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ABSTRACT

Purpose: Spinal cord injury (SCl) is a complex health condition requiring long-term rehabilitation. Person-
centred goal-setting is a central component of rehabilitation. However, knowledge of patients’ perspec-
tives on the goal-setting in SCI rehabilitation is scarce. The purpose was therefore to explore patients’
perspectives on goal-setting in multidisciplinary SCI rehabilitation.

Materials and methods: An anthropological study combining participant-observation and individual
interviews. Data were analysed using reflexive thematic analysis. The COREQ checklist was used to report
study quality.

Results: Patients with SCI perceived goal-setting as ambiguous. On the one hand, they considered it
insignificant, because it was complicated to transform complex needs of everyday life to recommended
criteria of goals being measurable, specific, and realistic. On the other hand, they considered it a poten-
tially useful guiding tool. Patients were uncertain of impact of goals and perceived goal-setting as vague
during rehabilitation. Patient involvement was challenged by insufficient integration of patients’ experi-
ence-based knowledge of everyday life and clinicians’ profession-based knowledge.

Conclusions: Goal-setting in rehabilitation is not the patients’ need but they accept it as the clinicians’
framework for rehabilitation. For goal-setting to become meaningful to patients with SCI, patient involve-
ment should be strengthened by equally integrating the patients’ perspectives in the goal-set-
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ting process.

> IMPLICATIONS FOR REHABILITATION

e Health-care professionals have to strengthen patient involvement in SCI rehabilitation by to a greater
extent integrating the patients’ knowledge of their everyday life and preferences rather than primarily

focusing on profession-based knowledge.

e Health-care professionals must support patients in setting goals which are practically meaningful and
relevant to the patients’ everyday life and achievably and if needed go beyond the structured meas-

urement of SMART goals.

e In an acknowledgement of the dynamic nature of goal-setting, clinicians should emphasise formulat-
ing goals in a flexible and non-directive manner, thereby providing room for patients’ changing

needs and challenges over time.

e Goals in SCI rehabilitation cover a wide range from broad, value-based goals to more specific goals,
and the health-care professionals must ensure inclusion of such a wide range of goals.

Introduction

Spinal cord injury (SCI) is a complex and life-altering health condi-
tion resulting in varying degrees of paralysis. It often affects the
quality of life [1], lead to depression [2], influence social life [3],
and community participation [4]. Sociodemographic characteristics
of people living with SCI have greater impact on their occupation
and participation in social activities than the severity of SCI [5].
However, people with SCI experience that community participa-
tion is limited by factors as accessibility related to environment
and physical impairment [6]. Also inadequate personal care and
social support, and lack of appropriate occupational therapy are
reported to create barriers to community participation [7].

Patients with SCl need long-term rehabilitation to enhance their
quality of life and promote their reintegration into the community
[8] but it is important to strengthen attention to factors people liv-
ing with SCI experience limit their community participation [5,7].
Goal-setting is considered a core principle of rehabilitation as a
mean to guide rehabilitation intervention [8]. It is implemented in
a collaborative process between the person in need of rehabilita-
tion and the rehabilitation team [9]. Accordingly, goal-setting is
linked to a person-centred rehabilitation approach, thus involving
a person’s needs and values in decision-making [10-12]. Although
person-centred goal-setting is considered pivotal for rehabilita-
tion, its implementation in practice is lacking [13]. An important
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barrier may be divergent perspectives on goal-setting between
health-care professionals (HCPs) and patients. A recent review
reported that patients considered it important to relate goal-set-
ting processes to their everyday life while HCPs adopted a profes-
sional viewpoint, which meant they sometimes failed to consider
the patients’ perspectives [14]. Another review also found defi-
cient implementation of setting goals related to the patients’
everyday life and moreover scarce knowledge of patients’ per-
spectives on goal-setting in SCI rehabilitation [10]. To improve
rehabilitation based on the patients’ perspectives, it is therefore
important to gain detailed knowledge on how goal-setting in SCI
takes place in practice, including how various perspectives, needs,
and knowledge appear in co-operation between HCPs and
patients when practicing goal-setting. Therefore, the aim of this
study was to explore patients’ perspectives and experiences of
person-centred goal-setting in everyday practice of multidisciplin-
ary rehabilitation following SCI.

Materials and methods

The study design was qualitative, and based on an ethnographic
fieldwork conducted between November 2019 and October 2020.

Study setting

The study was conducted at a Danish hospital which provides
outpatient multidisciplinary rehabilitation to patients with serious
functional disabilities, such as spinal cord injuries. The hospital is
operated by a patients’ association. Yearly approx. 40 patients
with SCI are referred to the hospital. The hospital has an operat-
ing agreement with the five regions in Denmark and rehabilita-
tion is free of charge. Patients are referred from general
practitioners or other hospitals where acute rehabilitation takes
place. Thus, rehabilitation at the hospital concentrate on post-
acute rehabilitation, focusing on the patients’ return to everyday
life, such as continuation of work, best possible self-reliance, and
quality of life. The rehabilitation approach which took place at the
hospital is described in Table 1.

