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The purpose of the study was to explore the experiences of adult patients with stroke, brain
trauma or spinal cord injury in Haapsalu Neurological Rehabilitation Centre (HNRC), Estonia
and to identify the factors that determine patient satisfaction.

The patient experiences were studied through conducting four focus group interviews, which
were analysed using the principles of inductive content analysis. Each focus group consisted
of five participants and the groups were diagnose-based. Half of the participants were re-
cruited from the Department of Neurorehabilitation and the other half from the Department
of Spinal Rehabilitation.

Five intertwined themes emerged from the analysis: “Striving for independence”, “The ther-
apist as the key partner in goal setting and patient involvement®, “Obstacles on the road”,
“Daily life at the hospital” and “The past, the present, the future of HNRC”.

The independence of the patients of HNRC is limited due to their condition, and with thera-
pists as their main partners, they strive for greater autonomy. Physiotherapists provide sup-
port in goal setting that was admitted to be challenging by the participants and are the most
important partners for discussing their condition and giving feedback.

The patients value respectful and considerate communication, accessibility of the specialists
and expect clear information on their condition, test results and further options.

Problems are encountered on the level of health care system, as well as service provision of
HNRC, especially in terms of occupational therapy. The main suggestion for improvement by
the participants was to have access to gym or other therapy room in the evenings as many
reported boredom in their free time.

The results are in accordance with other research in the field that show the importance of
respectful communication and adequate, timely information. Additionally, there is a tenden-
cy for younger patients to be more critical despite the general reluctance of the patients to
criticise. These findings are also supported in the literature.

Some recommendations for improving the patient experience in HNRC could be made, specif-
ically regarding educating staff in communication skills, organized free time activities, provi-
sion of occupational therapy and information exchange.

Further research is required in order to cover other patient groups of HNRC in the future.

Keywords: patient satisfaction, patient experience, neurological patient experience, focus
group interview, inductive content analysis
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1 Introduction

Patient satisfaction has gained increased attention worldwide as an aspect of quality of

healthcare service that in some countries has been tied to financial incentives.

Haapsalu Neurological rehabilitation Centre (HNRC) has been collecting patient satisfaction
data for over a decade, using a self-designed questionnaire. The results are traditionally posi-
tive, but literature shows that since the data collection methods themselves affect the re-
sults, these positive outcomes of such surveys may be deceiving. A combination of quantita-
tive and qualitative methods for gathering patient feedback has been suggested as more in-

formative and actionable method.

This study was designed with the aim of collecting additional information on patient satisfac-
tion and experience through interviews as described in the action plan of HNRC for 2019 as a

part of the organizational improvement activities.

2  The importance of patient satisfaction and experience

Patient satisfaction is one aspect of healthcare service quality and used as an outcome indica-
tor (Wilson, Yepuri & Moses 2016). Kelly (2007), with references to Donabedian’s work
(1980), describes the two main components of healthcare quality - technical quality and ser-
vice quality. The first is understood as clinical competency and knowledge of the staff while
the latter encompasses their interpersonal skills and the extent to which patient expectations
are met. In terms of satisfaction, the technical quality is usually presumed by the patients,
but it is the service quality that the patients base their experience on and which therefore

needs special attention and conscious effort. (Kelly 2007; Crawford 2018).

It has been argued in the past that patients, due to their lack of medical education, cannot,
in reality; assess the quality of care. However the evidence shows that although the patient
may not be in the position of assessing whether the prescribed treatment was optimal for his
condition, higher satisfaction levels with cleanliness and probability of recommending the
care provider to others are associated with lower infection and re-admittance rates of these
hospitals. (Johnson, Russell & White 2016).

Higher patient satisfaction has been shown to be strongly linked to increased guideline adher-
ence and therefore improved outcomes of treatment (Doyle, Lennox & Bell 2013; Bahari &
Noor 2015; Johnson et al. 2016; Ng & Luk 2018) and, from the viewpoint of service providers,
it is important to note that higher patient satisfaction is related to increased probability of

recommending the hospital to others as well as patient loyalty (Ng & Luk 2018).

In the United States, since 2010 due to the Affordable Care Act, patient satisfaction and pa-

tient experience have become the centre of discussion as the results of the mandatory pa-



tient surveys are public, allowing patients to make decisions on which care provider to choose
and insurance companies increasingly use them for reimbursement decisions, although this
practice has met strong criticism (Farley, Enguidanos, Coletti, Honigman, Mazzeo, Pinson,
Reed & Wiler 2014). The same applies to the UK, where it is mandatory in the National Health
Service to monitor patient experience and the service providers” financing partially depends

on the results of this domain (Doyle et al. 2013).

2.1 Patient satisfaction and patient experience - problems with definitions

In literature, the terms patient satisfaction and patient experience are often used as syno-
nyms along with other terms such as perceived service quality, patient perspective and pa-
tient perception, which is confusing and flawed (Gill & White 2009; Ahmed, Burt & Roland
2014; Berkowitz 2016; Wolf 2017). All of these are separate concepts, but their borders and

essence is still under debate.

Wolf (2017) defines satisfaction as perceptions at points of time, and explains experience as
the lasting story consumers carry with them. The more recent texts (Gill & White 2009; Ah-
med, Burt & Roland 2014; Berkowitz 2016; Wolf 2017) underline that patient experience does
not equal patient satisfaction, but there does not seem to be a universal understanding of the
relationship between these distinct concepts. Some authors view patient experience as a
determinant of patient satisfaction while others have exactly the opposite approach (Ahmed
et al. 2014) while yet others seem to believe that we should move past patient satisfaction

and focus on patient experience only as it is a broader concept (Wolf 2017).

There are a handful of studies where patient experience has been demonstrated to predict
satisfaction. Bjertnaes, Sjetne and Iversen (2012) showed in their study on patient-reported
experiences and fulfilment of expectations that both of these are strong predictors of overall
patient satisfaction and at the same time that although related to satisfaction, they are still

separate concepts.

2.2  Measuring patient satisfaction and patient experience

Patient satisfaction is most commonly measured using questionnaires handed out or mailed to
the patients but web-based solutions are becoming more and more widespread in addition to
other technological options such as dedicated tablets or kiosks where responses can be col-

lected immediately after the service provision (Ahmed et al. 2014).

There has been a lot of criticism over the questionnaires as a variety of them have been used
over many years but the discussion over their validity and psychometric parameters only
started about a decade ago (Gill & White 2009). However, according to Manary, Boulding,
Staelin and Glickman (2013), when designed and carried out correctly, they do measure quali-

ty and provide valid information that can be used for organizational change.



Crawford (2018) illustrates the difference between patient satisfaction and patient experi-
ence surveys by the following examples: a question in a satisfaction survey would ask the
patient to assess on a scale 1 to 10 the level of friendliness of the therapist while patient
experience assessment would require the patient to answer the question how often he was
greeted by name by the therapist or how well the patient understood instructions for home at

discharge.

As Golda, Beeson, Kohli and Merrill (2018) note, a proper patient experience measurement is
a frequency analysis (how often the patient experienced one or other behaviour from the
staff, for example) and the results are more actionable for the service provider as opposed to
satisfaction survey responses which are more prone to emotional fluctuations of the patients.
After all, the aim of the data collection is reliable information that can be used for real im-

provements in patient experience.

It is important to note that the data collection methods themselves affect the results. For
example it is known from literature that questionnaire-based satisfaction surveys tend to
provide results of high satisfaction levels but in reality overshadow some aspects of services
that patients are actually critical about. It is argued that this phenomenon appears due to the
fact that the questionnaires have been created from the viewpoint of the service provider
and enquire about topics that the service provider believes are important to the patients
while their actual experiences and real values may not emerge. (Wain, Kneebone & Billings
2008; Lees 2011; Medina-Mirapeix, Jimeno-Serrano, Escolar-Reina & Bano-Aledo 2012; Ahmed
et al. 2014; Ng & Luk 2018).

In comparison, qualitative methods, such as focus group interviews and patient stories or
narratives have shown to emerge more negative accounts on healthcare services than surveys
because people tend to express their negative experiences more willingly in a group setting
(Green & Thorogood 2009, 131; Lees 2011; Ahmed et al. 2014). The benefit of the interviews
is also that they allow the rise of topics that have not been directly asked about. Therefore,
it has been suggested that a mixed method of enquiry, combining qualitative and quantitative
information, would be the most successful in exploring patient experience (Lees 2011), alt-

hough the qualitative methods require considerably more work and time.

The background variables of the survey/interview participants also affect the results. Various
groups of patients (based on age, sex, ethnicity, education, socioeconomic status) may have
tendencies towards rating some aspects of care either more negatively or more positively
than others due to differences in expectations. For example there is abundant evidence that
older patients tend to report higher satisfaction levels (Ahmed et al. 2014; Russell, Johnson &
White 2015; Snelgrove-Clarke 2015; Chumbler, Otani, Desai, Herrmann & Kurz 2016).



In terms of gender, the data is inconsistent. According to Russell et al. (2015), gender does
not have any impact on overall satisfaction, but Chen, Li, Wang, Xue, Ding, Nong, Lin and
Zhang (2016) found that men do rate several care domains higher than women, resulting in
greater overall satisfaction scores. However, men and women place different emphasis on
various aspects of their care, for example communication with doctors is more important for
older men while older women consider communication with nurses more important (Chumbler
et al. 2016).

It is also clear that the healthcare system itself as well as the cultural background of the pa-
tients affect satisfaction. Ahmed et al. (2016) mention for example that similar waiting time
is perceived differently by Asian and White patients as the former are more sensitive to wait-

ing than the latter.

The abovementioned patient-level characteristics are unmodifiable and the service providers
in countries were the patient satisfaction scores are tied to reimbursement decisions have
used this as an argument in their criticism (Chen, Beal, Okunrintemi, Cerier, Paredes, Sun,
Olsen & Pawlik 2018).

2.3 Qualitative research on patient satisfaction in neurological rehabilitation setting

When narrowing the patient satisfaction studies down to qualitative methods and neurological
rehabilitation setting, the information is not as abundant. One of the reasons could be the
abovementioned problem with qualitative satisfaction studies, they require more time and

effort and it seems that the great majority of satisfaction research is quantitative.

Neurological rehabilitation setting itself differs from many other fields of healthcare. First of
all, most of the patients need these services over a long period of time since the disorders
and traumas to the central nervous system (either brain or spinal cord) affect a person great-
ly, recovery is often only partial and in many cases the patient has to learn to live with a
disability that in turn requires learning to use the wheelchair and/or relearning lost skills.
Also, such conditions affect the family members of the patient, who may have to learn skills
to assist the patient at home. These aspects make the neurological rehabilitation unique,
often the patients come to the same rehabilitation facility over an extended period of time

(years) and most probably this has an effect on their satisfaction, too.

Mangset, Dahl, Ferde and Wyller (2008) interviewed elderly stroke patients in order to deter-
mine factors that affect their satisfaction with rehabilitation services. The results showed
that the patients” most prevalent expectation was that they would be treated with dignity
and respect and the level of nursing/caregiving activities of daily living played an important
role in general satisfaction. For the participants of this study, dignity was related to satisfac-

tion more than their inclusion in decision-making, but at the same time it did not mean that



they were not be interested in information regarding their health status and treatment. In
conclusion, the authors found that the common approach in rehabilitation, concentration
solely on functional improvement, should be broader and include the patients” own perspec-

tive as well.

Wain, Kneebone and Billings (2008) found in their study with neurological patients that the
most important factor for the participants was person-centeredness and four sub-topics: per-
sonal value, holistic approach, ownership and therapy environment. When one of the catego-
ries was not fulfilled or satisfactory, the experience of rehabilitation was perceived as less

positive by the patients.

