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Abstract
Objectives Communication processes play a key role in the patient-doctor relationship. Few studies have considered communi-
cative processes in advanced Parkinson’s disease (PD), and in particular in the phase of proposing complex therapies (CT).
Therefore, we explored the role of communication and patient-doctor relationship in the transition phase to CT for advanced PD,
analysing satisfaction, factors influencing the relationship and patients’ unmet needs.
Materials and methods Twenty-four PD patients (mean age 61.7 ± 8.8 years; mean disease duration 12 ± 4.8 years) eligible for
deep brain stimulation or infusion therapies were submitted to a semi-structured interview aimed to investigate communication-
related cognitions, feelings and behaviours concerning PD and the possible transition towards CT. The Patient-Doctor
Relationship Questionnaire (PDRQ-9) was administered along with neuropsychological and behavioural screening tests.
Results All patients discussed the possible transition to CTwith a neurologist. A high degree of satisfaction about the relationship
with the neurologist was revealed (mean PDRQ-9 score 37.3 ± 7.3). The communication not only aroused feelings of fear (11/24
patients) and concern (15/24 patients), but also fostered the hope for motor improvement (15/24 patients). Half the patients (12/
24) wanted to receive more information about CT after communication.
Conclusions This pilot study highlights the importance of doctor-patient communication in PD when facing the transition to CT.
Trust in the physician emerged as a key point in favour of the therapeutic alliance. Neurologists should carefully consider
patients’ reactions and preferences for eliciting collaboration and treatment adherence, favouring a patient-centred standard of
care.
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Introduction

Communication processes play a key role in the patient-doctor
relationship, influencing the patient’s ability to cope with the
situation and cooperate with the physician to optimizemedical
treatment [1]. The doctor-patient communication is potentially
more relevant in the context of chronic neurological disorders,
such as the neurodegenerative diseases, when patients and
caregivers start a long road together from the diagnosis to
the management of progressive symptoms and disabilities.
Two main aspects emphasize the significance of doctor-
patient communication in Parkinson's disease (PD): the

physical, psychological and social implications of the disease
[2–4], and the availability of many different therapeutic op-
tions to address motor and non-motor features [5–7]. While
the early stages of PD are typically characterized by adequate
control of motor symptoms by dopaminergic therapy [8–10],
the development of therapy-related motor complications [11]
often demands the use of more effective albeit invasive ther-
apeutic options. Complex therapies (CT) currently available
for PD patients with motor complications encompass deep
brain stimulation (DBS), continuous intra-duodenal
levodopa/carbidopa intestinal gel infusion (LCIG) and contin-
uous subcutaneous apomorphine infusion (CAI) [12–16].
However, the selection process for CT is challenging and in-
volves doctors, patients and caregivers alike with diverse clin-
ical, human, ethical and cultural implications. Patient motiva-
tion, detailed education, regular follow-up visits in a special-
ized setting and stable patient’s support by his environment
are considered key elements to improve the clinical outcome
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of CT [12]. These aspects make the CT proposal a sensitive
moment in the patients’ history, with considerable psycholog-
ical and decision-making implications for their social and fa-
miliar environment [17]. In this context, the patient-doctor
relationship is crucial to improve collaboration and adherence
to treatment.

To our knowledge, only few studies have examined the role
of communication in PD [18], and none specifically investi-
gated the communication processes during the CT evaluation
phase. Here, we aimed to investigate the role of doctor-patient
communication during the transition to CT, analysing satisfac-
tion, factors influencing the relationship and unmet needs of
advanced PD patients.

Materials and methods

Study population

Twenty-four consecutive PD patients were recruited from our
Movement Disorder Unit from October 2013 to March 2016.
Inclusion criteria were diagnosis of idiopathic PD according to
the UK Brain Bank criteria [19], presence of motor fluctua-
tions or dyskinesias despite receiving optimized oral or trans-
dermal medications, and eligibility for CT. Exclusion criteria
were diagnosis of dementia, defined by the criteria reported by
Emre and coll. [20] and severe depression according to DSM
5 criteria [21].

The Local Ethical Committee approved the study protocol,
and each patient signed an informed consent to participate in
the study.

Study aims and outcome measures

The primary aim was to analyse the patients’ satisfaction with
the communication of neurologists on the possibility of
switching from standard therapy to CT. As secondary aims,
we investigated factors that may influence the patient-doctor
relationship and the unmet needs reported by candidates for
CT. In addition, we specifically analysed the perceived com-
municative processes in the sub-group of patients who pre-
ferred not to proceed to CT.