Participants

The study population was recruited based on purposive sampling.
The sampling procedure was chosen to generate data specifically
from patients with SCI participating in outpatient multidisciplinary
rehabilitation; and from HCPs who possessed experiences and
perspectives specifically regarding patient-centred goal-setting.
Furthermore, the patients should be able to speak and under-
stand Danish or English and broadness of gender and age were
sought. Eligible patients were contacted by mail or phone by the

Table 1. Rehabilitation approach at the hospital.

researcher (L@) to inform about the study and ask if they were
interested in participating. During the recruitment number of par-
ticipants was guided by information power meaning that the size
of the sample depends on an assessment of the quality of infor-
mation the sample holds in order to elucidate the subject [15].
The sample size was decided based on sample specificity, quality
of dialogue, analysis strategy, and study aim. A relatively large
sample size was required for this study to reach a high degree of
information power because of the study characteristics with a
broad aim, a wish to cover a broad range of variations of the
study subject and an explorative cross-case analytical strategy.
Three of the contacted patients declined to participate due to
lack of resources. The included patients formed two groups: 12
patients were initially included to be followed in-depth through-
out their courses since a sufficient information power (with refer-
ence to the above mentioned variables) at this point was
assessed reached. This group of participants constituted the key-
informants. To further secure robustness and validate the date
additional 10 patients were included to be followed at point of
impacts during rehabilitation activities, mainly initial- or evalu-
ation meetings where goal-setting explicitly was discussed. Thus,
a total of 22 patients was included since no further important
variation in data appeared at this point.

Most participants were aged 20-45years. Half of them had
short-term SCI, approx. one third medium-term SClI and the rest
long-term SCI. Half of the participants had a cervical injury. Five
of the participants had non-traumatic causes of SCI. Table 2 pro-
vides an overview of the participants’ characteristics.

Methods

Data were generated through participant-observation and individ-
ual interviews [16,17]. Triangulation was ensured, using different
methods to allow various aspects of the study area. An experi-
enced qualitative researcher, trained in anthropological fieldwork
(LD), conducted the participant-observation and the interviews.
Participant-observation formed the foundation of the study. To
gain detailed insight into all possible rehabilitation aspects the 12
participants were followed throughout their rehabilitation courses
in all their rehabilitation activities (examinations, treatments, train-
ing and meetings), and 10 participants were followed at rehabili-
tation activities to further secure information power and data
validity. Participation involved being present and observing what
happened at the rehabilitation activities, so the researcher was
not involved in the treatments. Approximately 130 activities were
observed, covering all phases of rehabilitation from preadmission
assessment over initial and evaluation meetings to rehabilitation
activities involving medical doctors, physiotherapists, occupational
therapists, psychologists, social workers and dietician. The various

The rehabilitation approach at the hospital follow the international standards and recommendation. Thus, a systematic goal-setting approach, including decisions on
goals that are person-centred and specific, measurable, realistic and time-based, is used at the hospital. The requirements and procedures following these
principles are described in the hospital’s guidelines. The time frame for a rehabilitation courses is three months, eventually allowing prolongation. The

rehabilitation courses are individually organised and cover the following stages:

1. It is initiated by the doctor's medical examination to determine the patients’ eligibility for the rehabilitation course. The doctor also introduces goal-setting by
asking the patient to consider his/her expected benefits and wishes for the rehabilitation as preparation for meeting other HCPs.

2. Initial meeting between the patient, relatives and multidisciplinary team responsible for the course. One hour is allocated and usually it takes place a few
weeks after the medical examination. The purpose of the initial meeting is to introduce the involved persons and clarify treatment possibilities at the hospital.
At the meeting goals are set by inviting the patients to talk about their everyday life, based on a questionnaire about their everyday life, values and
challenges, which they are asked to complete beforehand. A plan for the rehabilitation activities is decided upon.

3. Shortly after the initial meeting therapy sessions are initiated. These are conducted by a team of physiotherapists, occupational therapists, psychologists, social
workers and dieticians. The patients participate in activities two to three times a week.

4. Evaluation of the rehabilitation course: the patient, possible relatives and the team of HCPs participate. The purpose of the evaluation meeting is to assess the

achievement of planned goals and discuss plans for the future.




Table 2. Characteristics of participants.
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N (%)
Categories (total 22)
Sex M 9 (41%)
F 13 (59%)
Age® 20-45 years 14 (64%)
46-70 years 8 (36%)
Marital status Married/cohabitant 13 (59%)
Single 9 (41%)
Educational level Primary/high school 5 (23%)
Vocational 5 (23%)
Bachelor 7 31%)
Graduate level 5 (23%)
Job status Unemployed 6 (28%)
Employed 9 (41%)
Retired 7 31%)
SCl due to: Trauma 13 (58%)
Non-trauma Congenital 5 (23%)
(various forms of neural tube defects) Disease 4 (19%)
SCl injury level Cervical 11 (50%)
Thorax 7 (31%)
Lumbar 4 (19%)
Years since trauma/disease leading to SCI° <3 11 (50%)
4-10 6 (28%)
>10 5 (22%)

*The age-categories represent respectively young and middle-aged/elderly groups.
PThe categories represent respectively short-, medium-, and long-term since injury; duration of time since injury influence the difficulties

patients with SCI meet in their everyday life.

activities lasted approximately 1-1.5 h. Before and after observing
each activity, the researcher met with the participants for informal
talks regarding their expectations, opinions, motives, and reflec-
tions on the specific activities as well as their general concerns
and condition. Observation guides were used to provide a focus
to the participant-observation, and guides were adjusted to the
specific activities. The following different types of field notes were
written: notes regarding events and concrete actions and activ-
ities, descriptive notes regarding the essence of empirical data
and analytical and reflexive annotations [18].

