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ABSTRACT

Objective Patient-centredness (PC) has particularly
grown in relevance in health services research as well

as in politics and there has been much research on its
conceptualisation. However, conceptual work neglected
the patients’ perspective. Thus, it remains unclear which
dimensions of PC matter most to patients. This study aims
to assess relevance and current degree of implementation
of PC from the perspective of chronically ill patients in
Germany.

Methods We conducted a Delphi study. Patients were
recruited throughout Germany using community-based
strategies (eg, newspapers and support groups). In

round 1, patients rated relevance and implementation of
15 dimensions of PC anonymously. In round 2, patients
received results of round 1 and were asked to re-rate their
own results. Participants had to have at least one of the
following chronic diseases: cancer, cardiovascular disease,
mental disorder or musculoskeletal disorder. Furthermore,
patients had to be at least 18 years old and had to give
informed consent prior to participation.

Results 226 patients participated in round 1, and 214
patients in round 2. In both rounds, all 15 dimensions
were rated highly relevant, but currently insufficiently
implemented. Most relevant dimensions included ‘patient
safety’, ‘access to care’ and ‘patient information’. Due

to small sizes of subsamples between chronic disease
groups, differences could not be computed. For the other
subgroups (eg, single disease vs multi-morbidity), there
were no major differences.

Conclusion This is one of the first studies assessing PC
from patients’ perspective in Germany. We showed that
patients consider every dimension of PC relevant, but
currently not well implemented. Our results can be used
to foster PC healthcare delivery and to develop patient-
reported experience measures to assess PC of healthcare
in Germany.

INTRODUCTION

Over the last years, the concept of patient-
centredness (PC) has been widely discussed.
More and more, the terms person-
centredness' * and people-centredness’ also
appear in the literature, either being used
synonymously to PC or converging around
central ideas. Its relevance in politics, research
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Strengths and limitations of this study

» No rating of dimensions of patient-centredness from
the patients’ perspective available yet.

» Extensive inclusion of patients’ perspectives within
the Delphi study.

» No restriction to a specific regional area through
nation-wide community-based strategies.

» Possibility for participants to give written feedback
in order to enhance quality of given answers.

» Limitation to only four chronic disease groups.

and healthcare practice has been growing
constantly. ™ In Germany, the Law on Patients’
Rights® mandates certain aspects of PC care
such as the right for comprehensible and
comprehensive patient information. However,
there is no national recommendation for the
implementation of PC care in Germany yet.
Many studies showed a positive association of
PC with relevant outcomes such as patient satis-
faction, well-being and adherence,7 which are
especially relevant in chronic disease manage-
ment. Nevertheless, there has been a lack of
conceptual clarity regarding the use of the
term of PC.*" Scholl and colleagues' closed
this gap by developing an integrative generic
model derived from literature extracting 15
dimensions of PC (see figure 1). This model
was validated by assessing the views of different
healthcare stakeholders on its relevance and
clarity.'* Although some representatives of
patient organisations participated in this
assessment, the perspective of the recipients
of PC care, the patients themselves, was under-
represented. In summary, without the patients’
perspective, the conceptualisation of PC is still
missing its most crucial aspect: the assessment
and evaluation of PC in healthcare from the
view of patients.ls_17

There are only few international studies
investigating the patients’ assessment of PC,"™
without any published studies from Germany.
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Figure 1 Integrative model of patient-centredness.

Thus, we do not know what patients consider relevant about
PC, nor how patients view the current degree of implementa-
tion of PC in the German healthcare system. It is a system in
which healthcare coverage is universal, mandatory and offers
extensive services. Government delegates decision-making
powers to self-regulated organisations of payers and providers.
While outpatient care is mainly delivered in one-physician or
two-physician practices on a fee-forservice payment model,
hospitals mainly deliver inpatient care on case-based payment
model 2% Yet, in order to foster PCin Germany, itis crucial to
know what aspects of PC are relevant to patients and how well
these aspects are already implemented, as it allows prioritising
aspects especially relevant or not yet implemented.

