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SAMENVATTING

Inleiding: Om cliéntparticipatie te vergroten is een effectieve communicatie
tussen de cliént en zorgverlener noodzakelijk. De Vertelkaart is ontwikkeld
ter verbetering van deze communicatie in het ziekenhuis, maar tot op heden
nog nooit getest bij oudere cliénten in het verpleeghuis.

Onderzoeksvragen: Wat is de aanvaardbaarheid van de Vertelkaart
vanuit het perspectief van somatische cliénten en verpleegkundigen/verzorgenden
in een verpleeghuis? Wat zijn inhoudelijk de wensen die somatische ver-
pleeghuis cliénten invullen op de Vertelkaart?

Methoden: Een kwalitatieve haalbaarheidsstudie is van december 2015
tot en met juli 2016 uitgevoerd. Een somatische afdeling in een verpleeg-
huis in Nederland werd benaderd voor deelname. Alle cliénten en verpleeg-
kundigen/verzorgenden die bereid waren om deel te nemen aan de studie
werden gevraagd deel te nemen. Data werd verzameld door middel van
2 focusgroep gesprekken met verpleegkundigen/verzorgenden (n=11) en
think-aloud interviews met somatische cliénten (n=11). Data werd geanaly-
seerd met een thematische analyse.

Resultaten: De resultaten van de focusgroep toonde aan dat de Vertel-
kaart verschillende belemmerende factoren voor verpleegkundigen/verzorgenden
had, zoals financiéle beperkingen en gebrek aan tijd. Voor cliénten waren
er voornamelijk beperkingen in schrijfvaardigheden en leesvaardigheden,
die het gebruik nadelig beinviloeden. De bevorderende factor was dat de
Vertelkaart ondersteunend zou kunnen zijn in het bespreekbaar maken van
de wensen van de cliént. Alle verpleegkundigen/verzorgenden en ongeveer
een derde van de cliénten hadden de intentie om de Vertelkaart te gebrui-
ken. Ongeveer een derde van de cliénten wilde geen regie hebben in de
zorg en gaven aan geen wensen te hebben om te vermelden op de Vertel-

kaart. Andere wensen waren gerelateerd aan basiszorg of activiteiten.
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Conclusie: De Vertelkaart is beperkt aanvaardbaar in een somatisch
verpleeghuis.

Implicatie: Verpleegkundigen/verzorgenden moeten aansluiten bij het
niveau cliéntparticipatie dat de cliént wenst. Verder onderzoek is nodig naar

de rol van de cliént en verpleegkundigen/verzorgenden hierin.

Kernwoorden: Vertelkaart, Cliéntparticipatie, Somatisch, Verpleeghuis,

Communicatie.
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ABSTRACT

Introduction: Effective communication between nursing staff and clients
is inevitable. The Tell-us card is developed to improve this communication
in hospitals. However, it has not been tested on older clients in nursing
homes.

Research questions: What is the acceptability of the Tell-us card from
the perspectives of somatic nursing home clients and nursing staff? Which
content will be reported on the Tell-us card by somatic nursing home clients?

Methods: A qualitative feasibility study was conducted between De-
cember 2015 and July 2016. All nursing staff and somatic clients of a se-
lected somatic ward of a nursing home in the Netherlands who had the
willingness to participate in this study were invited. Data was collected from
2 focus groups with nursing staff (n=11) and think-aloud interviews with so-
matic clients (n=11) and analysed using a thematic analysis.

Results: The Tell-us card had several barriers like financial strains and
time restrictions for nursing staff. Writing and reading disabilities were the
main barriers for clients to use the Tell-us card. However, the Tell-us card
could support clients and nursing staff to start a conversation about her/his
needs and wishes. All nursing staff and approximately one third of the
clients have the intention to use the Tell-us card in practise. One third of the
clients do not want to participate in the decision making process of nursing
care and will report no wishes on the Tell-us card. Other reported wishes
were related to fundamental care, or do activities.

Conclusion: The acceptability of the Tell-us card is limited in daily nurs-
ing home practise.

Implications: Nursing staff have to implement client participation on a
level that is desired by the clients. Further research is recommended to in-

vestigate the role of clients and nursing staff to enhance client participation.
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INTRODUCTION

Over the past few decades client centred care has become an increasingly
important concept in elderly care’?. Although there are many definitions
of client centred care, in all available definitions the client has the central
role in care and in communication between the nursing staff (nurses and
nursing assistants) and client'™. Literature states that client centred care
results in an enhanced participation of the client in daily care?3. The goal
of client participation in healthcare is to use the unique expertise of clients
in the decision making process of their care and treatment, to increase the
quality of care and optimise their independence and functional health?35.
Since 2012, client participation is acknowledged as important compe-
tence in the Dutch nursing professional profile®. The goal of nursing has
become to support and stimulate clients autonomy and self-sustainability®.
Therefore, nursing staff needs to know what the individual clients’ needs
are, to enable them to improve their autonomy and participation in care™.
Communication between nursing staff and client about his/her wishes and
needs are thus inevitable'3%-8. The process of collective decision making
about how and when nursing care takes place, is defined as goal setting and
supports client participation”-8. It is stated that empathy and behaviour of
nursing staff are important components to improve this communication be-
tween nursing staff and clients'34°. Feeling accepted, respected, treated
seriously and sharing information are the most important concepts for clients
to be a partner in daily nursing care’419. Encouraging client participation
in decision-making processes can make a significant positive impact on
clients’ sense of control of their own life31%11 Unfortunately, communi-
cation skills of nursing staff to treat the client as a partner in care are often
limited'%:2, Due to insufficient communication, clients can feel abandoned

and choose a passive role in daily care, which can resultin a loss of self-care
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abilities™©.

