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ABSTRACT

Objectives Enhancing the active involvement of clients
as co-researchers is seen as a promising innovation in
quality research. The aim of this study was to assess the
feasibility and usability of five qualitative instruments

used by co-researchers for assessing the quality of care
relationships in long-term care.

Design and setting A qualitative evaluation was
performed in three care organisations each focused

on one of the following three client groups: frail older
adults, people with mental health problems and people
with intellectual disabilities. A total of 140 respondents
participated in this study. The data comprised observations
by researchers and experiences from co-researchers,
clients and professionals.

Results Two instruments scored best on feasibility and
usability and can therefore both be used by co-researchers
to monitor the quality of care relationships from the client
perspective in long-term care.

Conclusions The selected instruments let co-researchers
interview other clients about their experiences with care
relationships. The study findings are useful for long-term
care organisations and client councils who are willing to
give clients an active role in quality improvement.

INTRODUCTION

Clients in long-term care receive care, support
or assistance for a long time or indeed perma-
nently, and are typically people with an intel-
lectual and/or physical disability, a mental
illness, or physical or mental frailty due to old
age. The quality of care relationships between
these clients and their care professionals
is important, as clients depend on profes-
sionals who provide the needed support for
a substantial period. Positively experienced
care relationships benefit the perceived
quality of care and quality of life of clients.
But the quality of the care relationship is not
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Strengths and limitations of this study

» The study resulted in two optimised instruments to
collect information and feedback from clients on
care relationships in long-term care with the active
involvement of co-researchers.

» Co-researchers were actively involved in the prepa-
rations, utilisation and evaluation of the qualitative
instruments.

» The perspectives of co-researchers, clients and pro-
fessionals were gathered and supplemented with
observations of the researchers based on a joint
interpretation framework to make an accurate and
comprehensive evaluation possible.

» The instruments were conducted and evaluated in
three care large organisations providing care to var-
ious client groups.

» Nevertheless, the manner of selecting care organ-
isations, clients and professionals using a conve-
nience sample is a limitation of the transferability.

always satisfactory for clients receiving long-
term care.”” A care relationship is dynamic
and several factors are likely to affect it, such
as trust,(’_8 continuity,9 19 the listening skills
of the professional'’ '* and equality.” 7 ' As
the client’s experience of a care relationship
is continuously changing, there are often
opportunities for improving the quality of
a care relationship.” '* Clients in long-term
care may therefore raise several points of
improvement.?” ' 1710

A growing number of quality improvement
initiatives focus on clientoruser experiences.17
Evaluating care from the client’s perspective
is essential for quality improvement as clients
are in a legitimate position for deciding to
what extent their needs and preferences are
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being met.'"® A promising way of including the clients’
perspective in quality improvement is through their
active involvement in quality improvement processes.
Participatory research methods are useful in identifying
improvement areas from real-life client experiences and
fostering a sense of partnership between the client inter-
viewers and clients as respondents.' Client involvement
is seen as essential for improving the quality of care and
changes the substantive outcomes.'®*’ As users of services
themselves and because of their own experiential knowl-
edge, clients may find it easier to interpret comments
from other clients and extract the most relevant themes
from a unique ‘insider’ perspective.”’ When participating
clients are positioned at the interface between clients and
professionals, they also may offer a genuine client perspec-
tive for understanding the data collected.” Client involve-
ment in quality improvement can thus lead to useful
areas to work on, empowerment of the clients involved
and an open climate in care organisations letting clients
express their preferences.” Nevertheless, the involve-
ment of clients as co-researchers in quality improvement
still remains rather rare, due to a lack of experience with
client participation.”’ No qualitative instruments have yet
been developed that clients can easily implement them-
selves. Giving clients an active role in the application of
generic quality instruments will increase their influence
on healthcare in general and is likely to benefit quality
improvement from a client perspective.

Qualitative research provides rich and meaningful
information about client experiences and enables
exploring and understanding their views.** As a specific
qualitative research approach, qualitative descriptions of
the experiences and perceptions of clients are an acces-
sible and valuable source to help professionals reflect on
their actions and behaviour, as well as often providing
an immediate picture of areas for improvement.” Qual-
itative research also lets professionals complement their
own perceptions with those of clients® and may derive
a deeper understanding of the clients’ perceptions
and corresponding meanings by offering concrete and
detailed examples.'”*"~*’ Common qualitative approaches
include narrative research focusing on life experiences
of individuals, phenomenology focusing on subjective
experiences and interpretations, case studies in which a
particular case is studied, and participant observation.**
Care organisations that rely solely on large-scale survey
data may overlook important nuances in how individual
clients experience care.” Professionals have suggested
that quality improvement needs to give useful direc-
tions for reflecting on their own practice and actions.”
Qualitative research is therefore useful for professionals
in helping them become more aware of the perspective
of a client and attuning them to the needs of individual
clients.”

Until now, qualitative instruments for improving the
quality of care relationships have been developed and
used solely for specific client groups and care settings.
Recently, however, two studies showed that the quality of

the care relationship between clients and professionals
is influenced mainly by generic determinants that are
broadly applicable to multiple client groups in long-term
care.”* These recent findings suggest that generic qual-
itative instruments for measuring the quality of care rela-
tionships may serve the various client groups and settings
in long-term care well. Using a generic instrument may
potentially facilitate the exchange of quality improve-
ment information between care settings and encourage
reflection and learning among care professionals serving
various client groups.

This study examines the feasibility and usability of qual-
itative instruments with the aim of finding the qualita-
tive instruments that can be used by co-researchers for
measuring the quality of care relationships in various
long-term care settings. The instruments will be evaluated
across the three main client groups in long-term care:
physically or mentally frail older adults (OA), people with
mental health problems (MH) and people with intellec-
tual disabilities (ID). The term ‘co-researchers’ was chosen
for those clients using the instruments, to emphasise the
joint collaborative research process and active role. In
this study, we evaluate existing qualitative instruments
that have been adjusted to measure the quality of care
relationships with co-researchers among long-term care
client groups. As the feasibility and usability of the qual-
itative instruments depends on the interplay of several
factors and actors involved, the process of evaluation
includes the perspectives of all actors (ie, clients, co-re-
searchers and professionals) to determine which of the
qualitative instruments work best, how and when (under
what conditions and for whom).** * The most feasible
and useful instruments can be used by clients involved as
co-researchers in long-term care, permitting clients them-
selves to take an active position in monitoring the quality
of care relationships and giving professionals an overview
of improvement areas as seen from the client perspective.

