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Introduction: Patient participation is known to improve patients’ motivation, compliance,
treatment results, and satisfaction with the received care. It is well known that the physical
environment is of great importance in supporting patient involvement. A systematic literature
search has shown a lack of articles on the subject of “surroundings” in relation to patient par-
ticipation, for all patient groups.

Aim: We aimed to investigate how patients with intestinal failure experience their hospital
surroundings in relation to patient participation.

Methods: The study included eight patients admitted for at least 2 weeks at the Intestinal
Failure Unit, H8, Salford Royal NHS Foundation Trust, Manchester, United Kingdom. Included
patients had a good level of consciousness with no confusion. The included patients participated
in a semistructured interview. The interviews were analyzed using Malterud’s principles of
systematic text condensation.

Results: The patients described that the surroundings enabled them to participate in their treat-
ment and care. The surroundings made it possible for them and encouraged them to participate
through: the possibility to seek and get information and the possibility to participate in daily
activities. This led to a feeling of independence, reassurance, normality, control, responsibility,
and confidence.

Conclusion: The findings in this study indicate that the hospital surroundings are essential for
the patients with respect to their ability to participate in their own care and treatment. The sur-
roundings, in relation to patient participation, should be considered when planning and organizing
nursing care. Further research is needed to increase the understanding of the surroundings in
relation to patient participation — this research could, for eg, include the nurse’s perspective.

Keyword: patient perspective, patient involvement, patient environment, emotional consequences

Introduction

The focus on patient participation has increased during the last decades,'™ and patient
participation is described as a well-established and highly valued concept in medical
practice.?

Over the past 40 years, the patient position has shifted from that of a passive
recipient to one of an active participant who is involved in decisions on treatment and
care.'*-¢ Additionally, the increased amount of available information, technological
developments in health care, and an increase in number of patients with chronic dis-
eases has led to a more active involvement of patients.*>’

Intestinal failure (IF) has recently been defined as occurring “when there is reduced
intestinal absorption so that macronutrient and/or water and electrolyte supplements are
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needed to maintain health and/or growth”.3? IF can develop into
achronic condition,? and in this situation, patient participation is
of great importance to increase the level of self-care.? Literature
on patient participation in patients with IF is lacking.

Patient participation has been defined by Sahlsten et al as
an established relationship between nurse and patient wherein
there is surrender of some power or control by the nurse,
shared information and knowledge, and an active engagement
together in intellectual and/or physical activities.! However,
in other studies, there has been no consensus on the definition
of patient participation in nursing care.'!

Several studies on chronic patients indicate that patient
participation improves patients’ motivation, compliance,
treatment results, and satisfaction with the received care.'>'®
However, studies have shown that both patients and nurses
face barriers related to patient participation.' ' In a qualitative
study by Sahlsten et al, nurses described “the environment”
as one of several barriers to patient participation. Examples
of this could be inadequate facilities, limited space, or lack
of right equipment.?

A systematic literature search has shown a lack of articles
on the subject of “surroundings” in relation to patient partici-
pation, for all patient groups. A study by Ryden from 1985
indicated that the physical environment was relevant for
patient autonomy. The environment is especially important
when it comes to a lack of space that limits the patients’
autonomic function.?! An article by Giloth in 1990 described
that the physical environment is of great importance in sup-
porting patient participation, ie, access to kitchen, lounge,
library, and rooms providing privacy.?

The aim of this study was to investigate how patients
with IF experience the surroundings in relation to patient
participation.

Methods

A phenomenological hermeneutical approach was used.
This method was chosen for its ability to clarify the meaning
of lived experience and to gain insight about the patient’s
world.?

Exchange visit
The investigators had 6 weeks of observation as part of an
exchange visit at the Intestinal Failure Unit, HS, Salford
Royal NHS Foundation Trust, Manchester, United Kingdom,
in the autumn of 2013.

Through observations, the investigators conceived the
notion that the surroundings were of great importance in
relation to patient participation. At the Intestinal Failure

Unit, patients had access to a kitchen, a launderette, a day
room, a sluice room, a medicine cabinet, and they each had
a notebook and two blackboards.