Therefore, this study aims to close this gap by assessing
relevance and current degree of implementation of
different dimensions of PC from the patients’ perspective
in Germany. Assessing relevance and current degree of
implementation of different aspects of PC can therefore be
seen as the first steps in achieving a more PC healthcare.

This Delphi study was conducted as part of the study
‘Assessment of patient-centeredness through patient-
reported experience measures (ASPIRED).* Within the
study ASPIRED, a patientreported experience measure
will be developed to foster PC care.

METHODS

Study design

We used a Delphi study, comparable with the expertvalida-
tion study mentioned earlier.'* A Delphi study consists of
several rounds. In each round after the first, participants

get their own ratings as well as the median ratings of all
participants in the previous round. This procedure gener-
ates the possibility for participants to share their opinion
from different regional locations without the threat of
some participants dominating the discussion.”” It aims
to reach high group consensus through a structured and
anonymous group discussion.** Like Zill and colleagues'*
or van Rijssen and colleagues,” we planned to perform
two rounds prior to conducting the first round. However,
if we had seen major discrepancies after two rounds, we
would have performed another round, if necessary.

Preparation of the Delphi study: adaptation of the model of PC
using cognitive interviews

We based our Delphi study on the integrative model of
PC."* ™ In the first step, the scientific model was adapted
into a version comprehensible to patients (first version).
Adaptation was done by group discussions in our research
team (SZ, EC, PH, IS) in nine rounds. To make sentences
easy to understand, we used dictionaries and recom-
mendations on adaptation of wording and grammar.*
We then tested comprehensibility of the new version
through cognitive interviews with patients. We recruited
10 patients through several community-based strategies
(see section Delphi study) in order to get a heteroge-
neous sample regarding demographic variables (eg, age,
first language, educational level). Participants had to
have at least one of the following chronic diseases: cancer,
cardiovascular disease, mental disorder or musculoskel-
etal disorder. In cognitive interviews, we handed out the
first adapted version described earlier. Participants were
asked to read each dimension step by step and explain in
their own words how they understood the description. All
interviews were audio-recorded, transcribed and analysed
independently by two researchers (SZ, EC). According
to the results, the model was revised (second version) in
subsequent group discussions (SZ, EC, IS, PH).

Delphi study

Participants received the adapted integrative model of PC
(second version) and were asked to rate relevance and
current implementation from their perspective. For both
aspects, a nine-point Likert scale (l=not relevant/not
well implemented; 9=very relevant/well implemented)
was given. In addition, we asked an open-ended question
about whether any relevant aspects were missing in the
model and whether they had any further comments (eg,
regarding comprehensibility of descriptions). Based on
answers to those open-ended questions, we adapted the
model again (third version). In the second round of the
Delphi study, patients received their own ratings from the
first round again. Furthermore, we gave them the median
rating of other participants in comparison. Following,
we then asked participants to repeat their rating. For all
dimensions with adapted descriptions, participants were
also asked to rate whether the description worsened or
improved with the adaptation (from l=much worse to
9=much better).
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For both rounds, participants could choose whether
they wanted to participate online or via mail. Both
versions were identical in terms of response format (see
online supplementary appendix Al for the mail-based
version with adaptations (highlighted) made after round
1). For the online version, we used LimeSurvey.”” The
study was conducted from June 2018 to August 2018. For
each round, participants had 3weeks to reply and there
were 4weeks between the two rounds. After completion
of both rounds, participants received a compensation of
25€. Conducting the Delphi study as well as reporting
of methods and results were based on the recommenda-
tions of Hasson and colleagues* as well as of Jiinger and
colleagues.*

Study population and recruitment

We aimed to include 200 patients in the study. We
expected a drop-out rate of 15% between rounds 1 and
2. Thus, we aimed to include 240 in the first round. We
recruited patients through different community-based
strategies: (1) notices in local stores in Hamburg, (2)
dissemination through national and regional patient
organisations and networks, (3) Facebook groups of
different towns and (4) two national newspapers (ZEIT
and Bild). Participants could reach out to SZ and EC with
the contact information provided on the notices and in
emails. Since no member of the research team had direct
contact with participants, the possibility of having influ-
enced the participants’ judgements was reduced. Partici-
pants were included if they gave their informed consent
by signing the informed consent letter (mail version) or
by choosing ‘yes’ in a drop-down menu after a question
whether they consent (online version), were 18 years or
older and if they reported at least one disease from one of

Recruitment via:

- Notices in local stores in Hamburg
- National and regional patient
organisationsand networks
- Facebook groups of different towns

- Two national newspapers (ZEIT and Bild)

!

