International Journal of Caring Sciences September-December 2018 Volume 11 | BlsBagel423

Original Article

Participation in Primary Healthcare — using a Finnish version of the
Patient Participation in Rehabilitation Questionnaire

Leila Paukkonen, MSc, PHN
Department of Nursing Science, Faculty of Health Sences, University of Eastern Finland, Kuopio,
Finland

Paivi Kankkunen, PhD
University Lecturer, Department of Nursing ScienceFaculty of Health Sciences, University of Eastern
Finland, Kuopio, Finland

Margareta Kreuter, PhD
Associate Professor, Institute of Neuroscience ariRhysiology, Sahlgrenska Academy at the Universityfo
Gothenburg, Sweden

Anna-Maija Pietila, PhD
Professor, Department of Nursing Science, Facultyf¢lealth Sciences, University of Eastern Finland,
Kuopio, Social- and Healthcare Services, Kuopio, Rland

CorespondenceLeila Paukkonen, University of Eastern Finland, Bément of Nursing Science, PL 1627,
70211 Kuopio, Finland e-mail: leila.paukkonen@fief.

Abstract

Background: Patient participation is a highly valued goal withiealthcare. Thus, there are needs for greater
insight into optimal ways to implement participatiin specific contexts, and more knowledge of pesie
experiences and preferences regarding participation

Aim: To unveil healthcare clients’ perceptions of th@amance, and their experience, of participatiosane
within the domains of respect and integrity; plamniand decision-making; information and knowledge;
motivation and encouragement; and involvement wiilfa

Methods: This study used the Finnish version of the Swe#@iatticipation in Rehabilitation Questionnaire. A
cross-sectional design was employetiich involved piloting above-mentioned questiomeawith a sample of
adult patients in eight primary health care unitdinland (n=88). The data were analyzed using rgese
statistical methods and Mann-Whitney U and KruskédHis tests, the importance and experience ratings
separately.

Results: Respondents considered participation to be verpitapt. For experience ratings the mean total was
3.46 on a scale where 3 indicated “sometimes” amtli¢ated “often.” The best achieved domain wapeet
and integrity (mean 3.83), while involvement of fhnmwas assessed as the weakest (mean 2.81). Atetine
level, for each claim, some of the respondentstFelt the case in question took place always @nofthile
some found it rarely realized if ever. However, réheas a rather large variation in those propostibatween
the various claims. Statistically significant dié@ces were verified in the perceptions of paréitgn related to
clients’ demographics. For importance ratings, theye found between the type of healthcare unitsrevithe
client received care, gender, and age and for eqmE ratings between educational levels.

Conclusion: The findings indicate that clients find participat highly important, but their experience of
implementing it varied. A further research challerig examining the client experiences of particgatn
different healthcare contexts.

Keywords: instrumentpatient participation, perceptions, primary headtie¢ questionnaire, quantitative
research
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Introduction decision-making. The patient’'s choices must be
ir{espected, but it should be verified that these

Patient participation is a highly valued goal %;oices are not due to lack of skills. (Xie et al.,

healthcare. It is based on ethical principles, su
as justice, dignity, integrity, and autonomy, and : R o . o
key justification for participation is the right to at perceived inability to participate in a spiecif

influence matters that concern one’s own life anﬁtuatlon may be due to feeling a lack of

receive services and care that correspond to Ong%oe_lcny, like absence of kngwledge or self-
needs and values (World Health OrganizatiOE‘()T:]C.'OII(T”Ce (Vlﬁilssog eztoaf??llg' Nortdln_,t_Gar]g,
[WHO], 1994, 2008). Several Western countrie artijg r:t?onr-l Le?agl ’to be). indpi\r/)i(éru:ﬂlz;eds a?r:d
have passed legislation to that effect. This is akﬁexiblg

the case in Finland. '

12.) Patients’ reported experiences indicate

atient participation is valuable because it affect
multidimensional concept. While numerous clos he patients and th(_e results of care po_smvely.
and parallel concepts and definitions are use t“‘?'"?s have established tha_t the experience .Of
some common attributes have been reportedp—‘;’lrt'C'patIon has an empowering Q”d therapeutic
established collaborative relationships betwee;r%lﬁsgarg?uy;géfrtit?ll" 23_?11(;]4),(';a;rirl(glen?r?nc(:easr;he
the patient and professionals, and exchanges cOmmitment to treatment (Hoglund et al., 2010),

information, knowledge, and power—which aresatisfaction and motivation (Sahlsten et al.,

requirements for mutual engagement in diver . . o
activities within care (Sahlsten et al., 2005‘5008)’ patient—physician communication

i (Cegala, 2011), recall of  treatment
Castro etal., 2016; Kveel et al, 2018). recommendations (Richard, Glaser, & Lussier,