A study among spinal cord injured patients that looked at the process of decision-making and
participation in treatment decisions during the initial rehabilitation period, showed that the
patients were most annoyed by lack of information. They would have preferred to be more
informed about changes in medication schemes, plans for medical examinations and further
treatment, but also about the roles and responsibilities between team members (Scheel-
Sailer, Post, Michel, Weidmann-Hugle & Baumann Holzle 2017). The importance of holistic
approach and access to information was also underlined in another study among spinal cord
injured patients in Italy, where these topics emerged as the leading themes (Garrino, Curto,

Decorte, Felisi, Matta, Gregorino, Actis, Marchisio & Carone 2011).

Gill, Dunning, McKinnon, Cook and Bourke (2014) qualitatively studied the experiences of
patients (including stroke survivors) and their relatives with inpatient rehabilitation services
and also found that the attitude and behaviour of the staff had a remarkable effect on the

experience with care.

These studies support the numerous findings from other areas of healthcare which show that
patient satisfaction is much more strongly determined by the communication skills of the
personnel and thus the patients” interaction with the medical team than technical and clini-
cal competency or waiting time (Bjertnaes et al. 2012; Berkowitz 2016; Wilson et al 2016;
Chumbler et al. 2016; Waters, Edmondston, Yates & Gucciardi 2016).

2.4 Patient satisfaction survey at Haapsalu Neurological Rehabilitation Centre

Haapsalu Neurological Rehabilitation Centre (HNRC) is a modern hospital with 102 beds on the
Western coast of Estonia. HNRC provides inpatient and outpatient rehabilitation services for
adults and children with various neurological conditions such as stroke, traumatic brain injury

(TBI), spinal cord injury (SCI) and paediatric pathologies.

Patient satisfaction has been monitored for over ten years, using a self-developed satisfaction
survey which consists of 13 rating questions about the services on the scale 0-4 and some

space for free handwriting to add comments. Due to their impairments, some patients are
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unable to fill in the forms and in this case nurses provide them with assistance. It is likely
that these patients are not completely honest in their responses due to the lack on anonymi-

ty. Feedback to the staff is provided with quarterly rapports.

In accordance with the previously cited sources, the survey usually yields highly positive re-
sults with a few occasional fluctuations and the obtained information could be more actiona-
ble.

2.5 Conclusions and justification for research

Based on the literature it is clear that patient satisfaction, but even more so, patient experi-
ence, is a solid quality indicator in health care. Service providers should be interested in col-

lecting valid data on patient experience in order to be able to use it for service development.

As suggested by Lees (2011), combining quantitative and qualitative methods could be the
best way to obtain information on patient experience. This study serves as the first qualita-

tive attempt to gain more meaningful insight of the experiences of the patients of HNRC.
3 Goals and aims of the study
The goal of the study is to explore the patient experiences of adult patients with stroke,

brain trauma or spinal cord injury in HNRC.

The aims are to identify the factors that determine patient satisfaction; to assess the patient-

centeredness of the services and make suggestions for further improvement.

4  Method

The experiences of inpatient neurological rehabilitation patients were studied through con-
ducting four focus group interviews which were analysed on principles of inductive content

analysis (Bengtsson 2016; Graneheim & Lundman 2004).

In order to increase trustworthiness of the study, a checklist suggested by Elo, Kaariainen,
Kanste, Polkki, Utriainen and Kyngas (2014) was used during the different phases of the re-

search.

The application form and necessary documents were prepared in November and December
2018 and the study was approved on January 17t 2019 by Tallinn Medical Research Ethics
Committee, approval no 2604 (Appendix 1).

4.1 Participants

The participants were patients of HNRC who were receiving inpatient rehabilitation services

at the time of the interviews.
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The inclusion/exclusion criteria were as follows:
* adults, SCI and TBI/stroke diagnose
+ fluent in Estonian
« absence of cognitive issues that prohibit participation
» able to physically participate (sitting position min 60 min)

* has completed at least 1 therapy period at HNRC prior to the current one

The patients were recruited by the heads of departments who themselves are actively wor-
king physiotherapists. The Participant Information Sheet (Appendix 1) was introduced to pos-
sible participants and initial agreement of participation was obtained. Among SCI patients,
the Participant Consent Form (Appendix 2) was signed immediately prior to the focus group
interviews, among TBI/stroke patients the form was signed upon agreement of participation

and was orally confirmed immediately prior to the interviews.

20 patients were recruited, half of whom had a SCI diagnosis and the other half had been
diagnosed with stroke or TBI. As expected, finding patients who met the inclusion criteria was
easier in the spinal rehabilitation department (SCI patients) and took more time in the neuro-
rehabilitation department (stroke and TBI patients) mainly due to the cognitive issues and
speech impairments arising from their diagnose. However, there was one patient who even-
tually could not participate fully in the group interview setting due to the hearing im-
pairment, and that patient came from the spinal rehabilitation department. Table 1 presents

the background information of the participants.

Focus groups 4

Number 20

Sex Female 11
Male 9

Mean age 52.3

Range of age 20-88

Mean age in SCI groups 40.7

Range of age in SCI groups 20-70

Mean age in stroke/TBI groups 63.9

Range of age in stroke/TBI groups 23-88

Table 1: Background information of the participants

It is worth pointing out the big age difference between the SCI and stroke/TBI groups. The

age difference was expected because stroke more commonly affects older people while spinal

cord injury is more prevalent among younger males (Singh, Tetreault, Kalsi-Ryan, Nouri &
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Fehlings 2014). However, the tendency of older people to state higher satisfaction, has been
shown by many authors and it is one of the patient-level parameters that the data is very

consistent on.

4.2  Focus groups and interview setting

The focus groups were formed from patients of the same department, each group consisting
of 5 participants. The interviews took place in the library of HNRK after their therapies and
after the working hours of the staff to avoid interruptions. The interviews were carried out

from February to April 2019. The working language of the groups was Estonian.

Prior to the discussion, the aim of the research was introduced again to the participants and
small talk between the participants was encouraged in an attempt to create a friendly and

relaxed atmosphere. All four group interviews were recorded with a dictaphone.

Each discussion started with an opening question from the researcher: “Please recall your
current therapy period, what would you bring out as a positive experience? What would you
bring out as a negative one?” In some cases the time frame had to be expanded as the pa-
tients had commenced their therapy period on the previous day. In some cases it was also
evident from the answers that the participants did not limit themselves to the current period.

This was not corrected by the researcher unless experiences described were from years ago.

No defined sequence of the further questions was followed because sometimes the discussion
naturally led to the topics. The complete set of pre-determined questions used to guide the

focus groups is given in the Appendix 3.
The researcher’s impressions on the groups can be found in Appendix 4.

4.3 Analysis of data

The data analysis commenced once all of the four interviews had been carried out and tran-
scribed verbatim. The first interview produced 26 pages, the second 27, the third 23 and the
fourth 27 pages with line spacing 1 and font size 11. In transcriptions, the symbol “//” marks
irrelevant text that has been removed, for example repetitive stammering by the participant
due to speech impairment or jumping to another thought in between that is not related to

the main topic. The symbol “...” marks vague endings of sentences and small pauses.

Based on the recommendations by Graneheim and Lundman (2004), the full transcript of a

focus group interview was chosen as the unit of analysis for this study.

The process of inductive content analysis was based on the suggestions of Bengtsson (2016)
and consisted of four stages: decontextualisation (open coding process) - recontextualisation -

categorisation-compilation.
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In decontextualisation phase, the researcher initially familiarized herself with the transcripts
and each text was read several times in order to get the best idea of it. Meaning units were
marked and then condensed into shorter forms without losing the original content. The ques-
tion asked from the text to reach the meaning units was “How is it, to be the patient of
HNRC?” The meaning units and their condensed forms from interviews were printed out on
coloured paper, each source interview marked with a different colour. This facilitated the
process of coding as the codes were created inductively and also allowed to note possible

differences between the diagnose groups.

In recontextualisation phase, the text was once again checked to ensure that all aspects re-

lated to the aim had been covered and all relevant information had been included.

This was followed by categorisation of codes and eventually dividing the categories into
themes. Again, the coloured meaning units and codes were helpful as they could be moved

freely around during the thought process.

Once the researcher had reached the themes, the compilation phase: analysis and writing
process began. To achieve trustworthiness, the interview transcripts and the codes, catego-
ries and themes were shared for feedback with a colleague who as the head of department of
neurorehabilitation had also assisted in finding suitable participants for the stroke/TBI group
(Elo et al.2014; Bengtsson 2016).

For a detailed overview of the analysis process, tables complete with coloured meaning units,
codes and categories by theme, are presented in Appendices 6 to 10. Blue and yellow repre-
sent the first and the second group of SCI patients and the third and fourth group (stroke/TBI)

are marked with green and red respectively.

5 Results

Five intertwined themes rose from the analysis of the four focus group interviews that depict
the reality of the patients of HNRC and their opinion of it. Tables 2 to 6 under each subchap-
ter give an overview of the codes and categories that formed the theme, as suggested by
Bengtsson (2016).

1. Striving for independence

The neurological problems and functional limitations arising from these problems affect the
independence of the patients negatively. This theme brings together the aspects of personal
responsibility and importance of respect of the individual as well as patient”s opinion on the

involvement of the immediate circle in their rehabilitation.
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2. The therapist as the key partner in goal setting and patient involvement

Based on the information the participants provided, therapists, but especially physiothera-

pists are their most important partners on the path to greater independence. The participants

feel that the therapists are accessible, provide the main support in goal setting and motiva-

tion.

3. Obstacles on the road

This theme sums the problems the patients encounter on their road to independence: either

issues with service provision at HNRC or on the level of the health care system in general.

4. Daily life at the hospital

The wellbeing of the patients at the hospital seems to depend mainly on two things: the qual-

ity of interactions with the staff members, especially the caregivers, and the peer patients,

most importantly the roommate.

5. The past, the present, the future of HNRC

As the patients told their stories, often references were made to the old building of HNRC or

to other facilities where they had been to. This theme also sums up their suggestions for fu-

ture improvements in the services of HNRC.

5.1 Striving for independence

The participants expressed their desire for independence directly and indirectly and that on

the level of autonomous decision-making as well as physical abilities. Three categories

emerged: “Patient’s own role in the recovery”, “Personal value” and “The involvement of

the immediate circle”, as shown in Table 2.

Code

Category

Theme

Personal responsibility

Slow recovery

Recovery requires effort

Patient s own role in the
recovery

My opinion matters

Individual approach

Independence/Dependence

Personal value

Immediate circle involved by
the patient

Immediate circle involved by
HNRC

Family involvement and in-
dependence

The involvement of the im-
mediate circle

Striving for independence

Table 2: Striving for independence
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One patient described a situation at the nursing home where he lives:

At this nursing home where | am now, there is... once... that was a long time
ago, but once, when there was an argument... we feed you, you must follow
our rules... excuse me, but this is death to me. (P 3, | 4)

The same person further states:
My main goal is that | want to manage my life on my own.

The participants also acknowledge their own role in their rehabilitation process, but it is clear

that it is not easy for them and the results take time and effort.
... if you are lazy yourself, nothing will come out... of this goal. (P 3, | 2)

Well, here | have doubts, whether | will be able to. But you have to try of
course. (P2,11)

Mmm, well, those knees of mine are so worn and you know those exercises are
hard, it makes my head wet, but you have to... you have to do it and then | put
such a... thought to my mind that you have to be able to, and then this little
knee pain does nothing... most important that the hand and the leg would
move. (P 5, | 3)

” 13

Expressions like “torturous”, “top sports”, “showing no mercy” were used by several patients
when talking about their experience of the therapeutic activities, but always in a positive

way, implicating that they actually value the challenge.

Researcher: If you have been supported, how is it explicit for you?
P 4, | 4: Better services for example.
Researcher: But what is a better service for you?

P 4, 14: When | get a lot of exercises and they show no mercy

The patients talked positively about their involvement in decision-making and they value the
individual approach in therapies as well as in communication. When they felt that they were

not treated with respect to their distinguished needs, it resulted in a negative account.

