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ABSTRACT

Purpose: Setting meaningful goals for the rehabilitation process after acute ilness is essential for rehabilitees recovery. The aim of
this study was to understand the meanings of the goal setting situation with professionals from rehabilitees point of view.

Method: We included 20 acute stroke and back pain rehabilitees (mean age 66 y) who set goals with a multidisciplinary rehabilitation
team. Data was collected by interviewing the rehabilitees after the goal setting situations. A qualitative analysis from a phenom-
enological perspective using Spiegelberg’s seven-phase meaning analysis was performed to reveal meanings.

Results: The five meanings were identified as: (i) “trust in the rehabilitation situation, professionals, oneself, and relatives;” (ii)
“respectful presence;” (iii) “confusing awareness;” (iv) “disturbing pain;” and (v) “fear of unpredictability.” When professionals
committed to working in a patient-centred manner, the rehabilitees felt respected and they trusted professionals and thus their
self-efficacy was empowered. Moreover, relatives were an important support in the situation. However, disturbing pain and fear
of the future limited patients level of participation in the situation.

Conclusion: Rehabilitee commitment to rehabilitation can be supported with equality in communication and presence of relatives,
while pain and uncertainty because of changed health limit participation in a goal setting situation.

Implications for Rehabilitation
« Multidisciplinary rehabilitation professionals should be recommended to support the active role of a
patient in the goal setting situation.

« Relatives are recommended to participate in goal setting situation as they are an important support for
rehabilitees.

« Professionals should be recommended to remove obstacles that restrain patient’s participation in the
goal setting situation.

« Professionals should be recommended to recognize patients with changed health and offer psychoso-
cial support for those in need to improve their participation in rehabilitation process.
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Introduction

Human behaviour is goal-oriented and the aim of rehabilitation is to change this. Goal setting is an essential phase of
current rehabilitation practice [1]. The process of identifying, prioritizing, and setting the appropriate goals for reha-
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bilitees after acute illness can be strengthened if the goal setting discussion is performed in collaborative dialogue
between a rehabilitee, professionals, and relatives [2,3]. Collaborative goal setting enhances a rehabilitee’s motivation,
adherence to rehabilitation instruction, and improves his/her satisfaction with the rehabilitation process [4,5]. In col-
laborative goal setting, rehabilitees participate in clinical decision-making about their care content and the modes of
rehabilitation [1]. Indeed, the rehabilitation process supports the rehabilitee’s “activity and participation” in the frame-
work of the World Health Organization's International Classification of Functioning, Disability and Health (ICF) [6].
In ICF, participation includes the concept of individual and subjective experience of involvement per se and the ICF
model emphasizes the dynamic interaction between the appropriate elements. For example, a rehabilitee with acute
stroke cannot move out of bed and walk (functional limitation) or participate in work activities (disability). However,
a successful rehabilitation process is to enable his/her social involvement (participation) with the surrounding environ-
ment and society [4].

The rehabilitee’s active involvement in the goal setting process has recently arisen from the change from a profes-
sional-oriented to a client-centred approach in rehabilitation. The new paradigm emphasises empowering, which means
that a rehabilitee has a better possibility to influence decisions related to his/her own health and rehabilitation. The
essential part of a successful rehabilitation process is to find a change in the relationship between the rehabilitee and
his/her environment and to see a rehabilitee as a strong, self-consciousness agent in interaction with different situations
[7-9]. The client-centred approach is much more than the goal setting and decision making in the rehabilitation process
between a rehabilitee and professionals; it is considered as a foundation of the rehabilitation service, taking account of
the rehabilitee’s individual needs [7]. Especially in neurological rehabilitation, goal setting is widely recommended to
activate the rehabilitee’s participation and improve the rehabilitees experience of the rehabilitation process in acute
hospital care [10,11], but there is limited evidence for how to use goal setting tools in hospital settings [10].

There is indeed disagreement between earlier studies on how to best facilitate rehabilitees participation in the goal
setting and how to combine client-centred, therapist-directed, and therapist-led approaches in a successful way [2]. In
medicine, the client-centred approach shows the positive effects on different measures in relation to clarifying rehabil-
itees own concerns and beliefs when “the physician tries to enter the rehabilitees world, to see the illness through the
rehabilitees eyes” [12,13]. The strategy that facilitates client-centred rehabilitation is to involve rehabilitees participation
in goal setting [14]. Even though the goal setting and client-centred approaches are widely used in neurological reha-
bilitation, there is no consensus on the definition of a client-centred approach in general [1]. To date, the client-centred
approach is recommended in rehabilitation and there is demand for the ecological paradigm [15,16]. The fundamental
idea of the ecological paradigm focuses on the interaction of a rehabilitee’s life course and his/her operational environ-
ment and the model signifies active participation, opportunities to influence, and consider the functioning environment
of a rehabilitee [7,17]. However, there is evidence that the client-centred method has not yet been well adopted in
hospitals [18]. A recent study revealed that a rehabilitee is often unclear about the meaning of goal setting and his/her
role in the process [5]. The aim of this study was to understand rehabilitees meanings of participation in the goal setting
situations.