Participants invited: n = 262

| ———

Completedround 1: n = 226

|—ee,

Completedround 2: n=212

Figure 2 Flow chart for the Delphi study.

the aforementioned chronic disease groups. In figure 2,
an overview illustrates the procedure.

Patient and public involvement

Patients were not involved in the development of the
research questions. However, during the development
of the research proposal and prior to submission to the
funding agency, we obtained collaboration agreements
with several federal and regional patient organisations in
order to secure field access and feasibility. Patient organi-
sations were approached for that purpose. All gave us posi-
tive feedback on the study aims, acknowledging that more
research is needed on patients’ experiences related to PC
care. Thus, patient organisations supported recruitment
of study participants by disseminating advertisement for
study participation. No individual patient was involved in
recruitment and conduct of the study. All study partici-
pants and every interested person in the public have the
possibility to read and download regular project updates
and study results on the project website (http://www.
ham-net.de/de/projekte/projekt-aspired.html).

Data analyses

For the ratings, median, mean and SD were calculated for
all participants using SPSS V.21.* Demographic data were
analysed accordingly, except for nominal items where we
calculated frequencies. Consensus was examined by calcu-
lating distributions of answers per tertile (1-3; 4-6; 7-9)
in comparison with Zill e al™ We compared different
subgroups due to potential differences in using the health-
care system including age groups (18-30 (young); 31-65
(middle aged); over 65 (older)), way of participation
(mail vs online) and morbidity (single disease vs multi-
morbidity). Open answers were analysed, summarised by

Did not respond: n =36

Did notrespond:n =14
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two researchers and the student assistant (SZ, EC, Tanja
Kloster) and reviewed in a group discussion (SZ, EC, IS).

RESULTS

Adaptation of the integrative model into a comprehensible
version

Within cognitive interviews, each participant understood
generallywell the patientversion of PC (firstversion).Some
participants wanted easier terms (eg, treatment (‘Behand-
lung’) instead of healthcare (‘Gesundheitsversorgung’)).
We tested two versions: version A was not directed towards
patients (‘Patients can contact their healthcare provider
easily’), and version B was directed towards patients (‘You
can contact your healthcare provider easily’). Nine out of
10 participants preferred personal pronouns (version B);
thus, we adapted accordingly.

Delphi study

Characteristics of patients from the Delphi study

Two hundred and sixty-two patients, who reacted to the
community-based recruitment strategies, fulfilled the
inclusion criteria and were invited to participate via letter
or online in the first round of the Delphi study after having
expressed interest in study participation. In the first
round 226 patients participated (response rate=86.26%),
and in the second round 214 patients participated (final
response rate=81.7%). Thus, the final sample consisted
of 214 patients (drop-out rates: from invitation to first
round: n=36 (13.7%); from invitation to second round:
n=48 (18.3%); from first to second round: n=12 (5.3%)).
Mean age was 52 years (normally distributed), and two-
thirds were women. Further information on participants’
demographic and clinical characteristics is displayed in
table 1 and in online supplementary table SI.

