


Figure 2. Creative expression. Step 6: contestation and critique in the research group’s analysis of the PAR
process

Data synthesis

Step 7, the data synthesis, was conducted by JvL for both the action group and the research
group. To confirm the themes formulated by the action group, she explored the records of the
action group meetings. By rereading the data, the themes found in step 6 of the CCHA were
supported. The data set was limited in size and could therefore be analyzed on paper without
the use of ATLAS ti.

For synthesis of the research group’s data, the researcher and first author (JvL) used
ATLAS.ti to explore the original data to confirm the themes. This tool was used because of the
comprehensiveness of the overall data set. MJ, as member of the research group, checked
and analyzed the output of the exploration; JvL reported the rephrased and clustered themes
in depth and in detail (20). The themes and subthemes are presented in Appendix 2.

Themes found in the analysis

The aim of the study was to gain insight into the processes that occurred between residents
and staff in the PAR to enhance autonomy of residents. The action group found in total
three themes in the two CCHA analysis. When the themes of the action group in Table 2 are
compared with those of the research group, which relied on the overall data set, there is
evidently a considerable amount of overlap. In the analysis, the action group had an insider
perspective and was in the middle of the PAR process. The research group, as outsiders,



had another perspective to give meaning to the processes that occurred (22). The themes
of the action group and research group will be presented next to each other as 1a, 1b, etc.,
concluding with the themes found solely by the research group.

Table 2. Themes from analysis of action and research groups’ data

Themes from the action group Themes from the research group
la Frictions in the collaboration 1b Collaboration between residents and staff
2a Listening to each other 2b Learning to learn together
3a Taking small steps 3b Working together on actions to enhance autonomy
4 Acting from an existing role
5 Needing a shared view of autonomy

Theme 1a: frictions in the collaboration

The collaboration between residents and staff and between action group staff members
and other staff members in the unit regarding enhancing autonomy was predominant in
the analysis. According to the staff members in the action group, their colleagues outside
the action group mentioned that it seemed as if the residents came up with the actions and
the staff had to carry them out. These colleagues showed anger and resistance, and asked
whether they did not have a say in this as a team? The proposed actions were perceived as
an undesirable interference in their way of working, and the proposed action—not to take
breaks at the same time in order to be more available—was not accepted.

Sharing the feeling of the staff members in the action group of being stuck between the
action group and their colleagues relieved the tensions between residents and staff within
the action group. The residents now understood why the proposed action was not explored.
The staff could share their feelings of disappointment that the planned actions did not work
out. This process resulted in a new mutual understanding between residents and staff that
they both felt vulnerable in the PAR process. One of the participating residents (P2) said:
“autonomy is like a diamond. It is brilliant material, but so sharp.” With this statement, she
gave voice to the situation that autonomy is worth striving for, but that you can also hurt
yourself and others in the process to achieve it. In this case, because both residents and staff
tried to change things, they encountered resistance and frictions.

Also, it was observed that at the beginning of the PAR process, actions from the residents’
group were automatically taken over by the staff in the action group. Ownership of the
actions was not discussed. Consequently, the actions seemed to be the responsibility of the
staff. For future actions, it was agreed to explore the actions jointly. This happened in May
2019, during action cycle six when residents and the facility manager discussed the place
where residents prefer to sit in the restaurant. Action group members consulted other
residents before meeting the manager of the restaurant to discuss their experiences and
express their preferences.



Theme 1b: collaboration between residents and staff

The action group members came from a situation in which the residents and staff had their
own habits and ways of working in the unit. In the beginning, they described themselves

as being a community. After some time, when frictions arose between the participating
residents and staff, it became clear how difficult collaboration was. One of the participants
(P6) said:

“We are in need of a tipping point. If | propose something, it is not taken seriously,
brushed aside. In the end, it is not going to happen.”

In a conversation between residents and staff of the action group, the perspectives of
both living and working on the unit came to the fore and more understanding was reached
as to how this influenced the collaboration in the action group. Power issues were found
between the residents and staff in the action group. The staff members felt that they were
ordered to take up actions. Residents felt that the proposed actions were not seriously
taken up in the unit. Also, power issues were present between the staff participants and
their colleagues outside the action group. The colleagues felt the proposed actions were
unwelcome interventions in their working routines.

“Everyone was impressed that we all want to work towards the same thing and
that that can lead to so many emotions. There was a lot of talk afterwards. Several
people talked to the manager [P11] and there is now confidence again”(Excerpt
from an action group record).

After this stage, the participants were more united as a group and were better able
to cooperate and to feel a joint responsibility to work on actions toward autonomy. This
determination was seen in the collaborative actions taken toward the way the residents were
placed and served in the restaurant.

The action group has ideas on how to improve the situation. The residents liked the idea
of a concrete topic and prioritized this activity. The residents considered this action feasible to
bring about a successful conclusion together (Excerpt from an action group record).

Theme 2a: listening to each other

In the second CCHA analysis of the action group, the residents were increasingly involved
in the action group, they increasingly felt part of the group, they felt seen and heard in the
action group, and residents and staff had much more dialogue.

During the CCHA analysis, P2, the spouse of a resident, explained her experience with the
“build your story blocks”. “The figures are facing each other. They are talking to each other,
they are connected. It is the only way. Not filling in for someone else.”

However, the most important insight was that listening to each other and knowing each

other is important and of value and is helpful in being able to bring about change together.



Chapter 6

Figure 3. Step 4 of the CCHA: an individual creative expression of listening to each other

Theme 2b: learning to learn together
Although JvL informed the participants in a letter before seeking consent, there was no
advance knowledge in the action group as to what the change process in the PAR would and
should be like. A process of learning to participate together in the action group was revealed.
In the beginning, residents in the action group wished to keep actions to themselves and did
not want to share them with other residents and staff in the unit. They only intended to do
so when there was some kind of success regarding autonomy enhancement. There was no
awareness that other residents in the unit could contribute to actions as well: their possible
participation remained overlooked. At the same time, ownership of the proposed actions
was not discussed and seemed to be passed to the staff members in the action group. Later,
during the sixth action spiral, this changed, and residents and staff started to collaborate.
There appeared to be a knowledge gap between staff and residents on the unit in general.
Staff shared information within the team in records of team meetings and through an intranet
platform; staff used protocols, schedules, working arrangements, and had implicit customs on
the unit which were not known or available to residents. One of the staff members from the
action group described her specific role related to hygiene on the unit:

“If there are any new insights [about hygiene], | can then post them on a ‘teams’
website just for the team” (P9).
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In the PAR meetings, the residents realized that this knowledge gap existed. As a reaction,
the residents did not want to share the records of their separate meetings with the joint
action group or others in the unit. Staff members on the unit mentioned to the manager (P11)
that:

“The group is somewhat secretive. What is being said and discussed there. On
whose behalf the participants are speaking.”

Eventually, the residents decided to share the actions and experiences of the action group
after all. They discussed how to actualize this: “Sharing the experience with [the unit] has not
yet started. We did talk about a whiteboard before, but how do we make that interactive?”
(Excerpt from an action group record).

Theme 3a: taking small steps
The action group experienced that some of the actions they prioritized were addressed and
small steps were taken. For example, staff reacted faster to the call system, which was one of
the proposed actions. An important understanding was the awareness that only small steps
could be taken at any time. Change takes time, according to the participants.

The action group members reflected that the residents in the unit expressed resistance
when decisions such as where to eat in the restaurant were decided without consultation
of the residents. The possible actions proposed in the planning phase by the residents of
the action group were reviewed and some were found to originate from the resistance as
described above and were no longer relevant.

Theme 3b: working together on actions to enhance autonomy

As mentioned before, the participants in the action group, residents and staff, increasingly
worked together as the action group meetings progressed. Exploration of taking actions
together led to increasingly inclusive actions. For example, the occupational therapist (P7),
a resident (P6), and the manager (P11) visited another nursing home to see how an elevator
button was placed in such a way that residents with a physical impairment could use it
independently.

Now residents outside the action group were also consulted for preparation of the
meeting with the facility manager: “The residents planned to ask other residents about
suggested actions. Are these things that are also of interest to others? Do they possibly have
additional ideas?” (Excerpt from an action group record).

Theme 4: acting in an existing role

At the beginning of the PAR process, the staff tended to assume actions suggested in the
action group independently without seeking collaboration with residents inside or outside
the action group. This appeared to originate from both the ‘doing for’ culture in their role as
staff on the unit, and from a lack of awareness of this behavior in the action group. In the first



meeting of the action group, the occupational therapist (P7) said: “I will pick up the action
toward the elevator button.”

Later, the staff members of the action group realized that their role in the action group
differed from their role as a professional in the unit. They expressed the need for inter-
collegial conversations about what participating in an action group means for them as staff
members. They did not feel free to do so within the joint action group.

The hierarchical role of the manager (P11) turned out to be important for the actions
that were proposed in the action group. This was the case, for example, in the action for an
adjusted elevator button to enable residents in wheelchairs to move independently to other
floors of the building. All the managers of the location should have budgeted this adjustment.
Neither the residents nor the staff in the action group were able to realize this action. Even
P11 could not actualize this on her own; however, she could put the elevator button on the
agenda with her colleagues.

Theme 5: needing a shared view of autonomy

To have a shared understanding, the action group explored the meaning of
autonomy at the start of the change process. At the start of the PAR, the participants
indicated that they obviously knew what autonomy was. The organization formulated and
shared a clear vision on autonomy, and action group members joined to enhance the concept.
When asked to explain what it meant, the residents said:

“Autonomy is not ‘figure it out yourself’, nor is it ‘it is your responsibility’” (P1).
The staff described it as follows:

“Autonomy is about what the residents really want. You must talk about it on
admission and continue to do so during their stay. Having a continuous conversation
about autonomy because it can differ every day. Autonomy is about expressing
wishes. Staff needs to know how they can help the residents to live their own life”
(Excerpt from an action group record).

Discussion

The aim of the current study was to gain insight into how the PAR process contributes to
enhancing autonomy in day-to-day practice on the unit. The following research question
was answered: what processes occur between residents and staff in the participative action
research to enhance the autonomy of residents on the unit level?

Eight themes to characterize the processes were distinguished. The action group
identified three themes: 1) frictions in the collaboration; 2) listening to each other; and 3)
taking small steps. The research group found five themes: 1) collaboration between residents
and staff; 2) learning to learn together; 3) working together on actions to enhance autonomy;
4) acting from an existing role; and 5) needing a shared view of autonomy.



The action group found in total three themes in the two CCHA analyses. This might have
been because they were themselves in the middle of the process when they reflected on it.
Possibly the issues that were most prominent at that moment came to the forefront. When
the action group’s themes, which relied on the overall data set, are compared with those of
the research group, there is evidently an overlap. The themes of frictions in the collaboration
and collaboration between residents and staff are similar. The overlap also applies to the
themes of listening to each other and learning to learn together, and taking small steps and
working together on actions to enhance autonomy.

The process in the PAR showed an unfolding of participation in the collaboration between
residents and staff during the year the research took. The participants moved from learning to
collaborate as an action group toward learning to learn together, to eventually being able to
decide jointly on inclusive actions and act together. Below, some of the barriers that occurred
in the collaborative process are discussed. Subsequently, the authors will discuss the actions
undertaken and the participation of residents and staff in research.