In healthcare encounters, personnel play a pivo2017), ability to engage in self-management
role in ensuring reciprocal participation. Inactivities (Luhr et al., 2017), and management of
previous studies, patients mentioned respect aobronic illness (Longtin et al., 2010). In contrast
equality as a necessary precondition fdow participation in care has been found to
participation and emphasized the importance astrengthen feelings of powerlessness (Sheridan et
accessing adequate information and knowledgg., 2013). From the perspective of the health
and being listened to. Further, it is important tgystem, participation is justified by the need to
be recognized as a unique individual, based gmoduce high-quality, effective services that
one’s opinions, life situation, and experienceeorrespond to customers’ needs and preferences
based knowledge (Thérarinsdottir &(Tambuyzer et al., 2014). Moreover, reportedly,
Kristjansson, 2014). Patients have experiencdrigher levels of participation can improve
personnel occasionally behaving in ways thagatients’ perceptions of the quality of care they
limited their participation, such as demonstratingeceive and contribute to reductions in medical
a lack of empathy or a paternalistic attituderrors and adverse events (Weingart et al., 2011;
(Tobiano et al., 2016), not taking the patienDsborn & Squires, 2012), and thereby increase
seriously or not considering their views, or nopatient safety (Longtin et al., 2010).

having enough time for them. Then, based on tr?e tient fcinati | K
attitudes and behaviors of personnel, the patieﬁ} summary, patient participation plays a key
may perform a passive role or engage in activré?Ie n he_al_thcare, and t_here 's a demand for
participation (Larsson et al.,, 2011a). Thus, the'0re participation. Despite a few decades of

organizational practices and culture must enab{srziggcsh’art1r<]jerceir(;irr?:tsltl!ar?crgglgolf‘lt%/hi;e?rizﬂli?gcg?eed
patient participation (Castro et &016). P

concept (Castroet al., 2016), and a lack of

Patients’ willingness and ability to participate ar quantitative data (Tambuyzer et al., 2014). Thus,
different. Characteristics that may be related tthere is a need for insight into how it is

patient participation are personality, healthmplemented in different contexts and what
status, age (Hoglund et al., 2010; Tambuyzepatients’ experiences of, and preferences for, it
Pieters, & Van Audenhove, 2014), educatiormare. In this study, participation was described
and previous healthcare experiences (Kolovos #bm the perspective of primary healthcare
al., 2016). Preferences and capabilities may alsfients. Primary healthcare is the basis for the
vary over time and situations. For example, sonmeealth system and worthy of development,
patients may value discussion about care optiorgrticularly for promoting health, management of
but not want to take an active role in medicathronic disorders, and self-care. WHO (2008)

Patient participation is a broad an
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has emphasized patient participation in primarthe  questionnaire  during appointments
healthcare. (appointment services) or at the end of their care
period (rehabilitation wards). In total, 300
guestionnaires were provided for distribution
The aim of this study was to unveil healthcaraelong with return envelopes and detailed written
clients’ perceptions of the importance, and theinformation. Participants were asked to return the
experience, of participation in care using theompleted questionnaires by putting them in
Finnish version of the Participation inclosed envelopes and posting these in sealed
Rehabilitation Questionnaire (FI-PPRQ). Thdoxes located in the units. Completion of this
study was also intended to explore possiblerocedure was considered to imply informed
differences in the perceptions related to clientgonsent to participate in the study.
basic demographic characteristics (age, gender
marital status, education level, current healthca 8
unit, and number of healthcare appointmerRermission to use the Finnish version of PPRQ
services visits in the preceding year). was obtained from the developers of the original
Methods instrument: Lindberg, J., Kr(_auter, M.., .Person,.L-
O., & Taft, C. (2013). Patient participation in
Study design rehabilitation guestionnaire (PPRQ) -
velopment and psychometric evaluation.
%Einal Cord, 51, 838—-842.

Study aim

Strument

A quantitative cross-sectional design was us
with self-report questionnaires to collect dat

from primary healthcare clients. The original PPRQ was developed in Sweden for
Setting and participants patients with spinal cord injury to measure their

. . - : erceptions of participation in care and
The study was carried out in a Finnish primarj B (Lindberg et al., 2013a, 2013b).
healthcare setting with frequent —users his self-report instrument comprises 23 items

heglthca_re Se;‘v'%ﬁi’ i mcludlgg 'Tpa:.'en:%overing five scales: respect and integrity;
undergoing - renabifitation — an outpatien lanning and decision-making; information and
frequently attending appointment service

1

o . . ; nowledge; motivation and encouragement; and
Participants were recruited from six appointme

. : N volvement of family. Both the importance and
services units and two rehabilitation wards (Ongxperience of participation are determined

d ih h thopedi ¢ i r'Respondents rate each item in terms of perceived
and e - other —orthopedic — pos .Opera.'v?mportance and how frequently they experienced
rehabilitation) in one municipality. All clients in it during their care. They assess their care as a

rghab|l|tat|on Wards,_ who had been car(_ad for arWhoIe, regardless of its duration, and refer to all
discharged at the time of data collection, Werﬁersonnel involved in their care during that

eligible for participation. For appomtmentEeriod (inter alia, doctors, nurses, and

services clients, the selection criteria wer hysiotherapists). Each item is assessed on a 5-
mqltiple Uses of the provided services .(With NPBoint Likert scale; the ratings for “importance”
strict definition of the numbers or kinds of g extremely important (= 5), very important (=
services used) and poor the_rapeutlc equmbrlu%’ important (= 3), slightly important (= 2), and
(which may be .re_late_d to I|f§-management %ot at all important (= 1), while the ratings for
psycho-social difficulties). Clients under 18“experience” are always (= 5), often (= 4)

years of age or unable to complete__ Qometimes (= 3), seldom (= 2), and never (= 1)
questionnaire, due to language or cognitiv indberg et al., 2013b)

barriers (according to professionals working wit

the clients and familiar with this study), wereThe Swedish PPRQ was translated into Finnish
excluded. by two professional translators using forward and

backward translation. They produced a draft

Finnish version of the questionnaire. Then a

Data were collected between June and Octobleitingual native of Finland, who had worked as a