METHODS

This study concerns a process evaluation aiming to eval-
uate the feasibility and usability of five qualitative instru-
ments that can be used by co-researchers to assess and
improve the quality of care relationships in long-term
care.® A process evaluation describing the implemen-
tation process and the context is useful for indicating
whether the interventions were performed as planned,
by assessing the experiences of the researchers and co-re-
searchers, clients and care professionals involved.*” Co-re-
searchers implemented the instruments, independently
or with assistance of a supporting interviewer. The
five instruments were first tested and evaluated for the
selected client-group. The instruments thatscored highest
were then cross-tested in the other two client groups in a
smaller sample to investigate whether these instruments
could be used in the other two client groups as well.
See for more information the original study protocol.38
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This article is specifically focused on the feasibility and
usability of the evaluated qualitative instruments.

Study design and setting

Data were collected between March and November 2018
in three large long-term care organisations in the Nether-
lands selected by a convenience sampling technique. To
make sure a diverse group of clients would be included,
care organisations were selected that provide care to large
client populations with a diversity of recurring care needs,
that deliver both inpatient and outpatient care and that
comprise multiple locations.” The participating organ-
isation for mental healthcare (MH) treats about 30000
clients with long-term psychological and/or addiction
problems annually. This care organisation has 58 loca-
tions in the urban area around Amsterdam, including
12 clinics for both inpatient and outpatient care, and
3500 employees. The care organisation for physically and
mentally frail OA provides home care and residential care
at 35 locations in the province of Noord-Brabant (a rural
area in the Netherlands) for about 9900 unique clients
per year, of which 40% receive inpatient care and 65%
outpatient support (eg, cleaning, home care, day care and
case management). The care organisation providing care
for people with an ID assists 2375 clients a year spread
over 100 locations in the south-east of Noord-Brabant.
The support provided covers a wide range of care, from
24/7 intensive care to occasional support (eg, for living,
working, leisure time or day care).

Patient and public involvement

The co-researchers of the research teams were actively
involved in the preparations, utilisation and evaluation of
the qualitative instruments. The qualitative instruments
were implemented by five to six co-researchers from each
client group; their experiences were an important part of
the evaluation. Three research teams were formed with
co-researchers and researchers from every client group.
Co-researchers were current or former clients of the care
organisation in which the research took place. All were
adults with a fairly stable health status, able to travel short

distances, able to hold a conversation, read and write
at a basic level, and open to experiences different from
their own. Co-researchers had different educational and
socio-economic backgrounds, including more practical
focused occupations such as a butcher and a cashier in a
super market and persons who did not have a paid occu-
pation. Co-researchers were given training in interviewing
techniques that was tuned to the needs and wishes of the
co-researchers. Regarding the preparations, the research
team, including co-researchers and two researchers (AS
and NB or AB), discussed and adjusted the care relation-
ship questions that were based on an earlier study and
carried out preparatory activities such as setting up the
invitations for respondents. Each co-researcher partici-
pated in a training on the interviewing techniques and
structure of one type of qualitative instrument. Appoint-
ments for interviews and focus groups were made by the
researcher and the co-researchers started interviewing
respondents in the predesigned way. Some fundamental
support with interviewing or reporting was arranged if
necessary, particularly for the co-researchers of the ID and
OA teams. These co-researchers preferred to interview
clients with the help of a supporting interviewer or an
experienced co-researcher from the mental health team.
The research team gathered at work meetings to share
initial experiences about interviewing and cooperation.
In later work meetings, interview results, the summary
of findings and the final evaluation of instruments were
discussed and evaluated. For the analysis of the results,
co-researchers were expected to share their experiences,
give advice and participate in the discussions of the work
meetings. Results were summarised by the team and
communicated to the respondents to provide them with
general information on the study ﬁndings.39

Qualitative instruments

Five qualitative instruments were evaluated in this study
to assess whether they are useful for evaluating the quality
of individual care relationships between a client and a
professional in long-term care (see table 1 and online

Table 1

Descriptive information about the qualitative instruments

Name of instrument Research methods

Measurement results

Am | satisfied?
50-52

Open interview combined with
general ratings (Likert scores)

Clients about quality

515354 mirroring focus group

WIEK interview Open interview
55

Feedback consultation  (a) Focus group and (b) follow-up
meeting (1 month later)

(@) Narrative interview and (b)
storytelling meeting

Participatory narrative
inquiry
56

(@) Semi-structured interviews and (b)

Individual feedback on the care relationship for a specific
professional, including individual scores for one professional.
Professionals discuss their new insights in a team reflection
meeting

Individual feedback on the care relationship for a specific
professional; scores and supportive information
Individual feedback on the care relationship for a specific
professional

Feedback consultation, resulting in two formulated action
points for the ward

Anonymous stories used in a meeting with a group of

professionals, co-researchers and the client council to
identify areas for improvement

Scheffelaar A, et al. BMJ Open 2020;10:€033034. doi:10.1136/bmjopen-2019-033034

"1ybuAdos Ag paroarold
"CING |1 BueBin Bap 116 18%9101|q1qaSI9H e TZ0Z ‘€ YaJeN uo /wodfwg uadolway/:dny woly papeojumod 0z0z Arenigad €T U0 #E0EE0-6T0Z-Uadolwag/9eTT 0T Se paysignd 1suy :uado NG