How the processes in the PAR affected the residents
In the planning phase, the residents in the action group mentioned many ideas to enhance
autonomy in the unit. However, they did not take up the actions themselves and implicitly
left this to the staff in the action group. It was felt that residents acted in the way of ordering
the staff to start actions, a power issue which was not anticipated by the researcher. It is
possible that the participating residents were acting in their role as residents. For residents, it
is not common to engage in the organization of the unit such as schedules, break times, and
available devices.
JvL foresaw power issues between staff and residents and planned a separate meeting
of the residents without staff every two weeks, assuming the staff would be dominant in the
dialogues. It seemed to be the other way around. In other studies, this process of protection
of participants is described as having a negative impact on the process of collaboration (16). In
hindsight, protection of the residents in the PAR process was an inconvenient choice.
Furthermore, the residents in the action group wanted to keep information to themselves
until an action was successfully completed. This hampered the other residents in the unit
becoming part of the process of enhancing autonomy.

How the processes in the PAR affected the staff

The staff reacted with independently assumed actions without the participation of the
residents in the action group. It seems that staff tended to respond in their role outside the
action group—for example, as a nurse or occupational therapist. In that role, they are used
to taking care of planned interventions. The staff were probably not used to the fact that the
role of the residents can be altered when participating in an action group. The problems in
the collaboration revealed that the good intentions of staff did not always lead to the desired
outcomes. Becoming aware of one’s own behaviors during the process could be perceived as
stress-inducing. Hedman and Haggstrom (7 p 287) mentioned ‘unspoken rules’ in the nursing
home in this context. Kemmis (23 p 461), referred to this process as ‘unwelcome truths’



that can emerge during action research. However, he argues that to achieve real change in
practice, researchers should actually have to look for those unwelcome truths.

How the learning process was affected

The learning process in the PAR could have been expected because none of the residents
and staff had participated in research such as a PAR before. The participants had no idea
what would happen along the way or how and what to expect from their participation. For
example, ownership of actions as a joint responsibility was not discussed but left open.
According to Bendien and Groot (24), an open conversation about how the process of
collaboration is going in the PAR could possibly have prevented this.

Although initially there were problems with learning to work collaboratively, the
participatory approach to support autonomy at the level of daily life in the unit seems
promising. This can be combined with research into effects. A method such as practice
development can also be used with the sole intention of collaboratively enhancing autonomy
in the unit (12).

Actions aimed at enhancing autonomy
During the PAR, six actions were taken up by the action group. The participants were invited
to propose them. The residents mostly used that opportunity. The actions seemed to go
in all directions and seemed not to have much coherence. However, the proposed actions
that originated from the life world of residents were surprising and quite different from the
policies developed form the organizational perspective to enhance autonomy. Precisely
because the participants suggested the actions, they can help to enhance acceptance of the
proposed actions. This makes it valuable to listen to the ideas of clients and staff at the unit
level.

The effect of the actions undertaken to enhance autonomy was not studied. Although
participants mentioned in the observations during the action spirals that small steps were
taken, the outcomes are not conclusive.

Participation of residents and staff in research

Older adults as participants

The residents in the action group were involved and had an active role. In most studies,
older adults are left out or are not seen as co-researchers. There are ageist beliefs about

the abilities of residents to act as participants in PAR (25). In the current research, it was the
residents who put issues on the agenda and suggested actions. This shows that the residents
were able to be both subjects and objects in the PAR. Notwithstanding their physical
impairments, they were able to identify, prioritize, and monitor actions. The group remained
intact for the most part during the entire research period: only one person had to step down
due to health reasons.



Staff as participants

Staff realized that engaging in action research to enhance autonomy affected them as well.
They expressed the need to talk this through in peer supervision. The involvement of staff
on the level of the unit in research in long-term care is not usual. That probably made the
researchers misjudge the vulnerability of this group. At the same time, including them was
valuable because it was they who eventually explored the actions, first by themselves and
later together with the residents.

Strengths and limitations

To ensure the trustworthiness of the study, the quality criteria of credibility, transferability,
dependability, confirmability, and reflexivity were taken into account (26).

Credibility is about how true the results of the study are. This was increased through the
prolonged engagement of JvL with the nursing home unit. JvL was present every two weeks
during the year; she built trust and invested time to get to know the residents and staff. The
unit developed the design and planning of the research together with JvL, amongst others.
As discussed above, the action group largely stayed together during the research period,
which showed a strong commitment. Despite residents’ health problems that had prompted
the move to the nursing home, they were able to engage in collaborative action toward
autonomy.

Because of the participative nature of the research, information was given, laid down in
records, shared with all participants, and analyzed by the participants of the action group
itself through the process of action and reflection. This member check also increased the
study’s credibility.

A limitation is that the findings of the current action research are generated in
the practice of the unit under study, a nursing home where older adults with physical
impairments live and where staff work. However, the processes that have been identified are
relevant to other settings. To enable transferability of the processes found to other contexts,
the researchers have provided a description of the context, the participants, and the methods
used. Furthermore, two additional tables describe the data collection with the six action
spirals of the action group and the themes and subthemes of the data analysis of the process.

Dependability entails that participants assess the findings, interpretation, and implications
of the study (26). Given the participants’ presence and analysis in the PAR, the dependability
of the study is enhanced. Furthermore, a strength is the presence of a rich data set which
encompasses the records of the action group, evaluations of the process of the action group,
a log with reflections explored with the research group and external mentor, the proposed
actions and actions taken, and artifacts such as photos, posters, and association materials.

A strength is that the joint analysis and interpretation in the CCHA was applied to the
overall data set. After following the six phases of data analysis, conformation of the themes—
phase seven in the CCHA analysis—was sought in the data set. This was done by JvL, who
coded the fragments of the data set deductively with ATLAS.ti using the themes that were
found. MJ analyzed the output of this exploration and discussed the themes and the assigned



codes with JvL. Finally, JvL reported the rephrased and clustered themes. This going back and
forth in the data heightened the confirmability.

Another strength is that reflexivity—i.e., systematic consideration of possible bias—was
addressed by JvL throughout the entire study period. JvL reflected on her values concerning
autonomy before (2016—-2018) and during the research process (2018—-2019) with an external
mentor. JvL also reflected using a log and explored this log with the research group.

JvL was aware of the tensions in the action group that hindered the collaboration but
waited until the process did its work. JvL withheld from fixing the process (27). Those tensions
are an inherent part of the dynamic process involved in participating in the PAR because it
changed ways of interacting with each other. JvL used inclusive language and slowed down
the pace when necessary, not laughing or talking issues away. Time and space were needed
by the group itself to start working in a collaborative way.

There is a delicate balance between the theory of conducting action research
methodically and how this works in practice (28). A strength of the study is that it enabled
observation of how action groups worked in practice, which was not always so systematic.
The action group did not consistently act and reflect upon all actions. Some actions were
taken up between action group meetings by individuals and not in collaborative action
between (some) residents and staff.

The use of creative methods for dialogue needed further exploration for the residents
in question, being older adults with physical impairments living in a nursing home. The
residents’ wheelchair trays hindered the use of creative materials such as markers, glue,
paper, and fabric. The residents also preferred a language-based dialogue. In the PAR,
creative methods are ideally used to facilitate and enlighten conversations. After some
experimentation, a combination of creative and verbal methods worked well. The use of
“build your story blocks” (29), cartoons about autonomy, and photo elicitation (19) did the
intended use of creative methods in the dialogues and the data analysis (CCHA) justice.

Implications for Practice and Future Research

Organizations or units that aim to enhance the autonomy of older adults should consider
using a participative method, including residents and staff as partners. In this way, both
participation and autonomy can be enhanced in the life world of the residents.

Physical capacities should be considered when choosing methods: creative work forms are
not always appropriate for the population targeted.

Enhancing autonomy needs a culture change and it is not achieved quickly. A long-term
commitment to enhance autonomy with collaborative action on the level of the unit should
be realized. All persons involved should be included. This also concerns residents and staff
who did not participate in the action group itself.

It is also advised to make arrangements to involve staff that are not participating. This
might support staff members in the action group. This can create opportunities to share the
proposed actions and to increase the support to explore them on the unit.



It is advised to share the experiences of the participative process and actions outside the
action group, in the unit and in other units in the nursing home. Other units and locations can
learn from the process and the results of the actions on autonomy.

There are four lessons to be learned from the facilitation of the process.

Firstly, the staff and residents themselves should participate in the design of the study.
They might have been able to indicate how they envisioned the participative meetings and
react to the design JvL proposed. The separate meetings for the residents patronized the
residents and disregarded the vulnerability of the staff.

The second lesson learned is that the process of cocreation is not understood by all
the participants. Muller-Schoof and Verbiest (30) experienced the same in the PAR they
conducted. In the preparation for the PAR process, it could be useful to share expectations
of how this process of co-researching might go in practice (24). A significant focus in this
regard is that it is not just about proposing actions but also about jointly considering actions,
exploring and evaluating them.

The third lesson concerns the reluctance of the researcher to intervene in the
communicative space. The researcher may have applied this too strictly. JvL could have
addressed the processes in the group to a greater and more frequent extent. For example,
by asking deeper questions, more clarification, focus, and speed could possibly have been
brought to the process.

The fourth lesson is that action spirals should be continued for longer until actions
are completed. In this study, many actions were proposed and started but were not fully
explored. Having a facilitator involved in the preparation and support is essential to ensure
progress in the group process.

Conclusion

This study answered the research question: what processes occur between residents and staff
in participative action research to enhance the autonomy of residents on the unit level?

The participation of residents and staff and the collaboration between them made the
learning process, to collaborate and participate, visible. It was a dynamic and challenging
process to be able to learn together, to listen to each other, and to meet on a reciprocal basis,
relying on each other, not taking over, and having influence, but having the courage and the
shared will to enhance autonomy.

The process of working with an action group supported by a facilitator helped to identify
and explore actions jointly to enhance autonomy. When a change in daily practice is taken
up in collaboration with those concerned, the process aligns with the life world of residents
and the work of the staff in the unit. This is a promising method to enhance autonomy in daily
practice.
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Appendix 1. Overview of the PAR meetings

Time period

D =data
M = method
P = participants

Aim/focus

Planning phase

September 2018

D: Description of autonomy,
identification of nine possible
actions

M: Photo elicitation and cartoons
P: Action group*

Start action group:
Shared understanding of autonomy, identification
and prioritizing of possible actions

Phase of action-observation spirals

October 2018

November 2018

December 2018

February 2019

March/April 2019

160

D: Records of the actions and
observation of the actions taken
M: Dialogue about the records
and observed outcomes

P: Action group*

D: Records of the actions and
observation of the actions taken
M: Dialogue about the records
and observed outcomes

P: Action group*

D: Records of the actions and
observation of the actions taken
M: Dialogue about the records
and observed outcomes, a visit
to another nursing home to see
possible elevator buttons

P: Action group*

D: Records of the actions and
observation of the actions taken
M: Ordering text cards with
actions as: taken up, no longer an
issue, or completed

P: Action group* and guest: staff
member with a specific field of
interest

D: Records of the actions and
observation of the actions taken

M: Dialogue about the records
and observed outcomes

P: Action group*

Spiral 1: The availability of staff during breaks,
a call system that functions well and staff who
responds to calls as an action to enhance the
autonomy

Spiral 2: Being (better) able to receive feedback by
staff as an action to enhance autonomy

Spiral 3: An elevator button that can be used
independently by residents as an action to
enhance autonomy

Spiral 4: Knowing who is responsible for what in
the team as an action to enhance autonomy

Spiral 5: A direct contact for oral care as an action
to enhance autonomy regarding the residents’
agenda



May/June 2019 D: Records of the actions and Spiral 6: A dialogue between the residents and the
observation of the actions taken. facility manager about how and where residents
M: Preparation of the dialogue prefer to sit when they visit the restaurant
with photo elicitation, a dialogue
with the manager and after this a
dialogue about the records and
observed outcomes
P: Action group*

* Note: The resident action group met every two weeks. Every four weeks, the participating staff members
and the residents united in the joint action group.