Participants

The patient group consisted of eight patients with IF who
were admitted to the Intestinal Failure Unit. The selection
of patients was purposeful, and the patients were included
in collaboration with the nurses from the unit. The inclu-
sion criteria were: 1) a high level of consciousness, with
no confusion; and 2) admission to the unit for at least
2 weeks (to ensure that the patients had knowledge about
the surroundings).

The participants included five women and three men.
The age range was 18-59 years. Patients were included in
interviews until saturation, when no additional or new data
involving the experience of the surroundings in relation to
patient participation were identified, in accordance with the
study design.?*

Interviews
Data were collected through semistructured interviews.
The intention was to explore the participants’ experiences
in depth. Each interview lasted approximately 20 minutes.
Interviews were audio-recorded and transcribed verbatim.

If the patient was mobile, the interview was conducted
in a private room at the unit. Otherwise, the interview was
performed at the patient’s bedside, behind drawn curtains.
The same investigator performed all the interviews, while
the other investigator observed, took notes, managed a voice
recorder, and asked any additional questions.

An interview guide containing four questions was used to
structure the interview (Table 1). The guide was pilot-tested
in one interview, to ensure quality and usefulness.

Ethical considerations

All patients provided written informed consent in accor-
dance with Ethical Guidelines for Nursing Research in
the Nordic Countries.?® All patients were informed about
voluntariness, anonymity, confidentiality, publication, and

Table | Interview guide

e When we mention to participate in your own care what comes into
your mind?

e |Is there anything in your surroundings that makes it easier for you to
participate in your own care?

e How does it make you feel that you are able to ... (ie, use the kitchen)?

e Is that important to you?
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their right to withdraw from the study at any time without
consequence. The patients were informed that they could
choose any time of the day for the interview. This assured
the investigator of the patients’ ability to be committed to
the interview.

The study was approved by the Danish Data Protection
Agency.

Analysis

Malterud’s principles of systematic text condensation were
used.?®?” The principles of systematic text condensation
involve four steps.?’

First, the investigators read the interviews as a whole
to get an overall impression. Temporary themes were
created.

Second, the interviews were decontextualized. The
investigators identified meaning units (quotations or words)
matching the temporary themes. These meaning units were
parts of the text that were found to express important themes
for understanding how patients with IF experienced the sur-
roundings, in relation to patient participation.

The third step was estimation of the temporary themes
and the matching meaning units, and artificial quotes were
made for each theme. After reading the artificial quotes, the
final themes were identified.

In the fourth and final step, the final themes were con-
verted into an analytical text, constituting the findings in
this study. The interviews were recontextualized to ensure
that the investigators were faithful to the source data. The
analysis process is described in Table 2. The analytical text
consisted of interview statements, descriptions, and opinions
about the surroundings in relation to patient participation.
These statements, descriptions, and opinions were selected
to describe the surroundings as a phenomenon and the
extent to which it was important to the patients in relation
to patient participation. Furthermore, the investigators paid
special attention to the aspects of surroundings in relation
to patient participation that were repeated throughout the
different interviews.

The investigators collaborated throughout the whole
analysis process and completed all steps together.

Table 2 Analysis process

Findings

Two major themes emerged from the interviews: “enabled
through the surroundings” and “emotional experiences.”
Each theme had underlying subthemes. Figure 1 illustrates
the connection between the major themes and subthemes.

Enabled through the surroundings

This theme illustrates that the surroundings enabled the
patients to participate in their treatment and care. The sur-
roundings made it possible for them and encouraged them
to participate, through the possibility of seeking and getting
information and the possibility of participating in daily
activities. This major theme had two subthemes: doing daily
activities and getting and seeking information.

Doing daily activities

The patients expressed that the surroundings enabled them
to manage daily activities by themselves. Particularly, the
ability to make themselves a cup of tea or something to eat,
do their own laundry, to measure intake and output (fluids,
urine, vomit, and feces), and to self-medicate was of great
importance to them. One patient expressed:

The patients want to be able to look after their own stoma
bags, they want to be able to, you know, go in the kitchen and
make a brew and use the laundry. And it is a big help.