https://dx.doi.org/10.1136/bmjopen-2019-033034
http://bmjopen.bmj.com/

supplementary appendix 1 for a more detailed descrip-
tion of the instruments). The WIEK instrument was
selected and evaluated for two client groups. The quali-
tative instruments were selected out of a total of 23 qual-
itative instruments inventoried by several stakeholders of
the sectors using a Delphi method (see online supple-
mentary appendix 2 for all inventoried qualitative instru-
ments).” ** *! Stakeholders included representatives of
care providers and branch organisations, co-researchers,
client or client council organisations with a nation-
wide scope and care organisations. These stakeholders
assessed the available qualitative instruments on several
criteria: corroboration, providing recommendations for
improving a care relationship, clarity and structure, appli-
cability of instruments in various client groups, validity
and reliability, and the extent to which clients are or could
be actively involved in implementing the instruments.
Each of the qualitative instruments has its own unique
properties and its own unique qualitative approach.
Each instrument is characterised by a specific qualita-
tive method of data collection (ie, open or semistruc-
tured interviews or narratives), the number and type of
respondents (clients, family members, care professionals)
present at the interviews, a specific person in charge of
data collection (co-researcher, care professional, indepen-
dent interviewer) and documentation. In two qualitative
instruments, data were collected through open interviews
with one client each time. One qualitative instrument
concerns focus groups with clients, professionals and the
manager of a ward, followed by follow-up meetings after
Imonth. Two qualitative instruments include multiple
methods, including individual interviews with clients and
a focus group. Three instruments provide improvement
information for individual care relationships, while the
results of other instruments can be used for improve-
ment opportunities at a more aggregated group level (ie,
team, ward or organisation level). For some instruments,

the co-researchers were also involved in converting the
results into recommendations for quality improvement.

The five qualitative instruments selected were already
being applied in some care organisations, but they were
initially aimed at measuring the quality of life or quality
of care more generally. The instruments needed some
adaptations to correspond to the purpose of the current
study, that is, to provide a picture of the quality of the
care relationship as experienced from a client perspec-
tive. The questions in each instrument were narrowed
down to determinants of the quality of a care relationship
based on the earlier findings of a systematic review and
qualitative research.”** Some instruments were modified
in advance to allow client participation by co-researchers
using the instrument. See for a more specified descrip-
tion of the adjustments of each instrument online supple-
mentary appendix 1.

Evaluation of the instruments
The evaluation concerned two phases, as shown in
figure 1. The first phase concerns the evaluation of two
instruments per client group, for which the instruments
were originally chosen in a Delphi study. In the second
phase, the instruments that scored best were cross-tested
in the other two client groups to examine whether these
instruments could be used in the other two client groups
as well.

The qualitative instruments were evaluated on two core
aspects: feasibility of the instrument and usability of the
instrument outcomes.

» [leasibility concerns whether or not those involved
(coresearcher, respondent and care professional)
can use the instrument appropriately. Two main topics
were addressed regarding feasibility:

- Is it possible for co-researchers, clients and pro-
fessionals to perform the intended roles? Are

) N —_
Intellectual Mental health Elderly Data
Phase 1 disability care care clal;e
Evaluation of (ID) (MH) (ID) Experiences of
2 instruments _ clients, co-
per client z Client about Feedback Am | satisfied researchers and
group 5 quality consultation care professionals:
o - Audio recorded
@ evaluation interviews
i~ WIEK interview WIEK interview Participatory with clients, co-
] narrative inquiry researchers and
= care professionals
- Audio recorded
team meetings with
Phase 2 -
2 . co-researchers
Cross- & Best instrument Best instrument Best instrument
. § MH D ID
evaluation E Researchers:
of best Z - Observation lists
: . o
instruments in 3 Best instrument Best instrument Best instrument
2 other client- & OA OA MH
groups m
Figure 1 Evaluation phases of the instruments.
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co-researchers able to perform the described pro-
cess of the instrument?

- Does the instrument fit the specific client group
(ie, physically or mental frail OA, mental health
clients or people with an ID)? Does the manner of
questioning of the instrument fit the respondents;
that is, are respondents comfortable answering the
questions asked, do they understand the questions
and are respondents not too exhausted afterwards?
Is it possible for clients to relate their experiences
in the designated way?

» Usability is defined as how well users (clients, profes-
sionals and managers) can use the instrument
outcomes. Questions that were answered were as
follows:

- Does implementing the instrument result in use-
ful information about the experienced quality of a
care relationship from a client perspective?

- Do the results of the instrument lead to concrete
areas for improvement, and are these improve-
ment areas clear so that professionals can make the
changes needed?

Specific suggestions for modifications of instruments
that came to the fore in the evaluation relating to feasi-
bility or usability were also included in the Results section.

The evaluation is based on two primary sources: the
experiences and perspectives of the stakeholders, and the
observations of researchers. Experiences and perspectives
of the following stakeholder groups were involved in the
evaluation of the qualitative instruments: co-researchers,
clients, care professionals and supporting interviewers
with interview experience. Moreover, all interviews and
group discussions were observed by a researcher (AS, NB
and AB) using an observation list applicable to the type
of instrument (individual interview or group interview).

This process evaluation was inspired by a realistic eval-
uation approach, based on the argument that evaluations
need to indicate what works, how, and under what condi-
tions and for whom.” ** Both actors and programmes
are rooted in a stratified social reality, resulting from an
interplay between individuals and institutions with their
own interests and objectives. Realistic evaluation helps
find out in which specific conditions the intervention
works and how. The accumulation of insights helps us to
assess whether interventions that proved successful in one
setting may also succeed in another setting and how. In
this project, however, it was difficult to build up a theo-
retical basis as most of the instruments were practically
oriented. Nevertheless, the assumptions about the mech-
anisms of each instrument were defined for each of them
beforehand.”

Data analysis

The three field researchers developed a common inter-
pretation framework by listening to the first two audio
recordings of interviews of an instrument individually,
filling in the observation list, and discussing similarities
and differences between their interpretations. Based on

the points discussed, the observation lists were adjusted
to create a final version for broader use. The completed
observation lists were analysed by the first author in
working meetings with the research teams and in a
number of reflection and discussion meetings among the
three field researchers (AS, NB and AB). In all, 18 audio
recordings were listened to and interpreted by a second
researcher to check the written notes made by the first
researcher and to see if they reached the same conclu-
sions. In all, 11 of these recordings of various qualitative
instruments were listened to and interpreted individually
by the three researchers and discussed thereafter in six
discussion meetings. The additions and notable differ-
ences in the observations were used as feedback for the
researcher concerned and increased the inter-researcher
reliability. The modified observation list is presented in
online supplementary appendix 3.