Study method: phenomenological method

Phenomenology focuses on experiences and their meanings in real life, i.e., it is the understanding of social phe-
nomena from an individual’s own perspective, in Husserl’s words: “back to the things themselves” and to use
Spiegelberg’s metaphors: “to the matters themselves”, “seeing and listening” and “keeping the eyes open” [19]. The
basic philosophy of phenomenology is the oneness of humanity and the goal is to achieve an investigation of essences
by shifting from describing separate phenomena to searching for their common essence [19]. Spiegelberg’s phenom-
enological method includes steps in describing the phenomenon, investigation of its essences and phenomenological
reduction. Phenomenological reduction is applicable to any qualitative health research that works with human beings

[20].

Spiegelberg’s method emphasises systemic progress to guarantee the credibility and validity of the study analysis
[20]. The researcher must assume scientific discipline and show sensitivity in detecting the phenomena of interest
[19]. In this study, Spiegelberg’s seven-phase meaning analysis method was applied to determine the essential meanings
of rehabilitees participation in goal setting for the following reasons: a) Spiegelberg’s method searches for the meaning,
b) phenomenological reduction “brackets” the phenomena to achieve an unprejudiced description of the essence of the



goal setting, and c) the aim of Spiegelberg’s phenomenology is to describe the structure of the essential meanings,
putting aside the previous knowledge of participation [19,20].

Participants

The study is a qualitative research project funded by the Social Insurance Institution of Finland. All together 20
rehabilitees from Department of Demanding care at Central Hospital of Central Finland took part in the study. They
were recruited according to inclusion criteria, which were: (a) willing to participate in the study during the hospital stay
and after returning home and (b) the rehabilitee had the ability to return home and manage to live at home either with
or without support. The exclusion criteria were: (a) the rehabilitee had substantial decline of cognitive ability (Mini-
Mental State Examination-scale, MMSE 20/30 or less), (b) the rehabilitee had severe depression (Beck’s Depression
Index, BDI-II 30/63 or more), and (c) the rehabilitees had difficulties to express themselves because of aphasia. The
study rehabilitees were first informed about the study by a nurse and second asked whether they were interested in
participating. Then the researcher checked the inclusion and exclusion criteria and rehabilitees gave their informed
consent. All rehabilitees obtained detailed information on the study before signing the informed consent. The rehabilitees
were volunteers. The study received ethical approval from Hospital District Ethics Committee (Central District code
3E/2014, 24 June 2014).

The mean age of study rehabilitees was 66 y (ranging from 50-79) and 65% of them were men. Most of the rehabilitees
had had a stroke (13/20), four of them had suffered from musculoskeletal problems, and three from other diseases
(tetraplegia, pancreatitis, and arteriovenous malformation). One of the rehabilitees was unemployed; six were on sick
leave; and 13 retired from work. Nine of the rehabilitees used walking aids and/or other general aids (Table 1).

Table 1. The sociodemographic characteristics of the rehabilitees. Table Layout

Housing Work status
Rehabilitee Gender F/M Age Alone With spouse/ Work/ unemployed Retired Other/disability Diagnose
children pension

1 M 50| x X ICH

2 F 54 X X Pancreatitis

3 F 57 x X Acrteriovenous mal-
formation

4 M 79 X X ICH

5 M 75 X X Stroke

6 F 66| X X Myelopathy

7 F 51 X X ICH

8 M 60 X ICH

9 M 72 X X Stroke

10 F 78/ x X Condition degrada-
tion

11 M 70| X X ICH

12 M 75 X X X Stroke

13 M 78| X X Stroke

14 M 63 X X Stroke

15 M 54 X Stroke

16 M 74 X Back ossify

17 M 61 X Stroke

18 F 59| x X Stroke

19 M 75 X X Tetraplegia

ICH: intracranial hemorrhage. cranial hemorrhage.




20 F 62 X X Stenosis canalis lum-
balis

ICH: intracranial hemorrhage. cranial hemorrhage.

Procedure

The first author observed the goal setting situation, which was conducted using the goal attainment scale method
[21]. Each rehabilitee set one goal with the multidisciplinary team for the six-month rehabilitation period. After the goal
setting situations, the data were collected by the first author (TA) via semi-structured interviews and open-ended ques-
tions individually with each participant in the negotiating room of the hospital from May to December 2015.

The interviews were as open as possible allowing the rehabilitees to describe their experiences of participation in the
goal setting situation. The interview began with an open question: “Please tell me about your experiences, views and
opinions of your participation in the goal setting situation?” The interview continued with the rehabilitee’s own de-
scriptions. The interviews of rehabilitees lasted on average for 26 min (range 11-48 min) and the transcribed data
consisted of 136 pages.

Data analysis

The study data were analysed using Spiegelberg’s phenomenological seven-phase method (Figure 1). The data anal-
ysis was done systematically to increase the credibility and validity of the study according to the process where the
previous step was clarified before the next step [222]. The data consisted of a description of each rehabilitee’s experi-
ences, meaning perspectives, and synthesis of the systematically proceeding goal setting situation, based on the
phenomenological method of Spiegelberg [222,23] which is described below:

Figure 1. The meaning analysis using Spiegelberg’s seven-phase phenomenological meaning analysis.