Furthermore, patients had the impression that the staff
expected and encouraged them to participate in daily
activities:

That was the first thing I found when I came here, that the
matron showed me around and she said, “We have got the
activity room, the day room, and we encourage you to go

and take part in things and get involved.”

When talking about the surroundings, space was men-
tioned as being important in relation to participation. By
having ample space to move around and thereby, being able
to carry out daily activities, increased participation:

But just having the space to move around and make your

bed and sit and ... that makes a huge difference.

Temporary theme Meaning unit

Artificial quote Final theme/subtheme

Peace of mind, reassurance,
independence, to be able to

“You just know that it is there [the
medicine]. So, you do not get that
anxious feeling when you are waiting
to get your tablets from the nurses”

The patients explained that the fact that Reassurance
they had a medicine cabinet next to their
bed and that they had the opportunity to

self-medicate reduced their anxiousness

Patient Preference and Adherence 2014:8
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Figure | Patients’ experience of the surroundings in relation to patient participation.

Furthermore, space was described as reducing the feeling
of claustrophobia and increasing the feeling of relaxation and
privacy. Having “your own space” was mentioned as a basic
human need and could improve patient participation.

Getting and seeking information

The patients described that the surroundings enabled them
to get information. The notebook was a central way of get-
ting access to information. The staff at the Intestinal Failure
Unit had a tradition of writing down notes about care and
treatment in the notebook. Furthermore, the patients added
anything they felt was relevant to them, for eg, questions and
answers. The patients used the notebook as a way of keeping
records and reminding themselves and their relatives of their
current status. Patients found the notebook very useful in
communicating with the staff.

Similar to the notebook, the two blackboards around the
bed were used as a way of keeping hold of information. This
was especially important in relation to keeping track of upcom-
ing tests and appointments. To have the plan on the blackboard
right next to the bed was important for the patients.

Staff were also described as a source of information in
the surroundings. The patients had the understanding that the
staff always kept them informed and took the time to explain
given information. The patients felt that the staff were avail-
able for questions any time:

... and when sisters come through, that is another thing I like,
when they do the doctors’ round, sisters would write down
what is being said. So you do not ... . “What did he say, what
did he mean?” and then they will come in and say, “Do you
got any questions?” we can arrange of the doctors and make

them come back and they will answer the questions ... .

The notebook, the blackboards, and the staff were all
sources of information in the surroundings, and these gave
the patients a sense of participation.

\ Independence
Doing daily
activities
Normality
Emotional
Xperiences
Seeking and
getting Responsibility
information

Emotional experiences

This major theme describes the feelings emerging from
the possibility of participating in their own care and treat-
ment through the surroundings. Subthemes were: indepen-
dence, reassurance, normality, control, responsibility, and
confidence.

Independence

Patients described a feeling of independence due to the
possibility of doing daily activities by themselves; this gave
them a sense of freedom.

Patients expressed that independence was of great impor-
tance and one of the basics in life.

The fact that the patients did not need to rely on friends,
staff, or family to do their laundry, make them a cup of tea,
bring them food, bring them their medicine etc made them
feel independent. The possibility of using the surroundings
and thus managing to do things by themselves were of great
importance and very desirable to the patients.

As an example, patients described that as a result of their
independence, they did not have to wait for the nurses to bring
them their medicine. Waiting time and ways of minimizing
waiting time were big issues, and patients expressed that it
meant a lot to them to be able to make a cup of tea when
they wanted one:

It makes you feel independent (that you can make your own
coftfee). That you are not relying on somebody... as you are
all relying on a certain time you know, you have got to wait
another hour, it is bad enough waiting for painkillers, but
waiting for tea or coffee ... and then if they are too busy it
might not happen, so you do not get a drink and your only
option is to go downstairs for a cup of tea or something. So

yeah it makes you quite independent.