Individual interviews were conducted with the key-informants.
The interviews were held to allow the participants to reflect and
elaborate on their experiences [17]. Each participant was inter-
viewed twice, at the beginning and at end of their rehabilitation
course. Thus, a total of 24 interviews were conducted. The first
interview allowed the participants to elaborate on their expecta-
tions and experiences of goal-setting and the second interview to
reflect on the overall course and the importance and meaning of
goal-setting. The first interview was conducted at the participant’s
home, and the final interview at the hospital, apart from two
interviews that also took place at home. Home-based interviews
enabled to build confidence between the researcher and the par-
ticipants and created familiarity with their everyday life. To direct
the interviews two semi-structured interview guides were devel-
oped, based on the intentions with the interviews and the rele-
vance for the aim of the study. The following subjects were
discussed: (1) everyday life before and after the accident; (2)
expectations regarding the rehabilitation course; (3) reflections on
approach to goal-setting in SCI rehabilitation, activities and co-
operation with the HCPs (4); experiences and perceptions of goal-
setting during various phases of the SCI rehabilitation; and (5)
importance of the SCI rehabilitation with regard to their everyday
life (see Table 3 for generic interview guide). Each interview lasted
1-2h and was audiotaped as well as transcribed verbatim.

To strengthen the study quality and relevance, patients were
involved in the initial phase of the fieldwork (other patients than
study participants). They contributed with feedback regarding
study focus, important themes to focus on and study feasibility.

Analysis

The analysis was conducted by two of the authors (L@ and CH)
supplemented by a third author (TM); all of them experienced
researcher within rehabilitation research, two of the (L@, CH)
trained and highly experienced in qualitative research methods,
L@ as an anthropologist and MPH and CH as nurse, MPH and
PhD. The data were analysed using reflexive thematic analysis,
which is characterised by developing themes as patterns of mean-
ing from the researcher’s interpretation of the data material [19]
and can thereby provide insights into the patients’ perspectives
on goal-setting. Analysis of data deriving from the various meth-
ods were combined to strengthen the analysis. Interview tran-
scripts and field notes from participant-observation were coded
using an inductive and iterative process, going back and forth to
the data material to accommodate the researcher’s conceptualisa-
tion of data. This was followed by the development of themes
identifying a coherent meaning grounded in the data and organ-
ised around the central concepts. The process included the fol-
lowing analytical levels: (1) familiarisation with data by repeated
and open-minded reading of interview transcripts and field notes
to gain an overall understanding of the data and a sense of
“what's brought into play”; (2) generation of initial codes from the
data, followed by discussion and their adjustment by two of the
authors (L@ and CH) and recoding of the dataset accordingly. Five
overall codes were used: Patients’ everyday life, patients experien-
ces of rehabilitation meetings: initial, evaluating meeting; final
meeting, patients’ experiences of goal-setting in rehabilitation
activities, co-operation between patients and health-care profes-
sionals regarding goal-setting, patient involvement; (3) condensa-
tion of the data by investigating connections between codes and
identification of patterns across the codes; and (4) identification
of themes by compiling codes into coherent clusters of meaning.

Quotations and excerpts from the field notes were used
throughout to illustrate the findings of the study [20]. The selec-
tion of these quotations and excerpts was performed to ensure
that a broad variation in perspectives found in the data material
was presented [21]. The qualitative data analysis software NVivo'?
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Table 3. Generic interview guide.

Themes

Subjects/questions

First interview
Introduction
Opening questions

Everyday life

Perspectives of the rehabilitation course

Everyday life after the rehabilitation

Closing

Second interview
The evaluation meeting

Experiences of the overall
rehabilitation course

Working with goals

Presentation; frame, content and purpose of the interview etc.

Why do you wish to start rehabilitation at the Specialised Hospital for Accident Victims? What do you know about
the hospital?

Who referred you?

Have you previously participated in rehabilitation courses?

Are you working, enrolled in education or anything else?

Can you tell me about your everyday life before your situation changed? (work, leisure, family etc.)

Is there something you were particularly interested in or liked to do before your situation changed?

How is it different now? Can you describe situations or examples where your changed situation affects the things
you did or liked before?

Are you able to do some of the things you like and are interested in? If so, can you give an example?

How can you best be supported to be able to do activities which are important to you?

Do you receive any get help in your daily life to be able to take part in the activities you want? If so, by whom?
How does it work?

Do you have some needs or issues that are more difficult to talk about and receive help to than others?

Can you please tell me about your ideas and incentives to start the rehabilitation course at the hospital?

What do you like to achieve by the course?

What do you expect will happen during your rehabilitation course?

Can you please tell me about your impression and experience of the initial meeting you attended at the hospital
(e.g., what was it like to set goals; does it make sense to set goals; to divide them into short and long-term;
could the staff have done anything differently to help/make it easier/more meaningful)

How do you expect or imagine your everyday life after finishing the rehabilitation? (e.g., worries, concerns family,
education, job, housing, interests?)

Do you dream about anything particular? Do you expect your rehabilitation course will help you to achieve this?

If it is not clear from the above interview: type of dwelling, civil status, children etc.

Do you want to add anything to our conversation—anything important we haven't talked about?

Now you have joined the evaluation meeting; can you please tell me about how you experienced that? (did it
proceed as expected; anything surprising; was it meaningful, difficult, easy—why was it so)

Can you please tell me about your opinion of the rehabilitation course as you have experienced it?

What do you think you have achieved during the rehabilitation course?

What is your opinion of the collaboration with the staff, how do you experience that?

Do you experience differences between the staff and/or the various professions?

Do you feel that your wishes and needs have been taken into account during the rehabilitation? How/in what ways?

How has it been to work with goals? What significance do you think it has had?

Which goals for your rehabilitation did you initially agree upon?
Have the goals been changed along the way? How?
What are your experienced of working with the goals during the rehabilitation activities and sessions?

Rehabilitation course and
everyday life

Has anything changed in your everyday life during the rehabilitation course; in what ways?
Have you achieved what you expected, what you wished for when you started the rehabilitation course?