Improving the communication between nursing staff and clients in daily
practice is complex, because both nursing staff and clients have to change
their communication behaviour'?13. A tool can help to improve these com-
munication skills and apply client participation in daily practise®'4. Several
tools are available to improve client participation in various healthcare set-
tings*°14-16_ One of these available tools is the Tell-us card*(Appendix A).
The Tell-us card is developed in a Swedish hospital and aims to improve
client participation and communication between nursing staff and clients in
hospitals*. On the Tell-us card clients can report the items that are impor-
tant for him/here during daily care to optimise their quality of life. However,
the Tell-us card has not been tested on older clients. This study will be a
first exploration of the acceptability of the Tell-us card in a somatic nursing
home ward from the perspective of nursing staff and clients. Acceptability
is one of the eight areas of feasibility and contains the elements suitabil-
ity, satisfaction, or attractiveness to program deliverers or recipients of the
intervention”. This study will also explore the content of the clients’ need
that as reported by somatic nursing home clients on the Tell-us card. The
achieved knowledge of this study can be used to further develop the Tell-us

card for nursing home clients.

Research Questions

Primary: What is the acceptability of the Tell-us card from the perspectives
of somatic nursing home clients and nursing staff?
Secondary: Which content will be reported on the Tell-us card by somatic

nursing home clients?

METHOD
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Design

A qualitative feasibility study was used to test the acceptability of the Tell-us
card'3. The guidelines for conducting qualitative studies established by the
Consolidated Criteria for Reporting Qualitative Research (COREQ) were
followed'®. This study was embedded within the communication part of the

larger project entitled Basic Care Revisited of ZonMw°.

Participants

The study was conducted between December 2015 and July 2016 in a con-
venience selected somatic ward of a nursing home, in the Netherlands.
The study sample consisted of all nursing staff (level 1-5) and all clients
who were working or living on this somatic ward, and had the willingness
to participate in this study. In Dutch nursing care, there are 5 qualifica-
tion levels scaled from 1 to 5, wherein 1 is the lowest qualification level
(auxiliary nurse) and 5 the highest (nurse)?°. The estimated sample size is
set to a minimum of 10 nursing staff and 10 somatic nursing home clients,
which is a general accepted amount?'. Clients with cognitive impairments
and clients unable to communicate in Dutch were excluded from this study.
Furthermore, nursing staff with a working experience less than 1 year or
only working night shifts were excluded from this study, because of the lim-
ited knowledge of the daily nursing activities. The researcher (LL) received
a listincluding 16 eligible nursing staff members and 29 eligible clients from
the team leader of the somatic nursing home ward. The researcher that
assessed the clients was not involved in client’s care. The researcher ap-
proached the nursing staff during a scheduled job meeting and provided
information about the study. Afterwards eligible nursing staff was invited to
participate in the study by email with an attached informed consent form and

letter with information about the study. Eligible clients were invited by the
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researcher and received verbal and written information about the study and
an informed consent form. Of the eligible respondents, 11 clients (38%)
and 11 nursing staff members (69%) had the willingness to participate in
this study and signed informed consent. Some clients who did not want to
participate in this study, gave voluntary (a combination of) the following rea-
sons: everything is perfect in this nursing home (n=7), were too busy (n=2),
have no need (n=3) or achieve no gain by participating in this study (n=2).
The remaining clients (n=5) and nursing staff (n=5) gave no reason for not

participating.

Data Collection

To explore the perspectives of nursing staff and clients on the acceptability
of the Tell-us card and the content that clients will report on the Tell-us card,
data was collected from focus groups with nursing staff and think-aloud in-

terviews with somatic nursing home clients.

Focus Groups With Nursing Staff.

The focus group took place in a private room that was big enough to con-
tain all participants in a semi-circle and was audio taped??2*. The focus
groups were divided into two sessions, because a group with six partici-
pants increases the opportunity for participants to tell their opinions about
the presented topics and generate sufficient interaction?2. The interaction
in the focus groups could result in rich details about the perspectives of the
nursing staff23:24.

Both focus groups were facilitated by the executive researcher (LL) and
assisted by the principal researcher (SZ). The assistant facilitator (SZ) sup-
ported the facilitator if necessary and took observational notes?224. An ex-
ternal researcher (MM or MO) observed the focus group session and partic-

ipated in the subsequent reflection. Due to the explorative character of the
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study, it was expected that the researchers had no influence on the results
of the focus group by facilitating them. But to reduce any risk of bias, the
researchers used the process of bracketing?24.

The focus groups were guided with a topic list (Appendix B ). The top-
ics were, suitability, intention to continue use in practise, and fit within the
organisational culture, and originate from outcome measures for accept-
ability of Bowen et al.'” to increase the validity of the study?*. The focus
group started with handing over the Tell-us card (Appendix A) and a short

instruction film about the use of the Tell-us card.

Think-Aloud Interviews With Somatic Clients.