*Investigating the rehabilitee’s experiences of goal setting

+Investigating the essence of goal setting

* Apprehending essential relationships among the meanings of the rehabilitee’'s goal setting

+ Observing modes of the rehabilitee’s goals

*Observng the constitotion of goal setting in consiousness

+ Suspending belief in the existence of goal setting

+Interpreting the meaning of goal setting

—_—

IR I

1. The first author (TA) read all (20) the rehabilitees transcribed individual interviews several times
and wrote a precise description of each rehabilitee’s perspectives on their experiences in goal setting
[2220]. The researcher analysed her scientific prejudice with regard to the topic of the goal setting
and wrote down her presumptions in order to recognize them. A phenomenological description
consists of intuition and analysis of goal setting.

2. Inthe second step, the first author investigated the interviews to identify the meaning units of goal
setting from each rehabilitee’s transcription using their own words or expressions as they were. The
purpose was to find the essential individual meaning units for goal setting. Subjective meaning units



could include a few words or a sentence and they were noted every time a rehabilitee indicated that
she/he experienced participation in the goal setting situation.

3. Inthe third step, the first author examined the essential relationships of each rehabilitee’s subjective
meanings in the goal setting situation.

4. Next, the researcher combined the individual meaning perspectives as a phenomenon of goal setting
based on the analysis. The researcher then described the essence of the goal setting.

5. Each rehabilitee’s individual mode of participation in the goal setting was observed, and meaning
units with related content were established to create meaning perspectives on goal setting. The
meaning units mentioned by each rehabilitee in describing the goal of rehabilitation were related to
each other, thus forming the individual meaning perspective for each rehabilitee.

6. Each rehabilitee’s essential relations of meaning constituted a personal meaning network of con-
scious goal setting. The most essential meanings were those which opened up the perspective on
the phenomenon. The other meanings were identified and grouped appropriately with each other.
The most important of them for the rehabilitees was given primary status and the others were placed
below it, showing how they were related with each other. The value of each meaning was determined
by the description of the rehabilitee’s meanings and how the rehabilitee related it to the other mean-
ings.

7. In the synthesis, the definition of the essential meanings of goal setting was determined. In this
phase, the interpretations proceed from individual to generalised intuition, analysis, and description,

where the meanings contain tacit knowledge and unconscious knowledge from only one or several
of the rehabilitees.

Phases one to three of the meaning analysis were performed by the first author. Phases four to seven were performed
with the help of the research team.

Results

In this study, the goal attainment scale method was used in goal setting and each rehabilitee set one goal with the
multidisciplinary team for the six-month rehabilitation period [4]. The meanings of the participation in the goal setting
situation experienced by the rehabilitee were as follows: “trusting the rehabilitation situation” linked with the meanings
“trusting professionals, oneself, and relatives,” “respectful presence,” “confusing awareness,” “disturbing pain,” and
“fear of unpredictability.” The most significant meaning “trusting the rehabilitation situation” included the meanings
“trusting professionals” and “trusting oneself,” and “trusting relatives” as seen in Figure 2. Above is the perspective
from which the goal setting meaning perspective opens up and should be read (Figure 2). All meanings were connected
to each other, forming interconnected triangles. The most valuable meaning “respectful presence” on the right proved
to be the most significant of the rehabilitee’s meaning units. The value of meanings was determined from each
rehabilitee’s individual meaning units and the synthesis of all rehabilitees meaning perspectives.

Figure 2. The structure of “meaning perspective of goal setting.”

Trusting the rehabilitation simiation
Trusting m professionals
Trusting mn themselves

/ Trusting in relatives
Confusing
AWareness

Trusting rehabilitation
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Trusting rehabilitation was the most essential meaning of a rehabilitee’s participation in goal setting on an individual
level. Trusting in rehabilitation meant a lot to each of the rehabilitees but it also meant quite different things. Some of
the rehabilitees were actively involved in defining their status quo, needs, beliefs, and set their goals based on their
concerns, such as important daily activities and did not want help from professionals in decision-making about their
own goals, while others were more dependent on the help and guidance of professionals in decision-making on goal
setting. The meaning including “trusting in professionals, in oneself, and in relatives” influenced the goal setting process
in different ways on an individual level.

Trusting in professionals

The rehabilitees explained that they trusted in professionals and their expertise in goal setting when identifying,
naming, choosing an indicator, and setting a scale for meaningful goals. The rehabilitees experienced that professionals
helped them to describe the status quo, name, and choose the meaningful, correct, and appropriate goal for rehabilitation
so that rehabilitees could attain the goal in six months’ time. Rehabilitees expressed that they got emotional support
from the professionals as they received advice and encouragement. They also felt that professionals considered that their
emotional needs, wishes, beliefs, and their experience and knowledge were recognised and their decisions were respec-
ted. Effective emotional support-maintained rehabilitees hope. Rehabilitees agreed that the help from professionals was
important in becoming acquainted with the goal attainment scale method. The importance of goal setting expressed by
the rehabilitees is exemplified in statements such as:

(Goal setting discussion). It was because of the shared situation, with us gathered together here and I got a
lot of strength from every one of them (professionals) and | felt that was a good thing. (CH 6, p. 2)

Some of the rehabilitees interviews displayed the trust in a professional’s goal setting competence:

(Goal setting). In the beginning it was of course a little difficult when | didn’t know how to get things going
and move forward, before then, with help, the whole thing became clear. Yes, it’s just logical thinking. This
is the way it should go after all. Break. Yes, these professionals helped. They could put my thoughts into
words. (HC 19, p. 3)

Critical perspectives were also found the rehabilitees interviews in cases where the rehabilitee and professionals had
different perspectives on goals, such as:

(Decision making). There was nothing, but I couldn’t make up my mind, there were a few too many concerns
(the patient’s own concerns). | couldn’t keep up. (HC 13, p. 1)

Rehabilitees trusted themselves

The rehabilitees trusted themselves when setting their goals and had the confidence and self-efficacy to attain their
goals. They said they use their own help and coping strategies and try their best, focusing on training in all daily activities.
Rehabilitees believed in their inherent dignity and autonomy in decision-making. The importance of goal setting was
expressed by the rehabilitees, for example, as follows:

(Goal attaining). I really must believe in myself. (HC 7, p. 4)

When | attain the goal, everything else is resolved too. And my condition changes all the time, today | can
do this and tomorrow | can do something else. (HC 7, p. 5)

One rehabilitee refused therapy because he believed in his self-regulation, trusted his own coping strategies, trying,
and trained so much that he did not feel he needed any therapy at all. He expressed his ideas as follows:

(Therapy). Perhaps | don’t necessarily need it. | get quite enough practical exercise at home, maybe almost
too much. By the way, | walk with Nordic poles and am getting used to these old routines of mine. Later,
I can ask for therapy if | need it. That’s my opinion. 1t’s much better if I can slowly follow how I cope at
home and if | feel I’m not coping then I could (contact the professionals). When you’re at home, you feel
a lot better mentally. 1t’s different in a place like this. (HC 1, p. 4)

Rehabilitees trusted relatives



In this study, 10 relatives of rehabilitees had the opportunity to participate in the goal setting situation in hospital.
All rehabilitees experienced that they trusted in their relatives emotional and informational support, encouragement,
and concrete help in the goal setting situation. They were also worried about the lack of relatives support. The rehabilitees
were not so satisfied with the relative’s participation because the relative argued about the goal and scaled indicators
for the rehabilitee and the rehabilitee was also worried about the relative’s future ongoing support at home. This was
because they thought that relatives would restrict their autonomy by being overprotective and paternalistic (deciding
for the rehabilitee). They were afraid they would have to constantly fight about what they are capable of and should be
doing and the relative could control them and not let them actively perform all the daily activities they wanted to. In
most situations, the rehabilitees trusted in the relatives to participate in goal setting and let them express their ideas about
meaningful goals and the environmental circumstances at home.

The relative had, in a way, a strengthening effect, so | reckon that was good (when she said things to
encourage me) (in the goal setting discussion) and I liked her to be there with me. (HC 6, p. 5)

Rehabilitees also felt that the relative’s participation conflicted with the goal setting discussion rather than strength-
ening it. This is because the relative was not satisfied with the goals set for the rehabilitee.

(In goal setting discussion). My relative is against everything, just like always, but of course she’s often
right, but first she’s not in favour of anything at all, but then when she thinks about it for a bit, just like
now, first she didn’t accept the goal but then she did anyway. (HC 9, p.7)

Respectful presence

The rehabilitees experienced respectful presence in all goal setting situations. They experienced that they were being
valued, respected and that they were listened to. Rehabilitees said that the interaction with professionals was open and
equal and they felt they could participate in the decision making to set their own meaningful goals for the next six
months.

I was shown respect, | was listened to and was treated as a human being. Just the order we sat down round
the table, that also had meaning for me. (HC 7, p. 2)

In this study, trust in professionals was noticeable in older rehabilitees (over 70 y). They felt their role to be more
that of a patient, implying subordinate behaviourbehavier in participation in goal setting, and handed the responsibility
to the professionals. They felt that the professionals have a better knowledge of the scaling levels and wanted plenty of
help from the professionals.

Confusing awareness

Confusing awareness was seen in the beginning of the goal setting situation with rehabilitees feeling nervousness
and confusion in expressing their perceptions and finding it difficult to understand the questions professionals asked
them. They experienced difficulties in perceiving the status quo, telling their own opinions and thoughts in identifying
their own goals, and participating in the decision making in the goal setting situation.

(Goal setting situation). It’s the feeling of nervousness and the nervousness goes deeper than this situation,
after all it’s quite a lot to do with the sort of human being you are. (HC 9. p. 3)

(What helped you to find the meaningful goal?) You (professional) have some difficult questions. 1’d say
the professionals (know the scaling and) helped. (HC 5, p. 3)

Disturbing pain

Disturbing pain was a complex phenomenon in the goal setting situation as long as the rehabilitees had difficulty in
fully concentrating on the goal setting discussion. The rehabilitee found it difficult to sit in a wheelchair because of the
pain and wanted to speed up the goal setting. The rehabilitee had fallen in the hospital a few days before the goal setting
situation. She was also afraid that pain could lead to her losing her independence and she was disappointed with being
dependent on others care. The falling accident postponed her hospital discharge until a week later, which was one reason
she was disappointed. The rehabilitee felt that she needed information on different types of aids to support her function
athome and advice on where to get the aids. Another rehabilitee had pain because of the original disease, which decreased
his function and made aids necessary, which was an unpleasant thought for him.