Results of round 1

In table 2, results from the first round of the ratings of rele-
vance and degree of current implementation are shown.
Regarding ratings of relevance, 13 out of 15 dimensions
showed the maximum median of 9. The dimensions
‘patient as a unique person’, ‘clinician—patient relation-
ship’, ‘clinician—patient communication’, ‘access to care’
and ‘physical support’ showed highest means (range
from 8.46 to 8.31). Consensus was defined as the degree
to which patients rated dimensions in agreement and was
predefined as reached if it was higher than 50%. It means
that consensus was reached when at least 50% of the
patients rated dimensions to be very or not very relevant
(tertile from 7 to 9 or 1 to 3, respectively). Every dimension
showed consensus of >50% for tertile 7-9 (ie, majority of
patients rated within the highest tertile). Regarding the
current degree of implementation, 3 out of 15 dimen-
sions showed a median of 6 (‘clinician—patient relation-
ship’, ‘clinician—patient communication’ and ‘physical
support’). All other dimensions showed a median of 5.
The dimensions with the highest means were the same
as those with the highest medians. Regarding consensus,

Table 1 Demographic and clinical characteristics of
participants of the first round (n=226)

Characteristic Frequency

Age (in years) M=51.79 (SD=16.46)
Sex

Female 149 (65.9%)

Male 76 (33.6%)

First language

German 219 (96.9%)
Other 5 (2.2%)
Chronic disease group (multiple answers possible)
Cancer 36 (15.3%)
Cardiovascular disease 90 (39.8%)
Mental disorder 117 (51.8%)
Musculoskeletal disorder 114 (50.4%)
Others* 149 (67.4%)
Residence
Hamburg 59 (26.1%)
Baden-Wuerttemberg 13 (56.8%)
North-Rhine Westphalia 23 (10.2%)
Rhineland-Palatinate 3 (1.3%)
Saarland 3 (1.3%)
Saxony 13 (5.8%)
Saxony-Anhalt 4 (1.8%)
Schleswig-Holstein 10 (4.4%)
Thuringia 1 (0.4%)
Bavaria 22 (9.7%)
Berlin 14 (6.2%)
Brandenburg 11 (4.9%)
Bremen 4 (1.8%)
Hesse 14 (6.2%)
Mecklenburg-Western 19 (8.4%)
Pomerania 13 (5.8%)

Lower Saxony

Health statust M=2.49 (SD=0.77)

*Additionalto one of the four groups mentioned earlier. Other
chronic diseases included, for example, diabetes (n=12), sleep
apnea (n=5) and hypothyroidism (n=4). Please see online
supplementary S1 for a comprehensive overview of other diseases.
THealth status was assessed with the item ‘How would you assess
your health status in general?’ ranging from 1=excellent to 5=bad.
M, mean.

every dimension had a rating of >50% for the tertile from
4 t0 6. In general, every dimension of round 1 was rated as
very relevant and as insufficiently implemented. Further-
more, patients were united in their rating because of the
high consensus.

Sixty participants responded to the open-ended ques-
tions. Comments referred to additional aspects, including
time issues within healthcare (eg, ‘Neither nurses, nor
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Table 2 Results for the assessment of relevance and implementation from the first round

Relevance Implementation

Median M (SD) Median M (SD)
1. PC characteristics of healthcare providers 9 8.46 (0.90) 5 5.30 (1.44)
2. Trustful relationship 9 8.41(0.94) 6 5.61 (1.72)
3. Uniqueness of each patient 9 831 (1.11) 5 5.21 (1.74)
4. Consideration of personal circumstances 9 8.15(1.23) 5 4.77 (1.86)
5. Appropriate communication 9 8.31(0.97) 6 5.56 (1.74)
6. Integration of additional healthcare elements 8 7.34(1.81) 5 4.56 (1.99)
7. Teamwork of healthcare providers 9 8.29(1.18) 5 5.08 (1.90)
8. Access to care 9 8.31(0.99) 5 4.88 (2.08)
9. Good planning of care 9 8.30(1.04) 5 5.25 (1.92)
10. Personally tailored information 9 8.27(1.12) 5 5.10 (1.87)
11. Collaboration as equal partners and involvement in decision-making 9 825(1.11) 5 5.15 (2.04)
12. Involvement of family and friends 7 6.92(2.16) 5 4.91 (2.21)
13. Empowerment of patients 9 820(1.13) 5 5.23 (1.97)
14. Support of physical well-being 9 8.31(098) 6 5.58 (1.95)
15. Support of mental well-being 9 8.12(1.35 5 4.83 (1.98)

M, mean; PC, patient-centredness.

doctors have enough time for the patients’), financial
aspects (‘without additional costs for people living in
poverty’) and medication plans (‘discussing medication
plans is too fast’” or ‘more information about side effects’).
We revised descriptions after the first round according to
the most frequent comments (third version). German
descriptions of dimensions used in round 2, in which
changes from the second to third version are highlighted,
are listed in online supplementary appendix Al.