The think-aloud interviews were taken in the room of the client, where clients
could tell honestly and anonymously their perspectives. This safe and rel-
atively quiet area is important to receive the true thoughts of the client?*.
Clients were asked to think-aloud during the interview, which could encour-
age clients to tell their perspectives on the topics and resulted in rich data?*.
The think-aloud interviews were audio taped and guided with a topic list (Ap-
pendix C). The topics were satisfaction, intention to continue use in practise
and suitability and originate from the same outcome measures for accept-

ability of Bowen et al.’.

Data Analysis

To allow adaptations, data analysis started after the first three think-aloud
interviews and the first focus group session. Based on this analysis, there
were no adjustments made in the interview guide?2. Subsequently, the sec-
ond focus group and the remaining think-aloud interviews were conducted.

Data from the focus groups and the think-aloud interviews were sepa-
rately analysed using the principles of the qualitative thematic analysis by

the researcher (LL)?°. The analysis started with listening and transcribing
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the audio records of the focus groups and the think-aloud interviews. Next,
the written transcriptions and the additional notes were reread to become
familiar with the data®>2%. Subsequently, interesting fragments were iden-
tified and labelled with an open code. The initial codes were then analysed
and combined into themes and sub-themes with axial coding. Next, these
themes were reread and refined to a final set of themes. In the last step,
these themes were named and described in the sense of the research ques-
tion?5 (Figure 1). To organise this complete analysis process the software
Nvivo version 11.1 was used.

During this analysis process, theoretical and reflective notes were taken
to increase theoretical thinking, monitor the process, and increase the qual-
ity of the study?%2%. Furthermore, the analysis of the think-aloud interviews
and focus groups was randomly checked by the principal researcher (SZ).
If necessary the codes and themes were discussed until consensus was

reached.

Ethical Considerations

This study was non-invasive for clients and nursing staff of the somatic ward
of a nursing home according to the Medical Research Involving Human
Subjects Act (WMO)?’. Nursing staff and clients provided written informed
consent before they participate in the study. The study was conducted ac-
cording to the principles of the declaration of Helsinki, version 64 WMA Gen-
eral Assembly, Fortaleza, Brazil, October 201328 and to the Dutch Personal

Data Protection Act (Wbp)?°.

RESULTS

Lamerikx Acceptability of the tell-us card 30-06-2016
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The Acceptability Of The Tell-us Card

The results of the primary research question are separately presented for
nursing staff and clients, according to the outcome measures for accept-

ability!7.

Nursing staff.

The two focus groups were held with 5 and 6 nursing staff members and
lasted 60 and 61 minutes. The age of the focus group participants ranged
between 24 and 63 years (mean 47.5). The years of working experience
ranged between 4 and 40 (mean 17.2). All participated nursing staff had an

education level of 3 or 4.

Suitability.

The suitability of the Tell-us card is affected by several experienced bar-
riers and facilitators by the nursing staff (Table 1). To improve this suitability,
nursing staff advised to adjust the Tell-us card.

The mostimportant barriers were financial strains and time restrictions to
use the Tell-us card in daily practice (Box 1), and the expectation of nursing
staff that a lot of clients will refuse the Tell-us card and will report 'every-
thing is perfect’ (Box 2). Furthermore, nursing staff expected that not every
wish of the client could be fulfilled and it can be difficult to prevent false

expectations.
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Box 1

‘Looking to the expected time for using this card in practice. Then
my thought goes out to healthcare savings. So, you have a lot
of work with less nursing staff and have to provide good care.
Then this becomes a new task, which takes extra time. Someone
needs time to conduct this in daily practice. So I think this will be

a barrier.’ (Focus group 1)

Box 2

"Clients do not want to use more forms ... and perform tiresome

tasks’ (Focus group 2)

Important facilitators were, the Tell-us card could support clients and
nursing staff to start a conversation about his/her needs and wishes, it will
support client centred care and it could give support to repair and prevent

that clients become institutionalised (Box 3).

Box 3

I think, this Tell-us card will trigger clients to think about their
needs. Because currently | notice, we have many clients who

have become used to a fixed structure.’ (Focus group 2)

Nursing staff advised to adjust the Tell-us card to improve the suitability
in somatic nursing home clients. The current card had too small letters, too

much text, and was unattractive (Box 4).
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Box 4

it looks like it is fit for the shredder’ (Focus group 1)
it is a paper that easily disappears with the newsletter on the ta-

ble’(Focus group 2).

Nursing staff thought it was better to give the client one compact card
with short sentences on one side of the card and give only in the beginning
an extra form with explanation of the card. The current text was to difficult
for somatic nursing home clients. Both focus groups would change the text
on the Tell-us card as shown in table 4. Last, nursing staff thought the
Tell-us card has to be introduced after six weeks, because clients have to
adapt to the nursing home environment. All nursing staff stated that daily
use is not feasible, unnecessary and expected that the Tell-us card will be
suitable for approximately one-third of the current population in this somatic
ward. It will be suitable for cognitive intact clients, clients who are able to
make decisions, outspoken clients and just admitted clients. Nursing staff
suggested to use the Tell-us card customised to the wishes of the client
or with a structural frequency of once a week or once a month. Clients
should be able to refuse the Tell-us card. Besides, the Tell-us card could be
used during specific client related circumstances like a disease or a death

in client’ relationships (Box 5).