Something like ... with him and him | am doing it like this, why with you
then...// | cannot do it the same way... that // with the other patient | do it
like that... then I say that, does this other // patient walk around or what?
Some things have to be done a little differently. (P 2. | 2)

Generally, the patients still felt that they are treated as individuals and there was a general

feeling that their opinion is taken into account or would be taken into account in case they

had a clear idea about something regarding their rehabilitation.

Everything you want to achieve is tackled right away and... every time you
open your mouth, you say something then they will tackle it. It is not post-
poned. (P 1,11)
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If I had some kind of a goal in my mind and what would be necessary to sug-
gest, they definitely would take that into account. (P 3, 1 1)
The idea of a more organized involvement of the immediate circle (presented as family,
friends, employer or school) seemed to be new to the patients. This is something that HNRC is
planning to work on in the near future, to involve the family members more in the rehabilita-
tion process of the patients, so these reactions were not surprising as it has not been con-

sciously done until now.

It was also not surprising that most of the accounts on involvement were about how the pa-
tient himself has involved the family members in the process or where the family members
were actively involved upon their own initiative. There were only a few accounts were the

patients described some kind of an involvement from the side of HNRC.

| have involved them myself, that me, when | first came here, the activities

were not enough and then | arranged it so that every evening someone came

here so that | could walk outside for an hour and this is really nice... (P 2, | 3)
When discussing whether a more organized family involvement would be necessary, the pa-
tients remained hesitant. This topic was intertwined with issues of personal responsibility and

independence.

... but they will not come here to work out for you so to say... you have to do
it yourself. (P 4, | 3)

It also depends on the injury of the person, and | have a minor, well, relatively
minor problem compared to these people. It does depend on how serious the

injury is that is being treated. (P 2, 1 1)

The participants described how in their cases the family had been more involved in the initial
stages of their recovery, but as they grew more independent, they took matters more to their
own hands. Therefore, they argued, a more organized involvement would be more important

for new patients and their families.

In the beginning yes, now it is the same that you have a mouth and brains

like... now that if there is really a big problem, they turn to me... (P 1,1 2)

Maybe the fresh ones, let s say, who come, maybe they have then... how to
manage with them, or how... they see it for the first time... maybe for them.
(P2,12)
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5.2  The therapist as the key partner in goal setting and patient involvement

The most surprising finding for the researcher from the whole research was the extent of the
role of the physiotherapist in the patient’s rehabilitation process as a whole and in areas like
goal setting and motivation. The only reason why the theme is titled as “The therapist...” is
that in some cases the patients were not explicit that the therapist they talked about was
indeed the physiotherapist, however it could still be guessed from the context of the discus-

sion.

It is possible that due to the inclusion criteria and specifics of the diagnose (for example SCI
groups), the participants had less severe speech impairments, if any, and had relatively high
cognitive abilities thus reducing the importance of psychosocial services for them and increas-
ing the variety of physiotherapy services provided to them resulting in increased contact with

physiotherapists.

Regarding the variety of services, physiotherapy is also the most prevalent in HNRC, this
group of services includes individual and group physiotherapy, gym, aquatic therapy, robotics.
In comparison, occupational therapy is offered as a group or individual service and speech and
language therapy as well as psychologist services are individual therapies. Physiotherapy is
also offered on a daily basis - at least one service from this group per day, while the rest of

the services are usually scheduled a couple of times a week, not daily.

The two categories that emerged from the discussions were “The therapist as a partner” and

“Goal setting”. The codes and categories that formed the theme are presented in Table 3.

Code Category Theme
Discussing therapy with the

therapist

Discussing condition with the The therapist as a partner

therapist

Trust in specialists

Therapist s role in therapy

The therapist as the key

Difficulty in formulating partner in goal setting and

goals

ient in men
Goal setting by the thera- patient involvement

pist/team

Goal setting together Goal setting

Goal setting

Personal goals

Expectations

Table 3: The therapist as the key partner in goal setting and patient involvement

The patients see the therapists as partners on their road to independence, with whom to dis-

cuss their condition and also aspects of the content of the therapy.
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| talked to the physiotherapist, | already knew that | will be back for ten days

// So | did ask that if | will be working with you again // | will check your im-

provement, what are you doing better, this is how we can discuss between us,
when | will be back. (P 1, | 3)

They also expressed trust in the specialists and their professional competency.

In my opinion they are all educated people, they know, | don”t know anything.
| know what is wrong with me, but... (P 1, 1 4)

They probably know that this exists and if they would have the chance here,
they would do it to us, yes... what is there to ask then... (P 1, 12)
Many patients expressed difficulties in formulating their rehabilitation goals. The goals that
were inadvertently stated in discussions were very general indeed and often physiotherapy-

related. A few patients admitted not having a clear goal.

Well, for me it is always difficult to think about goals, | don’t know how to
formulate them. (P 1, 12)

That the patient himself wants something big, but to get there, maybe he
doesn’t know how to formulate that so well. (P 5, | 1)
It appears that sometimes the goals in this situation are actually set by the therapist or the
team while there are also goals that are set together and worked towards as partners. In any

case, the patients need the support from the specialists in goal setting.

She is quite good, she sets such goals for me and | in turn also set some... she
may create this... come on, | cannot do it... but this stubbornness that comes,
but why, she set this kind of a goal on purpose, so the motivation increases
quite a lot. (P 1,12)

Some patients also stated how over time, they have started to participate more in goal-

setting.

| think that there is the difference that if you are here for an umpteenth time,
you already know what to ask for, that | would like to do this or that, | would
want that, | need to develop this and then in cooperation with... (P 2, | 3)

Right now | put the goal down so to say, earlier | couldnt understand what |
had to do. (P 4, 14)
The practice of goal-setting has been a topic among the specialists of HNRC for quite some
time already. A good quality goal would be based on SMART -principle: specific, measureable,
attainable, relevant and timely (Siegert & Levack, 2015, p. 106). However, patients them-

selves state general goals and admit struggling with them, as already demonstrated.

In addition, sometimes the most meaningful goals have to do with the patient s life outside
of the rehabilitation centre, making the assessment of success very difficult, which may also

explain why even the therapists set goals with limitations.
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Two examples of goals from interviews:

The goal is to do all of your workouts to the maximum or... then we will see
what comes out... (P 3,12)

Well, as a goal, the easiest, to get well in general, right, but such like a 10-day
certain goal, | don"t have... (P 4, 1 3)
The therapist 's own motivation and attitude in the therapy has a big impact on patient in-

volvement and motivation and can either “make it or break it”.

It is important to know why you are doing something, for what... If you just do,
then someone like me doesn’t really get it, but if | know that the result is like
this or | can achieve that, well then doing it is completely different. (P 2, | 3)

Another patient describes her experience as her therapist suddenly changed:

It was like quite stable before, she wasn 't bad but, well, it was like | didn"t
feel | was doing anything special, but now | feel myself that | am doing some-
thing and | think it maybe has to do with the therapist. (P 1, | 2)

The same participant talks about her current physiotherapist:

Exactly, | see that she wants to do it, which creates a kind of... also creates a
stubbornness, that | also want to do it with her, | kind of like it very much.

5.3  Obstacles on the road

The problems the patients encounter in their rehabilitation process appear on two levels: at
the level of health care system in general and at the level of the service provision of HNRC.
Prevalent in both is the lack of information. The formation of the theme through codes and

categories is presented in Table 4.

Code Category Theme

Problems with health care Problems with health care

system system

The therapy period is too

short

Waiting list for services Obstacles on the road
Lack of staff Problems with service provi-

Wish for more services sion at HNRC

The doctor is hard to find

Lack of information Lack of information

Table 4: Obstacles on the road

The patients note that the information is a problem since the moment they get their trauma

or stroke.

| wanted to say exactly this that actually getting the information already in the
very beginning is... fragmented. Already when the disease gets you, already
then it is... The people at home they don’t know what to do or where to start,
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what is allowed to do and what not and how much and what... already there is
agap. (P2,13)

However, even during their rehabilitation period, they do not necessarily feel informed about
their condition or further plans. Satisfaction with the information about their condition was

stated mainly by patients who upon further investigation had not had any analyses taken.
And | don”t know when | will again... get treatment. P 1, | 4)

Here it was... they took me to the hospital and took a picture of my head and
did and... and... as much as | heard from the doctor, it was sent to Tallinn,
that you will find out from there, the result. | got out of here, asked... as long
as | was here for the ten days, | didn"t find out anything from here and they
said that you will get the result from the family doctor, but... // | went to the
family doctor... no | don’t know anything, | have no time for you. (P 3, | 3)

For me today or last night one pill was added, but why and what kind of a
pill... in the evening | didn "t ask anyone anymore, | ate it and guessed what...
for what it... well... what it cures. | realized when | tasted what pill it was //
the analysis was taken a week earlier. (P 3, | 2)

Me for example, | am not informed, my doctor is such, who... they take all
kinds of samples and analyses, but | absolutely don "t get to know about the re-
sults. She comes and tells me that, oh, yes they are... and oh, what is the re-
sult... and then at this moment she either cannot recall or hasn’t written
down. And she promises that she will find me during the same day, but
doesn’t and eventually two weeks have passed and then she comes like, hey,
your results were such... so either she comes several weeks later herself or |
have to and find her, to say, hey you were supposed to say whether there is
something // Already last week we had the same problem actually... // It is
very hard to get information sometimes,,, sometimes she surprises and comes
and tells me as soon as they arrive, but this is a very rare occasion. (P 1, | 2)

Several times the patients used the expression “having to chase the doctor” because they felt

that she was not available. This may be a problem with a certain person, though, as one par-

ticipant explains:

Yes, a lot depends on the doctor; | used to have another one before and then
too... | had to wait for her behind her door or run after her, chase her, but
when the doctor changed, | am very satisfied with the current one (P 4, | 2)

And there is such a frequent communication with the doctor of our floor that
this accessibility of information has been arranged well. (P 5, | 1)
Although known to the researcher, the magnitude of obstacles the patients encountered in
HNRC were somewhat surprising as the participants from all groups stated problems with ser-
vice provision in terms of waiting lists, lack of staff and lack of information. Especially preva-
lent was the problem with occupational therapy and that also in groups that gave their inter-
views over a month apart, meaning that the problem was not apparent only at a certain point

of time - a specialist temporarily on a sick leave or holiday etc.
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It is so that | have been here almost half of the time and | haven’t got the
electrotherapy, it will be next week. There is also the public holiday in be-
tween, maybe | will only get 2-3 times, if that. Simply cannot make it. This
hasn’t been the nice side that simply | got the question that they take the
house so full that they themselves get in trouble with this, that people cannot
get all of the procedures, simply all of the patients don 't fit on that one ser-
vice. (P 2, 14)

They could have mentioned something to them, or... they do know that my
hand is ill as well and... hand robot was prescribed, quite a lot. (P 1, | 3)

P 1, | 4: No, everything is OK, only that | don"t have the doctor this week, it is
almost empty.
Researcher: Empty in which sense?
P 1, I 4: My... doctor is on holiday.
Researcher: But in terms of services?
P 1, 1 4: Well, a few, | sit mostly outside, sunbathe.
The main complaint the patients have about their therapy period is that it is too short, but

this depends on the regulations of the Estonian Health Insurance Fund.

In case of stroke, for example, the initial therapy period is 21 days for more severely affected
patients which can be extended to 42 days with the decision of the rehabilitation team. The
less affected patients get 14 days, also with a possibility of extension. In some cases, both of
these options are used, however this is only possible during the first six months post-stroke

(Estonian Health Insurance Fund 2019).