Given the lack of validated tools specific for this topic, we
developed a semi-structured interview composed of 33 ques-
tions and a checklist from which patients ranked the selected
items (Table 1). For some questions (item 14, 25, 26), patients
were asked to answer selecting from a range score (from 1 to
10), where higher scores were indicative of higher levels of
satisfaction and agreement with communication features.
Developing the interview, we have taken into account most
of the recommendations reported in other studies [22, 23] on
how serious illness communication should be delivered. All
interviews were performed face-to-face after the patient had

discussed with the neurologist about the need to transition to
CT. First, socio-demographic information was collected.
Then, patients were asked to answer questions about the re-
cent communication received by the neurologist. The inter-
view investigated the following points: (a) setting (time and
space); (b) patients’ subjective evaluation about disease

Table 1 Semi-structured interview administered to our patients

1) Have you recently had a personal session with a neurologist discussing
about your health status and Parkinson’s disease?

2) Was the doctor your referral neurologist?
3) Where did doctor-patient communication take place?
4) Do you think that the place was suitable?
5) How much time was dedicated to the personal session?
6) Do you think the time devoted for you was suitable?
7) Who attended the personal session, besides you and the doctor?
8) Would you have preferred having someone else attending the personal

session with you?
9) Where people were placed in the room?
10) How did the conversation start?
11) Did the doctor try to establish a contact with you?
12) Did the doctor evaluate your desire to be informed?
13) Referring to the transmitted information:
13.1) Did the doctor use technical terms?
13.2) Did the doctor use clear language?
13.3) Did the doctor give you time for reflections?
13.4) Did the doctor consider your comprehension?

14) On a range score from 1 to 10, how did you perceive the doctor during
the conversation?
14.1) Emotionally involved
14.2) Competent from a technical point of view
14.3) Competent from a relational point of view

15) Which emotions did you perceive by the doctor during the
communication?

16) Which emotions and reactions did you feel during the
communication?

17) During the days following the communication, did that emotions and
reactions change?

18) Which kind of thoughts did the communication favour in you?
19) During the days following the communication, did that thoughts

change?
20) What did you do after the communication?
21) What did you do during the days following the communication?
22) During the communication, did the doctor allow you to
22.1) Express your feelings?
22.2) Express your thoughts?
22.3) Express doubts, uncertainties and needs?
22.4) Express “new” purposes about your health status?

23) How did the communication end, from a practical point of view?
24) How did the communication end, from an emotional point of view?
25) On a range score from 1 to 10, how much did you feel satisfied about

the communication with the neurologist?
26) On a range score from 1 to 10, how did you assess physicians’

communicative competence?
27) What did you prefer about physicians’ way to communicate?
28) What did you dislike about physicians’ way to communicate?
29) Did you need further information?
30) Did you need to look for further information (e.g. the Internet, books,

friends, other doctors, ...)
31) Did you request further chance to discuss the topic in more detail?
32) With who?
33) Why?
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progression; (c) non-verbal communication and subjects’ per-
ception about physicians’ technical abilities and emotional
reactions; (d) reactions, beliefs, behaviours and emotions
experienced by participants; (e) conclusion of patient-doctor
interaction; (f) exchange of information and information-
seeking behaviour. Each interview lasted from 20 to 35 mi-
nutes and was transcribed verbatim.

The Patient-Doctor Relationship Questionnaire
(PDRQ-9) [24] was used to assess therapeutic aspects of
patient-doctor relationship in the care setting. The score
ranges from 5 to 45; higher values are indicative of great-
er satisfaction about the relationship with the physician.
Cognitive status was evaluated by means of Mini Mental
State Examination (MMSE) [25]. Depressive alterations
were investigated using the Beck Depression Inventory
II (BDI II) [26], whereas anxiety was assessed by the
State-Trait Anxiety Inventory (STAI) X-Form [27].

Statistical analysis

Data were analysed using a mixed method approach aimed to
integrate qualitative and quantitative data and their interpreta-
tions [28, 29]. Descriptive statistics (mean ± standard devia-
tion) were performed to describe the socio-demographic and
clinical characteristics of our sample. Answers to open-ended
questions were analysed according to qualitative research de-
sign [30]. Collected qualitative data were analysed according
to theory-based content analysis [31] useful to quantify the
occurrences of concepts selected for examination [32]. This
evaluation was carried out by two independent trained coders.
Spearman’s correlations were used to investigate the relation-
ship between communication processes and levels of anxiety
or depression measured by standardized instruments; patient’s
reactions and their satisfaction for the interaction with the
doctor.

All p values reported are two-tailed, and a p < 0.05 was
considered statistically significant. Data were analysed using
the Statistical Package for the Social Sciences (SPSS 22 for
Mac, Chicago, IL).

eData availability The datasets generated during and analysed
during the current study are not publicly available due to pri-
vacy restrictions but are available from the corresponding au-
thor on reasonable request.

Results

Sociodemographic and clinical data

We enrolled 24 patients (62.5% males) according to the
inclusion/exclusion criteria. Sociodemographic and clinical
data of the entire cohort are presented in Table 2.