Does it correspond to the goals you agreed upon or have worked with?
Has your rehabilitation course in any way influenced your everyday life?

Closing

Do you want to add anything to our conversation—anything important we haven't talked about?

(QSR International) was used to manage data. The COREQ check-
list was used to report the study [22].

Ethics

This study was approved by the Danish Data Protection Agency
(J.nr. 2017-41-5202). Permission to contact patients for study
information and eventual participation was obtained via
the HCPs. The patients were contacted by phone or mail to intro-
duce the study. All participants provided written informed
consent. The participants were promised confidentiality and their
data were anonymised.

Results

Three themes were identified to describe the patients’ perspec-
tives on goal-setting in SCI rehabilitation: (1) Goal-setting is experi-
enced as ambiguous, which concerns the patients’ understanding
of goal-setting as an equivocal notion; this theme was divided
into sub-themes—namely “goal-setting perceived as insignificant”
and “goal-setting perceived as sometimes useful’—to emphasise
its two very different yet coexisting attitudes to goal-setting
which bring about the ambiguous perspective of goal-setting (2);

Different forms of knowledge challenge patient involvement, which
concerns how various perspectives of goal-setting appear, result-
ing in both consistent and conflict-filled rehabilitation courses;
and (3) Goal performance is experienced as vague, which concerns
the patients’ experiences of goal-setting practice as vague and
tacitly performed (Figure 1). The themes are presented below.

Goal-setting is experienced as ambiguous

Patients with SCI mainly experienced that goal-setting was chal-
lenging. Although some patients, especially those who had expe-
riences with goal-setting from work or attending courses in the
health-care system, considered goal-setting as relatively unprob-
lematic. However, even these experienced patients reported that
it was difficult to transfer knowledge from workplaces to health
care. The analysis focussed on the dominant narrative of goal-set-
ting as challenging and ambiguous, as highlighted by a quote
from one of the patients during the informal talks linked to the
participant-observation activity:

Well, I'm not that concerned with goals. It might be important for the
staff here, it appears so, but for me, it doesn’t matter that much.

Later, the same patient remarked:



Realism is
difficult

"

Specificity is
complicated =~

Measurability
is challenging

THEME 1.
Goal-setting is
experienced as

ambiguous

Discrepancy
between
complex needs
and criteria

Evaluate
and adjust
activities

Energy,
motivation

Direction,
common
ground

Figure 1. Definitions and delimitations of the themes.

. it is not unimportant to have goals, it is good to have something to
stick to, something which shows the way, so it doesn't come to
nothing. (ID16, Isabelle, 46-70 years, <3 after injury)

Goal-setting perceived as insignificant

When discussing goal-setting with patients with SCI and observ-
ing how they together with the HCPs participated in decisions on
goals for their rehabilitation course, the patients did not appear
active. They generally expressed that goal-setting was not really
important to them and overall they found it challenging. Most
patients considered it abstract to talk about their values, which
the HCPs commonly asked about as a way to identify goals that
were essential to the patient’s rehabilitation. Several patients
found it awkward to set goals because they were uncertain of
what to expect from multidisciplinary rehabilitation and what
they could achieve with the support of the HCPs. Some
patients said:

Somehow, I'm not crazy about setting goals. | don’t know what they
can offer here. It's like having to accomplish something, and | don't
necessarily know what | can achieve. They are the experts, and they
know much more about what's possible. (ID16, Isabelle, 46-70 years,
<3 after injury)

Goals are something you must be able to achieve, something that’s
realistic. You may set goals that you will never achieve. That's
depressing! ( ID7, Rebecca, 20-45 years, <3 after injury)

These quotes illustrate how the patients recognised that the
goals were expected to be realistic and concurrently were unsure
about what to expect from multidisciplinary rehabilitation.
Therefore, they did not set too high or low goals, because of the
fear that they would be disappointed if they did not achieve
what they expected or would limit themselves and not reach their
potential. Thus, being in unfamiliar territory, they requested the
HCPs' expertise and mostly accepted what the HCPs suggested.
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Goal-setting is
not patients’
needs butis
accepted as

frame for the
HCPs’ work

THEME 2.

Involving
patients in
formulating joint
goalsis
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experience based
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HEME 3. based knowledge

Goal
performance
is
experienced

as vague Goals are

forgotten and not

explicitely clear
in rehabilitation
activities

Expect HCPs

to have goals

in the back of
their heads

Furthermore, patients with SCI found goal-setting inappropri-
ate because the requirement of measurable and specific goals
contrasted the complexity of their everyday life and as such, chal-
lenged the relevance of the goals. Some patients explained:

I was totally blank (when they discussed goals). Well, | do hope my
everyday life becomes better and that | will be able to handle my life
and my pain. But it's really difficult, because | certainly can hear it has
to be something specific, and something they (HCPs) can evaluate. And
then it becomes something like learning things about my body, what |
can manage—and is that exactly what | want, what improves my
quality of life? (ID2, Alexandra, 20-45 years, 4-10 after injury).