2016. Prior to this, the researchers held briefingsysiotherapist in Sweden for decades, produced
and provided written instructions. Personnel ia second translation of the original questionnaire.
the relevant units asked clients if they weré€&inal revisions of the Finnish version were then

willing to participate and, if so, they distributedcompleted by the study group. One item from the

Data collection procedure
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“respect and integrity” scale in the originalcalculated variables (distributions of item and
PPRQ Personnel should leave the patient alonscale scores, frequencies and percentage
when he/she so desijewas deleted because itdistributions, means, standard deviations,
was considered inappropriate for the appointmentedians, ranges, missing values, and frequencies
services clients. The modified FI-PPRQ, thusf ceiling and floor responses). Mann—Whitney
comprised 22 items associated with thee U and Kruskal-Wallis tests were used to
Likert scales from the original version. Data omletermine whether significant differences existed
demographic characteristics were also collectedbetween the groups based on demographics and

The overall Cronbach’s alpha coefficient erceptions of participation within the domains.

(considering all 22 items) were 0.94 for he level for statistical significance was set to p

importance ratings and 0.95 for experiencé 05 (Grove, Burns, & Gray, 2013).

ratings. Cronbach’s alpha coefficients for alEthical considerations
scales also exceeded the reliability threshold

g.n7d %Dgg?grﬁ;aé}’t;fr?coqutriﬁnglgg dbk()ag[vvssgnocf tlined in the Declaration of Helsinki (World
: port ng "Medical Association, 2013) and responsible
and 0.92 for experience ratings. These results e

consistent with findings from previous studie§Q search practice (Finnish National Board on
(Lindberg et al, 2013b, 2014) being for esearch Integrity [TENK], 2012). Permission to

importance ratings from 0.78 to 0.88 and 0.72 t(lise the Finnish version of the PPRQ was
|

his study followed the ethical standards

. . btained from the developer of the original
0.88 and for experience (atlngs from 0.89 t0 0.8 strument. Prior to data collection, the study was
and 0.89 to 0.95, respectively.

approved by the hospital’'s Institutional Review
Data analysis Board (2760/2016). All eligible participants were
}géven detailed written information including the
furpose and objectives of the study; assurance
ith regard to anonymity, confidentiality, and

Statistical methods were used to evaluate t
properties of the FI-PPRQ using the statistic
software package SPSS 23 for Windows. T SN

importance and experience ratings wer € yoluntary nature’of part|C|pat|qn, and'the
evaluated separately. The mean sum variabl%’nC”O"le researcher’s  contact information.

were calculated for each respondent as avera %mpleting and returning the anonymous
P gbuestionnaire was considered to imply informed

of valid values. However, to maintain validity, LT

no value was entered if the respondent answer%%nsem.for participation in the s_tudy. Due to the

fewer than half of the items on the scale. anonymity of responses, no ethical approval was
necessary.

The data obtained from the questionnaires we

also reclassified for analysis. On the basis of t

respondents’ highest educational level, thBaseline characteristics of study participants

sample was divided into three classes: PriMarfye data included 88 responses. More than half

secondary, gnd tertiary Ievelg of gducation .(thgf the respondents (59%) had been treated in the
latest including university, university of applied

. .t~ "rehabilitation ward and 41% in appointment

sciences, and post-secondary _qualification %'ervices Their ages ranged from 24 to 90 years
Data assessed on a 5-point Likert scale were aleay o méan of 69 years (SD 15.9). Almost equal’
reclassified  for some analyses into threﬁumbers of respondents were women (52%) and

categories _(extremely or  Very mportantmen (48%). Table 1 summarizes the basic
important, slightly or not at all important; alwaysdemographic characteristics of the sample.

or often, sometimes, seldom or never). Since the
sample data were quite small and th@erceptions of the importance of participation
distributions of some of data did not meet th

esults

litv criteria f tric test di ﬁespondents considered participation to be very
normality criteria for parametric tests (accordin portant. The mean total was 4.07 (SD 0.63).

to the_KoImogorov—Smwnov test f’ind VISU&A|most  two  thirds  of respondents assessed
inspection of the data), nonparametric tests We[)%rticipation as very important to extremely
used (Grove, Burns, & Gray, 2013). important (4< M < 5) and one third assessed it as
Descriptive statistics were used to characterizsportant (3< M < 4), while the remaining
the sample as a whole, describing demographipproximately 7% assessed participation as
characteristics and defining the measured etightly important (2.43 M < 3).
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Table 1.Basic demographic characteristics of participantsr{, %)