Now at least, when I'm so sick, | can't think about anything else in the future or after that. The one and
only place when | don’t have pain is when | am lying on my back in bed. (HC 10, p. 1)

In the shop, | always lean on the shopping trolley to get support, when my back is aching. (HC 11, p. 6)

Fear of unpredictability

Fear of unpredictability is a phenomenon which is connected to serious illnesses like stroke and the unpredictable
course and possibility of the illness worsening are frightening. The rehabilitees who had an earlier stroke felt afraid of
new attacks or the worsening of the illness and they expressed uncertainty about the prognosis for the disorder in the
future. Moreover, older rehabilitees felt concern about loss of health and being able to go back home while younger
rehabilitees experienced fear of going back to work and how to manage at work. In addition, their relatives had the same
fear.

I don’t want to say no when the professionals ask me to exercise, because if I don’t, it’ll turn out badly, or
I could stop moving. | have my doubts about how the stroke will turn out, if the recovery goes as well as it
is now, | think everything will be ok. | don’t have any wish to say no; if you say no it could go badly, and
if you stop exercising. (HC 9, p. 4)

In the beginning, | thought that | would go back to work, but now I’m not so sure. I still have five years
until retirement; | am nearly 60 years of age. (HC 3, p. 13)

Discussion

In this study, we shed light on rehabilitees meanings of participation in goal setting and we found five important
meanings: (i) “trust in the rehabilitation situation, professionals, oneself, and relatives;” (ii) “respectful presence;” (iii)
“confusing awareness;” (iv) “disturbing pain;” and (v) “fear of unpredictability.” The ecological paradigm of the phe-
nomenological method used in this study revealed that the rehabilitees own voice was heard and for the first time the
rehabilitees experienced that they were at the centre of the goal setting situation with the multidisciplinary team. Sim-
ilarly, Cott et al. [7] highlighted the question of the rehabilitees voice and how it is discoursed in client-centred
rehabilitation. Likewise, our findings indicate, that the philosophy of the client-centred method used by professionals
refers to rehabilitees participation in the goal setting situation in partnership with professionals who understand and
respect rehabilitees individual needs. This means active continuous equality in communication. However, as far as we
know, there are a few qualitative studies of rehabilitees experiences in goal setting [1,5,7,18], but the phenomenological
perspective on rehabilitees meanings of goal setting in hospital rehabilitation is missing.

The results of this study revealed that there are many meanings of the rehabilitees which had to be recognized in goal
setting situations to enhance the rehabilitees participation in goal setting. The main and essential meanings for rehabil-
itees was trust in the rehabilitation situation, which was related to all of the rehabilitees other meanings and was the key
factor when considering whether rehabilitees saw the goal-setting situation trustworthy. The rehabilitee’s essential
meanings of participation were the professionals attentiveness towards the rehabilitees, showing emotional support, i.e.,
empathy, and they gave advice, encouraged the rehabilitees, and were committed to their work in a client-centred manner.
Rehabilitees trusted the professionals expertise in the goal setting situation, when utilising the goal attainment scale
method, even though the professionals were unsure how the scaling using the method should be performed, especially
at the outset of the study. The results also indicate that age can influence the goal setting situation, with elderly patients
showing a higher level of trust in the professionals and younger ones trusting themselves and relatives and participating
more actively in the goal setting situation. Why is this so? It remains an unanswered question. One explanation would
be that older rehabilitees assume a subordinate role in the hospital environment which made them expect to be taken
care of [24].

One finding of this study was the rehabilitee’s essential meaning of having trust in him/herself meant the self-reliance
to perform meaningful activities of daily living each day that are essential to maintaining dignity and self-determination.
The rehabilitees felt that they used their autonomy in decision-making when setting the rehabilitation goal and defined
their own goals and believed in their own individual capabilities to organize and carry out the course of action required
to attain the goal and refused the help, aids, or therapy professionals proposed to them. Likewise, earlier studies have
indicated that participation in goal setting has enhanced patients autonomy, improved their decision-making, activated



patients responsibility, and empowered them in the goal setting and they indicate that patients prefer to participate in
the goal setting [11,25,26]. The open-minded attitude of professionals, collaborative dialogue and shared decision-
making among health professionals facilitated the rehabilitee’s autonomy in goal setting.

This study also revealed that rehabilitees felt some disappointment with professionals actions concerning goal setting.
There were differences in the perspectives of rehabilitees and professionals and disagreement on realistic and achievable
goals. The rehabilitees wanted to set large-scale and far-reaching goals, whereas the professionals and relatives preferred
shorter term goals which were more achievable for rehabilitation interventions. Similar findings were found in previous
studies where poor collaboration between a patient and professionals involved persuasion from the professionals side
and where there were differences between the rehabilitee and professionals in perceptions of goal setting; rehabilitees
thought in a more general way, i.e., functional goals for a longer period, while professionals identified goals for shorter
term impairment problems [27,28] with the rehabilitee often not knowing his/her role in the goal setting [5].