Furthermore, independence meant that the patients did
not have to ask and disturb the staff.
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Reassurance

Patients expressed that using the surroundings, they were
able to minimize their anxiousness and promote a feeling
of reassurance.

The patients described their risk of becoming anxious,
which was related to, for eg, not being able to manage their
own medication, not being able to wash their clothes, not
knowing about their disease status, and not being able to do
daily activities when they returned home.

The fact that the patients had a medicine cabinet
next to their bed and that they had the opportunity to
manage medication themselves reduced anxiousness.
Self-medication made it possible for the patients to keep
their own time schedule for the medication because they
did not have to wait for a nurse. One patient described it
in this way:

You just know that it is there [the medicine]. So, you do not
get that anxious feeling when you are waiting to get your

tablets from the nurses.

Anxiousness in relation to not being able to do their laun-
dry was connected to the fact that many of the patients at the
Intestinal Failure Unit had a stoma. The patients pointed out
that they often experienced leaking stoma bags. The access
to a launderette made the leaks less embarrassing because
they could wash their clothes right away:

It makes me feel happy that I can get it done [the laundry].
Not anxious that it is going to be lying around smelling, you

know ... . Makes me feel a lot more relaxed.

Anxiousness concerning not knowing about status of
one’s own treatment and care was reduced through informa-
tion and the access to information from the surroundings.
Also, information, especially the notebook, gave the
patients’ relatives a sense of reassurance and participation.
The anxiousness related to not being able to manage daily
activities at home was met through the surroundings, where
patients had the opportunity to participate in and practice
daily activities.

The ability to manage their own medication, wash
clothes, to get to know about status of their treatment and
care, and to do daily activities gave the patients a sense of
reassurance.

Normality

Patients described several things in the surroundings that
made it possible for them to participate in their daily
activities. These daily activities could, for eg, include going

shopping, and making themselves or their family tea or
coffee. One patient explained:

Even if you have got visitors coming, especially in Marks and
Spencer [store] downstairs, you can get food to eat it in the day

room with them, you know, it is just more of normality.

These activities were described as being a part of the
patients’ daily routine at home, and the ability to do the same
at the unit gave the patients a sense of normality. Furthermore,
the patients described that the ability to, for eg, do their laun-
dry gave them something else to focus on during the day.

Control

It gave a sense of control to the patients to, for eg, do their
own laundry and keep a record of treatment and care through
the notebook and the blackboard. The patients described
control to be of great importance:

You could see exactly what you have got to come [tests and
appointments], you could plan your days because they try
to balance it ... . That I knew exactly what I was having
when and where, and times and that ... and that really ... it
is just knowing ... . It is back to being in control ... . You
are not really in control, but you have that illusion of being

in control, because you know what is happening ... .

The fact that the patients were able to use the sluice room
and keep track of their input and output could lead to improved
control and understanding of the connection between input
and output. This is illustrated in the following quotation:

... makes you aware of how much is coming out and going
in. It makes you more aware of what you are drinking and
what you are eating ... . [ mean most patients on this ward

the more they put in the more they put out ... .

Responsibility
The patients described that the surroundings made it possible for
them to take responsibility, through the ability to participate.

I’ve come here to get well, so I just do not want to sit around
all day ... . So participation is taking part in whatever they
offer ... self-medicating ... . Taking responsibility, really,

for life, and my treatments and what they are going to do.

Furthermore, the ability to participate in the daily activi-
ties were described by the patients as an ability to help the
nurses and thereby take responsibility:

I'look at it as helping, because ... I know that they are short-
staffed, in some cases they are, and I just think, “Well, if I

am capable, why can I not do it?”

Patient Preference and Adherence 2014:8
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The patients did not have the perception that daily
activities, such as fetching a cup of'tea, were an important task
for the nurses. If they were able to, patients felt it important
to do these themselves, so the nurses could focus on more
important issues.