A few patients stated that patient safety could be
improved by better coordination of medication plans.
Furthermore, patient safety was already depicted as part
of the dimension ‘physical support’ in the model."* Due
to comments, we revised the model to add ‘patient safety’
as a separate 16th dimension.

Results of round 2

In round 2, most ratings were very similar to the first round
and medians did not change (see table 3). The added
dimension of patient safety was also considered relevant
but currently insufficiently implemented. The adaptations
we made based on the feedback were rated as ‘better than
before’ (all means over 7). This time, most relevant dimen-
sions were ‘patient safety’, ‘teamwork and team building’,
‘access to care’, ‘patient information’ and ‘essential charac-
teristics of clinicians’. ‘Clinician—patient communication’,
‘clinician—patient relationship” and ‘physical support’ again
reached the best ratings regarding implementation. Addi-
tionally, the newly added dimension ‘patient safety’ also
reached equally high ratings.

Subgroup analyses

In every chronic disease group, distribution of patients
participating via mail or online was similar (approxi-
mately 45:55 ratio, respectively). There was no major age

difference between mail-based and online-based partici-
pation (mean age (mail): 54.83 years (SD=17.85); mean
age (online): 49.35 years (SD=14.88)). Due to small sizes
of subsamples (eg, only six patients indicated to have
cancer), differences in ratings depending on chronic
disease groups could not be analysed (ie, via analysis of
variance). Neither multi-morbidity (at least two chronic
disease groups indicated compared with only one), nor
type of participation (mail vs online) did affect assess-
ment of relevance and implementation by patients. That
is, there were no differences between means bigger than
1. The differences of means above 1 were found within
different age groups. The implementation of ‘access to
care’ was rated lower by young patients in comparison
with older patients (mean=4.37 for young vs mean=>5.38
for older patients). Implementation of ‘patient informa-
tion’ was also rated lower by young patients (mean=4.70
for young vs mean=>5.71 for older patients).

DISCUSSION

In our study, we have assessed relevance and current
degree of implementation of different dimensions of
PC in the German healthcare system from the patients’
perspective. The findings show that patients consider
every dimension of PC very relevant but currently only
mediocrely implemented. Furthermore, there were no
evident factors influencing these results (eg, way of partic-
ipation or multi-morbidity).

These results point out the relevance to ask patients
when investigating PC. Comparing this assessment with
the experts’ ratings of the same dimensions from the
same model,'* differences between expert and patient
ratings become evident. For example, experts did not
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Table 3 Results for the assessment of adaptation, relevance and implementation of the second round

Adaptation (round 1 to

round 2) Relevance Implementation
Median M SD Median M SD Median M SD

1. PC characteristics of healthcare providers - - - 9 8.36 1.30 5 527 1.38
2. Trustful relationship 8 764 159 9 8.18 1.34 6 547 144
3. Uniqueness of each patient - - - 9 830 1.24 5 517 1.50
4. Consideration of personal circumstances 8 714 1.80 9 8.07 1.36 5 4.83 1.61
5. Appropriate communication - - - 9 8.33 1.12 6 5.62 1.54
6. Integration of additional healthcare - - - 8 7.46  1.67 5 4.61 1.81
elements

7. Teamwork of healthcare providers = = = 9 8.45 1.04 5 5.08 1.75
8. Access to care 8 7.79 1.59 9 8.38 1.09 5 481 1.83
9. Good planning of care 8 728 1.82 9 8.18 1.28 5 5.07 1.73
10. Patient safety - - - 9 8.56 0.94 6 561 1.64
11. Personally tailored information 8 7.86 1.43 9 8.37 1.02 5 5.03 1.82
12. Collaboration as equal partners and - - - 9 8.32 1.12 5 525 1.74
involvement in decision-making