Well, | have 50 things that could be important to touch on, lots of
things that have a strong presence in my everyday life. So, to balance
that it should be meaningful to me and specific, so it is workable for
them (HCPs), that’s difficult. (ID1, Madeleine, 46-70 years, >10 after
injury/congenital)

It's far too detailed if we have to investigate how | can work with an
onion chopper. Because, basically, it concerns how do | myself manage
to provide food for my son in a kitchen? But if you have to measure,
well... ... It becomes, like a small pawn of something, but it doesn't
change anything about the overall picture, really. (ID18, Emily, 20-45
years, >10 after injury/disease)

The quotes show a common issue among the patients that
they often found goal-setting insignificant because it was compli-
cated to transform their complex and varied needs into measur-
able, specific, and realistic goals. One of the patients reflected on
why goal-setting within the framework of health care sometimes
appeared meaningless:

Usually, | like to set goals and have a focus. But here (at the hospital) it
is difficult to dare to set goals, because what are we aiming for? It is
probably easier to set goals in a production, at a sausage factory,
where you can talk about quantity, size and quality. It's harder with
people. (ID8, Leah, 46-70 years, <3 after injury)

Several patients further pointed to their dynamic situations
because their problems and needs changed with time, and
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therefore, it could be difficult to hold on to the relevance of the
appointed goals. Time was also an important factor for attitudes
towards goal-setting with regard to the duration of time elapsed
since the accident. Some patients had been exposed to the acci-
dent leading to their SCI several years ago, and they expressed
difficulty in attaching importance to goal-setting. For example:

I've tried everything, and I've been very optimistic. But nothing is
happening, I'm not improving anymore. | feel like, | cannot stand it
anymore, | think it's hopeless. That's why | think of early disability
pension—but | guess, that cannot be a goal, or what do you think?
(ID2, Alexandra, 20-45 years, 4-10 after injury).

Thus, feeling more or less stagnant and losing hope of further
progress may result in goal-setting becoming meaningless, impli-
citly indicating that goal-setting targets change of a future situ-
ation rather than acceptance of the status quo. In contrast, some
patients for whom rehabilitation was initiated a short time from
being exposed to the accident leading to the SCI, in some ways
were more specific regarding their goals. For example, one of
these patients said:

Well, | was prepared (for goal-setting), and for me, it is important to
return to work as soon as possible, so | have to be able to use my left
hand better to use the keypad properly and in general to be physically
stronger and also better to keep balance. (ID17, Jack, 46-70 years, <3
after injury)

Accordingly, attitudes towards and experiences with goal-set-
ting in SCI rehabilitation were related to the rehabilitation stage.
Time was also an essential component in relation to the organisa-
tional framework of goal-setting. Most patients found the time
allocated to set goals at the initial meeting of the rehabilitation
course to be too short and scheduled at a too early stage of their
rehabilitation course because it was reserved at a time when the
patients and HCPs did not know each other well. The patients
indicated that at that time of the goal-setting process, it could be
difficult to discuss rather delicate and personal issues meaningful
to the patients.

Goal-setting perceived as sometimes useful

Although the patients with SCI voiced that goal-setting at times
appeared to be meaningless, it did not mean that the patients
were indifferent to goals or that goal-setting was perceived as
being insignificant. The patients commonly acknowledged that
goal-setting could provide a point of orientation and focus as
well as a possibility to evaluate the courses. Some patients said:

It (goal-setting) helps to provide a direction for what we are heading at.
After all, some point of orientation is necessary. They (HCPs) should
also know what | am interested in for the treatments to make sense.
(ID5, Sharon, 46-70 years, 4-10 after injury)

If you want to make a comparison, then you need to have a point of
departure and a goal, because most likely, you won't remember how it
used to be after a while. After all, I'm happy when | can see | have
achieved something or at least have become better. | probably
wouldn’t have had this realization if no goals were set. (ID7, Rebecca,
20-45 years, <3 after injury)

Goal-setting may function as a motivating factor to support
what the patients wished to achieve, or, as some patients also
suggested, as reflections of what was possible to achieve, thus
supporting the acceptance of the patient’s actual capacities and
competencies. Moreover, goal-setting may provide a framework
for common ground and form the basis for co-operation between
the patient and HCPs, as illustrated by the following quote:

It might be okay to set goals because it provides a united approach—
where we are heading. If only the HCPs are not that strict. Goals don’t
have to be formulated sharp on three lines. | think they (HCPs) have a

holistic perspective, so goals are something we test together so | might
move on. (ID3, Karl, 46-70 years, 4-10 after injury)

Nevertheless, as the quote also indicates, the patient emphas-
ised certain conditions that could benefit goal-setting, such as
working with goals in a flexible manner based on consideration
for the patients’ wishes.

Different forms of knowledge challenge patient involvement

Involving persons with SCI in goal-setting is considered essential
for implementing meaningful rehabilitation and is also expected
to improve treatment adherence and promote autonomy. Still,
the practice of goal-setting in SCI rehabilitation showed that it
was challenging to involve patients in formulating joint goals.
Some patients stated:

The HCPs are very professional and loyal to their assessment and
evaluation systems. It is probably helpful to their work, but it doesn’t
help the individual patient if it's a kind of package solution you receive.
In my case, it didn't end like that, | did participate in influencing what
it should revolve around. Then, you are also more concerned about
how it works. (ID6, Neil, 46-70 years, >10 after injury)

The HCPs are the ones who decide what to do and | adapt to that. But
it also has to provide meaning to the patient. I'm the one who knows
what'’s important in my life. I'm not questioning their competencies and
professionalism at all, | certainly need that, but it's my body that is
broken after all. (ID4, Patricia, 20-45 years, <3 after injury)

The most difficult thing about goal-setting is that to me, the
predominant factor concerns the quality of my life, which their
professionalism cannot really cover. How to translate my subjective
assessment of what provides meaning to me in my life into something
specific, so it makes sense to the HCPs? (ID2, Alexandra, 20-45 years,
4-10 after injury).