In case of traumatic brain or spinal cord injury, the allowance is three times that much and it
can be used up to 18 months post-trauma. Once the patient is considered chronic, the Estoni-
an Health Insurance Fund pays for 80% of the expenses of a 10-day period, with the patient

having to cover the 20% (Estonian Health Insurance Fund 2019)

In a way those patients whose brain or spinal cord injury occurs in a vehicle accident (and
unless they have been under the influence of alcohol or drugs) are lucky, because they are
covered by the insurance and in this case the amount of rehabilitation services they get is

incomparably higher, often reaching several 2-3 week periods per year, for years.
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5.4 Daily life at the hospital

The codes and categories that formed the theme are presented in Table 5.

Code Category Theme

Familiarity

Helpful staff

Positive interactions with
staff members The patient and the staff

Negative experiences with
staff members

Reluctance to criticise

Socializing with peers Daily life at the hospital

Peer support

Disturbing behaviour by the The patient among patients
room mate

The role of the roommate

There is nothing to do in free

. Nothing to do in free time
time

Table 5: Daily life at the hospital

While results depend on the patient himself and the rehabilitation team s efforts, the wellbe-
ing at the hospital is dependent on the caregiving/nursing staff and peer patients, most nota-

bly the immediate roommate.

Well, since | come here to... to work out and get my... well... walking or
something else fixed, then it is... there has to be a time for rest, has to be this
kind of calm. (P 2, | 3)

The same participant describes a situation she experienced:

| lived like in a latrine, because my roommate, whatever came she did it in the
bed and smeared everything (making a gesture to illustrate smearing the walls
with faeces) and then, well said that... | really did live like in a latrine and
then I... had my clothes taken away in the meanwhile, because | didn”"t want
to go home with such stinky clothes... So | am saying that this is very im-
portant.

At the same time, there are positive examples as well.

| happened to have such a nice roommate and we got... well along and we both
liked that the windows were open, such very cool, fresh air. And then when we
had been here our time, well, somehow we matched so well that... but you
could order a new therapy period from the doctor, and then we asked that...
we calculated that well... half a year in between, so in April sometime. (P 2, |
4)

The match or non-match between room-mates is unfortunately something that is nearly im-

possible to control by HNRC and remains mostly up to luck.

When discussing socializing with peers in general, the opinions were divided, some patients

look forward to their therapy period so that they could communicate, others don’t value it.
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Let s say for me yes, my being here is... more, yes that | put the emphasis on
my, this, wellbeing and physique and more, that at home the two are together,
the social side and then... workouts and things. (P 1, 1 2)

Exactly, alone, well, when you are here for the first time then it is relatively
bad alone, but... Of course you do look forward to it, maybe to get new ac-
quaintances or old ones. It is more fun and time passes faster, for example. For
example this time in the evening when there is nothing to do really. (P 3, 1 1)

The topic of inactivity during free time was brought up by several patients and it constitutes

the basis for the most prevalent suggestion for improvement (in theme “The past, the pre-

sent, the future”), that the gym would be accessible during the evenings and weekends as

Actually during the day it is also that you are waiting for workouts and those
and here it is that in the evening hours especially if you don 't communicate
with anyone really, you don’t have acquaintances, then there is actually noth-
ing to do. You are either lying in bed or you just ride around. In the evenings
there is nothing to do. (P 3, 1 1)

In summer at least outside... you go and walk here in Haapsalu sometimes if
you have a chance. But in winter, there is nothing, you only look at the pile of
snow or this frozen bay there and... (P 3, | 3)

When speaking about their interactions with staff members, the vast majority of the patients

stated satisfaction and that the staff is friendly and helpful.

Friendly, as | said already... if there is a problem or... you can always talk, it
will be solved, not like, giving orders, that we will do it like that and end of
story. We find... look and find a compromise or a solution. (P 3, | 4)

At first | was thinking if... | will not manage here, but no, everyone is assisting
and supporting and then | feel that I... that there is still hope, that | can get to
my feet a little bit too. (P 5, | 3)

Very pleasantly, they are the pros of their field | can say. In the sense that they
are schooled // They know to make you feel so well here that you don’t get
any problems (P 2, | 4)

Besides the positive encounters, the patients also brought up occasions where the behaviour

of the staff had been less than satisfactory, but in general, they are very reluctant to criti-

cize, often saying that the problem had already been solved or that they themselves played a

part in it, or just giving hints that something had happened, but not revealing the full story.

In some cases they also found justifications for one or the other behaviour. For example, one

participant describes her experience:

Some kind of conflicts with the caregivers. Then to a certain extent it was so
that... that | sensed that if you are weaker then they treat you a bit disdainful-
ly. (P5,11)

And immediately says: Yes, yes, the caregivers. But this is also the hardest job,
SO...
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Another participant on the doctor s behaviour:

Maybe they can be understood as well, they have to tip page by page of all
kinds of stuff into this //computer, machine yes. (P 3, 1 2)

The same patient a bit later: She has some additional tasks nowadays, | guess,
this is why they communicate less with the patients, they don’t have time.
As quite a few of the participants were long-term patients of HNRC, they mentioned the feel-
ing of being welcome and seeing familiar faces around, as well as expressed feeling of safety
in HNRC.

For me everything has been so positive since | came back here. Everyone al-
ready was asking and expecting as if they had expected me, they called me by
my name and those caregivers and all... was very positive. (P 5, | 3)

In general we feel quite like home here. (P 1, | 3)

| don’t leave the phone completely freely around, | put it a bit aside, but it is
still in a visible spot from the door and until now has not gone missing. But
where can it go? Everyone is familiar here. (P 1, 1 1)

5.5 The past, the present, the future of HNRC

In their stories, participants often compared HNRC now and in the past, the old building.
HNRC moved to the new premises in 2001 and this shows how long time some of the patients

have been coming to HNRC.

They also compared HNRC to the other facilities they have been to or go additionally. In both
cases, the majority of them concluded that they prefer HNRC and that for various reasons it is
better here. One of those reasons that was mentioned by some patients, is the technical
equipment of HNRC.
Well, for me it would be that since | have to drive here from another town, to
be closer to home, well, maybe | would be somewhere else, but then again in
my home place there are not those.. (P 1, 12)
Opportunities... (P 2, 12)
... there is no Lokomat and those machines... or the same gym that helps so
much, so then it is yes... not happening (P 1, 1 2)
As many patients reported boredom and having too much free time after the therapies that
they would rather use more purposefully, their main suggestion was that the gym would be
accessible in the evenings and weekends. This has often been suggested in the satisfaction
surveys that are carried out regularly at HNRC, as well. However, the primary obstacle is that

as patients understand themselves too, the risk of someone hurting themselves or overexert-

ing.

But | have thought about this that in the evening, after the lunch there is...a
lot of spare time remains, couldn’t we use the gym more, | do understand that
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there has to be a person again, but still, well, already this strength, this gives
us something extra already. (P 2, | 3)

That he can enter /the gym/ with the card and also can use the equipment and
who cannot without the instructor or is not allowed without the instructor, this
is decided by the doctor, they cannot go. (P 2, 1 1)

Unfortunately, while it is possible to give the entrance card only to eligible patients, it is

impossible to avoid those who are already in, letting in others who have not been authorised.

In addition, since the gym group therapies that are scheduled for patients, are also billed to
the Estonian Health Insurance Fund and insurance companies, this would create a situation
where some services are billed and others not. Furthermore, the current system where the
gym is only accessible during the scheduled therapies gives the patients the incentive to at-
tend those groups on the scheduled time. Otherwise it is easy to imagine that they would at
least occasionally skip a scheduled group if it is on an inconvenient time, and go on their own

in the evening hours.

Table 6 summarises the codes and categories that form the theme.

Code Category Theme

Improvement of staff behav-
iour over time

- Progress at HNRC
Improvement of services over

time

Positive experiences with
high tech devices

Wish to use high tech devices
in therapy

High tech devices as the
unique feature of HNRC

High tech devices

Positive comparison with
other facilities

Negative comparison with
other facilities

HNRC vs other rehabilitation
facilities

Suggestions for additional
services

Living conditions

Access to gym in free time

Ideas for improvement

The past, the present, the
future of HNRC

Table 6: The past, the present, the future of HNRC

6 Discussion

6.1 Comparison of results with prior studies

The results of this study once again highlight the numerous findings that age is correlated to

higher satisfaction levels among patients (Ahmed et al. 2014; Russell et al. 2015; Snelgrove-

Clarke 2015; Chumbler et al. 2016). The age gap between the two diagnose-based patient

groups was 23.2 years in this study and it is evident from the patients” accounts, that the
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younger (SCI) groups were more critical about the staff as well as the living conditions in the

hospital.

At the same time, the stroke/TBI groups reported more problems with the health care sys-
tem, but this can be explained by the different funding principles that apply to different di-
agnoses and circumstances of acquiring the injury. Despite the differences in criticism, the
general reluctance to criticise the staff was common across all patient groups, which is simi-
lar to the findings of Mangset et al. (2008).

Independence and the limitations of it due to their condition as well as respect of the patient
as a person were the core of the talks, even if in a latent form, with the participants and
many other areas were directly or indirectly related to this. For example, the patients” wish
to use the gym in free time did not mean that they simply wanted more therapies, but they
rather wanted to be able to decide on their own, whether and when to do it. Also, the nega-
tive accounts the participants presented were related to situations where they perceived
themselves to be in the hands of the caregivers, dependent on them or not being treated as

an individual, or where they felt that their specific needs were not considered.

These results are in accordance again with the study on elderly stroke patients” satisfaction
with rehabilitation by Mangset et al. (2008), where the findings were very similar: “To be
treated with respect and dignity” was the main theme, while the five sub-categories included
“Being acknowledged as individuals” and “Having their autonomy respected”. Another, albeit
small, study on spinal cord injured patients (Lindberg, Kreuter, Taft & Person 2013) reached
to almost identical conclusions - being treated with respect by staff was one of the central

themes.

Similarly to the findings of Lindberg et al. 2013, the patients in the current study remained
hesitant about the family involvement, which implies that the preferences vary by individuals
and this should be taken into account when planning the services directed towards the family

members.

The two abovementioned studies share another common finding with the current one: the
importance of sharing adequate and timely information. Here there is definitely room for
improvement within HNRC, but also on the level of health care system. HNRC can contribute
to this by actively participating in relevant discussions with other stakeholders and policy-

makers.

The participants complained about the large amount of free time and suggested free access
to the gym as a compensation. It has been shown in literature that patients for example in
stroke rehabilitation units spend about % and even more of the day sedentary and that their

activity levels in these units are actually not higher than in acute care (Astrand, Saxin,
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Sjoholm, Skarin, Linden, Stoker, Roshandel, Dedering, Halvorsen, Bernhardt & Cumming 2016;
Sjoholm, Skarin, Churilov, Nilsson, Bernhardt & Lindén 2014; West & Bernhardt 2012).

HNRC is dedicated to provide at least three hours of active services (physiotherapy, occupa-
tional therapy, speech and language therapy, psychologist s services) per day per patient,
but according to the Australian Clinical Guidelines for Stroke Management 2017, in case of
stroke patients, “rehabilitation should be structured to provide as much scheduled therapy
(occupational therapy and physiotherapy) as possible” and “stroke survivors should be en-

couraged to continue with active task practice outside of scheduled therapy sessions“.

It seems that the participants of this study were more motivated or perhaps more aware of
the benefits of extra workout than some other qualitative studies have shown. For example
Peiris, Taylor and Shields (2012) found that rehabilitation patients valued interactions with
their physiotherapists more than the amount or content of therapy. However, also in their
study, once the patients did receive services on Saturdays, they felt that weekends could also

be dedicated for recovery, not simply rest.

At HNRC physiotherapy services, individual sessions and gym groups, are provided also on
Saturdays but not to all of the patients because on Saturdays only a few specialists are pre-
sent and their schedule is shorter than on ordinary workdays. Patient selection depends on
the availability of time, on the condition of the patient and the length of their therapy peri-
od. In this case usually patients on shorter period (meaning chronic phase) are preferred as
otherwise they would have two out of ten days without any services during their time at
HNRC.