Demographic variable (N = 88) n %
Healthcare unit
Hospital services (Rehabilitation ward) 52 59.0
Appointment services 36 41.0
Age
<49 years 12 13.6
50-64 years 13 14.8
65—79 years 36 40.9
> 80 years 22 25.0
Missing data 5 5.7
Gender
Women 46 52.3
Men 42 47.7
Education level
Basic education 29 33.0
High school/Vocational level 27 30.7
Post-secondary education/University of applicidrees 24 27.3
University 4 4.5
Other 3 3.4
Missing data 1 1.1
Marital status
Widowed 24 27.3
Single 22 25.0
Married 22 25.0
Divorced, separated 19 21.6
Other 1 1.1
Number of healthcare appointment services visithénpast year
Five or more 44 50.0
1-4 visits 40 45.5
None 4 4.5

Information and knowledge was considered thexperienced that personnel seldom or never
most important domain (M = 4.33), whiletreated the patient as a unique individual (Table
involvement of family was the least important).

domain (M = 3.91) (Table 2). At the item IeveI’Iaformation and knowledge was deemed to be

for each claim, most respondents considerefl. . .0.d-pest-realized domain (M 3.68: SD

them extremely or very important (Table 3). 0.68). The best achieved issues were that

Perceptions of the experience of participation personnel always or often provided the patient

: . igformation in a way that he/she could
The mean for experience ratings was 3.46 (SD .
0.78) on a scale \F/)vhere 3 indicgted “sometim(eéJnderStand (68.6%) and ensured that the patient

and 4 indicated “often” Eor one fourth Ofrecelved adequate information and knowledge to

: e able to participate in the planning of his/her
respondents, the mean total was 4 or hlghetF
correspondingly, one third of respondents fe are (63.5%). In turn, 16.3% of respondents

that participation had been realized as a Whoﬁ%@erienced that personnel seldom or never took
not more than sometimes (¥3). The range of e time to answer the patient’'s questions (Table

means was wide, from 1.45 to 5. 5)-

For the domain of planning and decision-making
(M 3.45; SD 0.91), respondents stated that
I%ersonnel always or often tried to learn the

0 o : atient's expectations of his/her care (65.1%).
(77.7%) and respect for the patients privat alf of the respondents also perceived that

matters (73.8%) were always or often realized b .
ersonnel always or often took into account the

i i 0
their experience. However, 18.4% of respondenlosélﬁem,S suggestions regarding care (51.5%) and

Respondents perceivagspect and integrity as
the best-realized domairffM 3.83; SD 0.85).
Furthermore, respectful treatment of the patie
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knew if the patient had any special problems thgender, and age. The type of healthcare unit had
limited good care and rehabilitation (50.6%)significant differences in respect and integrity
Yet, regarding these same claims, one fifth fe{M-WU 1075.5, p .002) and planning and
that they only rarely happened if ever (Table 5). decision-making (M-WU 1157.0, p .023). Clients
the domain of motivation andn appointment services assessed these domains
gs more important than did those in hospital
%rvices. Gender showed significant differences
the experience of respect and integrity (M-WU
0.5, p .045) and involvement of family (M-
U 562.5, p .006); females evaluated these
Pmains as being more important than males did.
ge showed significant differences in respect
nd integrity (K-W 9.731, p .021), planning and
ecision-making (K-W 14.506, p .002), and

Regarding
encouragement (M 3.37; SD 0.87), the bes
achieved issues were that personnel gave th
patient hope (53.5%) and encouraged the patieI
to try new things, even when the patient w.
hesitant (52.4%). However, about a quarter of th
respondents perceived that personnel rarely
never helped the patient set goals for differe
skills in his/her care (23.3%) or proposed thatvg

was time for the patient to try something ne Fvolvement of family (KW 9.022, p .029)
(23.8%) (Table 5). Younger clients were more likely than older
The family involvement was seen as the pooreslients to consider these areas as important
domain (M 2.81; SD 1.31). The best-achieve@Table 6).

issue was that the patient’s relatives were givq._nor experience  ratinas.  there were  also
the opportunity to take part in care planning ag P gs,

the patient so wished, which was felt as havin |fferences_ between means accord_mg to
been realized always or often by 38% o emographics. However, the only statistically

respondents.  Correspondingly,  46.8% 0§|gn|flcant dlfferenqe was verified between
& ucational levels in relation to respect and

respondents felt the same thing was done on . i . .
rarely or never (Table 5). integrity (K-W 8.631, p .013). Clients with

tertiary education perceived that respect and
Perceptions of participation and related integrity had been realized more often in their
factors care (M 4.1) as compared to primary graduates
{M 3.8) and secondary graduates (M 3.A).
roups’ means with standard deviations,
gnedians, and p-values are shown in Table 7.