The evaluation data were collected and analysed in
an iterative process. Written materials including the
experiences of co-researchers, respondents and care
professionals and the completed observation lists were
analysed in the qualitative data analysis software program
MAXQDA in sub-themes for the core aspects of feasi-
bility and usability. Thematic analysis was used for iden-
tifying, analysing and reporting patterns within data. It
organises and describes a dataset in detail,” and is often
used to interpret various aspects of the research topic.** *
In contrast to many other types of qualitative methods,
thematic analysis is not inherently bound to a particular
theoretical framework. Instead, thematic analysis provides
a flexible and useful research tool from a realist account.
In our coding procedures, a stepwise analytic process was
followed as suggested by Braun and Clarke, starting from
familiarising coders with the data, to generalising initial
codes, searching for themes and reviewing themes.*

The data collected by implementing each instrument
were summarised for one client group, based primarily
on the experiences of stakeholders and observations of
the researchers. The findings were then discussed by the
three field researchers (AS, NB and AB). The final deci-
sion on the instruments was based on the totality of the
advice given by the co-researchers, experiences of respon-
dents, experiences of care professionals and the partici-
pant observations made by the researcher.

Participants and recruitment

The instruments were used in three client groups in long-
term care: people with mental health problems (MH),
physically or mentally frail older adults (OA) and people
with intellectual disabilities (ID). The aim was to recruit
at least 10 respondents for each instrument in phase 1,
and recruiting at least six respondents in phase 2 for
the cross-evaluation in the other two client-groups. For
instruments including a focus group, that is, feedback
consultation and participatory narrative inquiry—the
total number of respondents was expected to be higher
as these instrument types needed to be evaluated taking
into account group dynamics. Clients were selected from
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a convenience sample by their care professional on the
basis of the inclusion criteria and invited by letter to
take part in an interview or focus group. Nevertheless,
we aimed for variation with regard to relevant client
characteristics such as age, sex, ethnicity and inpatient
or outpatient care. We focused on clients who have had
weekly recurring contact with care professionals for at
least 3months. Clients received care in their own home
(outpatient) or within the care organisation in which they
reside (inpatient). Most clients received care at least once
every week, but the assistance for some outpatient clients
with long-term mental healthcare was more loosely
planned. Clients were aged 18 years or older, physically
and mentally able to take part, and able to communicate
verbally in Dutch. The instruments focused on the profes-
sionals clients speak to most often for assistance and
supporting or physical care (eg, care workers, personal
carers and nurses). We excluded other types of profes-
sionals, such as psychiatrists, medical specialists, general
practitioners, or those who provide care on a voluntary
basis. Participating departments were appointed by the
contact person of each care organisation, and informa-
tion was provided to professionals about the research
project and research aims. If required, the legal represen-
tatives of people with ID were asked for permission first.

Respondents received information about the scope of
the research project and gave verbal and written consent
for their participation. Respondents and co-researchers
were told they could always quit their involvement without
having to state a reason.

RESULTS

An overview of the general findings is provided in the
next section. Thereafter, the results for the three instru-
ments that were selected for the further evaluation were
reported comprehensively, starting with a short summary
of the general findings for each instrument followed by
the feasibility and usability for every client group.

Overview

After the first evaluation phase, three out of five instru-
ments were selected for further evaluation in all three
client groups: ‘WIEK interview’, ‘Feedback consultation’
and ‘Participatory Narrative Inquiry’.

The two instruments that did not pass the first evalua-
tion phase (‘Am I satisfied?’ and ‘Clients about Quality’)
were excluded because of their lower performance in
terms of feasibility and usability. In short, ‘Am I satis-
fied?” was not selected for the second evaluation phase
for three main reasons: (1) collaboration between profes-
sionals and co-researchers generally did not work out
well, (2) co-researchers and professionals had difficulties
performing their roles and (3) few areas for improve-
ment were yielded due to people giving socially desirable
answers.

‘Clients about Quality’ was not selected because of (1)
contradiction regarding the content of the instrument
(eg, multiple choice questionnaire vs open manner of
interviewing) and (2) the imbalance between the time
investment needed from clients (participating in the
interviews and the 2-hour mirror conversation) and the
lower usability of findings (as clients did not bring forward
new points for improvement in the mirror conversation,
possibly due to the presence of professionals). Detailed
results for these two instruments are included in online
supplementary appendix 4.

A summary of the evaluation findings for the five qual-
itative instruments is shown in table 2. Examples of the
results of the instruments that were further tested in phase
2 are included in the online supplementary appendix 5.

WIEK interview

General findings in various client groups

The WIEK instrument proved to be feasible for all three
client groups. In mental healthcare, the WIEK inter-
view was carried out independently by a co-researcher.
The co-researchers asked the questions and sometimes
explained the questions to the client. In the ID and OA
teams, an experienced co-researcher from the MH team

Table 2 Summary of findings

Phase 1 Phase 2
Client First Client Final
Instrument group Feasibility Usability selection group(s) Feasibility Usability selection
Am | satisfied? OA Low Low No - - - No
Clients about quality 1D Low Low No - - - No
WIEK MH, ID  High High Yes OA High Moderate Yes
Feedback MH High High Yes OA, ID ID: varies between ID: varies No
consultation co-researchers and  across groups
clients OA: low
OA: low
Participatory narrative OA Moderate High Yes MH, ID MH: high MH: high Yes
inquiry ID: high ID: high

ID, intellectual disability care; MH, mental healthcare; OA, older adults.
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Table 3 Descriptive data for the ‘WIEK interview’ instrument

No. co-researchers and supporting

Client group interviewers involved Respondents (n) Duration (mean, min)
Mental healthcare 3 10 37
Intellectual disability care 3 10 42
+1 supporter (MH team)
Elderly care 2 7 53

+2 supporters (MH team)

helped the co-researcher by asking questions and asking
probing questions, summarising the answers and drafting
a report. Fixed duos should preferably be used so that
the co-researcher and supporting co-researcher get used
to each other’s way of doing things. The results of the
WIEK instrument provide insights into the experiences
of clients about the care relationship with a particular
care professional and the areas of improvement identi-
fied can be used for working on this individual care rela-
tionship. The WIEK theme cards proved to be useful for
clients in choosing the topics to discuss and at the same
time provided assistance for the co-researchers in asking
questions regarding the chosen topics. The researchers
and co-researchers had the impression that the topics on
the theme cards were related and sometimes overlapped;
the examples and stories that clients wanted to share
fitted multiple theme cards. The individual approach of
the WIEK instrument suited all three client groups. An
improvement for the OA would be that the questions
could better be focused on the whole care team instead of
on a single care professional. General descriptive statistics
are shown in table 3.