Box 5

"Yes, that women, her grandchild died. Then, I think, you can use
this Tell-us card. Because then you can ask about her needs.’

(Focus group 1)

Furthermore, they suggested to use card during nursing care and then

give the client two till seven days to think about their wishes and needs
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before the nursing staff will discuss the Tell-us card with the client. Some
nursing staff would help clients who are unable to read or write on the card,
other nursing staff suggested to ask family members to help the client with
the use of the card. In that case it is important to be aware that the writ-
ten wishes were client’s wishes. Nursing staff stated it will be impossible
to accomplish all wishes of the clients, like outsides activities. Therefore,
nursing staff would ask family members or volunteers to discuss, how to

fulfil the wishes of the client.

Intention to use in daily practice.

Nursing staff have the intention to use the Tell-us card in practise and
scored (0-10) the usability of the Tell-us card in current care with a mean of
6.5 (range: 5-7) (Table 2). The intention to use depends on the suitability of
the tell-us card for each client and the frequency it will be used in practise

(Box 6).

Box 6

‘It will depends. If you will use it frequently or only in specific sit-
uations. In case of specific situations, | will score the suitability a
7. But when you will use the Tell-us card frequently, then many

people will say: everything is right. So, then | do not know if | will

use the Tell-us card.” (Focus group 1)

Fit within organisational culture.

All nursing staff agreed with a good fit of the Tell-us card in their organi-

sation that highly focused on client centredness.
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Clients.

The 11 think-aloud interviews with clients lasted between 9 and 60 minutes
(mean 21 minutes). The age of these clients varied between the 78 and 95

years (mean 86).

Suitability.

The suitability of the Tell-us card differs from several perspectives of
clients. Few clients reported that this Tell-us card will support participation

in daily care (Box 7).

Box 7

'Yes, it could have influence on client participation. | am sure
about that.” (BCR-C-C007)
'Yes, then it is possible to discuss my concerns, because the nurs-

ing staff has no time for that during the day’ (BCR-C-C010)

Other clients thought the card is not supportive to enhance participation.
They would not report wishes, do never ask anything or do not trust nursing
staff in reading the wishes on the Tell-us card. Barriers that restrict the suit-
ability for clients were writing and readability. But also dare asking nursing
staff because nursing staff were very busy (Box 8). All clients stated that the
Tell-us card is clear and comprehensive. One client advised to change the
card into three sections, wishes during morning, noon and evening and to
give more space to write these wishes. Other clients did not want to change

the Tell-us card.

Lamerikx Acceptability of the tell-us card 30-06-2016
15



Box 8

'And then | feel objected to call a nurse. Because, they have to
wash this client and another one. They are so busy. Let me wait
for a while.” (BCR-C-C002)

’I do not like to be depended of other people.” (BCR-C-C009)

Intention to use in daily care.

Most clients did not have the intention to use this Tell-us card in practice,
since there was no need for. Approximately one third of the clients had the
intention to use the Tell-us card, but only if necessary (Box 9) and no one

would prefer to use the Tell-us card daily.

Box 9

‘I will put the Tell-us card under the tablecloth and use it if neces-

sary. (BCR-C-C008)

Satisfaction.

Most clients were satisfied about their current level of participation in
daily care. Approximately half of these satisfied clients did not want to par-
ticipate in the decision making process of daily care and were satisfied with

the nursing staff making these decisions (Box 10).

Box 10

‘I do not want any participation. | am satisfied with, what the

nurses are doing.” (BCR-C-C005)
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The Content Of Messages On The Tell-us Card

The content of the Tell-us card expected by nursing staff and given by clients
is shown in table 3. The most heard content on the Tell-us card of nursing
staff and clients were 'no wishes because everything is perfect’. Further-
more, nursing staff expected ’big activities’ like 'go to the cinema’ or 'visit
his/her place of born’. Clients will report 'small activities’ like ’playing cards
or lotto’ on the Tell-us card. Also ’social interaction with friends or other

clients’ and ’receive care on time’ was important for some clients (Box 11).

Box 11

'That | am ready on time, so | can drink a coffee in the restaurant.’
(BCR-C-C001)

Furthermore, approximately half of the clients would report ’receiving
good care’ on the Tell-us card. Clients described good nursing care as:
'support in washing, clothing, brushing teeth, toileting on time, daily clean

underwear and having no pain’ (Box 12).

Box 12

'Yes, that they take care. That you look well and presentable.’
(BCR-C-C003)

DISCUSSION

The acceptability of the Tell-us card is limited in daily nursing home practise.
All nursing staff members have the intention to use the Tell-us card. Findings
showed that use the Tell-us card in specific client circumstances like a death
in clients’ relationship or in frequency of once a week or once a month would

be most desirable and could increase the suitability. However, most clients
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do not have the intention to use the Tell-us card. Clients mentioned that
they did not want to use the card since they have no specific wishes or do
not want to participate in the decision making process of daily nursing care.
If clients mention wishes on the Tell-us card, this was valuable information
and referred to small activities and fundamental care.