Appendix 2. Themes and sub-themes from analysis of the
overall research group data set

Themes (+ number of fragments) Sub-themes (+ number of fragments)

1 Collaboration between residents and staff Being a community (2)
(28) Different perspectives and notions (2)
Reciprocity (7)
Joint ownership (9)
Power relations (8)

2 Learning to learn together (26) Learning together (2)
Equal access to information (10)
Communicating inside and outside the action group (14)

3 Working together on actions to enhance Inclusive actions (17)
autonomy (19) Many steps taken (2)

4 Acting from an existing role (32) Culture of doing (6)
Professionals’ perception of their tasks and responsibilities
(8)
Spheres of influence (2)
Roles (16)

5 Needing a shared view of autonomy (4) Shared vision on autonomy (3)
Gap between vision and practice (1)










7.1 Introduction

The general aim of this thesis is to gain knowledge on how older adults with physical
impairments living in nursing homes, together with staff in the care environment, maintain
and enhance autonomy. The following research question is addressed: ‘How do residents
with physical impairments, together with staff in a nursing home environment, maintain and
enhance autonomy?’

This involves not only the perspectives of those within the direct care relationship, older
adults, and the staff. It also concerns the organisational perspective; with which policies
do board managers together with other stakeholders in the care environment support
autonomy? Therefore, it is important to obtain more insight into these multiple perspectives.

The thesis comprises three sections.

Section one (chapter 2) gives a theoretical explanation regarding what is already known
about factors that act as facilitators for and barriers to maintaining autonomy in the nursing
home.

Section two describes the perspectives of older adults, the staff, and the care
organisation. Using shadowing as a research method, chapter 3 explores the perspective
of older adults in maintaining autonomy and chapter 4 explores the perspective of staff
when enhancing autonomy at the unit level. Chapter 5 elaborates on the policies that were
developed by the board managers together with other stakeholders, such as members of
the client council, policy staff and learning consultants, to enhance autonomy in the nursing
home.

Section three (chapter 6) describes the process by which, through participation, autonomy
can be enhanced at the unit level.

In this final chapter, the general discussion, we give an overall reflection on the results
and the theories we used in the study. Then the strengths and limitations will be discussed,
followed by considerations for future research and recommendations for practice and
education. To complete the circle, the case of Mrs Bel, who was introduced in the general
introduction, will be continued at the end of this general discussion.

7.2  Discussion of the main findings

Section one offers a theoretical exploration of the literature about the autonomy of older
adults with physical impairments, living in nursing homes. Autonomy was found to be a broad,
multifaceted and relational concept that can be influenced by many factors in various ways.

A description of the concept of autonomy for older adults with physical impairments living in
nursing homes was derived from the reviewed literature. ‘Autonomy is a capacity to influence
the environment and make decisions irrespective of having executional autonomy, to live the
kind of life someone desires to live in the face of diminishing social, physical and/or cognitive
resources and dependency, and it develops in relationships’ (1 pp 1038-1039). Moreover, our
literature review distinguished four themes to describe the facilitators for, and barriers to,
autonomy that older adults living in nursing homes encounter. 1) ‘Characteristics of residents’,



such as having meaningful activities or having family and friends, 2) ‘prerequisites of
professional caregivers’, such as awareness of beliefs and values and ageist communication,
3) ‘care processes between resident and caregiver’, such as empowering communication
and persuasion, and 4) ‘environment of care’, such as private spaces for residents and
employment of skilled and permanent staff.

These themes, used to organise the facilitators for, and barriers to, autonomy correspond
with three of the key domains of the framework for person-centred practice (PCP) (2).
‘Characteristics of residents’ was not a key domain of the PCP framework. Other researchers
who have become aware of the same issue that residents were missing from the framework,
have recently further developed the PCP framework into the Person-centred Practice
Framework for Long-Term Care (PeoPLe) (3).

In the next section we will discuss the findings of the empirical studies. First, we will
discuss the results concerning the two actors in the care relationship: the residents and the
staff who try to maintain and enhance autonomy. In the next two sections the influence
of the care environment on autonomy will be discussed: first at the unit level and then the
organisational level.

Maintaining and enhancing autonomy in the care relationship

In nursing homes, autonomy is almost always relational due to residents’ limitations. It is
shaped in the relation between nursing home residents and the staff. Below, the findings
regarding their perspectives are discussed. These findings originate from both shadowing
studies and the PAR study in which older adults and staff collaborated to enhance autonomy.

Shadowing revealed that older adults maintain their autonomy in the nursing home to a
certain extent, but often require the help of others in executing their decisions. It identified
six ways that nursing home residents maintain their autonomy. 1) ‘Being able to decide
and/or execute decisions’; 2) ‘active involvement’; 3) ‘transferring autonomy to others’; 4)
‘using preferred spaces’; 5) ‘choosing how to spend time in daily life’ and 6) ‘deciding about
important subjects’.

The staff were found to be committed to enhancing the autonomy of residents and
employed various ways, i.e., 1) ‘getting to know each older adult as a person and responding
to his/her needs’; 2) ‘encouraging an older adult to perform self-care’; 3) ‘stimulating an older
adult to make choices’ and 4) ‘being aware of interactions’.

The ways in which older adults maintain their autonomy seem to fit with the ways
employed by staff to enhance autonomy. We elaborate on three examples of how the ways
to maintain and enhance autonomy match. The first example is when an older adult makes a
decision and if possible, carries it out. Here, it is important that the staff do not take over and
if necessary, stimulate the older adult to do as much as possible themselves. Moreover, staff
can help the older adults to make choices. The second example is that the active involvement
of residents is possible when the staff know the resident and respond to the specific needs
of individual residents. The third example is making important decisions which requires the
presence of the staff who know the person and interact in an appropriate way to enable an
authentic conversation and to address the expressed wishes and needs.



To enhance autonomy from this relational point of view, it is essential for residents and
staff to be in dialogue with each other to find out what is important for the older adult and
whether the possibilities in the nursing home can match or be adapted to these preferences.
The older adults’ ways of maintaining autonomy will be less successful without a response
from the staff and others near them. It is in this relationship that autonomy is expressed
and flourished. These interactions between residents and staff to maintain and enhance
autonomy have been studied by others and were described as the relational dimension of
autonomy (4-6).

However, it must be said that we also observed that staff were missing the diverse and
sometimes subtle signals of older adults aiming to maintain autonomy. The older adults’
ways to maintain autonomy and the staff’s ways to enhance autonomy were not always
deployed and seemed to not necessarily correspond in the care processes. For example, we
observed an older person who said she wanted to stay in her bed, but she was persuaded by
the staff to get up and have a shower. For each of the four identified ways employed by staff
to enhance autonomy, we observed interactions in which the ways were not deployed, or
were deployed inappropriately, leading to frustration rather than facilitating the autonomy
of specific residents. In another study on the autonomy support of nursing home residents
with dementia, Hoek and Verbeek (7) found that in 60 percent of the interactions between
the older adults and staff studied, the older adult was well involved, in 40 percent there were
‘missed opportunities’.

Our research showed that the ways older adults strive to maintain autonomy were
sometimes missed because the staff did not seem to be aware of these ways. Furthermore,
aspects in the care environment appear to have a major impact on the possibilities for
the staff to recognise and respond to the ways older adults try to maintain autonomy. For
example, some staff were encountering time constraints and as a result, felt themselves less
able to perceive the signals older adults used to attempt to exert autonomy. Hedman and
Haggstrom (8) also found that although staff were committed to supporting the autonomy of
residents, the circumstances in the care environment, such as the number of staff on duty,
were found to hinder autonomy.

We not only explored how autonomy was maintained and enhanced in the relationship
between older adults and staff in care processes. In the PAR study, older adults and staff also
collaborated in an action group to increase autonomy at the unit level. The members of the
action group analysed the process they went through during the PAR itself. They identified the
following three themes: ‘frictions in the collaboration’, ‘listening to each other’ and ‘taking
small steps’. The group found it difficult to communicate about routines on the unit. These
routines, such as staff taking breaks together, seemed to be blind spots. Unspoken rules about
the practices that hindered the autonomy of older adults became visible. At first this caused
frictions, as it was experienced as an unwelcome truth. Later older adults and staff were able
to establish a dialogue.

There seem to be possibilities to improve the connection in the ways older adults seek to
maintain autonomy and the ways staff try to enhance their autonomy. Older adults and staff



can evaluate and reflect on actions in the individual care processes. Furthermore, they can
reflect on the influences of routines at the unit level.

Maintaining and enhancing autonomy in the unit
The results discussed in this section are from the PAR study, which aimed to collaboratively
enhance and maintain autonomy at the unit level.

On the unit that participated in the PAR study, the participation of older adults beyond
their individual care plan was not evident. However, we did find opportunities for older adults
to exercise autonomy at the unit level. Meetings were regularly arranged in the living room
so that residents and staff could discuss the daily affairs on the unit. Residents and staff
considered the meetings to be a valuable way to share their experiences of and suggestions
about living and working on the unit.

During our research, we created another opportunity to enhance autonomy at the
unit level; meetings of an action group of residents and staff were facilitated by the first
researcher in the PAR study. The aim was to enhance autonomy in the unit in a collaborative
way. Processes such as ‘learning to collaborate’ and ‘learning together to work on actions
to enhance autonomy in the unit’ were identified. Learning processes of both older adults
and the staff thus became apparent in the PAR study, confirming that older adults and staff
can learn and adopt new attitudes and behaviour. Work-based learning (WBL) is found to be
an important but often overlooked way to learn in nursing homes (9). The review by Muller-
Schoof and Verbiest (9) on WBL of caregivers in nursing homes identified conditions that
support learning, such as organisational support, learning structures and scheduled time
for learning. In our PAR study, such conditions were created prior to the process. The care
organisation supported the meetings on enhancing autonomy, provided scheduled time and
enabled the meetings to be held in the unit.

In conclusion, participation in organised meetings such as living room meetings or action
(working) groups of older adults and staff were found to be both achievable and positive in
addressing autonomy at the unit level. However, the preconditions we were able to create
during the study, such as active facilitation and organisational support, are necessary for
ongoing participation. The work-based learning process can help older adults and staff to
adopt new attitudes and behaviour to maintain and enhance autonomy together on the unit.

Maintaining and enhancing autonomy in the wider care environment

When we focus on autonomy enhancement at the level of the care environment,
organisational choices such as the architecture of the building, often designed and built
decades ago, influenced autonomy as well. Mayer and McCormack (3) state that the PCP
framework works from the key domain in the outside circle to the domain in the inside circles.
To achieve person-centred care processes and outcomes, the care environment must first

be modified. For this reason, altering aspects of the care environment are seen as having the
most potential according to Mayer and McCormack (3) and enhance person-centred care
processes and, as a result, autonomy (10).



Our study of policies of two care organisations to enhance the autonomy of older adults
through strategies relating to the care environment revealed that the intention to enhance
the autonomy and corresponding policies were ambitious. In both organisations, a vision
of autonomy was developed and actively shared with all stakeholders, and a programme
was initiated to increase autonomy. However, not all aspects of the key domain ‘care
environment’, as distinguished in the PCP framework (2), were considered to the same extent.
The aspects ‘physical environment’, ‘effective staff relations’ and ‘shared decision-making
systems’ were hardly addressed in nursing home policies to enhance the autonomy of older
adults.