Confidence

The patients described an opportunity to feel confident in
their own ability to do daily activities. The surroundings made
this achievable because of the possibility of participating
in daily activities, and in this way, the patients could gain
confidence in their own ability:

2

... and I thought, “Well, I am quite capable of doing this
and it was a test for me, how did I cope making my own
bed, and I know now if I go home, I am quite confident I

can do that ... ”

Patients described “having confidence” as especially
important when discharged and afterwards, when having to
be able to take care of themselves.

Discussion

This study explored the importance of the surroundings
in relation to patient participation, based on patients’
experiences.

The emotional experiences were described separately
even though they seem to affect each other — thus, patients
described a connection between feeling confident and thereby
getting reassurance. However, the investigators chose to
describe the emotional experiences separately to clarify the
findings.

The findings in this study indicate that the patients’
surroundings are essential to the patients’ ability to par-
ticipate in their own care and treatment. Hence, it could be
possible to improve patient participation by changing the
surroundings.

Nurses have noted that shortcomings in the physical
environment can be a barrier for patient participation.'® The
findings of this study confirmed the importance of the sur-
roundings, from the patients’ point of view, in relation to
participation.

Larson et al'! described patients’ perception of barriers to
participation in nursing care. One of the categories, named
“facing own inability”, illustrates barriers related to patients
lack of control of their situation, for eg, when “not knowing
enough” and when having “low self-esteem”.!' The lack of
knowledge as a barrier to participation has been pointed
out in other studies as well.>?® This study showed that the

surroundings can make it easier to seek and get information,
which can in turn, reduce the barrier of not knowing enough.
The barrier of low self-esteem can be overcome by the pos-
sibility of gaining confidence through the surroundings.

The patients in this study emphasized the importance of
nurses being encouraging and available for conversation, in
relation to participation. This finding is consistent with other
findings that point out that nurses’ attitude can have an effect
on patient participation.!!:1%2

An important question is whether patients with IF experi-
ence the surroundings in relation to patient participation dif-
ferently from other patient groups — this remains unknown.
However, the interview guide used in this study was not
made specifically for patients with IF and did not include
disease-specific questions. Thus, transfer of the results of
the present study to other patient groups may be possible.
Further investigation, using the interview guide in other
patient groups, could be possible because of the specific
focus on the surroundings only.

The launderette was of great significance for patients.
Since more than half of the interviewed patients had a stoma,
this finding may be of particular importance in this patient
group and might not be as valued in other patient groups.

Patients with IF experience prolonged hospitalization.
Thus, the surroundings may be especially important for these
patients. Furthermore, Faulkner and Aveyard described
that patients are more willing to participate when the initial
stages of illness have passed,?® which indicates that the sur-
roundings may be of greater importance in patients with
prolonged hospital admission. The study also describes that
when patients are admitted to a hospital, they have the per-
ception that they are not expected to look after themselves.?
The findings of the study implied that the surroundings can
present an expectation that patients participate in their own
care and treatment.

The findings in this study are limited to the data collected
and are based on the participants’ ability to express their
experience of the surroundings in relation to patient partici-
pation. All the interviews took place at the hospital, although
the environment might not have been convenient from the
patients’ perspective; this may have affected the answers.
Two of the interviews were performed at the patients’ bedside
because of immobility; this could also have an impact on
the interview.

Data were collected from eight interviews, which might
be considered as a small sample size. However, patients were
included in interviews until saturation, when no additional
or new data were identified. Furthermore, Sandelowski
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described that if the data material is too large, it may not

permit an in-depth analysis.*

Conclusion
Our study contributes to the knowledge and understanding

of patients’ experiences of the surroundings in relation to

patient participation. The findings showed that patients can

be enabled through their surroundings, by the possibility

of participating in daily activities, and by seeking and get-

ting information. Having the possibility of participating in

daily activities, and of seeking and getting information led

to emotional experiences related to: independence, reassur-

ance, normality, control, responsibility, and confidence. The

surroundings, in relation to patient participation, should be

considered of greater importance when planning and organiz-

ing nursing care. Further research is needed to increase the

understanding of the importance of patient surroundings in

relation to patient participation. This research could include

the nurses’ perspective on the topic.
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