Literature states that client participation becomes more important’3. The
current study suggest that most somatic nursing home clients do not need
an instrument like the Tell-us card or do not want to enhance their actual par-
ticipation in daily care. Client participation should have a significant positive
impact on clients’ sense of control of their own life and quality of care’319.
Clients want to be respected and seen as a partner in care and want to
make their own decisions in care'3°. That not every client wants to par-
ticipate in healthcare is recognised by Holmstrém and Roing?. Holmstrém
suggests that nursing staff have to respect the decision of clients that do
not want to participate in nursing care?. This is confirmed by nursing staff
in current research who stated that every client must have the opportunity
to refuse the Tell-us card. Furthermore Florin found that younger clients
preferred a more active role in the decision making process. While older
clients preferred a more passive role'. This could be a reason that most
somatic nursing home clients in this research do not want to participate in
nursing care. Another possible reason that most clients do not want to use
the Tell-us card can be the result of institutionalisation which may result in
resistance by clients for changing rituals3>33. This is confirmed by nurs-
ing staff in this study who stated that clients do not want to unfix their daily
structure.

To improve client participation in nursing care, both nursing staff and
clients must have the willingness to change their communication behaviour?'2,
Furthermore, client participation is included in the Dutch nursing profes-

sional profile and therefore nurses have to enhance client participation in
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nursing care®. Therefore it is important that the corporation of the nurs-
ing home fits with these participation directives343 and that nursing staff
receives education in effective communication and in the use of the Tell-
us card'?3¢, This communication training has to be focused on the same
participation degree as the client need®'. Several studies show that clients
want to participate in discussions about the receiving clinical care but do
not want to make the final decision3'37:38_ They trust on nurses knowl-
edge®'37:38  However, for fundamental care clients prefer a more active
role31:3940 This preferred participation degree is confirmed by all clients in
this study who mentioned wishes referred to fundamental care.

The findings of the current study should be considered within the context
of several strengths and limitations. A limitation of this study is the stranger
position of the researcher. Therefore, clients could be aloof in telling their
experiences, which could explain the high rated content of ’everything is per-
fect or having no wishes’. Although this high rated content was confirmed
by the nursing staff in this study. The researcher has minimised this risk
by generating a non-judgemental atmosphere, by explaining the context of
this explorable research wherein no answers were wrong and participants
could tell honestly and anonymously their perspectives?®. Furthermore, due
to the explorative character of this study and due to the cognitive level of
most participated clients, a member check was impossible. This could have
influenced the reliability of the study?®.

To decrease interpretation mistakes by translating the quotes from Dutch
to English language and to strengthen the quality of the study, the method of
back-translation was used. Quotes were translated and back-translated by
the researcher (LL) until the quote was acceptable equivalent to the source
language. Then the translation of these quotes were checked on accuracy
and improved by an external researcher (RF) and the principal researcher

(SZ)*1. Another strength is the use of peer debriefing during methodological
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choices of this study and writing process of this article to increase the quality
of this study?*. Furthermore, a consecutive sampling method was used
on a convenience selected somatic ward of a nursing home. This method
is particular suitable for feasibility studies and decreases sampling bias?*.
Last, this study included both clients and nursing staff and therefore gives a
complete insight in the acceptability and content of the Tell-us card of both
receivers and deliverers of the Tell-us card’342.

This study implicates a discrepancy between client participation from lit-
erature and the perspectives of clients in this study. This could be caused
by institutionalisation of clients3233 or the population of older clients, who
prefer a more passive role in participation3'. Therefore, it is recommended
to investigate the need and degree for client participation in elderly care,
with somatic clients recently admitted to a nursing home. The Control Pref-
erence Scale*? could be used to investigate the individual preferred degree
of client participation in fundamental and clinical care. Finally, it is recom-
mended to investigate how client participation can be improved for each

individual somatic client in a nursing home.

CONCLUSION

The acceptability of the tell-us card is limited in daily nursing home practise.
Nursing staff has the intention to use the tell-us card on a lower frequency of
once a week or once a month or in specific client situations. Most clients do
not want to use the tell-us card. They mentioned that they have no wishes
or do not want to participate in the decision making process of daily nursing
care. The content on the tell-us card by clients were referred to fundamental
nursing care and do small activities, while nursing staff expected bigger
activities and were afraid of wishes they can not fulfil.

Further research is recommended to investigate why these clients do

not want to participate in the decision making process of daily care and how
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a method can be adapted to actually enhance the client participation on a

level that is desired by the clients.

Lamerikx Acceptability of the tell-us card 30-06-2016
21



References

(1]

(2]

[3]

[4]

[5]

[6]

[7]

(8]

Bosman R, Bours GJJW, Engels J, de Witte LP. Client-centred care
perceived by clients of two Dutch homecare agencies: a questionnaire

survey. International journal of nursing studies. 2008;45(4):518-25.

Holmstrom I, Réing M. The relation between patient-centeredness and
patient empowerment: a discussion on concepts. Patient education

and counseling. 2010;79(2):167-72.

Hafskjold L, Sundler A, Holmstréom I, Sundling V, van Dulmen S, Eide
H. A cross-sectional study on person-centred communication in the
care of older people: the COMHOME study protocol. BMJ open.
2015;5(4):e007864.

Jangland E, Carlsson M, Lundgren E, Gunningberg L. The impact of
an intervention to improve patient participation in a surgical care unit:
a quasi-experimental study. International journal of nursing studies.
2012;49(5):528-38.

Raats I, Brink Rvd, Wit Fd. Handboek patienten-/clientenparticipatie

Verbeteren van de zorg samen met patienten/clienten. CBO; 2013.