Despite of all the above, keeping patients more active during the evening hours has been
discussed in HNRC for some time already. As it often is, finding resources is problematic
therefore one of the possibilities is involving volunteers in an organised manner to fill this
gap. Volunteers have been shown to improve the quality of long stays in rehabilitation units
(Barbieri, Maffoni, Negro, Maddalena, Bosone & Tronconi 2017), but in Estonia it would be a

novel practice.

Goal setting was admitted by several patients to be challenging. Similarly to other findings
(van Seben, Smorenburg, & Buurman 2019; Plant, Tyson, Kirk, & Parsons 2016), the goals that
the patients stated themselves differed from those of the specialists, as they described how
the team members suggested lower level or stage by stage goals to start with. The goals were
perceived to be realistic as a result of this process. Still, most of the goals that the patients

expressed themselves were broad, general and related to “getting well”.

Besides the role of the therapists in goal setting, the participants positively talked about in-

spiring and challenging exercises and the importance of explanations for their motivation.
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Indeed, the therapists” manner, level of support and involvement as perceived by the pa-
tient, has been shown to have an impact on patient engagement in their rehabilitation (Mac-
Donald, Kayes & Bright 2013).

6.2  Suggestions

1. Educating staff in communication skills

As Gill et al. (2014) state, assuming that by choosing to work in the field of health care the
staff members naturally present excellent communication skills will most probably not result
in a consistent high standard of communication across the organization. They recommend
conscious, systematic efforts to support staff education in this area as well as communicating

clear expectations and creating accountability pathways to guarantee participation.
2. Activities of free time

In addition to considering the possibility of fulfilling the participants” wish to have access to
the gym in free time, providing other ways to spend free time in a more structured way,
could be an option. It has been shown that structured leisure time activities improve experi-
ence with care and could promote continuation of activities after discharge (Sartori, Marelli,
Garavaglia, Castelli, Busin & Delle Fave 2014). There is also evidence that these activities
could be provided by volunteers with good results in terms of improving the quality of stay in
rehabilitation units (Barbieri et al. 2017).

3. Efforts for occupational therapy provision

If efforts in increasing the number of occupational therapists are unsuccessful, another option
would be to create more group therapies in this field. Similar suggestions have been made in
terms of physiotherapy, where a circuit training setting has been recommended to increase

therapy time for patients (English, Bernhardt, Crotty, Esterman, Segal, & Hillier 2015).
4. Improving information exchange

One of the findings of this study was the importance and desire for independence and at the
same time several patients complained about lack of information regarding their test results,
condition and further options. Interestingly, lack of information has been shown to inhibit
patient’s independence, autonomy and the motivation to participate in rehabilitation (Mac-
Donald et al. 2013). Therefore, it is especially important to improve the information ex-
change within HNRC as it may improve patient experience both directly and indirectly

through supporting their autonomy.
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7  Limitations of the study

This is the first attempt to gather qualitative information about patient experience and satis-
faction of the patients of HNRC.

The participants were Estonian-speaking and their physical as well as cognitive status was
such that they were able to participate. Thus the results are limited as patients in more se-
vere conditions were not included, nor those who communicate in Russian (or some other
language) only. The other two big groups that were excluded were the paediatric patients
and their caregivers/parents as well as the patients who receive outpatient treatment. It is

possible that a similar study will be conducted with these groups in the future.

It was also the first attempt for the researcher to conduct a qualitative study. Many lessons
were learnt, especially about interviewing and managing the group discussions but also about

the participant selection.

The main challenge for the researcher was to ask open-ended questions and not to offer an-
swers to the participants herself, but there was improvement during the course of the study.

In addition, the skill to notice and encourage less active group members grew in the process.

However, based on the information gathered, some suggestions for improving the experience
of the patients of HNRC could still be made.

8  Conclusion

In conclusion, based on the results of this study, patient satisfaction is mainly determined by
the quality of communication between the patient and the surrounding specialists and other

hospital staff, but also the peer patients.

The participants of this study expressed their wish to be treated respectfully as individuals

and they expect support from the specialists, especially the physiotherapists, in their striving
for greater independence. Therapists, who give feedback, discuss with the patient, consider
the specific needs of the person and support them in goal setting, increase the motivation of

the patient.

The extent of communication with peer patients is individual, but a patient’s experience of

the therapy period can be affected by the behaviour of the immediate roommate.

A problem area in communication appeared in terms of informing the patients of the results
of their analyses and following changes in medications. Having to “chase” the doctor or re-

ceiving information that is unclear or late negatively affects satisfaction.
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Another problem that was observed, was access to services, mainly that of the stroke/TBI
patients. Many of them were disappointed that they did not receive the services that had
been prescribed by their doctor and what they actually needed. The most problematic is oc-
cupational therapy, but also speech and language therapy and electrotherapy were men-
tioned.

A common issue that was reported by patients from different diagnose groups was the big
amount of free time and boredom, that they themselves would see as alleviated if the gym or
at least a special therapy room would be accessible after the regular working hours and dur-
ing weekends. One possible solution is involving volunteers, a practice that has not been test-
ed in HNRC yet.
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Appendix 1: Tallinn Medical Research Ethics Committee, approval no 2604.

Tallinn Medical Research Ethics Committee

Decision no 2604

Tallinn Medical Research Ethics Committee (TMEC) in composition: Kristi Ruitel, Jaak Pélluste,
Avo-Rein Tereping, Adik Levin, Vahur Valvere, Jaanus Kerge, Marje Liibek, Kaire Innos, Kadi
Lubi, Anne Kull discussed during their meeting on January 17th 2019 and decided to approve
the following research project: ,,Determinants of patient satisfaction among patients with
central nervous system damage in inpatient neurological rehabilitation setting”. The main
researcher is Master student Mari-Liis O6pik-Loks, her supervisor (responsible researcher) is
Teija-Kaisa Aholaakko (Finland), the research is carried out based on the data of Haapsalu

Neurological Rehabilitation Centre.

Application no 1942, TMEC meeting protocol no 236.

K.Rutel
Chairman of TMEC

M.Liibek
Secretary of TMEC
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Appendix 2: Participant Information Sheet.

Participant Information Sheet

I would like to invite you to participate in my study! Before you take any decisions about par-
ticipation | am asking you to take time and read

through the following information. It is important that you understand why the research is
done and what it would involve for you. If anything remains unclear, please ask me about
that.

The main aim of the study is to understand how patients of Haapsalu Neurological Rehabilita-
tion Centre (HNRC) experience their therapy period and to find out what determines their
satisfaction or dissatisfaction with the whole experience.

Participation criteria.

You are invited to participate because you are currently a patient of HNRC and thought to be
able to provide interesting information about your experience here. Unfortunately you are
not able to participate if:

-you feel uncomfortable sharing your views in a small group (5 members)of peer patients

- don’t speak and understand Estonian

-your medical diagnose is other than stroke, traumatic brain injury or spinal cord injury

-you are less than 18 years old

The participation is fully voluntary. It is up to you to decide whether you want to participate
or not. You can withdraw yourself from the research at any time without giving reasons.

Actions if participating.

If you decide to take part in the research you are kindly asked to do the following steps: read
through the current information sheet and take informed decision about participation.

Fill in and sign the consent form.

Participate in one focus group discussion. The focus groups are about 60 minute discussions
among no more than five other patients with similar diagnoses who are currently on their
rehabilitation period in HNRC. The discussion is facilitated by the researcher. The discussions
will be recorded with a dictaphone for analysis.

You and other participants are asked to discuss about topics related to your experience as a
patient of HNRC. The discussion is triggered by the researcher’s questions.

Possible distress.

During the study the information is collected through interviews in small groups of peer pa-
tients. It might happen that some distress is caused during the interviews, although no one is
required to reveal any information they don’t feel comfortable to. If this happens the discus-
sion will be stopped and ,,time-out” is provided for the whole group. Private moment and
support from the researcher is offered for the distressed participant. If this is insufficient,
possibility to withdraw is offered. You can withdraw yourself from the research at any time
point without giving reasons.

Possible benefits.

The interviews will be held at HNRC, therefore you will have no spending connected to the
research.

You will not benefit from the study directly but the results of the study will possibly help to
improve the patient experience and satisfaction in HNRC. Participation also gives you an op-
portunity to get to know your peer patients who share similar experience with you and to
hear their thoughts. You will not receive financial or any other benefits.

Anonymity and confidentiality.

Your anonymity and confidentiality will be guaranteed. The data will be collected, tran-
scribed and analysed anonymously, which means that your name is not recorded or written
down. From the very beginning the pseudonyms will be used. No visual images of you will be
taken or presented. Hand-written data will be kept in a locked filing cabinet and destroyed
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when the project is completed. Audio- and computer-written data will be saved to a separate
external data holder within a password-protected folder and also deleted upon completion of
the study.

No data is given to third parties at any point of the study or later in the future.

Presentation of the results.

The research is aimed to be ready no later than May 2019. The results are shared with you
and other participants as well as the employees of HNRC. No participant can be identified in
any report or publication. Only anonymised quotes will be used.

Any complaints you might have during the study will be addressed by contacting my supervi-
sors. The contacts are at the bottom of the information sheet.

The research has been approved by the Tallinn Medical Research Ethics Committee, approval
no 2604. If you have any questions, please don’t hesitate to ask me or my supervisor.

Mari-Liis O6pik-Loks

Student

Global Development and Management in Health Care programme in Laurea University of Ap-
plied Sciences

Physiotherapist in Haapsalu Neurological Rehabilitation Centre
Sadama 16

90502

Haapsalu

Estonia

Mobile +37253311220

mariliis.oopikloks@hnrk.ee

Supervisors:

Teija-Kaisa Aholaakko

Principal Lecturer

Development Unit (Education)
Laurea University of Applied Sciences
Tikkurila

Ratatie 22

01300 VANTAA,

Finland

Mobile: +358468567348
teija-kaisa.aholaakko(at)laurea.fi

Kadri Englas

Chairman of Board

Haapsalu Neurological Rehabilitation Centre
Sadama 16

90502

Haapsalu

Estonia

Mobile: +3725172598

kadri.englas@hnrk.ee
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Appendix 3: Participant Consent Form.

Laurea University of Applied Sciences
Master Programme: Global Development and Management in Health Care
Participant Consent Form

Title of the study: ,,Statsionaarse neuroloogilise taastusraviga rahulolu maaravad tegurid

kesknarvisusteemi kahjustusega patsientidel.“

,Determinants of patient satisfaction among patients with central nervous system damage in

inpatient neurological rehabilitation setting.”
Name of the researcher: Mari-Liis O6pik-Loks

| confirm that | have read and understand the information sheet dated ......... for the above

study.

I have had the opportunity to consider the information and ask questions, which have been

answered to my satisfaction

| confirm that my decision to participate within the research has been fully voluntary

I have not received any pressure of other influence

| know that | can withdraw from the research at any point in time without giving reasons

| permit that my talk about my experiences and opinions is used for the purpose od analysis
within the research and anonymous quotations may be used within the presentation of the

research
| participate without any payment, gift or other benefits
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tisfaction in HNRC carried out by Mari-Liis O6pik-Loks

Name and signature of the participant

Date of the signature

Name and signature of the researcher

Date of the signature
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Appendix 4: Questions and topics guiding the focus group interviews.

Introductory question:
1. Please recall your current therapy period. What would you
bring out as a positive experience? What would you bring out as

a negative one?

1.1. What did you like about this situation? What annoyed you in
this situaton?

Safety and courtesy:
2. Do you feel safe in HNRC - materially, physically, mentally?

2.1. How does the staff treat you? Are you being treated with
respect and courtesy?

2.2. How is your relationship with peer patients?

Involvement and person-centeredness:
3. What were you expectations prior to the therapy period? Have
these expectations been met?
4. Have you been asked what would you like to change in your life
with rehabilitation?