We found most policies were on the aspects ‘appropriate skill mix’, ‘power sharing’,
‘supportive organisational systems’ and ‘the potential for innovation and risk taking’.
However, these policies were often indirect, for example the development of self-managing
teams was expected to enhance the autonomy of residents, although we found no underlying
evidence for this assumption. The process towards the aim of self-management was
monitored among staff and managers. However, the assumed effect on the autonomy of older
adults was not evaluated with the residents.

Although modifying the care environment was considered to have the greatest potential
for enhancing person-centred care processes (3, 10), our PAR study found that the routines
on the unit that hinder the enhancement of individual autonomy do not seem to be fully
addressed by organisational policies. Noteworthy is that in the PAR study, residents and the
staff on the unit proposed different actions to enhance autonomy than those found in the
organisational policies of the board managers and other stakeholders. The suggested actions
in the PAR focused on practical solutions to maintain and enhance autonomy and were thus
closer to the lived experience of the older adults on the unit. Abma and Baur (11) suggest
involving older adults to engage in collaborative actions to have more control over their lives
in nursing homes. In their view, the more traditional ways of representation, such as client
councils, are management driven instead of driven by the lives of older adults in the nursing
home (11). This indicates that both types of participation; the legally required involvement of
client councils at the organisational level and involvement of residents at the unit level can be
complementary to enhance autonomy.

To conclude the discussion on the care environment at the unit level, and at the
organisational level, we identified some possible ways for including residents in the
development and evaluations of policies that are close to their lived experience.
Organisational policies towards enhancing autonomy could be focused on this deeper layer:
the older adults themselves. Board managers together with other stakeholders could consider
a broader focus in the development and implementation of policies towards autonomy
through a critical consideration of structures that exist in the organisation. Which rules,
routines, protocols can be adapted to enhance the autonomy of older people?



7.3 Reflection on the theoretical basis

Our results revealed multiple dimensions of the concept of autonomy. When staff and care
organisations strive to provide person-centred care for residents, it is always important to
involve the nursing home residents themselves. Therefore, two theories, the person-centred
practice framework (2) and the insights that Collopy shared about autonomy in long-term
care (12), were applied in the studies. In this section, we reflect on their applicability for our
research.

The PCP framework consists of five key domains: ‘macro context’, ‘prerequisites of
caregivers’, the ‘practice environment’, ‘person-centred processes’ and ‘person-centred
outcomes’ (2). In our research, we focused on three key domains and specified the terms
used for the domains to fit the stakeholders in the nursing homes context, ‘prerequisites of
professional caregivers’, ‘care environment’ and ‘care processes’. The framework appeared
useful for organising most of the results we found in the literature review. Furthermore, it
helped to design the studies on the perspectives of older adults and staff. In addition, in the
study about (implementing) policies concerning autonomy we used the aspects of the key
domain ‘care environment’ to analyse and synthesise the data.

Because the PCP framework was not developed for long-term care as given in nursing
homes, it has a limitation. The care recipients, in the current study nursing home residents,
were not included in the framework. We added the domain ‘characteristics of residents’ to
include the results of the older adults in the literature review. This addition was motivated by
the finding that most of the reviewed articles investigated this perspective, and a large set of
attributes of residents that influence autonomy could be distinguished.

The addition of the care recipient illustrates the need to give older adults an appropriate
position in the framework for Person-centred Practice. In 2020, when data for our research
were already collected, the PCP framework was further developed for nursing home care.
Mayer and McCormack (3) experienced a similar shortcoming and conducted a study on
how the client in long-term care could be appropriately positioned in the framework. The
Person-centred Practice Framework for Long-Term Care (PeoPLe) was the result of this work.
‘Fundamental principles of care’ were added to the key domain ‘person-centred processes’.

The second theoretical basis for the studies in this thesis was Collopy’s work on autonomy
in long-term care (12). Collopy (12) described various dimensions of autonomy, including
executional, decisional, delegated, authentic and direct autonomy, and discussed autonomy in
the context of nursing homes. Furthermore, Collopy explicitly asked for more consideration of
the nuances of autonomy and more research into the dimensions in practice (12). Shadowing
residents and staff revealed both decisional and executional dimensions of autonomy.
Residents with physical impairments are generally able to make conscious decisions about
how they want to live their lives, but they often experience limitations in executing them. The
predominance of executional and decisional dimensions of autonomy has also been found in
other studies on older adults in long-term care (13, 14).

In our shadowing study of older adults and the PAR study, we also found delegated and
relational dimensions of autonomy. The older adults’ ways to maintain autonomy could not



have been successful without a response from the staff and others near them. Delegating
actions to trusted persons was an example of this.

With these results, the studies confirmed Collopy’s thinking about autonomy in the
nursing home and its results are based on a nuanced approach to the dimensions.

7.4 Strengths and limitations, recommendations for
further research

In this thesis, several research methods have been used. The strengths and limitations of
these methods have been addressed in the individual chapters. This section shows the
overarching considerations about the strengths and limitations of our research.

To enhance the credibility of our research, we used different sources, investigators and
methods (triangulation) (15) in the following three ways:

1) Data triangulation, which refers to the use of multiple data sources in time, settings
and persons, was used. We involved older adults, staff, the board managers and other
stakeholders in the care environment of the two participating nursing homes. Furthermore,
we shadowed the day-to-day practice for a period of half a year. The research into the
multiple perspectives to maintain and enhance autonomy is a strength.

2) The use of method triangulation, the use of multiple methods, i.e., the systematic
literature review, shadowing, the document study, interviewing and PAR, led to in-depth
insight into the many perspectives from which autonomy can be understood.

3) To prevent researcher bias — the first researcher collected most of the data on her own
—investigator triangulation in the data analysis was applied. The data were co-coded by the
research team and consensus seeking meetings were included in each data analysis.

Moreover, the researcher reflected on her own beliefs and values regarding autonomy
with a mentor who was not involved in the research. Furthermore, the researcher explored
how to apply the outcomes of these reflections in the studies. She kept a log when doing the
empirical research from 2017-2019. With the deployment of reflexivity and the keeping of a
log, trustworthiness is enhanced (15, 16).

The PAR study was conducted in one organisation. A point of attention of this single case
study is the extent to which the findings about the process can be applied to other situations.
In order to achieve this, the suggestions of Lincoln and Guba (1985) were used to strive for
transferability which they define as “the responsibility of the researchers to ensure that
sufficient context information about the fieldwork sites is provided to enable the reader to
decide whether the prevailing environment is similar to another situation with which he or
she is familiar and whether the findings can justifiable be applied to the other setting” (17 pp
69-70). In the PAR study, diverse measures to ensure transferability of the data were taken.
With a detailed description of the context in which the research took place, the methods
used, and the processes that were followed, it was made possible for readers to transfer the
findings to other contexts.

Two units in two distinct nursing homes (one per organisation) participated in the
shadowing studies aimed to gain insight into the perspectives of the nursing home residents



and staff. On the one hand, this was a strength because it was possible to observe the
perspective of both residents and staff interacting with each other. On the other hand,
including no more than two nursing homes could be a limitation of the study. The selected
units were housed in two very different buildings. Furthermore, they differed in terms of the
deployment of staff and the location. Unit A is situated in a large town and unit B in a small
town. However, all the participating residents shared a working-class background.

Another limitation may be the descriptive nature of our studies. For example, they did
not measure the effects on autonomy of the actions of the older adults, the staff and the
policies in the care environment. However, such a descriptive study is a first necessary step to
elucidating the autonomy of older adults in day-to-day practice, before explanatory or effect
research can be conducted.

Recommendations for further research

Our research focused on older adults with physical impairments living in nursing homes due
to ageing and chronic conditions. There exists the same need for knowledge on the autonomy
of other groups, e.g., community dwelling older adults, clients needing geriatric revalidation,
and older adults with cognitive problems. Within these care environments, questions also
arise about how these older adults can maintain autonomy and how care staff and board
managers together with other stakeholders in the care environment can best respond to this.
The dimensions of autonomy are likely to be manifested differently. For instance, in care for
community dwelling older adults, there will probably be more emphasis on the dimension of
executional autonomy and maybe less emphasis on the care environment.

In our research, we focused on the main stakeholders concerned, the nursing home
residents and the staff. However, they are not the only actors involved in maintaining and
enhancing autonomy. Further research on the role of other stakeholders, such as family,
(para)medic professionals and volunteers regarding the autonomy of nursing home residents
is recommended.

Our research did not attempt to conduct effect research but was exploratory and
descriptive in scope. To move to the next step of establishing the effect of the interventions
and policies found, effect research is recommended. Further research is needed on the
effects of chosen policies in the care environment on residents’ autonomy. For example, the
access to one’s own care plan could provide valuable insights as to whether autonomy is a
topic of conversation, what needs and wishes have been recorded and what has been agreed
upon, in this regard.

A last recommendation concerns research in nursing home care for older adults. It is
recommended that older people should be given a full role as partners in research. This
also applies to staff at the unit level. Both older adults and staff are rarely co-researchers
in improving care practices (18, 19). This addresses the two sources of knowledge that
stand alongside that of scientific knowledge. These three sources together form the basis of
evidence-based practice (20).



7.5 Recommendations for practice and education

Older adults and staff

Older adults can have more involvement in their direct care, both at the unit level and

the organisational level. When they can articulate their preferences and wishes and give
feedback, they can better maintain their autonomy. The staff can learn to understand the
needs of nursing home residents with the use of a narrative method. An example of such a
tool is the ‘Story as a Quality Instrument’, an open interview approach in which the resident is
leading and talks about what is central in their lifeworld (21).

We recommend that the staff explore their beliefs and values about autonomy and reflect
on how their practices affect older adults’ autonomy. Possibly, ‘Action Learning’, which can
be described as an approach to in-depth learning that builds on, synthesises and integrates
multiple learning methods, could help teams to develop these skills (22). Checking and
evaluating with the older adults themselves (see recommendation one) should be part of this
process.

Also, by means of daily reminders such as reflection questions, prompts and dilemmas,
staff can daily consider how they influence and enhance the autonomy of residents. An
example of such a daily reminder is the autonomy calendar, which is based on the findings of
our two shadowing studies. The calendar has been developed in co-creation with care staff,
older adults, designers and researchers to stimulate reflection at the unit level. Staff and
residents can talk about the ‘page of the day’ in an accessible and informal way (23).

To learn and reflect on how the staff enhance autonomy in their daily work, observational
learning, such as the method of shadowing, can reveal how colleagues enhance autonomy
in their daily work (24, 25). The findings of the shadowing studies offered ten ways in which
autonomy was found to be maintained or enhanced (26). These ‘ten viewpoints’ can be used
to shadow colleagues and residents during morning care, mealtimes and activities.

The recommended learning activities in the unit should be a continuous effort. When the
composition of the team changes, new colleagues bring different insights and experiences.
Also, the residents who live in the unit change; frequently new residents come to live in the
unit and their physical condition can temporarily or permanently decline. In our research, we
observed residents who had lost their ability to have executional autonomy, therefore their
autonomy made a shift to the decisional and delegated dimensions of autonomy. Staff actions
had to be adapted to this change.

