewerkers van Envida, Zuyderland en MeanderGroep
Zuid-Limburg. Welke vaak bovenop hun dagelijkse werkzaamheden tijd vrijmaakten om
mee te doen met het onderzoek. Voor de inspirerende meeloopdagen in de thuiszorg, tot
de vele ontroerende gesprekken met cliénten en naasten. Voor de motivatie die ik in veel
ogen van zorgverleners heb gezien om kwaliteit anders te gaan meten, tot de tranen
tijdens het bespreken van persoonlijke ervaringen in de zorg. Van Zuyderland wil ik Renee
Henssen, Ellen Kusters en Ine Aussems bedanken voor hun deelname en gesprekken
gedurende het project. Van Envida wil ik Lisette Ars en Mariska de Bont bedanken voor
hun deskundige en enthousiaste bijdrage aan het project en het meedenken. In het
bijzonder wil ik Margo van Haeringen bedanken voor haar inzet, ik hoop dat je de komende
jaren veel inspiratie opdoet om de lekkerste baksels te maken van alle appels die Arnold
mee naar huis neemt! Tot slot natuurlijk alle andere cliénten, naasten, zorg- en
beleidsmedewerkers, zonder jullie kon deze studie niet plaatsvinden. Bedankt voor jullie
tijd, openhartigheid en vertrouwen!

Mijn promotieteam, prof. dr. Sandra Beurskens, dr. Theresa Thoma-Lirken en
natuurlijk prof. dr. Sandra Zwakhalen, wil ik bedanken voor de begeleiding in de aflopen
jaren. Sandra B., jouw energieke manier van begeleiden heb ik als prettig en verfrissend
ervaren tijdens de afgelopen jaren. Ondanks de beperkte tijd die je had voor de
begeleiding van je promovendi na je vertrek bij Hogeschool Zuyd, was je altijd even goed
bereikbaar en betrokken. Theresa, toen Sandra Z. vroeg wie er geschikt zou zijn als co-
promoter hadden we allebei jou voor ogen als geschikte kandidaat. Dit heb je zeker
waargemaakt en ik heb de tijd in ‘het veld’ met jou als kwalitatief onderzoeker als heel
prettig ervaren. Wat hebben we vaak gelachen, maar er was ook tijd voor een goed
gesprek wanneer er persoonlijke dingen werden besproken met deelnemers. Ik wens je
alle succes in je nieuwe functie bij Cicero. Sandra Z., ik heb je vanuit verschillende rollen
mee mogen maken binnen het project als dagelijks begeleider en co-promoter vanuit je
eerdere UHD functie, naar promoter als professor zijnde en later weer als dagelijks
begeleider toen Theresa met zwangerschapsverlof was. Ik heb respect hoe je je

verschillende taken vanuit je leerstoel combineert met de begeleiding van je verschillende
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promovendi. Dat je toekomstig werk nog mogen bijdragen aan de inspiratie van vele
andere (toekomstige) wetenschappers en een verdere verbetering van de langdurige zorg
in Nederland en daarbuiten. Verder wil ik ook prof. dr. Jan Hamers bedanken voor zijn
begeleiding in het eerste jaar van de promotie waarin het INDEXQUAL model tot stand is
gekomen.

Beste collega’s van de vakgroep Health Services Research, bedankt voor jullie
belangstelling in mijn onderzoek, de leuke en constructieve gesprekken tijdens
verschillende bijeenkomsten. De sfeer tijdens de lunchpauzes was een goede reden om
naar kantoor te komen en te ontladen van alle frustraties. Vanaf het begin heb ik geluk
gehad om in kamer 0.050 terecht te komen. Wat was dat een geweldige kamer! Angela,
wat hebben wij vaak gelachen (en wij als Jut en Jul hopelijk ook anderen een beetje
hebben kunnen laten lachen). Voor mij was je een rots in de branding in Maastricht en
samen hebben we elkaar er toch wel mooi doorheen gesleept. Ik weet zeker dat we elkaar
blijven spreken, maar ik wil je toch het allerbeste wensen samen met Jack en met je werk
aan de Open Universiteit. Katya, jammer dat we ‘maar’ een klein jaar intensief samen
hebben mogen werken. Ik heb je als een super integer en kundig persoon ervaren, iemand
die echt voor een verdere academische carriére is gemaakt. Ik weet zeker dat je voor een
hele prettige en frisse wind gaat zorgen op de afdeling. Ruth, wat ben jij een doorzetter
zeg. Twee jaar lang non-stop kunnen schrijven, ik doe het je niet na, chapeau! Verder wil
ik het zonnetje in huis Luca bedanken voor de leuke gesprekken. I would like to wish Irina
all the best of luck with her new position in the UK. Natuurlijk de geweldige humor en
natuurlijk de wort-das-tages oefeningen van Lena. Tot slot Mirre niet te vergeten, die ons
in het begin ontzettend heeft geholpen en op de hoogte bracht van alle gebruiken van
zowel de afdeling als kamer 0.050. Tot slot wil ik nog Anne, Svenja, Erica, Rachelle, Marlot,
Bram, Ramona, Annick en Ines nog bedanken als de echte stemmingsmakers tijdens de
lunch en op de afdeling, keep up the spirit!