4.1. While being here, do you feel supported in achieving your
personal goals? Have you achieved them? If not, why in
your opinion?

4.2. Have there been situations where you would have liked to
discuss your goals but you were not enquired about them?

4.3. Is there anything you wish that would be dealt with, but it
has not been done?

5. Do you feel that you are involved in the services provided to
you - can you discuss, think and express your opinon?

6. Is your family, friends, school, employer involved in the servi-
ces provided to you? Should they be? How?

Satisfaction and proposals in terms of services:

7. Are you satisfied with the information about your situation and
self-management?

8. Is there anything you would like to change about the services
you receive?

8.1. Which additional services could HNRC offer?

9. Please try to bring out three things you would change about

HNRC if that was possible?
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Appendix 5: Researcher’s impressions on the focus groups.

Group 1 - SCI patients One member barely participated. This was
the only group that stated issues with living

conditions.

The first group for the researcher, there
were difficulties in supporting a smooth dis-

cussion.

Group 2 - SCI patients One group member was hearing-impaired
which affected the whole discussion. Pro-
bably a one-to-one discussion would not have
been a problem but it was hard for this
patient to participate in the group. Therefo-
re, parts of the text cannot be used since it
is not clear whether the researcher and the
participant understood each other comple-

tely.

Suprisingly, this group stated the biggest
difficulties with goal formulation and gene-
rally left an impression of a more passive

attitude towards their rehabilitation.

Group 3 - stroke/TBI patients This group had the most positive atmosphere

and willingness to talk.

Group 4 - stroke/TBI patients The longest discussion, due to the speech

impairments of the participants - they were
almost all speaking very slowly. One partici-
pant was dominating over the rest. Two par-

ticipants were the oldest across all groups.




Appendix 6: Striving for independence.

Personal responsibility
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PT3:// if you are lazy yourself, noth-
ing will come out... of this goal

If you are lazy yourself, there
will be no result

PT1: | have been thinking about it the
whole time, but oftentimes when | see
how many people are there and
especially if the majority are like,
needing help, then it is like.. running
from one side to the other.. well...
well, | will not start in the meanwhile
that, hey, am | doing it correctly, it is
more like, | have taken it on me, |
know how | should do it, so that..

I don’t want to disturb the
therapist if there are many
patients who need help at the
gym, so it is my responsibility
to do exercises correctly

PT2: Not as intensively as here, but...
well, but... as the tools and devices
have been bought then.. it is not like
dots in the ceiling, counting until next
time... not like that

The workout intensity is not
the same, but | am not only
resting at home

PT1: Then it is upon yourself, either
you do it or not

It is your responsibility to
follow the recommendations

PT2: it is rather your own fault then..
ML: Aha, how has this happened then?
PT2: Well, you avoid something, or,
or, or.. you don’t want to go or
something..

ML: But why is it so, that you don "t
want t go?

PT2: You work your way around.. |
don "t know really, it is.. like, like it is
currently, so that.. they want to make
me cook in that kitchen.. | don’t feel
like this so you work your way...

ML: So you are not in the mood, or?
PT2: Yes, rather, yes..

ML: Such a temporary thing

PT2: It is lazyness.. that too, |'d
rather call it this

Slow recovery

Avoiding therapy when the
activities are not appealing

PT3: Well yes when the therapy period
is finished yes, or during the therapy
period there comes such movements,
well | am a difficult trauma, for me it
is very slowly.. anything comes, but,..
yes

The movements recover very
slowly

Striving for in-
dependence




Recovery requires effort
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PT3: There is no spare time, if you
have spare time then | spend this one
hour in the bed, well.. (laughing), this
injury... | cannot be in the wheelchair
from the morning to the evening

| need rest in between the
therapies due to my condition

PT2: Because the daily schedule is so
tight, well you take the maximum ot
of it

Taking the maximum of the
tight schedule




My opinion matters

PT1: // They are forthcoming, it is
like... if you don "t feel well or, really,
it really is lazyness, not in the mood,
you work your way around it some-
how.. they are forthcoming like.. they
do a bit easier or milder tasks or its
like..if you express a wish that you
would like something.. to do some-
thing more intense or something more
rough then they also think of some-
thing, so.. this is yes..

The therapeutic activities are
modified according to the
patients wishes

PT2: Mmm, when with some things.. a
little carelessly.. very easily like
cutting corners.. if you have said,
well, asked, that please do it like..
well, but she does it still her way, and
then...

I don "t like when my wishes
are not taken into account

Personal value
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Individual approach
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PT2: Something like... with him and
him | am doing it like this, why with
you then.. // | cannot do it the same
way... that //with the other patient |
do it like that.. then | say that, does
this other// patient walk around or
what? Some things have to be done a
little differently

Personalized approach is
necessary for each patient,
not everyone is the same

PT1: // | used to have a room mate
who was a vegetariand and // she had
mentioned it, but still when she went
for food, there was either some kind
of a.. well... cutlet on the plate or
some meat stuff was still there.. //it
is definitely an important thing to pay
attention to

The personal needs of pa-
tients should be taken seri-
ously

PT4: There is stair walking and every-
thing is individual in this sense that it
is not so that we are now all the same,
| don "t know, the programme foresees
it like that.. they take into account,
well, they take into account the
personal need

The individual needs are
taken into account during the
therapies

PT1: Well, in my case the doctor saw
that | needed more, therefore she
prescribed more for the hand

The doctor noticed the neces-
sity for therapy




Independence/Dependence
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PT1: // in terms of coffee drinking,
that this... this machine down there is
very nice but // | can’t properly hold
this thin plastic cup, well.. | can
prepare the coffee there, but how do |
get it from there, this is // a bit
thoughtless that.. //

I can’t use the coffee ma-
chine independently

PT1: // Asking for help, it is never
like.. it is about yourself that you
don "t want to ask for help, | will
manage myself, but no.. when you ask
for help, they do come, they don "t
start like.. what, you can 't do it or..
no there is no such thing, it is proper..

Avoiding asking for help, but
if necessary, the staff helps

PT1: // 1 am so strong that | will
manage on my own

| am strong so | can manage
on my own

PT1: //.. | dont want to, | must man-
age on my own, | manage on my own, |
am so stubborn that...

| need to manage on my own

PT5: // Right now | am still complete-
ly... completely.... But well, an
elderly person, it takes some time, to
be able to manage a little... even a
little on my own... and there is still
hope that it will get better

It takes time for an older
person to become more
independent




Immediate circle involved by the patient
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PT2: Friends... certain..certain... |
mean stretches or those, they will not
bother, or hurt me, they could do
something wrong, but this kind of
recovery stretches, these.. when they
come or when | visit them, then yes..

The friends help with exercis-
es at home

PT2: Family maybe more than friends
for me, you are together with family
every day, so with them it is like.. you
want to stand up or something and
they then kind of help, but friends
maybe yes not so much, they don’t
really know what | do or how | do.. so

The family assists more than
friends in home activities

PT3: They have talked to my husband,
or he has talked or with the doctor
over the phone or.. these periods that
| am here.. made arrangements or..
such things... and my husband often
comes to visit me, my son does and
some kind of friends also have been
ML: But do you feel the initiative from
HNRC?

PT3: Well, more.. no.. how do | say
it,, more from us, from ourselves ,

The husband is making ar-
rangements for therapy
periods, friends and son visit

PT3: In a way, yes, sure, who is closer
and...but those who are further away,
they cannot make it like this.. only
talk to you on the phone

PT5: The same with me, | can only talk
to my children over the phone

The family members are
involved over the phone by
the patient

PT2: | have involved them myself, that
me, when | first came here, the
activities here were not enough and
then | arranged it so that every even-
ing someone came here, so that |
could walk outside for an hour and this
is really nice... //

| arranged family and friends
to come for a walk and talk
every evening

PT4: Well, in this sense my wife has
always picked me up, the last.. ///
that the last, so to say, communica-
tion with the doctor has been together
with everyone, that this is not some
kind of a tete-a-tete, but there are
more eyes there, so to say

The wife usually attends the
last meeting with the doctor

PT5: My daughters they also talk to
the doctor and then also with those..
well.. those who do the workouts,
with all of them they have talked
already..

The daughters communicate
with the team members on
their own initiative




Immediate circle involved by HNRC
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PT3: It is a burden for the facility, if
so to say, relatives, family also all the
time...

Family involvement would be
a burden for HNRC

PT5: // the therapist sent all the
workout exercises and those to my
daughters, that when | was at home
then | have to work out following
those samples, this... therapist con-
tacted my daughters, still

The therapist sent home
exercises to the daughters

PT4: For example that come earlier,
they called my wife that maybe |
could, this exact time right now, that
maybe | could... i guess it was three
weeks earlier or two... well, two for
sure, that come earlier, that there is a
chance, but life had been arranged in
such a way that | did not come earlier,
the answer was negative, that | can-
not, right

The arrival arrangements
were discussed with the wife

PT2: | don”t know, when they asked
me... was it the psychologist, |
guess... that whether she can call my
husband, | don "t know if she called, |
don’t know if or what they talked
about, | said that of course you can

Family involvement and indepencence

The specialist asked for
permission to call
the husband

PT2: Maybe the fresh ones, let s say,
who come, maybe they have then..
how to manage with them, or how..
they see it for the first time... maybe
for them

The involvement of the
immediate circle and family is
more important for new
patients

PT2: Yes, in the beginning if you are
weaker yourself.... then it was like,
yes.. occupational therapist or then

The relatives were more
involved in the early stages of
rehabilitation, but not any




they like talked to the relatives.. that
this or that or... this yes that in the
beginning years.. they gave those
leaflets or had printouts on what
exercises to do at home, yes, then it
was and.. But now that you are a bit
better, no need to keep an eye on all
the time, then this has disappeared

51

more

PT1: In the beginning yes.. now it is
the same that you have a mouth and

a big problem, they turn to me, but...

brains like... now that if there is really

As | have recovered, things
are discussed with me, not
with the immediate circle
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Appendix 7: The therapist as the key partner in goal setting and patient involvement.

Discussing therapy with the therapist

PT1: Lets say yes that not
exactly a workout plan or such
has not been given, but orally
they mention that you could
work on that at home, or try
this or like three times a week
or whatever... well orally they
let you know what you could
do

The home activities are dis-
cussed orally

PT2: Yes, in physiotherapy or..
we discuss that do this or at
home if.. how much you do at
home and how do you do it,
yes.. this is discussed

We discuss home activities
with the physiotherapist

PT2: //we always discuss,
well, there is no such thing
that.. lifting the same.. the
same thing.. the same.. no
there is no such thing. We do..
whatever you wish to try, they
always agree to..

Discussing condition with the therapist

The content of the therapy is
discussed with me and my
wishes are taken into account

PT4: // | was a bit scared off,

| explain or what are we going
to do

like, what am | now.. what can

The foreign therapist scared
me at first

The therapist as the
key partner in goal
setting and patient

involvement
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the most important is whether
my former helpers are still
here, so when | talk about my
troubles, how they could help
me, then we can think about it
together

same specialists with whom to
discuss

PT5: // with those, who is
doing these workouts with me,
with those all the time we
can... they ask all the time
that how and if you get tired
then they let me rest and then
we go again, start

The therapists ask about my
condition and consider it in
therapy

T5: Yes, the same for me, they
do say that how.. oh today
went better, but last night it
was bad..

The physiotherapists give
feedback

PT1: But, honestly, where
would | get the information, as
much as the therapists have
said about me or those physio-
therapists, as much as we
communicate, discuss, | expect
this, she helps with that,
that’s it

Trust in s

pecialists

The information comes from
the discussions with the
therapist

PT3: They probably know that
this exists and if they would
have the chance here, they
would do it to us, yes... what
is there to ask then..