The result of this study indicates that all rehabilitees experienced trust in their relatives emotional, informational
support, encouragement, and concrete help in the goal setting situation. Nevertheless, there were also rehabilitees who
had contradictory feelings towards their relatives participation in the goal setting situation because the relatives restricted
the rehabilitees autonomy. Similar findings emerged from other studies indicating that instrumental support, such as
home-visits at weekends and rebuilding the rehabilitee’s home and emotional support, facilitated rehabilitee’s autonomy
[29]. In this study, the relatives generated tension between rehabilitee and relatives during the goal setting situation. The
study of Brown et al. [1] indicates that relatives need more information on stroke recovery, care, medication, rehabili-
tation, and support as well as needing to be more involved in goal setting.

This study revealed the importance of respectful presence as a key meaning of the goal setting situation, related to
trust in the rehabilitation situation and to confusing awareness. The rehabilitees felt that they were valued, respected,
and listened to. The interaction between rehabilitees and professionals was open and equal and rehabilitees felt they
could participate in the decision making related to their own, meaningful goals for rehabilitation. Similar findings on
participation have been found in other studies, where the most important aspects of participation were valuing and
respect, open, equal communication with partnership, and support for the rehabilitee’s full participation in goal setting
and also with the rehabilitee’s individual needs being taken into consideration [7,30].

The results showed that one essential meaning for rehabilitees was confusing awareness because of significant cog-
nitive impairment, which was strongly related to trust in professionals and moderately related to disturbing pain. In this
study, rehabilitees readiness and need for help in setting goals varied and they experienced difficulties expressing their
own thoughts and perspectives without guidance. In the beginning, the rehabilitees had difficulties understanding the
procedure of goal setting, with a lack of knowledge or understanding of the consequences of a stroke and a lack of
readiness to set goals. Professionals supported rehabilitees and helped them to recognize the recently acquired impair-
ment and let them express their individual needs and wishes. After receiving information about the previous points, the
rehabilitees felt they were more capable of setting goals and they used graded decision making to name the meaningful
goals for rehabilitation. Consequently, all rehabilitees could set realistic goals with the help of professionals. Again, the
results are consistent with other studies highlighting the difficulties that patients have in setting goals, when patients
lack the skills or they were not ready to set goals in the acute phase of severe illness [3,7]. The systematic review of
Sugavanam et al. [5] concluded that communication and cognitive impairments were seen as the main barriers to stroke
patients participation in goal setting, even without communication problems.

We found that disturbing physical pain was an important meaning perspective in restricting rehabilitees participation
in the goal setting situation. The meaning perspective of pain was related to trust in the rehabilitation situation and fear
of unpredictability. The rehabilitees experienced subjective pain and pain was strongly present in disturbing rehabilitees
concentration on goal setting situations. Pain is an unpleasant, unwanted, distressing experience, and subjective sensation
not inaccessible and indemonstrable to outsiders, and— it is hard to explain to or share to anyone else [31,32]. Pain is
not perceived to be present in the goal setting situation, but if it is, professionals should understand the implications of
a rehabilitee’s pain and this requires open face-to-face dialogue and listening to him/her responsively. In the case of
intense pain, the goal setting situation should be rescheduled to another time in a more suitable and pain-free situation
for the rehabilitee. Rehabilitees described how the physical pain affected their emotions, identity, and independent
locomotion and they were afraid of how pain would affect their independence in all daily activities, ability to exercise
at home. and participate in social activities in the future. This finding is in line with other studies where the participants
claim emotional reactions to be the consequences of physical pain [33]. The rehabilitees wondered what kind of assis-
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tance they would need from relatives and society to be able to cope at home and they felt themselves to be a burden to
relatives. The study by Ojala et al. [34] found a phenomenological interpretation of the subjective meaning of pain.

Our study also demonstrated the importance of the meaning of rehabilitees fear of unpredictability because of severe
acute disease. The meaning perspective of unpredictability was related to trust in the rehabilitation situation and dis-
turbing pain. The rehabilitees experienced fear differently; some found uncertainty depressing and causing concern
about a future prognosis, for example feeling a threat associated with the fear of having another stroke. These had an
impact on goal setting: the goals were cautiously small and more achievable rather than broad and ambitious. Moreover,
rehabilitees with changes in their health continued to participate in some goal setting situations, but others had to turn
to professionals because of their uncertainty. Previous studies have shown similar findings, namely that severe illness
has psychological consequences such as fear of another recurrent stroke or rapidly progressing illness and deterioration
of motor function [35,36]. To diminish the feeling of fear, the rehabilitees and relatives need ample information about
stroke pathology, the recovery prognosis and rehabilitation process, and encouragement to build up their confidence,
even though they understood that a full recovery was unlikely [1].