13. Involvement of family and friends - - - 7 6.85 2.01 5 492 1.91
14. Empowerment of patients 8 759 1.41 9 8.15 1.23 5 5.21 1.77
15. Support of physical well-being 8 740 1.74 9 8.18 1.26 6 555 1.71
16. Support of mental well-being - - - 9 8.25 1.33 5 487 1.85

M, mean; PC, patient-centredness.

rate each dimension as very relevant but patients did
(eg, involvement of family and friends which was less
relevant to experts but patients considered it relevant).
This discrepancy is relevant for development of strategies
to foster implementation of PC in Germany. If only the
experts’ perspective is known, implementation efforts
might not match patients’ needs. Consequently, a more
PC care can only be achieved by taking into account
patients’ perspectives.

Furthermore, the study reveals that while patients in
Germany find PC extremely relevant, they do not find
it well implemented in the German healthcare system.
Thus, interventions to foster dimensions of PC on the
micro level of care (eg, tools for clinicians and patients)
could be developed and evaluated in future research.
Furthermore, the results can guide the development of
patientreported experience measures. On the federal
level, the results indicate that the German healthcare
system could benefit from stronger health policy direc-
tives in regard to the delivery of PC care.

Strengths and limitations

Major strengths of this study are the diverse sample from
all over Germany and the possibility to anonymously
generate a group consensus by performing a Delphi
study. By doing so, ratings of each individual were not
affected by dominant people in group discussions, and
therefore are more likely to be unbiased. Furthermore,
another strength of this study are the response rates

indicating little drop out from round 1 to round 2. This
could be ascribed to the internal motivation of partici-
pating patients willing to ameliorate healthcare services
in Germany. Another explanation could be the finan-
cial compensation which they received only after having
completed both rounds. However, although the notices
were spread out widely, a participation bias (ie, only
people with a higher interest in the topic would contact
us) could have occurred by this method of recruitment.
Furthermore, there was little variation within ratings of
relevance of the dimensions of PC. This could indicate
a lack of specification in the descriptions. Patients might
have been unable to differentiate between subaspects of a
single description. Thus, they might have rated the whole
dimension as relevant even if they considered only some
parts relevant enough to give a high score. Therefore,
additional qualitative approaches (eg, by conducting
semi-structured interviews) could help to enrich findings
and further explain results by specifying relevant aspects
instead of broad dimensions. Additionally, as our study
focused on adding the patients’ perspective to the concept
of PC care, we based our study on the integrative model
of PC, which integrates over 400 definitions and models
published between 1969 and 2012."* We did not take into
account further conceptual work published since (eg, the
framework developed by Santana and Colleaguesso) which
can be considered a limitation of this study. Further-
more, it is unclear if the results are generalisable to other
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countries. Since healthcare systems differ substantially
between countries (eg, role of government, coverage,
organisation of the delivery system, lengths of stay),* *!
patients’ perspective on PCC might also differ. Further
research is needed to evaluate the patients’ perspective in
other countries. Finally, another limitation of our study
was the relatively low level of co-production with patients.
As patients are recipients of PCC, this study could have
benefitted from a higher level of patients’ participation.™

Future studies

Regarding future studies or specific recommenda-
tions, policy makers or other stakeholders, interested in
fostering PC healthcare, should therefore not only focus
on the ratings of relevance of experts but also consider
the patients’ rating. In their opinion, every dimension
of PC is relevant. These results should not be neglected.
When implementing PC care, a wholesome perspective is
therefore needed.

CONCLUSIONS

In summary, our study provides the patients’ perspec-
tive on PC by assessing relevance and current degree of
implementation and therefore enriches current concep-
tualisations of PC. We showed that patients consider
every dimension of PC relevant, but currently not well
implemented. Furthermore, these results can be used
for developing comprehensive questionnaires such as
patientreported experience measures regarding PC
care. Regarding the status quo, especially in Germany,
we therefore still need to make efforts since patients do
not receive the PC healthcare they consider so relevant.
Thus, these data can be used to deduce healthcare poli-
cies which tackle the insufficient implementation of PC
from the patients’ perspective.
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