The specialists are aware of
the treatment options and
they would provide them if
they existed here

PT3: Well, here the opportuni-
ties are what they are and
tools are what they are and
yes.. maybe somewhere else
there are better tools, here
are these..

It is what it is in terms of
opportunities and equipment

PT1: If you don "t know to ask,
then they will tell you

If you don "t know to ask, they
will tell you




Therapist 's role in therapy
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PT1: Exactly, | see that she
wants to do it, which creates a
kind of.. also creates a stub-
borness, that | also want to do
it with her, | kind of like it
very much

The PT s motivation arouses a
wish to cooperate

PT4: | like that the therapist
changes occasionally.. so that
is not all the same all the
time, so.. not that it becomes
tedious, but like everyone is
doing different exercises

Occasional exchange of thera-
pists is welcome because they
give different excercises

PT1: | can immediately say
that in physio... when my
therapist is like thinking..
somehow innovatively or so, an
exercise | haven’t done before
and never thought of like oh,
we could do something like, |
don "t know, my legs in the air
and doing something, ab-
dominals or whatever, | like
this very much, thinking
outside the box, it is not your
typical.. | don 't know, just sit
or wheel the chair or some-
thing...that some interesting
elements are added, it’s
always...

The new

physiotherapist (PT) thinks
innovatively and gives inter-
esting excercises

PT4: | am a bit annoyed that
the language barrier.. that the
therapist communicates in
English.. | haven 't studied
English at school, but we
managed somehow

The language barrier with a
foreign therapist is annoying

PT1: Let’s say yes, | wouldn 't
have thought or foreseen this,
that | would like a change,
because | was like very satis-
fied and..and.. we had like a
good cooperation and a good
relationship, but somehow yes,
when.. | think they accidental-
ly changed it so that she
simply didn "t have any ap-
pointments available and.. and
somehow it came ot that with
this new one it worked even
better, this thing.. so for me it
has been suitable, this change,
yes

Collaboration with the acci-
dentally changed therapist was
even better

PT1: It was like quite stable
before, she wasn "t bad but,
well, it was like | didn "t feel |
was doing anything special,
but now | feel myself that | am
doing something and | think it
maybe has to do with the
therapist

There was no feeling of doing
anything special with the
previous PT

PT2: // But | should say that
the interns are very nice,
those that you have here. They
are very active somehow and
since | have been coming here
many times, then | feel like
new wind when the interns are
here, they are very nice.

Interns bring new ideas and
therapies are more active

PT2: It is important to know
why you are doing something,
for what... If you just do, then
someone like me doesn "t
really get it, but if | know that
the result is like this or | can
achieve that, well then doing
it is completely different

It is motivating to know why
something is done




Difficulty in formulating goals
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PT1: Well, for me it is always
difficult to think about goals, |
don "t know how to formulate
them

I don "t know how to word my
goals

PT1: You can prepare, but
when the question/about
goals/ comes, then...

I don "t know what to say when
| am asked about goals

PT1: There are very many
things | would like to do and
where to get, but if they ask
me so suddenly, like, so, what
would your goal be, then
everything is gone..

There are plenty of things |
want to do and achieve, but
when asked, | don "t know
what to answer

Goal setting
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Goal setting by the therapist/team

PT1: She is quite good, she The PT sets goals which in-
sets such goals for me and | in crease motivation

turn also set some.. she may
create this.. come on..| cannot
do it, but... but this stubbor-
ness that comes, but why, she
set this kind of a goal on
purpose, so the motivation
increases quite a lot

Goal setting together

PT2: When you come in they Physiotherapist enquires about
ask, physiotherapist, that what | the goals
are your goals //




Goal setting
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PT3: It is such a modern
question, there were no such
questions in the older days

Talking about goals is a mod-
ern thing

PT1: Let’s say in my opinion
asking about the goal, that
every time you come, in some
way is good, well, haven 't
seen for a long time, that
maybe there have been some
changes inside yourself, that
when hey ask, then constantly
during this therapy period you
have the aim in front of your
eyes, they know where to try
to reach and what to do for
this so that yes, maybe if they

didn "t ask, it would be.. well..

I don”t know.. you work on
something, you go your way,
right.. then you meet again,
but what has happened in the
meanwhile, you don ‘'t know
anything, one side doesn 't
know and so doesn "t theother
and then... well... maybe you
are working on the completely
wrong thing, so in this case
asking about the goals is
good.. it could be annoying,
that everyone asks in a row,
but it is good... | understand
why this is done

Enquiring about the goals is
annoying, but necessary

PT2: You come several times a
year, then it is like.. the main
question in the beginning, is
that what are your... it al-
ready tires me this question

Enquiries about the goals
several times a year is annoy-
ing

PT2: // in the beginning my

goals were much higher that |
achieved, now | have come
with my feet to the ground

The goals have become more
realistic




Personal goals
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PT2: //goal is not to get
shittier

The goal is not to get worse

PT3: The goal is to do all of
your workouts to the maximum
or .. then we will see what
comes out..//

The goal is to complete all of
the trainings well

PT2: Goals.. it is like.. you try
to do the same, either the
same way as you did the last
time or.. or a bit better, so
to..//

The goal is to maintain the
same physical status

PT2: // let’s say in my case
with walking, we do the round
that we do, walk up the stairs
and down the other, we make
this circle, so to try not to
remain too far.. too far from
this record.. or the same

Expectations

Stair walking round is a land-
mark for physical status
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Appendix 8: Obstacles on the road.

Problems with health care system

Obstacles on the
road

The therapy period is too short
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it could be more, even a little
bit

Waiting list for services

PT3: There is so to say a wait-
ing list for Lokomat, so, well...
the first week | did not get
there, but this week is the
second one and...

There is a waiting list for
Lokomat, it is available from
the second week

PT1: They could have men-
tioned something to them,
or.... they do know that my
hand is ill as well and.. hand
robot was prescribed, quite a
lot

Although prescribed, the
service has not commenced
yet

PT1: Either they dont have
available appointments or |
don’t know, | talked to herself,
she said that you haven 't been
scheduled for me yet, maybe
next week

Maybe there is no time availa-
ble, maybe | will get OT next
week

Problems with ser-
vice provision at
HNRC




Lack of staff
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PT3: // here actually there are
too few of those therapists

There are not enought OT-s

PT2: Since there are only a few
occupational therapists and this
service is not offered much
right now, then they told me
from this department that this
is only prescribed for men, that
women cannot get it//

There are not enough OT-s
and the service is limited

PT2: | especially went, before |
came here the last time, | went
to them, to talk to them and

ask and then they told me that
no, we don 't have people

Wish for more services

No OT service in the schedule,
| was told there are not
enough people

PT3: what could be here, would
be that my kind could get to
the water.. but it is not here //
| don 't feel the lower, yes.. but
according to my knowledge,
this kind go into the water as
well somewhere..

As far as | know, aquatic
therapy is possible also in my
condition, | wish | could get it

PT1: // that in the gym for
example, if you do something
// 1 would like to know some-
how, that | am doing it correct-
ly.. //an additional supervisor
or somehow, who only looks at
that, // with some for example
it is like that that | feel that |
am doing it completely wrong,
but since no one is checking, |
don "t know it and eventually |
can hurt myself more..

I would like an additional

therapist to supervise the

exercise techniques at the
gym

PT2: | don "t have occupational
therapy appointment, yes, as
much as.. eee... the physio-
therapist is doing, she is doing,
and...

Not enough OT services

PT1: Yes, | would like that,
with my hand, but it is not up
to me, | mean right now in
physiotherapy we do this, push
the shopping carts with my
hand and do exercises for the
hand as well

I wish | had more therapy (OT)
for my hand, but | cant help
it

PT3: But | wonder how this will
work at home, what it was...
there was supposed to be a new
service, the National Health
Fund was supposed to support
it, that when | go home,
then..//

PT3: ... to carry on the activi-
ty...

| wonder how to home therapy
service will function to con-
tinue at the rehabilitation at
home
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PT4: Well, women have had it
at least once as | understand, |
haven "t got any this time, so

you beat me by one

| haven 't had any OT this time

The doctor is hard to find

PT4: Yes, a lot depends on the
doctor, | used to have another
one before and then too... |
had to wait for her behind her
door or run after her, chase
her, but when the doctor
changed, | am very satisfied
with the current one

| am satisfied with my current
doctor, | had to chase the
former doctor in order to get
information

PT4: // we so to say met with
the doctor in the hallway, //
that | am saying goodbye

| said good bye in advance
because | might not be able to
find the doctor tomorrow
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already now, not to look for you
tomorrow somewhere and not
to find you at the right time
when you are not in the office

PT2: | think in the sense that if
they take any analyses, it
should be.. not like | have to
chase her several days myself,
that | am about to go home,
what the results were.. that the
doctor or the nurse comes and
tells, hey, see.. this kind of
results

The test results should be
offered without the patient
having to chase the doctor

PT2: | know that my husband is
chasing the doctor all the time,
asking the doctor for infor-
mation

The need to chase the doctor
for information

PT5: My docu..well, those
results of the tests were sent to
my GP, | asked there and then
the GP told me, that the results
were fine

// 1 didnt get from here, yes,
because | left and then |
didnt... didn "t get to talk to
the doctor, | don’t know where
to find her either and... And
she doesn 't know, maybe she
sent them to the GP to Ku-
ressaare, from the GP..

I didn "t know where to find
the doctor before going home,
but he test results were
available from the GP

Lack of information

PT3: For me today or last night
one pill was added, but why
and what kind of a pill... In the
evening | didn 't ask anyone
anymore, | ate it and guessed
what... for what it ... well..
what it cures.. | realized when |
tasted what pill it was //

A new medication was pre-
scribed and provided but
without any information about
it

PT1: Me for example, | am not
informed, my doctor is such,
who.. they take all kinds of
samples and analysises but |
absolutely don "t get to know
about the results.. she comes
and tells me that, oh, yes they
are.. and oh, what is the result
and then at this moment she
either cannot recall or hasn 't
written down. And she promises
that she will find me during the
same day, but doesn ‘'t and
eventually two weeks have
passed and then she comes like,
hey, your results were such...
so either she comes several
weeks later herself or | have to
and find her, to say, hey you
were supposed to say whether
there is something // already
last week we had the same
problem actually..// it is very
hard to get information some-
times...sometimes she surprises
and comes and tells me as soon
as they arrive, but it is a very
rare occasion

The doctor ‘s feedback about
test results is not consistent,
oftentimes it is necessary to
go find her and remind her
about the results.

PT3: Here it was.. they took me
to the hospital and took a
picture of my head and did
and... and.. as much as | heard
from the doctor, it was sent to
Tallinn, that you will find out
from there, the result. | got out
of here, asked... as long as |
was here for the 10 days, |
didnt find out anything from
here and they said that you will
get the result from the GP,
but... // | went to the GP... no

During the therapy period
there was no information
about the results and also not
from the GP
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Appendix 9: Daily life at the hospital.
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Familiarity

PT1: In general we feel quite
at home here

Feeling quite like at home

PT1: To be honest, for me they
were all good, | will not bring
anyone especially out. Every-
thing was good and nice...
From a distance hello and
good-bye and

All of the staff members have
been nice, greeting from a
distance

PT3: Already during this time |
have aqcuired so many ac-
quaintances... have been.. |
know everyone s face already

Familiar faces among staff

PT1: They know you by name

They know me by name

PT5: For me everything has
been so positive since | came
back here. Everyone already
was asking and expecting, as if
they had expected me, they
called me by my name and
those caregivers and all.. was
very positive.//

The feeling of having been
expected

PT4: | would say that you get
this impression that you have
been expected, not that you
have come and, hey, | came
now, do something with me,
right, or do something. You get
this opinion or impression,
really, that you are welcome
here, this is why it is good to
come here and be here. //

A feeling of having been
expected

PT2: // And of course, what
was for me at first... well, was
unacceptable was that you
changed rooms. Since | barely
just had overcome the disease
and thought a little bit, that
you are here and then you are
transferred to the other room,
together with others, the first
time for me was a complete
shock. But now it hasn 't
happened anymore, | am
coming so often, that | always
come to the same, | am always
in the same room... this is...