Strengths and limitations

The main strength of this study is that we clarified a holistic comprehension of meanings of rehabilitees in the goal
setting situation. Another strength is the multidisciplinary team that formed the meaning perspectives of goal setting
and the researchers systematic analysis of Spiegelberg’s method that provided validity to the results. To ensure quality
of reported findings, we utilized a 32-item-checklist of Tong et al.’s study [37] in our analysis. The results are unique
in this sample size and the results may be repeated with another study in other acute phase rehabilitation with rehabilitees
in a hospital setting. In terms of sample size, we observed that the data saturation reached after the thirteenth rehabilitee,
and thus the data thereafter did not bring out more meaning units — it only described the phenomena more thoroughly.
Nevertheless, further studies are needed to determine applicability to other rehabilitee populations (i.e., children or youth
with neurological diseases). Indeed, the limitations of this study include the general limitation of qualitative studies —
our study was conducted in one Health Care District in Finland, i.e., in one country. The rehabilitee population we used
in this study reflected the specialized demanding rehabilitation services, mostly neurological rehabilitees. The disad-
vantages include the professionals or relatives potential influence on the rehabilitee in goal setting, especially in
situations where relatives and professionals had a different goal priority than the rehabilitee him/herself. This was not
examined thoroughly in this study but should be in the future. We suggest this is an eidetic meaning of “meaning
perspective of goal setting” (Figure 2) and the researchers systematic analysis gave credibility to the results. Many of
the rehabilitees experienced that they were at the centre of the goal setting situation and were listened to intensively for
the first time in hospital. This could have influenced some meaning perspectives and somewhat exaggerated their sig-
nificance.

Trustworthiness of the study

A descriptive phenomenological method is a valid method to explore the real meaning perspective of the experience
[20]. In phenomenological meaning analysis, the researchers bracketed their previous knowledge and prejudices about
participation in goal setting aside and described the meaning perspectives of the meaning of participation in goal setting
as it presented itself to the rehabilitees. Spiegelberg’s idea of bracketing goes further: it is not only bracketing, liberating
from prejudice and previous knowledge, but it also considers genuine intuition, analysis, and description [20]. Phe-
nomenology unites science and lifespan and attaches importance to contextualised descriptions based on meanings of
experience and tries to turn to “the things themselves” and “the matters themselves,” freeing itself from pre-existing
prejudices [220].

Conclusion

The results indicate both rehabilitees supportive and restricting meanings of participation in goal setting situations.
When rehabilitees are supported with equality in communication and presence of relatives, they commit to rehabilitation,
while pain and uncertainty because of changed health restrict participation in the goal setting situation. Equality in
communication was expressed as rehabilitees trust in goal setting situations, which appeared to be supported with a
client-centred approach as a new way of performing goal setting practice. A client-centred approach can facilitate
rehabilitees motivation and engagement in goal setting, which may support achieving successful rehabilitation goals.
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Professionals need training in client-centred and in how to involve relatives in sharing information and participating
more actively in goal setting.

Acknowledgements

The authors would like to thank all the participants, without whom this study would not have been possible to accomplish.
Additionally, we would like to thank the staff of Central Finland Health Care District for giving us the opportunity to
carry out this study in the Department of Demanding Rehabilitation. Especially we would like to thank the following
colleagues for the assistance given in recruiting participants for this study: Satu Auvinen, Senior Physician of Rehabil-
itation, Marja Arkela, PhD, Clinical Chief, Niina Ylonen-Kéyrd, Clinical Chief of the Department of Demanding
Rehabilitation, and Maarit Heinonen, Clinical Chief of Physiotherapy. We would like to thank the Social Insurance
Institution of Finland for funding the project. We would also like to thank Tiina Suomela-Markkanen, MD, for her
support with data collection.

Disclosure statement

The authors report no declaration of interest.

Author's ORCID
Tuulikki Alanko
References

1. Brown M, Levack W, McPherson KM, et al. Survival, momentum, and things that make me “me”: patients’ per-
ceptions of goal setting after stroke. Disabil Rehabil. 2014;36:1020—1026.

2. Rosewilliam S, Roskell CA, Pandyan A. A systematic review and synthesis of the quantitative and qualitative evidence
behind patient-centred goal setting in stroke rehabilitation. Clin Rehabil. 2011;25:501—514.

3. Laver K, Rehab MC, Halbert J, et al. Patient readiness and ability to set recovery goals during the first 6 months after
stroke. J Allied Health. 2010;39.AQ3

4. Bovend Eerdt TJ, Botell RE. Writing SMART rehabilitation goals and achieving goal attainment scaling: a practical
guide. 2009;23:352—361. AQ4

5. Sugavanam T, Mead G, Bulley C, et al. The effects and experiences of goal setting in stroke rehabilitation — a
systematic review. Disabil Rehabil. 2013;35:177—190. AQ5

6. Field P, Health T, Care S, et al. World Health Organization disability assessment schedule. Health Serv Res. 2000;1—
2. AQ6

7. Cott C. Client-centeret rehabilitation: client perspectives. Disabil Rehabil. 2004;26:1411—1422.
8. Cottone R. A systematic theory of vocational rehabilitation. Rehabil Couns Bull. 1987;30. AQ7

9. Terveysministerid S-JA. Kuntoutuksen tutkimuksen kehittdmisohjelma [Rehabilitation Research Development Pro-
gram]. 2004. Finnish. AQ8

10. Wade DT. Goal setting in rehabilitation: an overview of what, why and how. Clin Rehabil. 2009;23:291—295.

11. Playford ED, Siegert R, Levack W, et al. Areas of consensus and controversy about goal setting in rehabilitation:
a conference report. Clin Rehabil. 2009;23:334—344.

12. Mead N, Bower P. Patient-centredness: a conceptual framework and review of the empirical literature. Soc Sci
Med. 2000;51:1087—1110.