Board managers and other stakeholders in the care environment

Board managers together with other stakeholders in the care environment mostly deployed
indirect policies through the staff to enhance the autonomy of residents. It is recommended
to direct interventions for autonomy on the older adults themselves. An action group of
residents and staff seemed promising to enhance autonomy at the unit level. The investment
in participation is aimed at improving the alignment of solutions with residents, it can
generate innovative ideas, and it will create understanding and support broadly and for the
chosen interventions. Furthermore, we advise initiating and sustaining such a process of



participation. To make the process more permanent, a key person acting as facilitator in the
unit should support the dialogues between residents and staff. This can be a staff member
working on the unit. We recommend, however, that this should be a designated person who
is equipped to facilitate the dialogues. This can lead to a culture change towards enhancing
autonomy, and a different way of thinking, acting and collaboration in the unit.
Organisations are advised to consider all aspects of PCP and all key domains to develop
a broad approach to enhance autonomy. An integral approach is expected to place the
older adult at the centre of care (3). Furthermore, organisations should use evidence-based
policies to enhance autonomy. In the case where no evidence about interventions is available,
organisations could develop and exchange best practices between nursing homes. Besides
monitoring the progress of planned interventions, it is advised as well to evaluate the effects
of the policies on autonomy with older adults.

Education of health care professionals
To increase the knowledge and use of autonomy-enhancing interventions, more attention
could be directed to enhancing autonomy in internships during nursing education. Nursing
students should be taught to reflect on their way of acting regarding autonomy and their
beliefs and values about the autonomy of residents. They can also learn how ‘conversation
time’ can be scheduled into the care processes. This could allow students to practise
communication skills that support autonomy, such as really getting to know someone.
Furthermore, it is advised to examine how knowledge about and development of
competences to enhance autonomy are embedded in the current curricula, as some
adjustments may be needed.

7.6 The story of Mrs Bel continues
Mrs Bel was introduced in the general introduction.

Mrs Bel is a socially active person and former schoolteacher of 74 years old. After a
recent stroke, she remained semi-paralysed. She needs a lot of care with dressing
and undressing and going to bed. She lived a while with her daughter. Eventually Mrs
Bel made the decision to move to a nursing home. Although she likes the location,
she experiences some difficulties. She must dress herself, which costs her a lot of
energy. Energy she prefers to use to visit her daughter using her mobility scooter.
Mrs Bel also dislikes being obliged to eat in the living room, due to her swallowing
problems.

Recently in the nursing home, residents were invited to evaluate their care plan
twice-yearly and Mrs Bel was invited to evaluate her care plan. She had formulated
this six months ago with the elderly care physician and the coordinating nurse. For
the initial care plan and all modifications to it, the older adults are asked to give
consent. In this way, the plan is intended to be better aligned with wishes and needs



and Mrs Bel could have more control over the care she receives. Mrs Bel asked her
daughter to join her. In preparation, they read the report on the care plan together.
They read the arguments between Mrs Bel and the nurses relating to ‘doing as much
as you can do yourself’. They found out that no agreements about this objective
were set out in the care plan.

During the joint evaluation of the care plan, they had a dialogue with the elderly care
physician and the coordinating nurse about the disagreement around ‘doing as much
as you can do’. Mrs Bel explained that she wanted to spend her energy on other daily
activities, such as visiting her daughter. This was understood by those present, and
they wanted to help to make sure Mrs Bel had enough energy for other activities, so
this was formalised in the care plan.

However, this agreement in the care plan gave rise to a lively discussion at the
nurses’ station. One nurse said: ‘If you take over tasks from residents, you take away
their autonomy.” Others asked, ‘Can it be an expression of autonomy if a resident
says what she wants to spend her limited energy on?’ It turned out that the team did
not share the same opinion on what autonomy meant for the residents on the unit
and consequently in what ways the team could enhance autonomy. They decided to
have a dialogue about this topic in the team meeting. The exchange of experiences
and views helped the team to become more aligned and to consider the autonomy of
residents in the unit more broadly than just encouraging self-care.

To discuss the daily affairs in the unit, a monthly living room meeting for residents
with staff was planned. Mrs Bel mentioned in this meeting that she did not like

the mealtime situation. The protocol required that she always needed supervision,
because of her swallowing problems. Mrs Bel realised that this is for her own good.
However, she indicated that she felt watched by the staff and other residents as
she fumbled with the cutlery. She asked the staff whether this could be organised in
another way.

She appeared to have supporters among both residents and staff. It was agreed that
a group of committed residents, together with the nutritional assistant and a speech
therapist would form a working group. The group was going to explore whether
there were appropriate alternatives. One of the actions that was explored by the
group was to ask a family member or volunteer to be present in the apartment of
the resident when eating dinner twice a week. To avoid overburdening relatives and
volunteers, they decided nothing else should be altered for the other mealtimes.

The management is currently considering this proposal. They are examining what
instruction or training the relatives or volunteers need to ensure the safety of the
residents and how to arrange commitments for attendance.



Mrs Bel’s story illustrates that nursing home residents have several ways that help them
to maintain their autonomy. The staff are committed to enhance autonomy and different ways
are deployed. However, the way residents want to exert their autonomy and the reactions
of the staff are sometimes not aligned. Moreover, the care environment can hinder both the
older adults and the staff.

Therefore, approaches should be used that ensure that a dialogue is initiated on
maintaining and enhancing autonomy to learn with and from each other. At the individual
level, this can be done during moments of care and in planned meetings such as the care
plan evaluations. At the unit level, regular living room meetings can help residents and
staff to share experiences of living and working in the same environment, which can lead
to collaborative actions to maintain and enhance autonomy in the lived experience of the
residents. These meetings should be complementary to the statutory required participation
through client councils in which policies to enhance autonomy at the organisational level are
discussed.
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Summary

The topic of this doctoral thesis is autonomy of older adults with physical impairments living
in a nursing home.

In chapter one, the subject is introduced. Older persons prefer to live independently
for as long as possible. If this is no longer an option, for example, due to severe physical
impairments, and 24/7 care is needed, a move to the nursing home is often necessary. In
nursing homes, however, exercising autonomy might be challenged. For example, there is
dependence on others to fulfil needs. The environment in which care is provided also plays
a role; there are always others with whom the older adult lives, who also - and sometimes
simultaneously - need help. Furthermore, the staff needs to act in accordance with protocols.
This can hinder autonomy as well.

Managers of care organisations emphasise the maintenance of autonomy as an important
objective in their policies. Care should be person-centred and based on shared decision-
making. A recurring question is ‘How can we maintain and enhance autonomy in practice?’
An additional factor is the fact that the persons involved have a different interpretation of the
concept autonomy.

As the theoretical framework for the study, we chose McCormack and McCance’s
framework for person-centred practice. This evidence-based framework provides the
following key domains to deliver person-centred practice: 1) Person-centred outcomes, such
as feelings of well-being and good care experiences. 2) Person-centred processes that take
place between the care recipient and staff, such as working with the person’s beliefs and
values. 3) The care environment within which person-centred processes take place, such as
the availability of an adequate mix of staff. 4) The requirements that may be asked of staff,
such as connectedness to work. 5) The macro context, such as health and social care policies.
Consideration of all these domains should lead to (more) opportunities for autonomy.

Collopy’s work was the second theoretical basis to explore the concept of autonomy. It
distinguishes several dimensions of autonomy of older adults living in a nursing home. These
dimensions of autonomy include, among others, decisional, executional, and delegated
autonomy. For example, an older adult may decide how she/he would like to live but cannot
execute these decisions himself because of his health condition. By delegating the purchase
of clothes or the financial administration to family members, an older person can still give
shape to how he would prefer to live. In the described dimensions, the relational aspect is
present; without the response of others, an older adult living in a nursing home is hindered in
exercising autonomy. With these insights, we could clarify the meaning of autonomy of older
adults in the nursing home.

This doctoral research aims to gain more insight into how older adults with physical
impairments, living in nursing homes, together with the staff in the care environment,
maintain and enhance autonomy. The main research question for this thesis is therefore:
‘How do residents with physical impairments, together with staff in a nursing home
environment, maintain and enhance autonomy?



The study was conducted in two organisations that provide nursing home care. For the
empirical studies (described in chapters three, four, and six), the managers selected one
participating unit. The basis for this selection was the population: adults 65 years or older
who had physical impairments. The action research (described in Chapter 6) involved one unit
within one organisation.

The main research question was further divided into five research questions. This
thesis comprises three sections in which these research questions are addressed.

Section one, chapter two, is the theoretical exploration of the scientific literature relevant
to the thesis. The research question was: ‘Which facilitators and barriers to autonomy of
older adults with physical impairments due to ageing and chronic health conditions living in
residential care facilities are known? We conducted a systematic review of the literature.

Reviewing the literature allowed us to describe the concept of autonomy for older
adults with physical impairments living in nursing homes. Autonomy can be described as ‘a
capacity to influence the environment and make decisions irrespective of having executional
autonomy, to live the kind of life someone wants and desires to live in the face of diminishing
social, physical and/or cognitive resources and dependency, and it develops in relations’.

The facilitators and barriers were arranged in four themes that mainly overlap the key
domains of the framework of person-centred practice. 1) Characteristics of residents that can
help them to maintain autonomy. For example, being able to stay connected with relatives.
Another example is maintaining a good relationship with staff, where the resident experiences
being seen as a valuable human being. 2) Prerequisites of professional staff that help to
maintain autonomy. For example, being able to build a good relationship with a resident
helps to maintain autonomy. 3) Care processes between residents and staff. Staff members
who start from residents’ wishes and needs and are flexible about this in the (rules of the)
organisation, support autonomy. 4) The environment of care that contributes to autonomy.
For example, the use of adequately trained and permanent staff who know residents (and
their wishes/needs) well. Also, a suitable mix of shared and private spaces in the building
enables choice and autonomy.

The second section of the thesis addresses the perspectives of older adults, staff, and
stakeholders in the care environment in three separate studies.

Chapter three describes the following research question: ‘How do older adults with
physical impairments who live in a nursing home maintain autonomy in daily life?’. We
executed this study by ‘shadowing’ older adults, which is a form of long-term and non-
participatory observation. Seventeen older adults from two units (one unit per participating
care organisation) gave permission to be shadowed for one day during care moments,
mealtimes, and activities. While doing so, the researcher took notes and, at the end of the
day, checked her interpretations with a short interview. The observation reports combined
with the typed-out interviews were studied collaboratively with the research team. They
were coded thematically and then analysed to answer the research question.

We identified six elements for maintaining autonomy. 1) Being able to decide and/
or execute decisions. Older adults were able to perform some actions on their own and
therefore had autonomy. For example, if they applied make-up, chose jewellery, and put



on perfume themselves after being assisted in having a shower. 2) Active involvement. If an
older adult could not conduct a decision oneself, it works best if she/he made it directly clear
how she/he would like it to be done. For example, when the staff member enters the room,
someone can state that the curtains should stay closed, that she would like to have morning
care in bed that day, or that the nurse should get that nice shampoo she got yesterday on her
birthday. It was difficult for persons with speech disorders to make these wishes (verbally)
clear. Permanent staff often understood non-verbal expressions and voiced them aloud.
However, the study also revealed that not every staff member knew residents’ wishes well.

3) Transferring autonomy to others. The conscious choice to transfer matters to others is a
form of autonomy. For example, if someone is visually impaired, buying clothes can be left to
one’s child. Having the confidence that the other person knows the wishes and needs, ensures
that something happens the way the person wants it. 4) Using preferred spaces. Being able

to choose how to use the rooms in the nursing home is a way of exercising autonomy. For
example, some residents prefer to stay in their own room with the doors closed and others
want to keep the door open. 5) Choosing how to spend time in daily life. Sometimes the day
seems like a sequence of care and meal moments. But in the space between set moments, life
can go on (sometimes as before). Examples of spending time are meeting old friends, sending
e-mails, knitting, painting, cooking food, seeing children and grandchildren, listening to music,
or watching TV. In this multiplicity of preferences and choices, autonomy is manifest. 6)
Deciding about important subjects. While shadowing residents, they spontaneously wanted
to share how they thought about autonomy. For example, how they themselves decided to
move to the nursing home to reduce the burden on the family. Another example is that a
resident said that he really wants to be admitted to the hospital for heart failure, even though
it does not make a difference according to the elderly care specialist.