For importance ratings, statistically significan
connections were found with the type o
healthcare unit where the client received car

Table 2. Summary of results of FI-PPRQ scales for importanceatings (Mean, SD, Median, %
at ceiling and floor)

% %
Domain of participation Number Observed at at
(Scale of FI-PPRQ) ofitems n' Mean (SD) range mean Median ceiling floor
Information and knowledge 4 85 4.33 (0.58) 2.75-5 .504 23.5 0
Respect and integrity 5 86 4.11 (0.77) 2-5 4.20 323. 0
Planning and decision-
making 4 86 4.05 (0.69) 1.5-5 4.25 10.5 0
Motivation and
encouragement 5 87 4.05 (0.68) 2.25-5 4.00 13.8 0
Involvement of family 4 83 3.91 (0.89) 1.24-5 400 19.3 0

Likert scale: 5 = extremely important, 4 = very ionfant, 3 = important, 2 = slightly important, Inet at all
important Theoretical range mean 1-5 T If tlepoadent answered fewer than half of the itemdisrscale,
no value was entered; it was considered a misshgv
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Table 3. Perceptions of importance of participatiorat the item level (n, %)

Domain of participation extremely slightly or

Iltem n orvery important  not at all
important important

% % %

Respect and integrity

Personnel should respect the patient’s privatedpalsnatters 86 82.5 14.0 3.5

Personnel should treat the patient with respect 86380.2 14.0 5.8

Personnel should respect patient’s wishes/desirall contexts 85 80 12.9 7.1

Personnel should treat each patient as a uniquivadndl 86 72.1 17.4 10.5

Personnel should respect the patient’s persoraityway of being 86 67.3 25.6 7.1

Planning and decision-making

Personnel should know if the patient has any spebistacles/problems that

limit good care and rehabilitation 86 80.2 15.1 4.7

Personnel should take into account the patienggastions regarding care 84 76.1 16.7 7.2

Personnel should try to learn what capabilitiesphgent believes he/she has

for care 84 73.8 23.8 2.4

Personnel should try to learn what expectationptigent has about his/her

care 86 69.8 26.7 3.5

Information and knowledge

Personnel should take time to give the patient ansto the questions he/she

had 84 92.8 6.0 1.2

Personnel should provide the patient informatioa imay that he/she can

understand 86 89.5 10.5 0

Personnel should ensure that the patient recedeguate information and

knowledge to be able to participate in the planmhgis/her care 85 81.2 17.6 1.2

The patient should be informed at the “right” tifoe him/her by the personnel 85 80 14.1 5.9

Motivation and encouragement

Personnel should give the patient hope 85 85.9 12.9 1.2

Personnel should encourage the patient to try/leamthings even when the

patient is hesitant or reluctant 84 76.2 16.7 7.1

Personnel should motivate the patient 85 75.3 21.2 3.5

Personnel should be able to propose to the patiean it is time to try

something new in care, based on their clinical expee 85 74.1 21.2 4.7

Personnel should help the patient to set realigtads for different skills 86 64 30.2 5.8

Involvement of family

Relatives should be given the opportunity to ta&e m care planning, if the

patient so wishes 85 69.9 21.7 8.4

Relatives should be given the opportunity to ta&e m planning meetings if

the patient so wishes 81 69.1 17.3 13.6

Relatives should be given the opportunity to ta&e m special meetings for

relatives if the patient so wishes 82 67.0 23.2 9.8

The patient should be asked if he/she wishes te haelative participate in

care planning 85 64.7 22.4 12.9
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Table 4. Summary of results of FI-PPRQ scales forxperience ratings (Mean, SD, Median, % at
ceiling and floor)

% %
Domain of participation  Number Observed at at
(Scale of FI-PPRQ) ofitems n' Mean (SD) range mean Median ceiling  floor
Respect and integrity 5 86 3.83(0.85) 1-5 4.00 8112
Information and
knowledge 4 86 3.68(0.86) 1-5 3.75 8.1 1.2
Planning and decision-
making 4 85 3.45(0.91) 1-5 3.50 7.1 1.2
Motivation and
encouragement 5 88 3.37(0.87) 1.4-5 3.40 4.5 0
Involvement of family 4 80 2.81(1.31) 1-5 2.50 8.8 16.3

Likert scale: 5 = always, 4 = often, 3 = sometinks,seldom, 1 = never Theoretical range mean 1-5
T If the respondent answered fewer than half oftdras on this scale, no value was entered; it was
considered a missing value
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Table 5. Experience of participation at the item leel (n, %)