13. Sacristan JA. Patient-centered medicine and patient-oriented research: improving health outcomes for individual
patients. BMC Med Inform Decis Mak. 2013;13:6.

14. Levack WMM, Weatherall M, Hay-Smith EJ, et al. Goal setting and strategies to enhance goal pursuit for adults
with acquired disability participating in rehabilitation. Eur J Phys Rehabil Med. 2016;52:400—416.

15. Intercollegiate Stroke Working Party. National clinical guideline for stroke. R Coll Physicians. 2012;232. AQ9



12

16. Kuntoutusselonteko V. Valtioneuvoston Kuntoutusselonteko Eduskunnalle 2002 Sosiaali- ja terveysministerio
[Government Rehabilitation Report for Parliament 2002 Ministry of Social Affairs and Health]. 2002. Finnish. AQ10

17. Hérkapaa K, Jarvikoski A, Gould R. Asikaslahtoisyys, tiedonsaanti ja tuki kuntoutusprosessiessa [Customer ori-
entation, access to information and support in the rehabilitation process]. In: Jarvikoski A, Lindh J, Suikkanen A Toim,
editors. Kuntoutus muutoksessa [Rehabilitation in change]. 2011. pp 73—75.AQ11

18. Lloyd A, Roberts AR, Freeman JA. “Finding a balance” in involving patients in goal setting early after stroke: a
physiotherapy perspective. Physiother Res Int. 2014;19:147—157.

19. Brinkmann SKS. Interviews learning the craft of qualitative research interviewing. 2015.AQ12

20. Spiegelberg H. The essentials of the phenomenological method. In: Hague N, editor. The phenomenological move-
ment a historical introduction. Martinius, 1978. pp 655—698.AQ13

21. Bovend’Eerdt TJ, Botell RE, Wade DT. Writing SMART rehabilitation goals and achieving goal attainment scaling:
a practical guide. Clin Rehabil. 2009;23:352—361.

22. Spiegelberg H. Doing phenomenology: essays on and in phenomenology. 1975.AQ14

23. Piirainen A. Asiakkaan ja asiantuntijan pedagoginen suhde. Fenomenologinen tutkimus fysioterapiatilanteista
asiakkaiden ja fysioterapeuttien kokemana [The pedagogical relationship between the customer and the expert. Phe-
nomenological study of physiotherapy situations experienced by clients and physiotherapists]. 2006. Finnish. AQ15

24. Wottrich AW, Stenstrom CH, Engardt M, et al. Characteristics of physiotherapy sessions from the patient’s and
therapist’s perspective. Disabil Rehabil. 2004;26:1198—1205.

25. Holliday RC, Cano S, Freeman JA, et al. Should patients participate in clinical decision making? An optimised
balance block design controlled study of goal setting in a rehabilitation unit. J Neurol Psychiatry. 2007;78:576—580.

26. Holliday RC, Ballinger C, Playford ED. Goal setting in neurological rehabilitation; patients perspectives. Disabil
Rehabil. 2007;29:389—394.

27. Karhila P, Kettunen T, Poskiparta M, et al. Negotiation in type 2 diabetes counseling: from problem recognition to
mutual acceptance during lifestyle counseling. Qual Health Res. 2003;13:1205—1224.

28. Glazier SR, Schuman J, Keltz E, et al. Taking the next steps in goal ascertainment: a perspective study of patient,
team, and family perspectives using a comprehensive standardized menu in a geriatric assessment and treatment unit.
J Am Geriatr Soc. 2004;52:284—289.

29. Proot IM, Crebolder HFJM, Abu-Saad HH, et al. Stroke patients needs and experiences regarding autonomy at
discharge from nursing home. Patient Educ Couns. 2000;41:275—283.

30. Hammel J, Magasi S, Heinemann A, et al. What does participation mean? An insider perspective from people with
disabilities. Disabil Rehabil. 2008;30:1445—1460.

31. Classification of chronic pain. Descriptions of chronic pain syndromes and definitions of pain terms. Prepared by
the International Association for the Study of Pain, Subcommittee on Taxonomy. Pain Suppl 1986;3:51—S226.

32. De Souza L, Oliver Frank A. Patients experiences of the impact of chronic back pain on family life and work.
Disabil Rehabil. 2011;33:310—318.

33. Breivik H, Collett B, Ventafridda V, et al. Survey of chronic pain in Europe: prevalence, impact on daily life, and
treatment. Eur J Pain. 2006;10:287—333.

34. Ojala T, Hakkinen A, Karppinen J, et al. Chronic pain affects the whole person-a phenomenological study. Disabil
Rehabil. 2015;37:363—371.

35. Yuki T, Kudo M. Factors related to continuation of health behaviours among stroke survivors. J Jpn Phys Ther
Assoc. 2011;14:1—11.

36. Rochette A, Tribble DS-C, Desrosiers J, et al. Adaptation and coping following a first stroke: a qualitative analysis
of a phenomenological orientation. Int J Rehabil Res. 2006;29:247—249.



13

37. Tong A, Sainsbury P, Craig J. Consolidated criterio for reporting qualitative research (COREQ): a 32- item checklist
for interviews and focus group. Int J Qual Heal Care. 2007;19:349—357.