All these six ways of exercising autonomy only become effective through the responses of
others, such as staff, family, and friends who notice and follow up on signals and expressions.
This fact demonstrates the relational nature of autonomy.

In chapter four we further explored the staff responses to and experiences of residents’
expressions of autonomy. In this study, we sought to answer the question: ‘How do staff
members act and what do they experience in relation to the autonomy of older adults with
physical impairments living in nursing homes?’ Again, we used ‘shadowing’ as a method.
Fifteen staff members, including nurses, occupational therapists, and nutritional assistants
from two units (one unit per participating care organisation) participated in this study. Each
staff member was shadowed for several hours while working. We observed what action a staff
member performed to support a resident’s autonomy. We also observed how the resident
responded to this. After the shadowing was completed, a short interview followed to ask
clarification questions or check observations. The observation reports, combined with the
typed-out interviews, were thematically coded and analysed by the research group.

Four activities to enhance autonomy were identified. 1) Getting to know each older adult
as a person and responding to his/her needs. The staff tries to consider the wishes or needs of
each individual resident. They do this, for example, by talking to a resident about their past or
hobbies. They also often know each resident’s preferences for morning care. It was interesting



to see that most staff still asked about someone’s preferences, even if they already knew
them. However, the staff did mention challenges in supporting residents’ autonomy, such as
staff shortages. 2) Encouraging an older adult to perform self-care. For instance, washing and
drying the face or combing the hair. They also encourage residents to prepare and butter their
own sandwiches and to clear the table collaboratively. It is important to do this in alignment
with the resident. This allows a resident to indicate if she/he does not wish to do something
to save energy for another activity that day. 3) Stimulating an older adult to make choices.
During morning care, the staff gives a resident many choices, for example about the order of
morning care, clothing, or where a resident wants to have breakfast. Nutritional assistants
also give many choices about bread, spreads, and drinks. Nutritional assistants ask what a
resident wants to eat or drink, even if this is already known to them. Both organisations work
with prepared meals from elsewhere. This has the disadvantage that a resident cannot order,
for example, fresh vegetables. Welfare staff offer residents a variety of activities within the
location that a resident can choose from. 4) Being aware of interactions. These interactions
with a resident take place in verbal and non-verbal ways. Most staff members find it
important to support residents’ autonomy. They do their best to achieve this, for example by
sometimes staying longer at work and by discussing with colleagues how they can support

a resident’s autonomy. The staff finds it important to give each resident the attention they
need. They often use humour in embarrassing situations. For example, because someone was
late for the toilet. Yet there were also examples where a resident’s autonomy was restricted.
For example, when two staff members talked to each other without involving the resident in
the conversation or when a staff member maintains their own order for residents’ morning
care without considering their preferences.

To gain more insight into the context in which the resident and the staff are using their
actions to maintain or enhance autonomy, chapter five describes the policies related to
the care environment that are developed and used to enhance autonomy. In this study, we
answer the question: ‘Which policy, aimed to enhance the autonomy of older adults with
physical impairments in nursing homes, is developed and implemented?’

We conducted this by studying various documents such as multi-year policy plans and
minutes from two nursing homes. For example, we followed what is described about the
organisation’s vision of autonomy, what is written in the annual plans, quarterly reports, and
evaluations of the plans. We also interviewed 17 persons to study whether they were familiar
with the vision and the policy and whether they were able to put it into practice. These
persons were, for instance, members of the client council, coaches, training staff, senior
nurses, or managers.

We organised the results according to McCormack & McCance’s framework of person-
centred practice. One of the key domains of this model is the care environment. The care
environment focuses on the context in which care is provided and involves seven aspects.

1) Power sharing as an equal collaboration based on shared values and goals. 2) Supportive
organisational systems, when initiative and creativity are encouraged by the organisation.

3) Appropriate skill mix, where staff with the required knowledge and skills provide care. 4)
Potential for innovation and risk-taking based on Evidence Based Practice. 5) How the physical



environment such as the building and furnishings affect privacy and security. 6) Effective
relationships between staff to achieve person-centred care. 7) Systems for shared decision-
making between professionals such as how teams in the organisation work together. We
could conclude that the ‘power sharing’ aspect was used the most in the policies of the two
participating organisations. The organisations expected much from introducing often indirect
interventions. For example, they expected to enhance autonomy of residents with access to
their electronic care plan and the development of self-managing teams. Less attention was
paid to interventions in the physical environment and the process of collaboration between
staff. Arecommendation from this study was to use all seven aspects of the care environment
to develop and implement policies aimed to enhance residents’ autonomy.

In section three of this thesis, a participatory action research is described through which
older adults and staff try to enhance autonomy at the unit level.

In chapter six we describe a participative action research (PAR) process in one unit of a
nursing home to enhance autonomy in daily life collaboratively — that is, between older adults
and staff members. The method of PAR was chosen because it uses a cyclical, participatory
process of gaining evidence to bring change to the practice environment. The research
question was: ‘What processes occur between residents and staff in PAR to enhance the
autonomy of residents on the unit level?’ The aim was to gain insight into the PAR processes
in which residents and staff propose actions and then explore and evaluate them, aiming to
enhance autonomy in day-to-day practice.

To do so, five older adults and a spouse of a resident met every two weeks. They shared
ideas about how they felt autonomy could be enhanced in the unit. Once a month, five staff
members from the unit joined the group. Older adults and staff collaboratively decided which
ideas they wanted to try out on the unit: the actions. They did so for more than one year. The
action group used all kinds of creative work forms to collaboratively discuss the actions they
tried out and whether they contributed to autonomy. The researcher was always present to
facilitate the dialogue.

We learned that it is important to create the conditions for older adults and staff to have
this dialogue. For instance, a fixed time should be planned. A facilitator is also important
in such a conversation. It also helps to use creative work forms to explain to one another
what each person thinks. When the dialogue is organised in this way, older adults provide
-sometimes surprising- suggestions. Two examples of actions suggested by older adults are 1)
An extra button at the elevator to access it with a large electric wheelchair. This allows older
adults to get to another floor or exit without help. 2) Being able, as a resident, to make one’s
own appointments with the dental service. In this way, they do not depend on a staff member
for such an appointment.

We found that the start of the collaborative change process is also a learning process
for older adults and staff. The roles of the care recipient and caregiver changed during the
meetings: they became collaborating partners. The older adults and staff were increasingly
engaging collaboratively to find more opportunities for autonomy.

Finally, we found that it remains difficult to specify what each person understands
the term autonomy to mean. At the start, the participants thought they knew what they



understood by autonomy. However, over time they wondered whether they were talking
about the same topic and started exploring together how they understood autonomy.

When older adults are involved, they can have a voice in what they think can contribute to
enhancing autonomy. A dialogue between older adults and staff should be held, for example,
in regularly scheduled living room meetings. Based on themes and guided by a facilitator, the
conversation about enhancing autonomy can take place in the unit.

In the concluding chapter seven, we reflect in a general discussion on the answers that
the five studies provide to the main research question: ‘How do residents with physical
impairments, together with staff in a nursing home environment, maintain and enhance
autonomy?’ The most significant findings are discussed, and the scientific contributions of the
studies are described. The main findings are:

- Older adults living in the nursing home have various ways of exercising and
maintaining autonomy in the care relationship with staff members. Furthermore,
older adults can contribute ideas and participate in decisions on what would help
them to maintain autonomy at the unit level.

- Autonomy has a strong relational dimension; older adults living in a nursing home
are dependent on how others -staff, family, and friends- respond to their signals to
exert autonomy.

- Staff considers older adults’ autonomy important and deploys several ways to
support this autonomy in the care relationship. However, the connection between
older adults’ needs and staff intervention is not always present.

- A continuous alignment between older adults and staff is needed to maintain
autonomy in the nursing home.

- Collaboratively exploring how the unit can support autonomy can cause tensions in
the care relationship. Both older adults and staff go through a learning process to
find their way as collaborative partners.

- Care organisations can use policies to design the care environment in such a way
that autonomy is enhanced at the unit level and within the care relationship.
However, they are not yet making optimal use of this.

We formulated recommendations for practice, management, and education. Older

adults themselves should be able to express their wishes and needs and give feedback on the
actions of staff and working methods in the unit. Where necessary, they should be facilitated
in this by the staff, for example, by using a narrative method and dialogues in living room
meetings. The staff should regularly reflect on their views, experiences, and actions regarding
older adults’ autonomy in planned peer supervision and with the use of daily reminders.
Furthermore, they can learn by shadowing colleagues’ actions. Managers should involve older
adults in formulating and evaluating policies aimed at enhancing autonomy. Furthermore,
they are recommended to deploy comprehensive and long-term policies to enhance
autonomy. The education for care staff should include knowledge about autonomy and foster
competencies to enhance autonomy.



Samenvatting (summary in Dutch)

Dit promotieonderzoek gaat over eigen regie van ouderen met een somatische aandoening
wonend in een verpleeghuis. In hoofdstuk een wordt het onderwerp geintroduceerd. Ook al
willen ouderen bij voorkeur zo lang mogelijk zelfstandig wonen, kan er een moment komen
dat dit niet langer kan. Als er 24/7 zorg en ondersteuning nodig is door bijvoorbeeld de ernst
van de aandoening, is een verhuizing naar het verpleeghuis vaak nodig. In verpleeghuizen

is het voeren van eigen regie echter niet altijd eenvoudig. Dit omdat er sprake is van
afhankelijkheid van anderen om de behoeftes te vervullen. Ook de omgeving waarin de zorg
wordt verleend speelt een rol; er zijn altijd anderen waarmee de oudere samenleeft, die ook
- en soms tegelijkertijd- hulp nodig hebben. Verder kan de noodzaak tot veilig handelen, vaak
vastgelegd in protocollen, de eigen regie negatief beinvioeden.

Bestuurders van zorgorganisaties geven het behoud van eigen regie een belangrijke
plaats in hun beleid. Zij vinden het belangrijk dat de zorg mensgericht is en gebaseerd op
gezamenlijke besluitvorming. Een steeds terugkerende vraag is ‘Hoe kunnen we in de praktijk
eigen regie ondersteunen en bevorderen?’ Een complicerende factor is dat het begrip eigen
regie voor de verschillende betrokkenen een andere betekenis heeft.

Als theoretisch kader voor dit promotieonderzoek kozen we voor het raamwerk van
mensgerichte* praktijkvoering van McCormack en McCance. Dat raamwerk benoemt,
gebaseerd op wetenschappelijk bewijs, de volgende sleutel domeinen om de zorg meer
mensgericht te maken. 1) Mensgerichte uitkomsten, zoals het gevoel van welzijn en
goede zorgervaringen. 2) Mensgerichte processen die zich afspelen tussen de zorgvrager
en zorgverlener, zoals werken met de opvattingen en waarden van de persoon. 3) De
zorgomgeving waarbinnen de mensgerichte processen zich afspelen, zoals de inzet van
een adequate mix van zorgverleners. 4) De vereisten die aan zorgverleners gesteld kunnen
worden, zoals verbondenheid met het werk. 5) De macro context, zoals de politieke
besluitvorming en financiering van zorg. Aandacht voor al deze domeinen, zou moeten leiden
tot (meer) ruimte voor eigen regie.