The quotes illustrate how patients with SCI emphasised the
importance of being involved in the goal-setting for their rehabili-
tation, stressing their specific knowledge about their bodies and
the problems that affected their lives. However, they concurrently
requested profession-based knowledge to achieve the everyday
lives that they desired or could live. Thus, different types of know-
ledge were brought into play in the goal-setting process: profes-
sion-based knowledge and experience-based knowledge
represented mainly by the HCPs and patients, respectively. The
quotes indicate that although the patients experienced their
involvement in joint goal-setting differently, patient involvement
was complicated to implement and took diverse directions, result-
ing sometimes in conflict-filled rehabilitation courses and at other
times, in consistent courses, as illustrated by the following field
note excerpts:

During Emily’s rehabilitation course, the physiotherapist and
occupational therapist continuously suggest clarifying compensatory
strategies. They are worried that she uses her body inappropriately by
straining herself and thereby further harms her functioning. Emily
expresses that she doesn't experience the comprehensive help that she
thus far received to reduce her pain or provide her with more energy.
Now, she—despite her disease—wants to prioritize things that
strengthen her quality of life. The HCPs tell me that their impression is
that Emily objects to receiving help and has inadequate disease
recognition and that she needs comprehensive care and assistive
technologies to not “wear out”. At a treatment session, Emily indicates
that she is not observing any progress and after the session, she
explains to me that she wishes to be supported in how to make
decisions about doing things that are meaningful to her despite the
reactions of her body. She said: “... there are some conflicting
expectations in this. It's not because the HCPs should be indifferent to
what | do with my body. | do understand they uphold their
professionalism. But some middle ground, | think, is what | am looking
for—how can | on a qualified basis make decisions about what | want
to use myself for?” Gradually, she scales down her expectations



regarding the course and limits her activities to the training programme
that she is offered. (Field note excerpts from treatment sessions; ID18,
Emily, 20-45 years, >10 after injury/disease)

In this case, goal-setting was initially formulated as resource
management. Based on her experiences with what had helped/
not helped her thus far and what improved the quality of her
everyday life, Emily was concerned regarding how to make com-
petent choices to improve the quality of her life. Grounded in
their specialised knowledge, the HCPs were concerned about how
Emily should spare her body using compensatory strategies to
reduce the risk of further harming her functioning. Thus, the field
notes present a situation where profession- and experience-based
knowledge were conflicting, demonstrating the challenging task
of reaching a common ground based on the HCPs' and patients’
respective agendas and forms of knowledge. In this case, the
result was an unsolved conflict, where Emily decided to scale
down her expectations regarding the course because she did not
receive the help she needed.

Bringing the different types of knowledge into play impacts
co-operation involved in goal-setting in various ways, as observed
in the following field note excerpts:

The physiotherapist suggests exploring compensatory strategies, which
she—and the occupational therapist—have recommended several
times. Jack says he is not interested and that he wants to return to his
usual self. Right from the beginning, he wished to undergo strength
and endurance training to improve balance and walking speed, and to
improve the functioning of his hands to be able to use a computer at
work. After the treatment session, the physiotherapist explains to me
that they consider it unrealistic that Jack would achieve the same
functioning as before the accident and that they are worried that he
will do more harm to himself by not paying regard to his changed
functioning. At the following treatment sessions, they continue to
discuss the issue of assistive technologies, mentioning eating utensils,
special chairs and a walker for decompression to spare Jack’s body. He
says that he has several devices at home but does not use them
because he perceives their use as giving up. After a while, they agree
on just training in ways that the physiotherapist considers appropriate,
e.g., quality of movements rather than pace, if that is what Jack wishes.
At the evaluation meeting, they decide to continue the rehabilitation
course by individual training. Jack says he has already achieved a lot
and that it has been important that they have listened to him although
they have not always agreed with him. (Field note excerpts from
treatment sessions; ID17, Jack, 46-70 years, <3 after injury)

These field notes exemplify how various types of knowledge
manifested in different agendas were integrated, resulting in well-
functioning co-operation between the patient and HCPs. It is an
example of how professional assessment based on specialised
knowledge without being neglected was adapted to the patient’s
wishes, resulting in different forms of knowledge being put into
play even though at first they were not consistent.

Thus, the process of joint goal-setting to guide SCI rehabilita-
tion evolved around different types of knowledge. In this process,
patient involvement may be challenged by potentially divergent
forms of knowledge, representing respectively the patients’ and
HCPs' agendas.

Goal performance is experienced as vague

During SCI rehabilitation activities, the established goals that were
agreed upon did not play a noticeable role. Goals were seldom
mentioned or discussed between the individual patients and
HCPs, and most patients did not pay any attention to their goals
throughout the rehabilitation course. Goals mainly played an
explicitly active role at the two ends of the rehabilitation course:
at the initial meeting where goals were decided upon and at the
evaluation meeting where goal achievement was evaluated.
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Discussing goals at these events was always the HCPs' initiative.
Moreover, most patients were often not aware of the goals that
they had set when they were asked to assess their goal achieve-
ment at the evaluation meeting. This scenario is illustrated by the
following field note excerpts from an evaluation meeting:

Physiotherapist: “Now, we have to talk about evaluating the goal-
setting. Which goals are achieved, which are not attained? How do you
think things have worked out?”

The patient (smiling): “Well, do you really expect me to remember that?
| do remember we talked about goals, but I've completely forgotten
what we decided upon”.

Physiotherapist (reads aloud): “Yes, we set some long-term goals: you
wished to have a more active social life and be in control of the
functioning of your intestines. And short-term goals, you wished a
better balance and ..."

The patient (interrupting the physiotherapist): “Well, that might be. You
see, | think I've benefitted a lot from being here, it's been really good.
I've become stronger and now | work out in the mornings when | have
energy and I've become better at resting during the day. | don’t know
if | have achieved a goal, or achieved the goals, but | have become
more aware of taking care of myself and what's tending me well”.
(Field note excerpts; ID1, Madeleine, 46-70 years, >10 after
injury/congenital).