Merwijk DC, Schuurmans PdM, Lambregts DJ, Grotendorst DA.
Beroepsprofiel verpleegkundige. Verpleegkundige en verzorgende;

2012.

Tang Yan H, Clemson L, Jarvis F, Laver K. Goal setting with caregivers
of adults in the community: a mixed methods systematic review. Dis-

ability and rehabilitation. 2014;36(23):1943—63.

Rosewilliam S, Roskell C, Pandyan AD. A systematic review and

synthesis of the quantitative and qualitative evidence behind patient-

Lamerikx Acceptability of the tell-us card 30-06-2016

22



9]

[10]

[11]

[12]

[13]

[14]

[15]

[16]

centred goal setting in stroke rehabilitation. Clinical rehabilitation.
2011;25(6):501-14.

van Dulmen S. The value of tailored communication for person-centred
outcomes. Journal of Evaluation in Clinical Practice. 2011;17(2):381—
383.

Anderberg P, Berglund AL. Elderly persons’ experiences of striving to
receive care on their own terms in nursing homes. International journal

of nursing practice. 2010;16(1):64-8.

Davies S, Laker S, Ellis L. Promoting autonomy and independence
for older people within nursing practice: a literature review. Journal of

advanced nursing. 1997;26(2):408-17.

Hickson.  Evaluating communication for resident participation in
an aged care facility., Advances in speech-language pathology.
2005;7(4):245-257.

Craig P, Dieppe P, Macintyre S, Michie S, Nazareth |, Petticrew M.
Developing and evaluating complex interventions: the new Medical
Research Council guidance. International journal of nursing studies.

2013;50(5):587-92.

Rettke H, Geschwindner HM, van den Heuvel WJA. Assessment of
Patient Participation in Physical Rehabilitation Activities: An Integra-

tive Review. Rehabilitation nursing. 2014;.

Kleynen M, Braun SM, van Vijven K, van Rossum E, Beurskens AJ.
The development of the MIBBO: A measure of resident preferences

for physical activity in long term care settings. Geriatric nursing. 2015;.

Brink C, Poll A, Leeuwen Pv. Quez vragen naar zelfregie. Movisie;
2013.

Lamerikx Acceptability of the tell-us card 30-06-2016

23



[17] Bowen D, Kreuter M, Spring B, Cofta Woerpel L, Linnan L, Weiner D,
et al. How we design feasibility studies. American Journal of Preventive

Medicine. 2009;36(5):452-7.

[18] Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting quali-
tative research (COREQ): a 32-item checklist for interviews and focus
groups. International journal for quality in health care. 2007;19(6):349—
357.

[19] Hamers PdJPH. BASIC CARE REVISITED - Building the
evidence base in core nursing practise; 2014. Avialable
from: http://www.zonmw.nl/nl/projecten/project-detail/
basic-care-revisited-building-the-evidence-base-in-core-nursing-practice/

samenvatting/.

[20] Serge PM. Gekwalificeerd voor de toekomst. Eindrapport commissie
kwalificatiestructuur. Ministerie van Onderwijs, Cultuur en Weten-

schappen. Ministerie van Volksgezondheid, Welzijn en Sport; 1996.

[21] Hertzog M. Considerations in determining sample size for pilot studies.
Research in nursing en health. 2008;31(2):180-191.

[22] Holloway |, Wheeler S. Qualitative Research in Nursing and Health-
care. Third edition ed. United Kingdom: Wiley-Blackwell; 2010.

[23] Lucassen TC PL B Jand Olde-Hartman. Kwalitatief Onderzoek. Bohn
Stafleu van Loghum; 2007.

[24] Polit DF, Beck CT. Nursing research. ninth edition ed. United States:
Wolters Kluwer; 2012.

[25] BraunV, Clarke V. Using thematic analysis in psychology. Qualitative
Research in Psychology. 2006;3:77—101.

Lamerikx Acceptability of the tell-us card 30-06-2016
24



[26]

[27]

[28]

[29]

[30]

[31]

[32]

[33]

[34]

Boeije H. Analysis in Qualitative Research. First edition ed. London:
Sage Publications; 2010.

CCMO. Non-WMO research; Visited: Novembre 2015. Available from:

http://www.ccmo.nl/en/non-wmo-research.

Association WM. World medical association declaration of helsinki:
Ethical principles for medical research involving human subjects.
JAMA. 2013 November;310(20).

Korthals AH. Wet bescherming persoonsgegevens; 2000.
Available from:http://wetten.overheid.nl/BWBR0011468/
geldigheidsdatum_10-11-2015.

Schoot T, Proot I, ter Meulen R, de Witte L. Recognition of client
values as a basis for tailored care: the view of Dutch expert pa-
tients and family caregivers. Scandinavian Journal of Caring Sciences.
2005;19(2):169-176.

Florin J. Patient participation in clinical decision-making in nursing:
a comparative study of nurses’ and patients’ perceptions. Journal of
Clinical Nursing. 2006;15(12):1498.

BTSG. Hospitalisatie. Bewoner heeft zich goed aangepast, maar
vertoont weinig initiatief, 2016. Available from:http://www.btsg.nl/

infobulletin/hospitalisatie.html.

Kerstens JAM, Boog W. Inleiding in de Verpleegkunde En As-
pecten Van de Verpleegkundige Beroepsuitoefening. Bohn Stafleu van

Loghum; 2009.