Verder wil ik ook (deels vanuit Zuyd Hogeschool) dr. Albine Moser, dr. Anita
Stevens, dr. Ruth Dalemans en dr. Anneke van Dijk bedanken voor het meedenken en
coachen bij al mijn vragen rondom kwalitatief onderzoek en expertise vanuit LIME met
alles rondom co-creatie. Vanuit Hogeschool Utrecht wil ik Jessica Veldhuizen in het
specifiek nog bedanken voor haar interesse in het project en onze gesprekken die we vanaf
het begin hebben gehad over de raakvlakken tussen onze projecten.

Natuurlijk wil ik ook de leden van de beoordelingscommissie van dit proefschrift
bedanken voor zowel het lezen als het beoordelen ervan: prof. dr. Silvia Evers, prof. dr.
Katrien Luijkx, dr. Erik van Rossum en dr. Nienke Bleijenberg, onder voorzitterschap van
prof. dr. Trudy van der Weijden. De corona bedank ik voor hun aanwezigheid en het lezen

van mijn proefschrift.
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Mijn dank gaat ook uit naar Limburg Meet (LIME), CAPHRI Care and Public Health
Research Institute, Hogeschool Zuyd, de Provincie Limburg, Brightlands en Zuyd
Hogeschool voor zowel het financieren van deze studie, maar ook de totstandkoming van
inspirerende bijeenkomsten en workshops.

Uiteraard wil ik mijn ouders en mijn broer Wesley bedanken voor hun steun. Mam,
bedankt voor het meedenken vanuit je ervaring in de thuiszorg. Ik ben blij voor je dat je
nieuwe werk bij Zuyderland je nu zoveel beter bevalt. Pap, bedankt voor hulp bij het
opzetten van mijn onderneming en de goede gesprekken samen met opa. Opa, ik ben blij
dat ik zowel jou als oma een plek heb kunnen geven op de kaft van mijn proefschrift. Ook
al kan oma dit moment dan niet meer onder ons meemaken, ik weet zeker dat ze trots
zou zijn net zoals ze trots was op al haar klein- en achterkleinkinderen. Wesley en Judith,
bedankt voor de gezellige spellen avonden. Gelukkig hebben jullie samen een eigen huis
gevonden en ik weet zeker dat jullie van je nieuwe huis een gezellig thuis gaan maken.
Voor alle vragen rondom (duurzaam) verbouwen weten jullie me te vinden ;)

Mijn schoonouders wil ik bedanken voor de goede gesprekken, hulp bij de
verbouwingen en natuurlijk alle opvang van Lucas en Merijn. Zonder jullie hulp was het
niet gelukt om alles thuis draaiende te houden tijdens de afgelopen drukke jaren.
Natuurlijk wil ik ook Lotte en Damiano bedanken voor de gezelligheid en BBQs in de
afgelopen jaren. Verder wil ik Britt en JP nog bedanken voor de keren dat we bij jullie
hebben gegeten terwijl we thuis nog volop aan het verbouwen waren. Dat heeft het
combineren van verbouwen, hebben van jonge kinderen en onderzoek doen toch net even
iets prettiger gemaakt! Verder wil ik ook de geweldige buurtjes in Elsloo bedanken voor
hun interesse en het creéren van een super omgeving om zowel te wonen en te werken.
In het bijzonder wil ik René en Marina bedanken voor al hun tips over de tuin en de kippen,
Mariélle en Roger voor hun eerste hulp wanneer Lucas weer eens gevallen was, Debbie en
Dion voor de leuke spellenavonden en wil ik Robert en Sonja veel sterkte wensen samen.
Samen sta je sterk en een hechte woonomgeving maakt het leven zo veel prettiger of net
even iets dragelijker tijdens moeilijke tijden.

Tot slot wil me richten tot het thuisfront met Brenda, Lucas en Merijn als
belangrijkste reden om te kunnen relativeren tot wat er echt toe doet. Brenda, wat fijn
dat ik met jou al bijna 18 jaar mijn lief en leed mag delen. Naast je werk als universitair
docent aan de Universiteit Maastricht wist je toch altijd tijd vrij te maken om mijn
frustraties aan te horen of stukken door te lezen. Maar vooral het vertrouwen uit te
spreken om na mijn promotie een pad te kiezen waar mijn hart ligt. Ik weet zeker dat je
met jouw passie en inzet voor de bewegingswetenschappen een mooie wetenschappelijke
carriere in het verschiet hebt liggen. Lucas, ik ben ontzettend trots hoe jij de afgelopen
jaren bent gegroeid op school. Ik weet zeker dat je de beste Lego-bouwer van Elsloo bent

met al je fantastische bouwwerken. Jij bent een super lieve grote broer en hebt altijd
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goede ideeén voor papa om nieuwe dingen te bouwen van hout, maar vooral ook te testen
met je kleine broertje. En tot slot Merijn, het mooiste wat tijdens mijn promotie is
ontstaan. Je hebt al zo veel grote stappen gezet de afgelopen tijd waar ik, dankzij het vele
thuiswerken, erg van heb kunnen genieten. Met jou is thuiswerken elke dag weer een

(soms iets te gezellig) feestje. Bedankt!
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