Het gedachtengoed van Collopy was een tweede theoretische basis om het begrip eigen
regie te exploreren. Het onderscheidt verscheidene dimensies van eigen regie van ouderen
in het verpleeghuis. Deze dimensies zijn bijvoorbeeld besluiten nemen over-, uitvoeren van-
en delegeren van eigen regie. Zo kan een oudere bijvoorbeeld besluiten hoe die graag zou
willen leven, maar kan die deze besluiten door de aandoening niet zelf uitvoeren. Ook kan een
oudere door bijvoorbeeld aankoop van kleding of de financiéle administratie te delegeren aan
bekenden, toch invulling geven aan hoe hij die zaken het liefst zou willen vormgeven. Steeds
is de relationele dimensie aanwezig, zonder de respons van anderen wordt een oudere in
het verpleeghuis belemmerd om eigen regie te voeren. Met deze inzichten kunnen we meer
helderheid creéren over de betekenis van eigen regie voor ouderen in het verpleeghuis.

1 Mensgerichte verpleeghuiszorg sluit aan bij de definitie van person-centredness van McCormack en
McCance. Sommigen vertalen person-centredness als ‘persoonsgericht’. Er wordt in dit proefschrift

hetzelfde mee bedoeld.



Het doel van dit promotieonderzoek was om meer zicht te krijgen op hoe ouderen met
een somatische aandoening die wonen in een verpleeghuis, samen met de zorgmedewerkers
en in die zorgomgeving, hun eigen regie kunnen behouden of bevorderen. De
onderzoeksvraag voor dit proefschrift luidde dan ook: ‘Hoe kunnen ouderen met somatische
aandoeningen in een verpleeghuisomgeving, samen met de zorgmedewerkers hun eigen regie
behouden of bevorderen?’

Het onderzoek is uitgevoerd in twee organisaties die verpleeghuiszorg aanbieden. Voor de
empirische (beschreven in hoofdstuk 3, 4 en 6) selecteerden de managers een afdeling waar
de beoogde doelgroep van het onderzoek woonde: ouderen van 65 jaar of ouder die een
somatische aandoening hebben. Aan het actieonderzoek (beschreven in hoofdstuk 6) deed
een afdeling van een organisatie mee.

De onderzoeksvraag is ongesplitst in vijf deelvragen. Dit proefschrift is ingedeeld in drie
delen, waarin nader wordt ingegaan op de diverse onderzoeksvragen.

Deel een, hoofdstuk 2, is een theoretische verkenning van eigen regie vanuit de
wetenschappelijke literatuur. De onderzoeksvraag luidde: ‘Welke belemmerende en
bevorderende factoren voor het voeren van eigen regie door ouderen met een somatische
aandoening in een verpleeghuis zijn bekend?’ We onderzochten dat met systematisch
onderzoek van de literatuur.

Door het bestuderen van de artikelen die we includeerden in de literatuurstudie konden
we het begrip eigen regie voor ouderen met een somatische aandoening in het verpleeghuis
beschrijven. ‘Eigen regie is het vermogen om de omgeving te beinvloeden en besluiten te
nemen, ongeacht of men het vermogen heeft die besluiten uit te voeren, om zo het leven
te leiden wat men wenst, in het licht van verminderende sociale, fysieke en/of psychische
bronnen en afhankelijkheid. Het ontwikkelt zich in relaties’.

De resultaten, namelijk de belemmerende en bevorderende factoren voor eigen regie,
ordenden we in vier categorieén die grotendeels corresponderen met de domeinen uit het
model van mensgerichte praktijkvoering. 1) Kenmerken van ouderen die hen kunnen helpen
in het behouden van eigen regie. Bijvoorbeeld contact onderhouden met familie en vrienden.
Een ander voorbeeld is het onderhouden van een goede relatie met zorgmedewerkers,
waarbij de bewoner ervaart dat hij als een waardevol mens wordt gezien. 2) Vereisten die
zorgmedewerkers helpen om eigen regie kunnen ondersteunen. Bijvoorbeeld een goede
relatie (kunnen) opbouwen met een bewoner helpt bij het ondersteunen van eigen regie. 3)
Zorgprocessen tussen ouderen en zorgmedewerkers. Zorgverleners die uitgaan van wensen
en behoeften van bewoners en hier flexibel in de (regels van de) organisatie mee omgaan,
ondersteunen de eigen regie. 4) De zorgomgeving kan de eigen regie ook ondersteunen.
Bijvoorbeeld door de inzet van voldoende opgeleide en vaste zorgmedewerkers die bewoners
(en hun wensen/behoeften) goed kennen. Verder zorgt een goede mix van gedeelde en
privéruimtes in het gebouw voor keuzevrijheid en eigen regie.

In het tweede deel van dit proefschrift komen de perspectieven van ouderen,
zorgmedewerkers en de omgeving van de zorg in drie verschillende studies aan de orde.

In hoofdstuk drie wordt ingegaan op de onderzoeksvraag: ‘Hoe voeren ouderen met een
somatische aandoening eigen regie in het verpleeghuis?’ We deden dit onderzoek door



het ‘schaduwen’ van ouderen, een vorm van langdurige en niet-participatieve observatie.
Zeventien ouderen van twee afdelingen (een afdeling per deelnemende zorgorganisatie)
gaven toestemming om hen een dag te schaduwen tijdens zorgmomenten, maaltijdmomenten
en activiteiten. Daarbij maakte de onderzoeker aantekeningen en met een kort gesprek aan
het einde van de dag controleerde zij haar interpretaties. De aantekeningen zijn samen met
het onderzoeksteam bestudeerd en thematisch gecodeerd en vervolgens geanalyseerd om
antwoord te krijgen op de onderzoeksvraag.

We vonden zes manieren waarop ouderen eigen regie voeren. 1) Ouderen voeren eigen
regie door zelf te beslissen en deze beslissingen (deels) zelf uit te voeren. Ouderen konden
sommige handelingen zelfstandig uitvoeren en daardoor eigen regie voeren. Bijvoorbeeld
als ze na hulp bij het douchen zelf make-up aanbrengen, sieraden uitkiezen en parfum
opdoen. 2) Ouderen voeren eigen regie door proactieve beinvloeding. Als een oudere een
beslissing niet zelf kon uitvoeren, werkte het het beste als hij/zij direct duidelijk maakte
hoe hij/zij het zou willen. Bijvoorbeeld bij binnenkomst van de zorgmedewerker kan een
oudere zeggen dat de gordijnen dicht moeten blijven, dat ze die dag op bed gewassen wil
worden of dat de verzorgende die lekkere shampoo moet pakken die ze gisteren op haar
verjaardag had gekregen. Voor mensen met spraakproblemen was het lastig om deze wensen
(verbaal) duidelijk te maken. Vaste zorgmedewerkers begrepen non-verbale uitingen vaak
en benoemden deze hardop. Maar in het onderzoek werd ook zichtbaar dat niet iedereen
de wensen van bewoners goed kende. 3) Ouderen dragen eigen regie over aan anderen. De
bewuste keuze om zaken over te dragen aan anderen is een vorm van eigen regie. Als iemand
bijvoorbeeld slechtziend is, kan de kledingaankoop aan de zoon of dochter overgelaten
worden. Het vertrouwen dat die ander de wensen en behoeften kent, zorgt ervoor dat iets
gebeurt zoals iemand het wil. 4) Ouderen voeren eigen regie over het gebruik van de ruimtes
om hen heen. Zelf de keuze kunnen maken op welke wijze gebruik gemaakt wordt van de
ruimtes in het verpleeghuis is een wijze van regie voeren. De een blijft graag op de eigen
kamer met de deur dicht, terwijl andere bewoners de deur graag openhouden. 5) Ouderen
besluiten hoe zij hun tijd willen besteden. Soms lijkt het dat de dag een aaneenschakeling
is van zorg- en maaltijdmomenten. Maar juist in de ruimte tussen vaste momenten, kan
het leven (soms zoals vroeger) voortgang vinden. Voorbeelden hiervan zijn oude vrienden
ontmoeten, mailtjes sturen, breien, schilderen, eten koken, kinderen en kleinkinderen zien,
muziek luisteren of tv kijken. In die veelheid van voorkeuren en keuzes is eigen regie zichtbaar.
Als laatste vonden we dat 6) ouderen blijven beslissen over belangrijke zaken in het leven.
Tijdens het schaduwen van bewoners, wilden zij spontaan vertellen hoe zij over eigen regie
dachten. Bijvoorbeeld hoe ze zelf besloten naar het verpleeghuis te verhuizen om de familie
te ontlasten. Een ander voorbeeld is dat ze toch echt wel in het ziekenhuis opgenomen
willen worden bij hartfalen, ook al haalt dat niet veel meer uit volgens de specialist
ouderengeneeskunde.

Deze zes wijzen van eigen regie voering worden pas effectief door de reacties van
anderen, zoals zorgmedewerkers, familie en vrienden die signalen en uitingen waarnemen en
opvolgen. Dat gegeven maakt het relationele karakter van eigen regie zichtbaar.



In hoofdstuk vier beschrijven we het perspectief van zorgmedewerkers als antwoord
op de vraag: ‘Hoe handelen zorgmedewerkers en wat ervaren Zzij, bij het ondersteunen van
de eigen regie van bewoners met een somatische aandoening?’ Ook hier gebruikten we
‘schaduwen "als methode. Vijftien zorgmedewerkers, zoals verzorgenden, verpleegkundigen,
welzijnszorgmedewerkers en voedingsassistenten van twee afdelingen (een afdeling per
deelnemende zorgorganisatie) deden mee in dit onderzoek. Elke zorgmedewerker werd
een aantal uur gedurende de werkzaamheden geschaduwd. We observeerden welke actie
een zorgmedewerker uitvoerde om de eigen regie van een bewoner te ondersteunen.

We keken ook hoe de bewoner hierop reageerde. Na het afronden van het schaduwen
volgde een gesprek om verhelderingsvragen te stellen of interpretaties te controleren. De
observatieverslagen gecombineerd met de uitgetypte interviews, zijn thematisch gecodeerd
en vervolgens geanalyseerd door de onderzoeksgroep.

We vonden vier wijzen waarop zorgmedewerkers eigen regie van bewoners
ondersteunen. 1) Zorgmedewerkers proberen elke bewoner goed te leren kennen. Zij
proberen rekening te houden met de wensen of behoeften van elke afzonderlijke bewoner.
Dit doen zij bijvoorbeeld door met een bewoner over het verleden of over hobby’s te
praten. Zij kennen vaak de voorkeuren van elke bewoner voor de wijze van ochtendzorg.

Het was bijzonder om te zien dat de meeste zorgmedewerkers toch vroegen naar iemands
voorkeur, ook al kende de zorgmedewerker deze al. Zorgmedewerkers benoemden wel

de uitdagingen in het ondersteunen van de eigen regie van bewoners zoals een tekort aan
personeel. 2) Zorgmedewerkers stimuleren een bewoner om zoveel mogelijk zelf te doen
tijdens zorgmomenten of tijdens het eten. Bijvoorbeeld het gezicht wassen en drogen of

het haar kammen. Ook stimuleren zij om zelf een boterham te smeren en te beleggen en
samen de tafel af te ruimen. Belangrijk is om dit in afstemming met de bewoner te doen.