Domain of participation Seldom
ltem Always Some- or

or often times never

% % %

Respect and integrity
Personnel should treat the patient with respect 8577.7 12.9 9.4
Personnel should respect the patient’s privatedpalsnatters 84 73.8 15.5 10.7
Personnel should respect the patient’s persoraityway of being 86 70.9 16.3 12.8
Personnel should respect patient’s wishes/desirall contexts 86 65.1 25.6 9.3
Personnel should treat each patient as a uniquivadndl 87 63.2 18.4 18.4
Information and knowledge
Personnel should provide the patient informatioa imay that he/she can
understand 86 68.6 20.9 10.5
Personnel should ensure that the patient recedeguate information and
knowledge to be able to participate in the planmhgis/her care 85 63.5 22.4 14.1
Personnel should take time to give the patient ansto the questions he/she
had 86 58.1 25.6 16.3
The patient should be informed at the “right” tifoe him/her by the personnel 85 57.7 29.4 12.9
Planning and decision-making
Personnel should try to learn what expectationg#ient has for his/her care 86 65.1 19.8 15.1
Personnel should take into account the patientjgastions regarding care 84 51.2 28.6 20.2
Personnel should know if the patient has any spebistacles/problems that
limit good care and rehabilitation 87 50.6 28.7 20.7
Personnel should try to learn what capabilitiesphgent believes he/she has
for care 84 48.8 35.7 15.5
Motivation and encouragement
Personnel should give the patient hope 84 53.5 29.8 16.7
Personnel should encourage the patient to try/leamthings even when the
patient is hesitant or reluctant 86 52.4 30.2 17.4
Personnel should help the patient set realistitsgoa different skills 86 50 26.7 23.3
Personnel should motivate the patient 87 46 34.5 19.5
Personnel should be able to propose to the patiean it is time to try
something new in care based on their clinical expee 84 39.3 36.9 23.8
Involvement of family
Relatives should be given the opportunity to ta&e m care planning, if the
patient so wishes 79 38 15.2 46.8
The patient should be asked if he/she wishes te haelative participate in
care planning 85 37.6 23.5 38.9
Relatives should be given the opportunity to ta&e m planning meetings if
the patient so wishes 88 36.4 16.9 46.7
Relatives should be given the opportunity to ta&e m special meetings for
relatives if the patient so wishes 80 36.3 20 43.7
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Table 6. Background variable groups’ means and ManAwhitney U or Kruskal-Wallis test for
domains of participation for importance ratings (M, SD, Mdn, p)

Demographic

Domain of participation (Scale of FI-PPRQ)

variable Respect and Planning and Information Motivation Involvement
integrity decision- and and of family
Mean total =  making knowledge encourageme Mean total =
4.11 Mean total = Meantotal= nt 3.91
4.05 4.33 Mean total =
4.05
Mean (SD) Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Median Median Median Median Median
p-value p-value p-value p-value p-value
Healthcare unit
Hospital 39(0.840 39(08)39 42(06)43 4.0(.7740 4.0(0.9 4.0
services 44(0.6)44 430545 450545 42(06)42 410944
Appointment 0.002 * 0.023 * 0.09 0.239 0.193
services M-wuU T M-W U
1075.5 1157.0
Gender
Women 43(0.7)44 41(0.7)43 440545 41(0.6)40 4.2(0.8)4.3
Men 40(0.8)40 40(0.7)41 42(0.6)43 39(0.7740 3.7(0.9 35
0.045 * 0.536 0.165 0.224 0.006 *
M-W U M-W U 562.5
690.5
Age
<49 years 45(06)49 450446 450548 42(08)43 44(0.8)45
50-64 years 45(0.4)46 440545 46(05)48 43(06)42 4.3(0.6)4.5
65-79 years 39(0.8)40 39(0.6)3.8 42(06)45 39(06)40 3.9(0.8)4.0
> 80 years 40(08)40 3.8(08)39 43(06)41 39(0.740 4.0(0.7)35
0.021* 0.002 * 0.060 0.190 0.029 *
K-W¥9.731 K-W 14.506 K-W 9.022
Education level
Primary 40(0.7)40 40(0.7)40 42(06)44 40(.7739 3.8(1.03.8
Secondary 41(0.7)42 39(0.8)3.8 43(06)43 4.0(0.6)40 3.8(094.0
Tertiary 42(0.9)44 42(06)43 430545 42(0.7742 4.2(0.8)4.3
0.419 0.478 0.658 0.283 0.171
Marital status
Single 43(0.8)43 43(0.6)45 45(04)45 410842 4.2(0.7)4.3
Married 42(0.7)42 39(06)40 42(06)40 41(06)4.2 3.8(0.9) 3.8
Divorced, 41(0.8)42 42(06)44 45(05)48 40(0.8)40 3.9(0.8)4.0
separated 39(0.840 38(08)38 42(0.744 40(0.6)39 3.7(1.03.8
Widowed 4.6 4.8 4.3 4.2 4.2
Other 0.604 0.249 0.430 0.762 0.522
Appointment
visits® 47 (0.6)5.0 43(0.7)46 44(08)46 4.7(0.6)49 4.4(0.7)4.6
Fiveormore 3.9(0.9)40 39(0.8)39 43(0543 40(0.74.0 3.8(1.0)4.0
1-4 visits 42(0.6)44 42(06)43 44(06)45 40(0.6)40 4.0(0.8)4.0
None 0.064 0.108 0.418 0.193 0.441

Likert scale: 5 = extremely important, 4 = very ongant, 3 = important, 2 = slightly important, 1 =
not at all importantt The Mann-Whitney U test (M-W U) is used when conmgatwo groups

¥ The Kruskal-Wallis test (K-W) is used when compamnore than two groups
§ Number of healthcare appointment services visitee past year * Significant at p < 0.05
SD = standard deviation
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Table 7.Background variable groups’ means and Mann—WhitneyJ or Kruskal-Wallis test for
domains of participations for experience ratings (M SD, Mdn, p)