In general, the patients expressed that they benefitted from
the SCI rehabilitation. However, they seldom related the activities
to the goals agreed upon, which appeared to be rather vague.
They indicated they were uncertain if or how goals influenced
their rehabilitation activities although the individual HCPs always
explained to the patients at the rehabilitation sessions what they
were doing and why.

However, goal-setting was not perceived as being solely vague
during rehabilitation activities by the patients. They also under-
stood goals performed tacitly, as indicated by the follow-
ing quotes:

Goals don't have a strong presence in my everyday life. When | am at
the hospital, we talk about the present situation. But | guess the goals
are implicitly behind. And the treatments they are performing, most
likely they have something to do with what | have said more or less
directly. (ID3, Karl, 46-70 years, 4-10 after injury)

. there is no point in these meetings (introduction and evaluation
meetings) if we didnt have the goals to talk about. I'm sure that they
(HCPs) have a plan to make me stronger and take charge of all that
mess in my life. Like that, the goals are probably present. (ID6, Neil,
46-70 years, >10after injury)

Thus, although the patients did not experience goals to be
explicitly manifested during rehabilitation activities, they did not
perceive the goals to be absent or dismiss a potential significance
of goal-setting. One of the patients expressed:

It's not really important to me to achieve the goals. It's more a matter
of having a common orientation, | hope for. | do hope that | will be in
a better position to fend for myself when | finish out here (at the
hospital), that's what | hope the HCPs can help along. In that way, |
think of being here as the meeting of hope. (ID8, Leah, 46-70 years, <3
after injury)

Therefore, patients with SCI experienced goals agreed upon as
vague during the rehabilitation activities while concurrently rec-
ognising them to be the basis for the HCPs' decisions regarding
the performed rehabilitation activities. The vague expression of
goals during rehabilitation activities may relate to the patients’
complex needs. The criteria of goals being specific, realistic, meas-
urable and time-based were challenging to apply to the compre-
hensive and complex issues of the patients. Thus, a tacit
framework developed; on the one hand, holding on to the goals
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agreed upon and on the other hand, modifying goals to a prac-
tice relevant to the specific situation of the individual patient.

Discussion

Person-centred care is considered fundamental in health care,
stressing the importance of addressing a person’s individual needs
and resources. Accordingly, rehabilitation at the hospital where the
study took place was organised within frames of a person-centred
approach and hereby aiming at involving patients with SCl in the
goal-setting process. However, as the findings overall demonstrate,
this ideal was often challenged in practice. In the literature there is
an ongoing discussion of how to apply person-centred care and
terminologies as person-centred, client-centred or patient-centred
are used randomly [13]. Despite the lack of agreement about
implementation as well as terminology, there seems to be nuances
between patient- and person-centred expressions, the latter involv-
ing a broader context of human beings compared to a more dis-
ease-specific approach [10]. The focus of the present study was
goal-setting performance in everyday rehabilitation practice which
provides new insight into why a patient-centred approach may be
difficult to practice. The findings of the study showed that patients
with SCI perceived goal-setting in rehabilitation as ambiguous. On
the one hand, they considered goal-setting as insignificant and
more essential to the HCPs" work rather than to meet their needs.
On the other hand, they regarded goal-setting as potentially moti-
vating and useful to guide joint rehabilitation. The main reason for
perceiving goal-setting as ambiguous was that the patients found
it difficult to comply the needs of their complex everyday life to
the recommended criteria of goals being measurable, specific, real-
istic and time-based which also constituted the rehabilitation
approach at the hospital. Some of the participants had non-trau-
matic causes of SCl but this did not seem to give rise to different
perspectives of goal-setting. All of them were in the post-acute
phase of rehabilitation which may influence their perception and
experiences of goal-setting. At these stage rehabilitation activities
go beyond possibilities for physical training and focusing on return
to everyday life emphasise the multi-faceted character of their chal-
lenges. Return to everyday life implies more complex issues and
aspiration than e.g., being able or not to walk a certain distance,
and this goal-setting context is therefore not an either-or issue,
and therefore challenging criteria of formulating goals in a directive
manner. Thus, although patient-centred goal-setting is a recognised
cornerstone in rehabilitation as a mean to guide rehabilitation
interventions [8], the present study revealed that patients with SCI
did not necessarily experience goal-setting as meaningful or rele-
vant to their rehabilitation. Other studies also pointed to a discrep-
ancy between intentions of goal-setting in rehabilitation and
patients’ experiences and perspectives. A recent review reported
that patients with SCI considered relating goals to their everyday
life more important than measurable goal attainment or physical
functioning, which were the HCPs' main concerns [14], and a study
found that the HCPs employed a mainly prescriptive approach to
goal-setting while patients expressing a need to outline goals in a
flexible manner [23].

Other studies exploring perceptions of goal-setting in patients
with SCI have emphasised the patients’ expression of goals in
terms of hopes and visions rather than in terms of measurability
[24]. Studies of people with other diagnosis found similar results,
for example people with disabilities perceived hope as pivotal to
their recovery process [25], or patients receiving physiotherapy
found it meaningful to talk about goals as aspirations and dreams
rather than dichotomised into realistic and unrealistic goals [26].

The present study did not explicitly demonstrate a perception of
goals as hopes or aspirations, although a few patients talked
about SCI rehabilitation as “the meeting of hope”. Rather, the
patients made goal-setting meaningful by advocating for goals to
be defined in a flexible and broad manner to better accommo-
date their complex life situations, thus more explicitly challenging
a SMART approach to goal-setting.