Exchange of rooms was a
shock, but now | am always in
the same room

The patient and the
staff

Daily life at the hos-
pital




Helpful staff

Positive interactions with staff members
ML: Mmm, | would ask, how Behaviour by the staff is equal
are you being treated here?
PT3: Well.
PT2: As equal
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communicaton for sure




Negative experiences with staff members
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PT3: Well, | dont know, | guess
it is the content then.. the
three quarters of the hour goes
by like.. well, there is some
kind of a delay in the begin-
ning, then something is done,
then there is... well..

There is a delay in the begin-
ning of therapy, then some-
thing is done

PT1: // the caregivers they
came all the time to say that
oh, how | have gained weight
and gotten bigger again.. to
put it short, my body was this
kind of constant topic for
talking and it was very.. well,
it was disgusting that... well, if
you have problems with this
anyway, then it is not neces-
sary to come to tell me this //

Feeling of disgust because the
care-givers constantly dis-
cussed my body

PT1: the caregiving personnel
was worried so to say.. that |
am some kind of an anorexic
and whatever they said, that..
well, | don 't eat because, |
have.. | either have my own
food with me or | actually
don’t want to eat... then it
was yes a big deal that..
somehow | found out from far
that there are stories going
around that, oh, see, she
doesn 't eat this and she is not
OK with that and she is so
picky and then | thought..

My eating habits were com-
mented by the caregiving
personnel

PT1: // these caregivers don’t
work here anymore, but one
came to me to tell me like.. oh
my God, you know, | went
running and my knees hurt so
much.. | listen there and think
that well... what a nice prob-
lem because.. well, no, | have
nothing against it, for the sake
of God, tell, but well,.. | think
you have other caregivers
somewhere, tell them this, you
don’t have to come to my free
moment and tell me how you
went running there and how...
how your toe hurts so much
that you can 't do anything,
well, | am sorry, but this... this
is not ok

It is not OK for the caregiver to
complain about knee pain after
running /to a patient in the
wheelchair/

PT2: | went, the first time |
went to the pool, she repri-
manded me that | don "t know
how to stand, | don "t know
how to sit and oh, what are
you doing under the water, oh,
you peed into the water! Did
you really come here for this?
And me myself | was still.. the
disease just had got me and it
made me cry so badly and of
course | did not owe her and |
told them that | will not come
to the pool anymore and thats
it, you can do it yourself and
immediately told others of
course and thankfully that

| was reprimanded at the pool
by the caregiver and it made
me cry, but | solved the prob-
lem




Reluctance to criticize
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PT2: Well, this... bad side..
everyone makes mistakes, it
is...

Everyone makes mistakes

PT2: | have this stupid habit
myself, that if someone pokes
something, then.. well.. | will

I myself have a bad habit of
snapping back if something is
said, but in the end we have
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not owe them and you can very
painfully and wrongly as well...
there have been sayings and...

but well, by the end of the day
we all make up and..

made up

PT1: // let’s say yes that this
kind of delays, they are...
understandable, well, five
minutues, well, it has taken
longer somewhere or.. well..
there is a meeting, this is
natural, but | can’t say any-
thing concrete like this about
therapies.. anything like bad..

Short delays are understanda-
ble

ML: Mm, question of dignity,
when you need help, do you
feel that this is offered with-
out compromising your dignity
or have there been any situa-
tions regarding this?

PT3: | have strong nerves, so,
well..

| have strong nerves

PT1: Well, yes.. it is exactly
that during the years, it is the
same that.. the skin is thick-
er.. //

During the years, my skin has
grown thicker

PT3: Maybe they can be under-
stood as well, they have to tip
page by page of all kinds of
stuff into this..

// computer, machine, yes

The doctors have a lot of
computer work

PT3: She has some additional
tasks nowadays, | guess, this is
why they communicate less
with the patients, they don 't
have time

The doctor has less time for
patients due to extra tasks

PT1: Well, everyone has their
good days and their bad days

Everyone has their bad mo-
ments

PT2: And | am this type that if
someone says something nasty
to me, | immediately tell that
person, | am not keeping it to
myself. | tell at that moment
and later | forget

ML: Has this been necessary?
PT2: A couple of times, yes
ML: Maybe you can describe
the situation, what happened?
PT2: But we clarified this
between us..

It has been necessary to de-
fend myself a few times, but
the problem has been solved

ML: Has anyone said anything
bad to you?

PT1: You know, not directly,
because | take everything with
humor

| take things with humor

Socializing with peers

PT2: No in this way | don"t
look forward to it, to get to
communicate... Communica-
tion.. | am not in the need of
communication

Communication with peer
patients is not important to me

PT3: | communicate with my
room mate or say hello to
those | know for longer here,
or.. but | don "t want to talk
much, for me it is not.. well..
easy.. speaking or such

Communication is difficult for
me due to my injury

Patient among pa-
tients
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PT4: | do look forward because | | am expecting the therapy
then | can communicate period because | can communi-
cate with others

PT1: Let s say for me yes, my While being here | concentrate
being here is.. more, yes that | | on my rehabilitation, not

put the emphasis on my, this, socializing

wellbeing and physique and
more, that at home the two
are together, the social side
and then.. workouts and things

Peer support

Disturbing behaviour by the room mate
PT4: //if one of the room It is difficult to share the room
mates is afraid of wind... and with people who have different
doesn 't let the door to be preferences for temperature




open, then it is.. difficult

The role of the roommate
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PT1: Not really, it depends
with whom you happen to be in
the room, definitely you need
to find... something like was
mentioned here, that someone
maybe wants hot and someone
wants cold, to find some kind
of..

PT2: Compromise

PT1: ..Yes, some kind of a
middle road that because the
room is meant for two or
three, so that both could live..

Compromises are needed when
several patients share the
room




There is nothing to do in free time
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Appendix 10: The past, the present, the future of HNRC.

76

Improvement of staff behaviour over time

PT3: Yes, there is no one like
this here now

There are no staff members
with questionable behaviour
anymore

PT1: If anything has been said,
then it has been done so
delicately that | haven 't
understood.. no, there is not
such a problem any more, it
remained yes.. in the early
years and | hope it will never
come back, so..

The staff behaviour has im-
proved over time

PT2: Well, it was in the old
building where we were..

The problem was in the old
building

PT1: Let’s say, concretely
from my aspect, it has im-
proved, | had quite.. when |
came here in the beginning
then.. well.. | don "t know
how... | don "t know how to
put it politely, well basically
they came.. //

The staff behaviour has im-
proved over time

PT2: // | had such a situation
that // one boy of the care-
givers, he came to this room
mate of mine and he said that
you can do it yourself. | said,
how are you talking to her,
you are the caregiver, if there
was no us, you would not get
paid. And now this boy is so
good, he is coming on his own,
I am not even calling for him
and he is coming and asking if
he should put the shoes or
slippers on me or... //

Reprimanding the caregiver
changed his attitude

Improvement of

services over time

PT2: Well, in my case.. in
occupational therapy when I...
when this building was open,
well it wasn "t like... the old
kind of came... old habits
came along so to say, but
when those Siiris and those
who came then, the new
generation came of occupa-
tional therapists well and then
it was kind of started... teach-
ing dressing and well... cook-
ing in the kitchen and such..

Positive experiences with high tech devices

Over time the OT services
have improved

Progress at HNRC

PT2: Well this... Lokomat let s
say, it kind of released me
like... of bigger tensions, so
that | can walk better at
home, without the chair and
this actually... made me...
easier

Lokomat therapy released

tension and it is easier to walk

PT1: Especially that the
computer is used, there how it
is.... You try to get a grasp of
this game, although an older

exciting

Using computers in therapy is

High tech devices

The past, the pre-
sent, the future of
HNRC
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person, but still exciting

Wish to use high tech devices in therapy

PT2: | already let them know
that | will be coming and then
they put me to the waiting list

Making arrangements prior to
the therapy period to get
Lokomat therapy

PT2: It is rather that they have
used me... used me as a
sample, invited me there so
that you can get more

Possibility to get extra Loko-
mat therapy as a demo patient

PT3: During the first week
Erigo was this kind of mechan-
ical mover so to say; it had
been scheduled three times so
| am not complaining... com-
plaining about anything... yes

Lokomat was replaced with
Erigo for the first week, no
complaints

High tech devices as the unique feature of
RC

HN

PT4: | have been to two
different places apart from
Haapsalu, | like it here the
most

ML: But for what reasons?
PT4: There are more machines

The technical equipment is
what makes me prefer HNRC

PT1: Well, for me it would be
that since | have to drive here
from another town, to be
closer to home, well, maybe |
would be somewhere else, but
then again in my homeplace
there are not those..

PT2: Opportunities..

PT1: .. there is no Lokomat
and those machines.. or the
same gym that helps so much,
so then it is yes... not happen-

ing

Positive comparison with other facilities

Maybe otherwise would attend
another facility but due to the
technical equipment, | prefer
HNRC

PT2: I... not in relation with
this place, but | have also
been in several places and
there it is so that they forgot
me on the tilt.. tilt table or,
or well, 3-4 hours later the
cleaning lady discovered

In other facilities the patient
was forgotten on the tilt table

PT3: As much as you hear
there, about Haapsalu, no, you
have to go to Haapsalu, it is
the best there

HNRC was recommended

PT3: // | have been to several
places.. | have been to Magda-
leena, some other places.. If |
only could get away from
here, to Haapsalu, then maybe
there is still hope for this

therapy, whatever

Compared to other facilities,
the hope lies on HNRC




Negative comparison with other facilities

PT3: | am here during so to say
breaks, | am at another place
where there are therapies and
when | now went to that other
place from here, when | went
from here the last time, |
think it was like that, yes..
and talk to them, then there
those occupational therapists
said about my hands that they
had turned to the worse here..
now that | came back from
there now, then they told me
here that my hands are better
than usually, so.. the occupa-
tional therapists are good at
the other place, there is also a
physiotherapist
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The OT services in the other
facility are better

Suggestions for additional services

PT2: .. dry needling.. dry
needling could be here, be-
cause a lot of patients.. a lot
of patients they go to.. well,
God knows to whom, it may
not always be beneficial, it is
rather... rather not good

HNRC could offer dry needling

PT1: They could bring back the
cafeteria // It was a very
important part

The cafeteria should be
opened again




Living conditions
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PT4: There is a lot of pasta

There is a lot of pasta

PT3: The soup is the same all
the time, you come here then
you know what the soup is
like, what kind of cubes are
there..

The soup is always the same

PT3: The meals to be better
PT2: (exhaling) Ahh, yes this is
monotonous

The food is monotonous

PT1: Somehow yes, | don”t
feel like eating, but some-
times when you do, it is the
same that.. either some kind
of rice has been cooked into
porridge as much as possible,
so that.. you simply can’t any

| am the wrong person to ask
about food, but there have
been occasions were it is not
well made
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more.. well.. simply drops off
my fork as well and... you
can’t anymore.. but yes.. |
cannot.. about food.. about
food | am the wrong person to
ask

PT2: Well.. you can make..
you can make it also.. the
same stew you can make it
tastier, you don "t have to
make it into such a damn
mess, or.. it is impossible to..

The food could be tastier

PT2: Cold air is blowing on you
yes.. in some rooms directly
down

In some rooms the aircondi-
tioning is blowing above the
beds

PT1: There should be a better
WIFI connection, the one that
is, is..

PT2: This is yes, such a..
nuisance

The WIFI should be better

PT4: In the three-person room
there is too hot again, alt-

hough the radiator is turned to
zero, it is still sultry//

The room is sultry even with
the heat turned off




Access to gym in free time
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