Dan kan een bewoner aangeven of zij/hij iets niet wil doen om energie te sparen voor een
andere activiteit die dag. 3) Zorgmedewerkers stimuleren een bewoner om keuzes te maken.
Tijdens de ochtendzorg geven zorgmedewerkers een bewoner veel keuze, bijvoorbeeld over
de volgorde van de ochtendzorg, de kleding of waar een bewoner wil ontbijten. Ook geven
voedingsassistentes veel keuze over brood, beleg en drinken. Voedingsassistentes vragen wat
een bewoner wil eten of drinken, ook al is dat bij hen al bekend. Soms werkt een organisatie
met extern bereide maaltijden. Het nadeel daarvan is dat een bewoner bijvoorbeeld geen
verse groente kan bestellen. Welzijnsmedewerkers bieden bewoners binnen de locatie

een variéteit aan activiteiten waar een bewoner uit kan kiezen. 4) Zorgmedewerkers geven
aan dat zij het belangrijk vinden om zich bewust te zijn van interactie met een bewoner.

Deze interacties met een bewoner verlopen op een verbale en non-verbale manier. Veel
zorgmedewerkers vinden het belangrijk om de eigen regie van bewoners te ondersteunen.
Daar doen zij hun best voor. Bijvoorbeeld door soms langer op het werk te blijven en met
collega’s te bespreken hoe zij de eigen regie van een bewoner kunnen ondersteunen. Zij
vinden het belangrijk om elke bewoner aandacht te geven. Zorgmedewerkers gebruiken vaak
humor in situaties met spanning of schaamte. Bijvoorbeeld omdat iemand te laat was voor het
toilet. Toch waren er ook voorbeelden waarin de eigen regie van een bewoner werd beperkt.
Bijvoorbeeld als twee zorgmedewerkers met elkaar praten zonder de bewoner bij het gesprek



te betrekken of als een zorgmedewerker een eigen volgorde aanhoudt voor de ochtendzorg
van bewoners zonder rekening te houden met hun voorkeur.

We wilden meer zicht krijgen op de context waarbinnen de bewoner en de medewerker
hun acties inzetten om eigen regie te behouden of te bevorderen. Daarom is in hoofdstuk
vijf bestudeerd welk beleid met betrekking tot de zorgomgeving wordt ontwikkeld en ingezet
om eigen regie te bevorderen. In dit onderzoek beantwoorden we de vraag: ‘Welk beleid
om eigen regie van verpleeghuisbewoners met een somatische aandoening, mensgericht te
ondersteunen is ontwikkeld en geimplementeerd?’

We deden dit door diverse documenten, zoals meerjarenbeleidsplannen, kaderbrieven
en notulen van de twee deelnemende verpleeghuizen te bestuderen. Zo volgden we wat
er beschreven is over de visie van de organisatie op eigen regie, wat er in de jaarplannen,
de kwartaalrapportages en de evaluaties staat. Ook interviewden we 17 personen met
de vraag of ze de visie en het beleid kenden en of ze er in de praktijk handen en voeten
aan kunnen geven. Deze personen waren bijvoorbeeld lid van de cliéntenraad, coach,
scholingsfunctionaris, senior verpleegkundige of manager.

De resultaten ordenden we volgens het raamwerk van mensgerichte praktijkvoering van
McCormack & McCance. Een van de sleuteldomeinen van dit model is de zorgomgeving. De
zorgomgeving richt zich op de context waarin zorg wordt verleend en omvat zeven aspecten.
1) Delen van macht als een gelijkwaardige samenwerking op basis van gedeelde waarden en
doelen.2) Ondersteunende organisatiesystemen, wanneer initiatief en creativiteit worden
gestimuleerd door de organisatie. 3) Personeelssamenstelling, waarbij zorgmedewerkers
met de vereiste kennis en vaardigheden de zorg verlenen. 4) Potentieel voor innovatie en
risico’s te nemen op basis van Evidence Based Practice. 5) Hoe de fysieke omgeving zoals
het gebouw en de inrichting privacy, en geborgenheid beinvloeden. 6) Effectieve relaties
tussen zorgmedewerkers om mensgerichte zorg te realiseren. 7) Systemen voor gedeelde
besluitvorming tussen professionals zoals hoe teams in de organisatie samenwerken. We
concludeerden dat het aspect ‘delen van macht’ het meest gebruikt werd in het beleid van
de twee deelnemende organisaties. De organisaties verwachtten veel van het invoeren
van veelal indirecte interventies. Zo wilden ze eigen regie ondersteunen door een bewoner
de mogelijkheid te geven om in te loggen in het eigen zorgplan en de ontwikkeling van
zelfsturende teams. Minder aandacht was er voor interventies in de fysieke omgeving en
de samenwerkingsprocessen tussen zorgmedewerkers. Een aanbeveling uit dit onderzoek
is om alle zeven aspecten van de zorgomgeving te gebruiken om beleid te maken en te
implementeren met als doel de eigen regie van bewoners ondersteunen.

Het derde deel van dit proefschrift gaat over het participatieve proces waarmee ouderen
en zorgmedewerkers proberen eigen regie te bevorderen op afdelingsniveau. In hoofdstuk
zes wordt ingegaan op de onderzoeksvraag: ‘Welke processen treden op bij een participatieve
aanpak van ouderen en zorgmedewerkers om eigen regie te bevorderen op de afdeling?’ Dat
onderzochten we met participatief actie onderzoek (PAR). Daarbij hanteerden we met de
volgende cyclus: bewoners en zorgmedewerkers stelden acties voor, probeerden deze uit
en samen observeerden we de effecten van de acties, gevolgd door een reflectie of de actie



blijvend kan worden ingezet. Met deze cyclus onderzochten we gezamenlijk of en welke acties
eigen regie bevorderden.

Voor dit PAR kwamen vijf ouderen en een partner van een oudere, iedere twee weken
bij elkaar. Zij deelden ideeén over hoe eigen regie op de afdeling volgens hen bevorderd kon
worden. Een keer per maand sloten er vijf zorgmedewerkers van de afdeling aan. Ouderen
en zorgmedewerkers besloten samen welke ideeén zij wilden uitproberen op de afdeling:
de acties. Dat deden ze meer dan een jaar. Ze gebruikten allerlei creatieve werkvormen om
samen in gesprek te gaan over de uitgeprobeerde acties en of en in hoeverre dit bijdraagt aan
eigen regie. De onderzoeker was steeds aanwezig om het gesprek te leiden.

We leerden dat het belangrijk is om randvoorwaarden te creéren om ouderen en
zorgmedewerkers in gesprek te laten zijn. Zo moet er een vast moment gepland worden.

Een begeleider is bij zo’n gesprek ook belangrijk. Het helpt ook om creatieve werkvormen te
gebruiken om aan elkaar uit te leggen wat eenieder vindt. Als het gesprek op deze manier
wordt gevoerd, komen ouderen met -soms verrassende- voorstellen. Twee voorbeelden

van acties die ouderen voorstelden zijn: 1) Een extra knop bij de lift om er met een grote
elektrische rolstoel bij te kunnen. Zo kunnen ouderen zonder hulp naar een andere verdieping
of naar de uitgang. 2) Zelf, als bewoner, afspraken kunnen maken met de tandarts. Zodat ze
niet afhankelijk zijn van een medewerker voor zo’n afspraak.

We leerden ook dat het voor ouderen en zorgmedewerkers een leerproces is om
samen het gesprek aan te gaan. De rol van zorgvrager en zorgverlener verandert tijdens de
bijeenkomsten. Ze worden samenwerkingspartner. Zij gingen steeds beter samen op zoek
naar meer mogelijkheden voor eigen regie.

Tot slot weten we nu dat het moeilijk blijft om te benoemen wat eenieder onder eigen
regie verstaat. De deelnemers dachten bij de start te weten wat ze verstonden onder eigen
regie. Maar na een jaar vroegen ze zich af of ze het wel over hetzelfde hadden en gingen ze
met elkaar verdiepen wat eigen regie nu eigenlijk betekent voor hen.

Als ouderen betrokken worden, kunnen ze meedenken en meebeslissen over, en
meewerken aan wat zij belangrijk vinden om eigen regie te bevorderen. Een gesprek
tussen ouderen en zorgmedewerkers zou bijvoorbeeld met regelmaat in geplande
huiskamerbijeenkomsten gevoerd moeten worden. Aan de hand van thema’s en onder
begeleiding van een gespreksleider kan het gesprek gaan over het bevorderen van eigen
regie.

In hoofdstuk zeven wordt in een algemene discussie gereflecteerd op de resultaten uit
de vijf deelonderzoeken waarmee we antwoord kunnen geven op de hoofdvraag van het
onderzoek: ‘Hoe kunnen ouderen met somatische aandoeningen in een verpleeghuisomgeving,
samen met de zorgmedewerkers hun eigen regie behouden of bevorderen?’

De belangrijkste bevindingen zijn bediscussieerd en de wetenschappelijke bijdragen van
de onderzoeken zijn beschreven. De belangrijkste bevindingen zijn:

- Ouderen die in het verpleeghuis wonen beschikken over verschillende manieren om

eigen regie te voeren en te behouden in de zorgrelatie met de zorgmedewerkers.
Verder kunnen ouderen meedenken en meebeslissen over wat hen op
afdelingsniveau zou helpen om eigen regie te behouden.



- Eigen regie kent een sterke relationele dimensie: ouderen die in een verpleeghuis
wonen zijn afhankelijk van de wijze waarop anderen -zorgmedewerkers, familie en
vrienden- reageren op hun signalen om eigen regie te voeren.

- Zorgmedewerkers vinden eigen regie van ouderen belangrijk en zetten diverse
manieren in om die in de zorgrelatie te ondersteunen. Maar de samenhang tussen
de behoefte van de oudere en de inzet van de zorgmedewerkers is niet altijd
aanwezig.

- Een continue afstemming tussen ouderen en zorgmedewerkers is nodig om eigen
regie te kunnen behouden in het verpleeghuis.

- Het samen onderzoeken van de wijze waarop ouderen en zorgmedewerkers van
een afdeling eigen regie kunnen ondersteunen, kan spanningen in de zorgrelatie
veroorzaken. Zowel ouderen als zorgmedewerkers gaan door een leerproces om
hun weg te vinden als samenwerkingspartner.

- Zorgorganisaties kunnen beleid inzetten om de omgeving van de zorg zodanig in te
richten dat eigen regie ruimte krijgt op afdelingsniveau en binnen de zorgrelatie. Ze
maken daar nu nog niet optimaal gebruik van. Met name ouderen zelf worden bij
het ontwikkelen van beleid, niet rechtstreeks betrokken en bevraagd.

We formuleerden aanbevelingen voor de praktijk, management en de opleiding voor
zorgberoepen. Ouderen zelf zouden hun wensen en behoeftes dienen te uiten en feedback te
geven op het handelen van de zorgmedewerkers en de werkwijze op de afdeling. Waar nodig
zouden ze hierbij gefaciliteerd kunnen worden door bijvoorbeeld de inzet van een narratieve
methode en huiskamerbijeenkomsten. Zorgmedewerkers dienen regelmatig op hun
opvattingen, ervaringen en handelen ten aanzien van eigen regie van ouderen te reflecteren
in geplande intervisies en met behulp van dagelijkse reminders. Verder kunnen ze leren door
het schaduwen van het handelen van collega’s. De managers zouden de ouderen dienen te
betrekken bij het formuleren en evalueren van beleid gericht op eigen regie. Verder wordt
er aan het management aanbevolen om breed beleid in te zetten en langdurend te werken
aan het bevorderen van eigen regie. Binnen het onderwijs voor zorgmedewerkers zouden de
kennis over eigen regie en het ontwikkelen van competenties om eigen regie te bevorderen
een plaats dienen te krijgen.
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