WIEK: mental healthcare

Feasibility

The WIEK interview scored well on feasibility from the
perspective of co-researchers, clients and researchers.
Co-researchers were satisfied about their role and were
able to ask the questions, drill deeper and summarise the
answers. Making a report was felt to be challenging at first,
as coresearchers had to develop these skills gradually. To
facilitate this learning process, the first reports were read
by the observing researcher and debriefed and supple-
mented as necessary. The majority of clients were able to
answer the questions. From the observations, it appeared
that clients were well able to choose two theme cards and
talk about these topics, and most respondents enjoyed
the opportunity to choose. One client said at the end of
the interview that she did not understand two themes
and therefore did not pick those cards. The length of the
interviews was tailored to the concentration span of the
client; if an interview did not take long and the client still
looked energetic, co-researchers asked whether a client
wanted to discuss an extra theme card.

Usability
In seven interviews, the interview resulted in one or more
improvement areas. In six interviews, these improvement

areas focused on the professional and one focused solely
on the role of the client themselves. Co-researchers stated
that the WIEK theme cards worked well for discussing the
themes a client wanted to discuss. Professionals indicated
that the results were recognisable for them. The inter-
views that did not reveal any improvement areas could
nevertheless contain important information, for example
when the results confirmed the view of a professional
regarding the client’s wishes.

WIEK: Intellectual disability care

Feasibility

The WIEK interview was judged to be feasible for clients
with an ID. The observations showed that co-researchers
were able to perform their role with assistance of the
supporter. The co-researcher asked the questions and
sometimes explained the questions to the client. Co-re-
searchers appreciated the cooperation and role division
with the supporter. Co-researchers found the theme cards
with questions easy to use, and noted that the layout and
icons appealed to clients. In three initial interviews, there
was little coordination between the co-researcher and
assisting supporter, whereas in the following interviews
the coordination between the interviewers went well.
Clients liked to take part in an interview, understood the
questions and the length of the interview was not felt to
be too long. Sometimes, a question was difficult to answer
for a client. The professionals indicated that the use of
the instrument did not take much of their time and that
expectations were clear from the beginning.

Usability

In 8 of the 10 interviews, an area for improvement for
the care relationship with the professional was discussed.
In four interviews, the improvement concerned the
professional and in two other interviews the improve-
ment concerned the client. Two interviews resulted in the
improvement that trust needed to develop. Most profes-
sionals described the results as useful. Some interview
reports did not yield new insights or showed areas for
improvement that were already known.

WIEK: elderly care

Feasibility

Co-researchers in the OA team were able to perform
their role if they received appropriate support from an
experienced co-researcher. Co-researchers felt that the
cards gave them guidance in the interview. Clients were
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positive about the length of the interview and appreciated
it because they liked to share their experiences. However,
one main modification was needed to let the cards fit well
with the client group. The current questions on the cards
were focused on one care professional, but in practice
clients have contact with many care professionals. Clients
found it difficult to talk about a single care professional
and spoke almost automatically about the entire care
team. The recommendation is that the cards should be
changed from questions focusing on a single care profes-
sional to questions concerning the plural form 'care
professionals’, with feedback results for the entire team.
Another prerequisite is the support of an experienced
co-researcher who can properly ask questions, summarise
and simultaneously give the co-researcher space for input
and assist where necessary. According to co-researchers,
poor hearing on the part of respondents made inter-
viewing harder. Interviewing a couple was also experi-
enced as more difficult than interviewing an individual.

Usability

Four interviews resulted in one or more areas for
improvement for the care relationships. In three inter-
views, no improvement areas were mentioned. Two
clients mentioned another point of improvement that did
not concern contact with caregivers but quality of care
in general. According to the care professionals, the pres-
ence of the co-researchers encouraged clients to say what
bothers them.

Feedback consultation

General findings in various client groups

The feedback consultation helps understand the experi-
ences of a group of clients, and initiates a group process
in which clients and employees work on the two action
points formulated by clients. In mental healthcare, feed-
back consultations were carried out independently by
a coresearcher. In the ID and OA teams, an assisting
team member from the mental health team helped the
co-researcher keep to the structure to the meetings, ask
probing questions, let all clients have a say and summarise
the answers. The feedback consultation has proven to
be feasible for clients receiving mental healthcare, and
to a moderate extent for those with a mild ID. Feedback

consultation was not feasible in elderly care. The group-
oriented approach did not suit the client group well
due to reluctance to discuss areas for improvement in
the presence of professionals and the manager, as well
as because of hearing impairments. The co-researchers
could not perform the intended role and did not have
enough guidance from the open instructions and lacked
the experience to lead a group discussion. Moreover,
the action points were not perceived as useful by profes-
sionals in the elderly care. In contrast, the action points
formulated were felt to be useful by care professionals in
mental healthcare and by a majority of the professionals
in ID care. A recommendation for the writing task of the
manager was to write down (anonymous) examples under
each action point to give absent professionals a clearer
picture of what exactly was meant. General descriptive
statistics are shown in table 4.

Feedback consultation: mental healthcare

Feasibility

The feedback consultation was assessed as being feasible
in mental healthcare. Co-researchers conducted the
group discussions and follow-up meetings according to
the designated structure, asked questions, let all clients
have a say, clarified the questions when necessary and
summarised the experiences of clients. Co-researchers felt
that the group discussion worked best when a maximum
of eight clients participated so that attention could be
paid to all clients attending. Prioritising the discussion
topics was adapted to the group size. Clients were positive
about their participation. The observations showed that
the attention span and understanding of clients differed
considerably between clients and wards. As a result, the
group discussions differed in length and interaction
dynamics. Professionals stated that the time investment
was in proportion to the returns and they appreciated
the clear structure and the inclusive manner in which all
clients were involved by co-researchers.