The study contributes to the field by providing a more nuanced
understanding of the patients’ perception of goal-setting in identi-
fying patients’ perception of goal-setting as not solely insignificant.
It was found that the patients did not dismiss the idea of goal-set-
ting since it also was perceived as a potentially relevant tool to
support motivation and guide towards a common ground between
them and the HCPs. However, the potential usefulness of goal-set-
ting was seen to be closely related to a well-functioning integration
of the patients’ needs and wishes in decision-making about goal-
setting and they sometimes found it challenging to fully involve
their perspectives in goal-setting. The study provides new know-
ledge by showing how this evolves in the daily practice of goal-set-
ting, emphasising that potentially conflicting agendas based on
different forms of knowledge—profession-based and experience-
based knowledge—appeared to difficult to integrate. The study
revealed how the patients occasionally strived to position their
needs in the goal-setting process by explaining how they used cer-
tain strategies to make things work according to their wishes.
Other studies also pointed to difficulties in involving persons in
their rehabilitation. For example, a study found that involving per-
sons with disabilities is impeded by inadequate recognition of the
disabled person as an expert, and unequal relationships with spe-
cialists created barriers to the disabled person taking control over
their own life [25]. Another study focusing on acute inpatients SCI
rehabilitation also found to barriers to patient involvement [27].
Despite the different target groups, with the present study concen-
trating on outpatient post-acute SCI rehabilitation, the findings are
similar, indicating how unequal positions between HCPs and
patients may challenge patient participation in rehabilitation across
target groups and diagnoses.

Acknowledging individual needs and equal partnership as
important components of goal-setting in rehabilitation seems to
impact the effects of rehabilitation. A review about person-cen-
tred rehabilitation found positive effects on users’ satisfaction
with rehabilitation as well as functional performance and quality
of life [13]. However, several reviews also emphasised that
although patient involvement is commonly acknowledged as a
central rehabilitation approach and goal-setting as an important
tool to secure rehabilitation according to the patients’ interests, it
is still not fully reflected in practice [10,13]. Reflecting upon the
historical background of goal-setting in rehabilitation, a study
reported that the concept thus far has had multiple meanings
and has been used widely outside the context of rehabilitation
and disability and therefore still raises both practical and theoret-
ical challenges [11]. Some of these challenges have been high-
lighted in the present study, overall indicating a need to
strengthen patient involvement in rehabilitation. Despite the
growing knowledge of patients’ perspectives on goal-setting in
rehabilitation, there is still a need for further investigation on how
to improve the implementation of person-centred rehabilitation in
an acknowledgement of patients’ preferences and perspectives.

Methodological considerations

The present study adhered to the COREQ checklist [22]. A further
strength of this study was the use of triangulation in data



generation: participant-observation, which provided in-depth
insights into patients’ perception of goal-setting practice, com-
bined with several individual interviews with each participant.
Triangulation allowed for checking interferences drawn from dif-
ferent data sources and added depth to the description of the
data, which strengthened the study validity [28]. Performing inter-
views in the participants’ homes created familiarity with the par-
ticipants and confidence between the researcher and participants.
In addition, the numerous informal conversations during partici-
pant-observation activities provided both confidence and valuable
opportunities to reflect on specific situations and general experi-
ences among the participants. Thus, this study provides solid and
comprehensive data material contributing to descriptions of
patients’ perceptions of goal-setting practice. Finally, thorough
and systematic descriptions of the data-gathering process, coding-
and analytical approach provide transparency to how the study
was accomplished.

Previous studies called for expanding knowledge across
health-care professions, settings and diagnoses [29,30], and the
present study with its qualitative approach to multidisciplinary SCI
rehabilitation contributes to this. However, the specific patient
group studied (patients receiving post-acute SCl rehabilitation)
may limit the transferability of the study findings because the
patients’ needs, preferences and possibilities for involvement in
goal-setting may differ from patients in the initial stage of their
rehabilitation, with other diagnoses or physical impairments. The
gender distribution of the study sample with a slight overrepre-
sentation of women does not match real life SCI population (a
preponderance of men despite geographic variations, e.g., in
Denmark approximately twice as many men as women [31]).
Since we did not adequately comply with this variable in our sam-
ple procedure this gender distortion may also impact transferabil-
ity of the study findings. Nevertheless, the possibility of
generalising our study findings is supported by the identification
of similar findings across diagnoses and rehabilitation stages, e.g.,
the findings of patients’ wish for a flexible and non-directive goal-
setting approach and challenges in integrating the patients’ agen-
das in a shared goal-setting process.

Conclusions

The present study presented three main findings. First, patients
with SCl experienced goal-setting as ambiguous: on the one
hand, they expressed goal-setting as insignificant, which was
related to a perceived discrepancy between the requirements of
goal-setting being specific, measurable, realistic and the complex
needs of their everyday life; on the other hand, the patients found
goal-setting a potentially useful tool to guide rehabilitation.
Second, goal-setting evolved around different forms of know-
ledge: profession- and experience-based knowledge, represented
respectively by the HCPs and patients with SCI. The integration of
these kinds of knowledge could pose challenges, resulting in diffi-
culties to fully implement person involvement. Third, patients
with SCI experienced goal-setting as vague during rehabilitation
activities, and they were doubtful if or how goals may impact
their rehabilitation. Overall, the study contributes to the discus-
sion of the challenging issue of person involvement in SCI
rehabilitation by demonstrating how difficulties in integrating the
perspectives of patients with SCl and HCPs evolve in rehabilitation
practice.
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