Domain of participation (Scale of FI-PPRQ)

Respect and Planning and Information Motivation and Involvement of
integrity decision- and knowledge encouragement family
Demographic Mean total = making Mean Mean total = Mean total = Mean total =
variable 3.83 total = 3.45 3.68 3.37 2.81
Mean (SD) Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Median Median Median Median Median
p-value p-value p-value p-value p-value
Healthcare unit
Hospital 3.7(1.0)4.0 3.3(1.0)34 3.6(1.0)3.8 34(0.8)34 29(1.3)3.0
services 4.0(0.6) 4.0 36(08)38 38(0.7740 33(0934 28(13)25
Appointment 0.287 0.135 0.249 0.956 0.765
Services
Gender
Women 3.9(0.9)4.0 3.3(1.0)36 3.8(0.940 34(09) 35 29(1.3)26
Men 3.8(0.9)4.0 35(0.8)35 35(0.8)35 3.4 (0.8) 3.3 2.7(1.3)25
0.842 0.661 0.096 0.789 0.605
Age
<49 years 3.3(0.9) 3.2 3.3(1.0)33 350934 32(1.0)33 3.1(1.2)34
50-64 years 4.0(0.7)4.0 3.6(0.8)35 3.7(0.7) 3.8 3.6 (0.8) 3.3 3.1(1.2) 3.0
65-79 years 3.9(0.8)4.0 36(0.7)38 380840 32(0.834 28(1.3)28
> 80 years 3.9(1.0)4.2 3.1(1.0)03.0 3.6(1.0)3.6 34(09)34 241420
0.139 0.207 0.777 0.762 0.473
Education level
Primary 3.8(0.9)4.0 3.5(1.0033 3.7(1.0)3.7 3.5(0.8) 35 2.8(15)23
Secondary 3.5(0.9) 3.6 3.1(09)3.0 3.4(0.8)35 3.2(0.8) 3.2 2.6(1.0)25
Tertiary 4.1(0.7)4.2 3.7(0.7)3.8 3.9(0.7)4.3 3.4(1.0) 3.6 3.0(1.4)3.0
0.013* 0.117 0.055 0.297 0.527
K-W 8.631
Marital status
Single 3.8(0.9) 3.8 3.4(1.003.0 3.8(0.8)3.9 3.3(1.0)3.2 3.2(1.4)35
Married 41(0.6)4.1 3.5(0.8)3.8 3.7(0.6) 3.9 3.6 (0.8) 3.9 28(1.1) 25
Divorced, 3.8(0.8)4.0 3.7(08)39 37(11)40 3.3(0.8)3.2 3.1(1.0) 3.0
separated 3.6 (1.0)4.0 3.2(1.0033 35(1.1)3.8 3.3(0.8) 3.2 22(1.4)18
Widowed 3.4 3.4 3.7 3.8 3.3
Other 0.521 0.480 0.975 0.366 0.119
Appointment
visits® 4.7 (0.3) 4.7 3.0(1.8)25 4.1(0.74.0 4.1(0.6)3.9 3.5(1.2)35
Five or more 3.7(0.9)4.0 3.4(1.0035 3.6(0.9 3.8 3.4(0.8) 35 28(1.3)25
1-4 visits 3.9(0.9)4.0 3.5(0.8)3.8 3.7(0.8) 3.8 3.3(0.9) 3.2 28(1.3)25
None 0.058 0.723 0.640 0.167 0.570

Likert scale: 5 = always, 4 = often, 3 = sometinfes, seldom, 1 = neverThe Mann-Whitney U test (M-W U)
is used when comparing two grougsThe Kruskal-Wallis test (K-W) is used when compgnmore than two
groups 8 Number of healthcare appointment visits in the pear
* Significant at p < 0.05 SD = standard deviation

\
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Discussion Furthermore, there were moderate averages for

This study evaluated primary healthcare cIient§he dom?"”‘? of planning and decision-making
perceptions of the importance, and thei?nd motivation and encouragement, but clear

experience, of participation in care using the Ffjeflmenues were also detected. Almost a quarter
oJ respondents felt that personnel rarely or never

PPR.Q' The results S.hOW that clients_ perceiy elped them set realistic goals for different skill
participation as very important, consistent Wltahis would be an important task (Wressle et al
the results of earlier studies (Lindberg et al . ; L
2013b; Tobiano et al., 2016). The experiences ngZ)'_ e§peC|aIIy for patients —undergoing
participation varied from very good to poor.rehabllltatlon, bgt also for freguent attenders of
Prior studies also revealed such individuality antaealth_care SEIvICes. Accor_dlng to _the results,
attention should also be paid to the involvement

variability of experiences. Similarly, . .
shortcomings were detected (AasenOf family, which was deemed the weakest

Kvangarsnes, & Heggen, 2012; Malmgrendomam' This is likely partly due to the fact that