Usability

Each feedback consultation provided, as intended, two
general action points focused on the entire ward. In
addition, several individual points for improvement were
discussed in each group discussion. After 4 weeks, some

Table 4 Descriptive data for the ‘feedback consultation’ instrument

Total number of respondents

Duration (mean, min)

No. of feedback Group Follow-up
Client group Co-researchers involved (N) consultations Group discussion Follow-up meeting discussion meeting
Mental healthcare 2 having experience with 4 34 clients 9 clients 56 27
leading group discussions 12 professionals 6 professionals
3 managers 3 managers
Intellectual 3 co-researchers 3 13 clients 3 clients 60 23
disability care +1 supporter of MH team 5 professionals 3 professionals
Elderly care 2 co-researchers 2 8 clients 2 clients 58 25
+2 supporters of MH team 1 member client council 2 professionals
3 professionals 2 managers
2 managers
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professionals reported they were still working on changes
and they needed more time, which explained why some
clients noticed little change concerning the action points
in the follow-up meeting. Two professionals stated that
periodic recurring feedback consultations could help the
continuous improvement cycle. One hindering factor
was that two managers cancelled the follow-up at the last
minute; some clients and co-researchers saw this absence
as a lack of interest and perceived importance. In addi-
tion, one professional had difficulty in reporting the
improvement points to employees as they were absent
during the feedback consultation.

Feedback consultation: elderly care

Feasibility

The feedback consultation was not feasible in elderly
care. Although the respondents felt at ease and under-
stood most questions, the group-oriented approach did
notfit this client group. A number of clients found it hard
to discuss areas for improvement because they preferred
to see themselves as satisfied people and were not used to
thinking critically about the care they received. Similarly,
some clients had difficulties in prioritising themes, partly
because the themes concerned areas for improvement.
The focus on improvement areas and sharing issues in a
group seemed to raise the threshold for sharing improve-
ment suggestions and led to socially desirable answers.
The hearing impairments of some clients also appeared
to be a major barrier to having a smooth conversation. In
both feedback consultations, the co-researcher did not
have the intended role, that is, asking questions. One
co-researcher was steering by talking a lot about his own
experiences, whereas others were listening quietly. The
co-researchers did not have enough guidance from the
open instruction and did not have enough experience in
leading a group discussion. The collaboration between
the co-researcher and the supporting co-researcher
(from the mental health team) was not entirely satis-
factory in the two feedback consultations because the
co-researchers still needed to get to know each other’s
characters.

Usability

Each feedback consultation resulted in two action points,
but care staff deemed these to be not really useful as all
four action points were already known before the feed-
back consultation took place. Two action points were
already passed on by clients and had been worked on
by professionals. The other two action points were more
about attention for clients by professionals if more money
or time was available, but professionals did not think
this was realistic. The co-researchers noticed that many
of the clients were totally satisfied with the care contact
with professionals. Moreover, co-researchers noticed that
professionals did not change anything in response to the
points for improvement, nor were the action points made
clear for the clients.

Feedback consultation: Intellectual disability care

Feasibility

For clients with an ID, the feedback consultation was
assessed as being moderately feasible. In two feedback
consultations, the collaboration and roles of co-re-
searcher and supporter worked well. In one feedback
consultation, the collaboration and role division did not
work well as the supporting interviewer helped too little
with interviewing and co-researchers became stressed
and therefore contributed little. Moreover, the internal
communication between professionals was insufficient, as
the professionals on duty did not know that the feedback
consultation would take place. In general, clients liked to
talk about their experiences and appreciated the possi-
bility of choosing the themes for discussion. Most clients
felt positive about the duration of the feedback consulta-
tion, although two clients thought it took too long. Only
a small group of clients could participate in this instru-
ment, as it is only appropriate for people with a mild ID,
and relatively high intellectual and communication skills
for interacting in groups.

Usability

Each feedback consultation resulted in two action
points. The professionals in two feedback consultations
thought that all action points were worth working on. In
the feedback consultation that went less well, two action
points did not concern the care relationship or were too
generally formulated (according to the professionals).
The follow-up meetings showed that professionals and
clients worked on the action points in a very different
way: from very active—weekly work on the group during
mealtimes—to only discussing in the team and no further
changes made. Presenting the action points on a visible
site encouraged active follow-up of action points.

Participatory narrative inquiry

General findings in various client groups

Participatory narrative inquiry proved to be feasible for all
three client groups. The combination of individual inter-
views and a story meeting allows different client groups to
participate. Co-researchers noticed that the theme of the
interview was left open and clients could choose which
story they wanted to share. Due to the anonymous nature
of the stories collected, the results are useful for reflec-
tion and learning by a large group of employees of a care
organisation. The active contributions of co-researchers
increased the commitment of professionals to work on
the findings. Co-researchers also noticed that the stories
created awareness among employees. However, interest
and time are mentioned as conditions for letting profes-
sionals join in the reflection meeting. Some clients had
difficulties answering some additional closed questions
for interpreting the shared experience. One possibility
for making the interview more easily accessible would be
to remove these questions and write the answers after the
interview by co-researchers. General descriptive statistics
are shown in table 5.
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Table 5 Descriptive data for the ‘participatory narrative inquiry’ instrument

Total number of respondents

Duration (mean, min.)

Group Group Reflection
Client group No. of co-researchers involved Interviews meeting Reflection meeting Interviews meeting meeting
Elderly care 8 9 clients 6 clients 12 professionals 47 120 90
1 manager
Mental 4 6 clients 6 clients 9 professionals 38 70 90
healthcare 1 manager
Intellectual g 6 clients 5 clients 6 professionals 40 63 95

disability care +2 supporting co-researchers

from MH team

1 quality employee

Participatory narrative inquiry: elderly care

Feasibility

Co-researchers asked most of the questions, but it was
difficult for them to ask more probing questions to clarify
the open story of the client. In some interviews, they used
a number of directing questions, for example by making
comparisons between the situation of the client and their
own. The role division in the workshop and the story
meeting led by a moderator was adjusted so that co-re-
searchers performed the roles as they wished. Most co-re-
searchers used the audio recording option and did not
write down the narrative of a client themselves. Clients
had difficulties in answering four of the nine additional
questions. The instrument was evaluated as feasible if two
modifications to the instrument were taken into account.
First, based on the observation and the co-researchers,
the recommendation was to change the four additional
questions. Second, some co-researchers need assistance
in formulating and asking drill-down questions. In the
interviews, the researcher performed this role several
times, without this being intended in advance. It would be
helpful if a supporting interviewer could help the co-re-
searcher ask more in-depth questions and report on the
answers.