Linge vR. Innoveren in de gezondheidszorg. Theorie, praktijk en on-

derzoek. Reed Business.; 2006.

Lamerikx Acceptability of the tell-us card 30-06-2016

25



[35]

[36]

[37]

[38]

[39]

[40]

[41]

[42]

Abdelhadi N, Drach-Zahavy A. Promoting patient care: work engage-
ment as a mediator between ward service climate and patient-centred

care. Journal of advanced nursing. 2012;68(6):1276-87.

Maatouk Birmann B, Ringel N, Spang J, Weiss C, Moéltner A, Rie-
mann U, et al. Improving patient-centered communication: Results
of a randomized controlled trial. Patient education and counseling.

2016;99(1):117—124.

Nasstrom L, Idvall EA, Stromberg A. Heart failure patients’ descrip-
tions of participation in structured home care. Health expectations.
2015;18(5):1384-1396.

Gjerberg E, Lillemoen L, Fgrde R, Pedersen R. End-of-life care
communications and shared decision-making in Norwegian nursing
homes—experiences and perspectives of patients and relatives. BMC
Geriatrics. 2015;15:103-103.

Sainio C, Lauri S. Cancer patients’ decision-making regarding treat-
ment and nursing care. Journal of advanced nursing. 2003;41(3):250—
260.

Feo R, Kitson A. Promoting patient-centred fundamental care in
acute healthcare systems. International journal of nursing studies.
2016;57:1-11.

Chen HY, Boore J. Translation and back-translation in qualitative
nursing research: methodological review. Journal of Clinical Nursing.
2010;19(1-2):234-239.

Rubrech J, Stuyling de Lange G. Kwaliteit verbeteren in de gezond-

heidszorg. 4th ed. Pearson Benelux; 2014.

Lamerikx Acceptability of the tell-us card 30-06-2016

26



[43] Degner LF, Sloan JA. Decision making during serious illness: what
role do patients really want to play? Journal of clinical epidemiology.

1992;45(9):941-950.

Lamerikx Acceptability of the tell-us card 30-06-2016
27



Figure 1: Overview of the data-analysis
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Table 1: Barriers and facilitators

Barriers

Facilitators

* Restrictions in time and money

» Resistance of the client

+ Abilities to ensure that commit-
ments are met

+ Disabilities of the client

» Change in tasks of different staff

* Maintain some structure

* Could be a tool for repair and pre-
vent institutionalising of clients

+ Clear for both client and nursing
staff

» Gives clients the opportunity to
think about their needs

+ Client centred care

+ Easier to talk about a topic

» Give the client feelings of under-

standing

Table 2: Suitability score, nursing staff

Score | Frequency

5 1

3

6.5 2
7 5
6

Mean
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and clients.

Table 3: Expected content on the tell-us card in perspective of nursing staff

Nursing staff

Clients

Activities like, hiking, go to the
market, sea or cinema and drink-

ing coffee on a terrace.

Activities outside, like shopping,
take a bus trip or go outside. Ac-
tivities inside like, playing lotto,

cards or going to the church.

Everything is perfect

Everything is perfect. | do not

have wishes.

Questions like, time of care, time
of dinner, delicious food, and
support in putting a coat on and

going to the toilet before leaving.

Receive good care, means: sup-
port in washing, clothing and
brushing teeth, daily clean un-
derwear. Have no pain and do
not have to wait long after calling

a nurse for support in toileting.

Life questions like, euthanasia,

or wishes before death.

Getting out of bed in the early
morning or be on time ready for

activities.

Surprising. Nursing staff are cu-
rious to the wishes and reactions

of the client.

Social interaction, like drinking in
restaurant, the possibility to talk
with clients during and after din-

ner and making jokes.

Discuss about healthcare situ-
ations or feelings with nursing

staff.
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That nursing staff asks for my
needs before they start with
nursing care, receive response
after calling nursing staff and

knowing been heard.

Enough volunteers for support

activities

The possibility to assess a confi-
dant, for confidential advise and

talk about problems.

Self-care abilities, the ability to

care for themselves.

Receive more physiotherapy,

play sports like shuttle pitching.

Wishes different by day

Living with pleasure

Rest, sometimes no visit of

someone

Ask questions you normally ask
to family, like looking at pictures

or a book.
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Table 4: Changed Tell-us card

'We want to involve you in your own care as much as possible.
Tell us what is important for you and what (information) you need?
Can we organize something for you? Think about your, wishes,

needs, concerns or ideas. Then the nursing staff will discuss this

with you and if necessary they will write it down.’
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APPENDIX A. TELL-US CARD
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APPENDIX B. FOCUS GROUP GUIDE

Introductie

Script

Opmerkingen

Welkom heten van participanten

Introduceren van de focusgroep facilitator en
de assistenten.

Ontvangen van de toestemmingsformulieren

In de toestemmingsformulieren is
toestemming gevraagd om de focus groep
sessie op te nemen. Uitleggen dat de data
recorder na het filmpje zal worden aangezet..

Doel van de focusgroep uitleggen

Achterhalen wat de zorgverleners vinden van

de aanvaardbaarheid van de vertelkaart.

Grondregels uitleggen

- Luister na elkaar.
- Probeer niet door elkaar te praten

- Heb respect voor elkaar.

Tijdsduur van de focusgroep

90 minuten

Introductie van de vertelkaart

- Uitdelen van de vertelkaart

- Kijken van de film.