Tornvall, & Jansson, 2014). This study echoet?e participation of family members is less

previous studies indicating that measuring patie§§ trsit::lzesshzi (':gmpr;?;;ytohﬁgghi?;ria?gpﬁ'g\svrgsgﬁ
participation is important, especially from P P : ’

patient perspective. Experience of participation igmlly_ should be involved vyhenever the patient
valuable because it improves the quality of car‘r’(—!}nOI his/her close ones so wish.

and can strengthen patients’ potential to engaddis study’s findings suggest that clients’
and take responsibility for their own healthcardemographics are related to their perceptions of
(Lubr et al., 2017). These aspects are particularbarticipation. There were some statistically
vital in primary healthcare to meet challengesignificant differences between groups, but the
posed by growing numbers of people wittsmall sample size could have affected the fact
chronic health conditions (Organisation foithat not all actual differences were statistically
Economic Co-operation and Development, 201&jgnificant. For importance ratings, it was found
World Health Organization, 2008). that clients of appointment services, women, and

Respect and integrity and information anéhose_under 65 years (.)Id perceived respect and
gtegnty as most important; clients of

: : |
knowledge were the best-achieved domains. Th bpointment services and those under 65 years

is significant, as mutual respect and informatioft . . L .
Ip perceived planning and decision-making as

processing have been found to be the basis ]ﬁ)ﬁost important; while involvement of family was
patient participation. Importantly, however, P ’ y

every fifth respondent felt that personnel haH}SStlyaggggq;)%r\:\;?rgi?ir?ndatho(;ﬁtumnedn? fgﬂ%i:;s
treated them rarely or never as a uniqug . g app

Vvisits, clients tend to have slightly different

individual. Individual and holistic encounters are ferences than thev do in wards. Moreover. age
considered to be essential for the experience Rfe y ' » 89

patient  participation  (Thérarinsdottr & and gender seem to affect perceptions, as noted

o o 0 arlier (Frojd et al., 2011; Kolovos et al., 2016).
Kristjansson, 2014). In addition, 40% felt tha?oss and Hofoss (2004) found that female

personnel sometimes, rarely, or never had time é\)atients pointed to the importance of being

answer their questions. The lack of time as reated as a whole person and taken seriousl
barrier to participation was apparent in severél . : P ously,
while male patients focused more on receiving

previous studies (Tobiano et al.,, 2015 ) )
Henselmans, Heijmans, & Rademakers, 201 e correct medical treatment. Previously,

However,  previously reported patients’younger and highly educated people were
experiences indicate that the possibility of posin

guestions is integral for participation, as i .
enables information processing in a way that enselmans, Heijmans, & Rademakers, 2015).

generated by the clients own need n this study, highly educated clients perceived

(Thorarinsdottir & Kristjansson, 2014), an drespec_t and integrity as being_ realized more often
sufficient time and high-quality interaction Withthan did the less educated clients, but there were

: ; N : significant differences in any scale for
a professional are associated with higher patleﬂ? i . . .
activity and satisfaction with care (Wongllmportance. The FI-PPRQ provided information

Peterson, & Black, 2011) about the central aspects of participation.
' ' ' Importance ratings allowed clients to depict their
personal preferences, while experience ratings

etected as being more active and also as feeling
ore confident in healthcare encounters
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allowed them to manifest their perceptions of thexperiences in more versatile (varied) settings
degree to which the conditions and requirementsing mixed methods. It is also important to
for participation are actually provided indeepen our understanding of participation as an
healthcare contexts (Lindberg et al., 2013b). Thisthical principle.

questionnaire can al'so'h'elp pergonnfal m.on't%\rcknowledgments: The authors would like to
and tailor care to individual clients’ unique

needs Healthcare professionals haVth_ank Dr. Ari Vout_ilaine_n, Univer_sity_ of Ea_ste_rn
consid.erable scope for supporting patien I’-elnland, for applyln_g his expertise in statistical
through their actions and inviting them tgisesearch methods in a review of this study, and

s . . . __Dr. Jeanette Melin, University of Gothenburg,
participate and assume an active role in their “4&t her collaboration to the study. We also thank
given their capabilities (Thérarinsdéttir & '

L . . all the health professionals, translators, and
Krisiansson, 2014). Previous studies SqueSt%leents who participated in this study for their

tha.‘t It is not just _profe33|9qals_ r(_ESpons'V.ecolIaboration and invaluable contributions.
attitudes toward patient participation; there is

also a need for adequate staffing, and boflace where the work carried out: University
professionals (Malfait, Eeckloo, & Van Heckeof Eastern Finland, Department of Nursing
2017) and patients would benefit from propeScience, PL 1627, 70211 Kuopio, Finland
education (Henselmans, Heijmans, &References

Rademakers, 2015; Luhr, 2017). Patient

participation is also considered to entail an &ctivAasen, E., Kvangarsnes, M., & Heggen, K. (2012).
patient role in encounters with healthcare Perceptions of patient participation amongst
providers. This instrument does not measure this €/derly patients with end-stage renal disease in a
action dimension, preferred or actual, and this dialysis unit. Scandinavian Journal of Caring

Sciences 2661-69.
represents a challenge for future research. Castro, E. M., Van Regenmortel, T., Vanhaecht, K.,
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of clients who met the study inclusion criteria in  427-436.
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