Usability

After the story meeting, professionals indicated that
useful points for improvement emerged from the client
stories, including some that were previously unknown to
them. The rich and personal description in a narrative
worked well to show the clients’ perspectives on the care
relationships with professionals. A total of 13 narratives
showing improvement areas were selected from a total
of 20 narratives. In four interviews, one or more narra-
tives with improvement areas were collected; six narra-
tives with areas for improvement were discussed in the
group meeting. Commitment among professionals for
the improvement areas as formulated in the meeting was
seen as a precondition for real change.

Participatory narrative inquiry: mental healthcare

Feasibility

The interviews and storytelling were easily feasible
for co-researchers in mental healthcare. They devel-
oped their skills and techniques during the interviews.

Co-researchers also had an active role at the reflection
meeting. Clients felt that the length of the interviews
was fine, and they favoured being interviewed by a co-re-
searcher who understood them well. Some of the addi-
tional questions were modified based on the results of
the evaluation in elderly care. For two clients receiving
mental healthcare, it was still difficult to give a specific
example in the open part of the interview, and four of the
six clients found it difficult to give a name or add a theme
to their story.

Usability

Co-researchers selected nine useful stories from the
interviews and stories meeting for the reflection meeting
from the 17 stories collected. The other stories contained
positive experiences or ambiguities. According to the
professionals, the improvement themes were useful and
recognisable, and showed a cross-section of the client
population. They also indicated that the stories high-
lighted care relationships from a different angle, that is,
from the perspectives of clients. The active contributions
of co-researchers increased the commitment of profes-
sionals to work on the findings. Co-researchers noted that
the stories created awareness among employees.

Participatory narrative inquiry: Intellectual disability care
Feasibility

The interviews and storytelling group meeting are well
feasible for co-researchers with ID when assisted by
another co-researcher. The supporting co-researcher
from mental healthcare was partly responsible for asking
probing questions, for assisting the co-researcher when
necessary and for summarising and writing down the
answers. Clients were positive about the interviews and
their length. Even if a story became less concrete, it some-
times contained an area for improvement for profes-
sionals. Three clients of the six found it difficult to come
up with a title for the story, and some clients have difficul-
ties with one of the questions.

Usability

A total of 11 out of 17 stories were selected by the co-re-
searchers for the reflection meeting to reflect on. Profes-
sionals found the stories recognisable and useful to reflect
on, and they stated that professionals need both interest
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and time if they are to come to the reflection meeting in
which concrete improvement actions are formulated.

DISCUSSION

This study aimed to select qualitative instruments that
can be used by clients as co-researchers to measure the
quality of care relationships in long-term care. Five qual-
itative instruments were evaluated for three large client
groups in long-term care. Findings of this study suggest
that the two instruments “‘WIEK interview’ and ‘Participa-
tory Narrative Inquiry’) can be broadly implemented by
co-researchers in long-term care to monitor the quality of
care relationships from a client perspective. For the study
purposes, existing instruments were modified to make it
possible for clients as co-researchers to interview other
clients about their experiences with a care relationship.
The two instruments may serve the aims of care organisa-
tions to give clients an active role (in quality improvement
initiatives) in monitoring the quality of care relationships.

Both instruments have their own characteristics and
aim to map out the quality of the care relationship from
a client perspective. The WIEK interview is meant for
evaluating or monitoring the quality of an individual
care relationship, and reflecting on the individual
client—professional relationship and aspects that can
be improved. Participatory Narrative Inquiry, on the
other hand, provides a collection of anonymous stories
that show areas for improvement that are important
to most clients. A group of professionals can reflect on
the themes emerging from the client stories, and may
formulate actions for their own team or organisation.
This instrument targets the client-professional relation-
ship at the team level. The two instruments are therefore
complementary and care organisations may choose the
instrument that best corresponds to their need for quality
assessment and the level of results (ie, the individual or
group level). The common success factors for application
are the clarity and easy-to-use structure for co-researchers,
the open and in-depth approach to addressing client
experiences, and the small-scale, personal setting. Both
instruments are comprehensively described in a toolbox
to enable broader use in the future.

In this study, co-researchers with different strengths,
skills and characters performed the qualitative instru-
ments. To make their participation meaningful, roles and
task divisions in the qualitative instruments need to be
adjusted to the capacities of individual co-researchers.
This was achieved by providing co-researchers with an
option to conduct the interviews with a supporting inter-
viewer who helped asking probing questions, summarised
the results, made notes of the experiences and wrote a
small report afterwards. Consequently, a variety of co-re-
searchers were able to perform the instruments. At the
same time, not all clients will be able to perform the role
of interviewer in the selected qualitative instruments.
Selective recruitment of co-researchers with the neces-
sary skills and providing interview training is therefore

needed to safeguard clients against bad interview experi-
ences and to yield useful outcomes. Moreover, coordina-
tion and support during interviews requires a substantial
amount of time.

Working with clients as co-researchers showed the
following benefits. First, clients are more willing and
able to express and share their experiences, wishes and
needs with a co-researcher. Second, client participation
in quality improvement is hereby made obtainable for
a relatively large and diverse group, not only the client
group in which client participation is most advanced at
the moment. Third, it permits and encourages the inter-
change between co-researchers of different client groups,
with the advantage that co-researchers can use each
other’s experiences and even provide each other with
practical support in using the instruments.