Start met focusgroep

- Data recorder aanzetten

- Starten met de eerste vraag: wat is nu
jullie eerste indruk van deze
vertelkaart?

Topic guide

Topics Vragen

Vragen voor de participant

Tevredenheid

Wat vinden de zorgverleners -

van de vertelkaart?

Wat is jullie eerste
indruk van de
vertelkaart?

- In welke mate kunnen
de cliénten op dit
moment mee
participeren in de zorg

volgens jullie?
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participeren in de zorg

volgens jullie?

Toepasbaarheid

- Wat zijn de verwachte
bevorderende
factoren ten aanzien
van het
implementeren van de
vertelkaart?

- Wat zijn de verwachte
barrieres ten aanzien
van het
implementeren van de
vertelkaart?

Wat vinden jullie van
de toepasbaarheid
van de vertelkaart in
de dagelijkse praktijk?
Wat kunnen volgens
jullie voordelen zijn
van het gebruik van
de vertelkaart?

Wat kan volgens jullie
het eventuele gebruik
van de vertelkaart in
de praktijk
bevorderen?

Wat kunnen volgens
jullie nadelen zijn van
het gebruik van de
vertelkaart?

Wat kan volgens jullie
het eventuele gebruik
in de dagelijkse

praktijk belemmeren?

dagelijkse praktijk

Intentie tot het gebruik in de Hebben de zorgverleners de

intentie om de vertelkaart te
gebruiken in de dagelijkse
praktijk?

Zouden jullie deze
vertelkaart willen
gebruiken in de
dagelijkse praktijk?
Kunnen jullie
uitleggen waarom
wel/niet?

Als je hem zou

gebruiken, hoe zou je
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hem dan gebruiken?

(Dagelijks? ...... ) e )
Organisatorische fit. Past de vertelkaart binnen de - Past deze kaart
organisatorische cultuur? binnen de missie en
visie van de

organisatie volgens
jullie?

- Waarom denken jullie
dit?

- Is het volgens jullie
nodig om de
vertelkaart te
veranderen alvorens
deze bruikbaar is op
een somatische
verpleeghuisafdeling?

- Wat zouden jullie dan

willen veranderen?

Afronding
Script Opmerkingen
Aanvullingen Is er iets wat jullie graag nog kwijt willen over

de vertelkaar of dit onderzoek?

Bedank iedereen voor deelname en stop de

recorder.
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APPENDIX C. THINK-ALOUD INTERVIEW GUIDE

De onderzoeker start het think-aloud interview met uitleggen wat het doel is van dit

interview (Het onderzoeken van de aanvaardbaarheid van de vertelkaart vanuit het

perspectief van de cliént). De cliént overhandigt het toestemmingsverklaring formulier en

de onderzoeker start de audio opname apparatuur.

Topics

Vragen

Vragen voor de cliént

Tevredenheid

Wat is het tevredenheid
niveau van cliénten
over het huidige
participatie level in de
dagelijkse zorg.

« Ben u tevreden over de mate
waarin u mag mee beslissen in
de huidige zorg?

Als u graag iets wil, hoe geeft u
dat dan aan aan de zorg? (Als u
in de situatie zou zitten dat alles
mogelijk was en er geen
beperkingen zijn. Wat zou u dan
willen veranderen? Of wat zou
de zorgverlener dan voor u
kunnen doen?

Zijn er dingen die u thuis wel
altijd deed maar die nu niet meer
gebeuren?

.

Sluit de zorgverlening aan bij wat
u wenst?

Wat is u eerste indruk over de

vertelkaart?
Notitie: laat de vertelkaart zien.

Bruikbaarheid

Wat is de mening van
de cliént over de
bruikbaarheid van de
vertelkaart voor
somatische
verpleeghuisbewoners?

« Wat is uw verwachting over de
invloed van deze vertelkaart op
uw mate van inspraak in de
zorg? (Hoe kan deze kaart u
helpen om aan te geven wat u
wil in de dagelijkse zorg?)

« Wat is uw mening over de
bruikbaarheid van de vertelkaart
in de dagelijkse zorg? (Zou u
deze kaart willen en kunnen

gebruiken?)
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+ Wat is uw mening over de
bruikbaarheid van de hoofdvraag
op deze vertelkaart?

Intentie voor Wat is de mening van ¢ Watvindt u ervan als de
dagelijks de cliént over het vertelkaart dagelijks zou worden
gebruik dagelijks gebruik van gebruikt?
deze vertelkaart? e Waarom wil u hem wel/niet
gebruiken?
¢ Is het nodig om de vertelkaart
aan te passen voordat hij
bruikbaar is?
e Wat zou er dan veranderd
moeten worden?
Topics Vragen Vragen voor de cliént
Inhoud Wat zou de cliént + Als ik u deze vertelkaart nu zou
willen schrijven op de geven, wat zou u dan willen
vertelkaart? antwoorden op vraag die te lezen
is op de vertelkaart?

* Zijn er meer antwoorden die u

Topics Vragen \Vragen voor de cliént

Overige Heeft de cliént nog
aanvullende e Zijn er nog aan- of opmerkingen
opmerkingen? na aanleiding van dit interview?

e Wat zou u graag zelf nog kwijt
willen over de bruikbaarheid van
deze vertelkaart?
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