Regarding the study design, it could be questioned
whether the client group setting in which an instrument
was implemented during the first evaluation phase influ-
enced the selection of instruments for the second phase.
We tried to diminish this chance by not strictly retaining
the criterion of selecting one instrument in one client
group. In the mental health setting, two instruments
showed promising results; both instruments were there-
fore selected for the second evaluation phase. The main
reasons for not selecting the instruments ‘Am I Satisfied?’
and ‘Clients about Quality’ for the second evaluation
phase concerned the design characteristics of the instru-
ments, such as the presence of care professionals during
data collection or the structured nature of the instru-
ment, rather than client group characteristics.

An issue of concern regarding the implementation of
the instruments is whether care professionals will regard
the quality improvement suggestions brought forward by
co-researchers as useful and supplementary to their own
perspectives. Initial reactions from professionals showed
that they were in fond of an active role for clients in quality
improvement initiatives pursued by the instruments eval-
uated in this research. At the same time, a recent study
focusing on client participation in inspectorate supervi-
sion in long-term elderly care homes showed that inspec-
tors eventually ignored the information from ‘experts by
experience’. The inspectors only illustrated their own
report findings with notes made by the people with prac-
tical experience, but they did not use new experiential
knowledge if it was not reflected in other data.** It was
hard for the inspectors to value the experiential knowl-
edge that clients brought in as equal to their own. Itis an
interesting topic for future research if care professionals
intend to take the areas for improvement seriously and if
they want to work on improving the situation in practice.

Another attempt at quality improvement does not
guarantee that the desired changes are actually achieved.
Success depends not only on performing the instrument
as intended but also on a number of general conditions
that must be met, such as endorsement and commitment
to the instrument application and outcomes by clients,
professionals and management. Moreover, the instrument
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is not implemented in isolation: the context reshapes and
affects the instrument outcomes as well. And ‘even where
an intervention itself is relatively simple, its interaction
with its context may still be highly complex’.*” Whether
change is achieved by the instrument or not is related to
these kinds of general conditions and contextual factors.
It makes measuring real effects and changes in profes-
sional behaviour after the application of a qualitative
instrument hard to get a grip on.

An important factor regarding the context of care
that requires specific attention is the national quality
frameworks for specific client groups, that is, disability
care,"® home care’” and nursing home care.* The quality
frameworks underline the importance of reflection
on quality improvement regarding client experiences
and the involvement of clients in quality improvement.
However, quality frameworks often provide quantitative
sets of criteria and put high demands on quality instru-
ments that can be hardly accomplished by qualitative
instruments carried out by co-researchers. For example,
the quality framework for ID care requires that all clients
of a care organisation are questioned with the preferred
instrument, and content validity and reliability require-
ments are operationalised quantitatively. In a Dutch essay
entitled ‘About the new rules, obedience and prudence’,
Baart criticises the way in which the complex reality is
reduced into simplified, inflexible and uncompromising
protocols and quality frameworks. He argues that profes-
sionals need to make independent reflections and moral
judgements if they are to be able to provide high-quality
care. Professionals must be permanently assisted and
helped to freely perceive, critically interpret and substan-
tiate how care can be best provided. This could best be
done on the spot and in the moment.*” The two instru-
ments selected by this study could help professionals
to reflect open-mindedly on the everyday and complex
realities by providing in-depth quality information from
a client perspective. The extent to which care organisa-
tions will use the instrument findings, largely depends on
the way care organisations define and operationalise the
quality frameworks and whether the instruments corre-
spond to the formulated vision of a care organisation.

Strengths and limitations

Some strengths and limitations can be identified
regarding the study design and content. One strength
is the data triangulation achieved by including multiple
perspectives in the evaluation. The perspectives of co-re-
searchers, clients and professionals were gathered and
supplemented with observations of the researchers to
make an accurate and comprehensive evaluation of the
studied instruments possible. Another strength of the
study was the active collaboration between co-researchers
and researchers in carrying out the study, which made it
possible to conduct this study and select the most prom-
ising instruments. Moreover, existing instruments were
modified and then used in this study to take advantage
of instruments that were already developed and utilised.

Unfortunately, however, the quality and utility of most
instruments had not been previously investigated or
published in academic literature.

The instruments were evaluated for clients receiving
long-term care who are able to talk about their own
experiences. Other clients were excluded, such as clients
with sere ID or advanced dementia. In long-term care,
clients’ capabilities are diverse. For the study purposes,
existing instruments were adjusted to enable clients
as co-researchers to interview other clients about their
experiences with their care relationships. Although the
co-researchers participating in the three teams were quite
diverse, the number of co-researchers was limited which
might possibly influence the generalisability of the study
findings. The role division mustalways be decided together
with the co-researchers involved. For purposes other than
measuring care relationships and with other actors such
as care professionals carrying out instruments, alternative
instruments may be more appropriate. Furthermore, the
number of improvement areas mentioned in the inter-
views of each instrument was described as an indicator
of the usability but needs to be interpreted with some
caution as these are related not only to the characteristics
of the instrument but also to the satisfaction levels of the
clients interviewed.

The instruments were conducted and evaluated in
three large care organisations providing care to various
client groups. A total of 140 respondents participated in
this study, with a minimum of 10 respondents for each
instrument. Although clients in long-term care are diverse
and each person and interview was unique, specific
strengths and restrictions appeared regarding the feasi-
bility and usability of the instruments evaluated, and satu-
ration of the instrument findings was reached. However,
the results of the current study are limited to the Dutch
context. In other countries, the quality of care relation-
ships is reported to be not optimal yet everywhere.” *°
Therefore, the qualitative instruments might be poten-
tially profitable in other countries as well. To what extent
the qualitative instruments could be useful in other coun-
tries could be topic for further research. Future research
might show the dynamics of organisational features and
cultures of other care organisations and their influence
on the implementation, results and contributions of the
instruments.

CONCLUSION

Based on this process evaluation, two out of five quali-
tative instruments evaluated can be performed by co-re-
searchers to measure the quality of care relationships in
long-term care: the WIEK interview and Participatory
Narrative Inquiry. These two instruments scored well on
both the feasibility and usability of the results. The selected
instruments allow clients as co-researchers to interview
other clients about their experiences with care relation-
ships in long-term care. The study findings are useful for
long-term care organisations and client councils who are
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willing to involve clients actively in quality improvement,
thus making the client perspective visible in both the
content and the process of quality improvement.
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