Communication about CT was given by 12 neurologists
from 6 Italian regions.

Patients’ satisfaction with the communication

In our sample, high satisfaction for patient-doctor interaction
was outlined, as emerged by item 25 of the interview (mean
score = 8.79 ± 1.31; range 7–10): on a range score from 1 to
10, 83.3% of patients (n = 20/24) assigned a score ≥ 8 (Fig. 1).
The PDRQ-9 score confirmed a high satisfaction for the
patient-doctor relationship, showing a mean score of 37.3 ±
7.3 (range 17–45).

The physicians’ communicative competence was evaluated
as very adequate (item 26: mean score = 9.08 ± 1.21; range 5–
10). Patients perceived the doctor as emotionally involved
(item 14.1: mean score = 8.5 ± 1.2; range 6–10) and compe-
tent from a technical (item 14.2: mean score = 9.3 ± 0.9; range
7–10) and relational (item 14.3: mean score = 9 ± 1; range 7–
10) point of view. In addition, as evaluated by item 15, a sense
of responsibility of the physician was perceived by 91.7% of
subjects (n = 22/24). Among the emotions expressed by the
physician and perceived by the patient, sadness was reported
by 16.7% (n = 4/24), and sense of impotence by 12.5% (n = 3/
24). None of the respondents perceived negative feelings from
the physician, such as anger, sense of guilt, embarrassment or
desire to avoid the situation.

When questioned about the most appreciated aspects of
doctor’s communication (item 27), directness and clarity were
the most frequently cited adjectives, as referred by 29.2% (n =
7/24) of participants (Fig. 2). As assessed by item 11, non-
verbal means of communication, such as eye contact and ges-
tures, played a key role during communicative processes and
were interpreted as doctor’s signal of interest and empathy, as
stated by 37.5% (n = 9/24) of patients.

Considering the setting dedicated to communication (from
item 3 to item 9), all except one patient evaluated

Table 2 Patients’ demographic and clinical features

Age 61.7 (8.8)

Gender (M/F) 15/9

Education (years) 10.5 (3.9)

Disease duration (years) 12 (4.8)

MMSE 28.9 (1.4)

PDRQ-9 37.3 (7.3)

BDI II 12.4 (7.6)

STAI X1 45.4 (13.3)

STAI X2 42.8 (11.1)

Mean (standard deviation) are reported

MMSE, Mini Mental State Examination; PDRQ-9, Patient-Doctor
Relationship Questionnaire; BDI II, Beck Depression Inventory II; STAI
X1, State-Trait Anxiety Inventory X Form (state anxiety); STAI X2, State-
Trait Anxiety Inventory X Form (trait anxiety)
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communication setting as suitable. As estimated by respon-
dents, patient-doctor interactions had a mean duration of 40.8
± 15.9 minutes, rated as appropriate by 83.3% of subjects (n =
20/24). Only 3 patients (12.5%) preferred not to be accompa-
nied by a family member during the visit.

A significant and inverse correlation was found between
satisfaction for patient-doctor interaction and patients’ reac-
tions of anger and scepticism (item 22) (anger r = − 0.52,
p < 0.05; scepticism r = − 0.52, p < 0.05). Patients’ reactions
of sadness and shock (item 22) were inversely correlated with
PDRQ-9 score (sadness r = − 0.49, p < 0.05; shock r = − 0.43,
p < 0.05) (Table 3).

Factors influencing the patient-doctor relationship

Referring to factors that may have contributed to patients’
satisfaction, all participants had a personal session with a

neurologist discussing the possible transition to CT during
an outpatient visit (item 1 of the interview). In 62.5% of cases
(n = 15/24), this communication was delivered by the referral
neurologist.

As evaluated by item 12 and 13, the vast majority of pa-
tients (91.7%; n = 22/24) reported that neurologists correctly
took into account the desire to be informed about CT. Despite
the use of technical words (as reported by 66.7% of partici-
pants; n = 16/24), a clear language was used, and careful at-
tention was paid to patient’s comprehension of the referred
content in 100% of cases (n = 24/24). Time to reflect on
emerging themes was defined as adequate by 91.7% of pa-
tients (n = 22/24). As estimated by item 22 of the interview,
100% of patients (n = 24/24) reported having had the possibil-
ity to express emotions, thoughts, doubts and questions. In
addition, all participants felt the possibility to discuss with
physicians about a possible new strategy or treatment

Fig. 2 Most appreciated features
of doctor’s communication
reported as percentage. Patients’
answers referred by less than 10%
of respondents are reported as
“other”. This category includes
the following answers: 1 =
authority; 2 = nothing; 3 =
gladness; 4 = availability; 5 =
expertise; 6 = loosening; 7 =
familiar attitude; 8 = smile; 9 =
care for patient; 10 = practicality/
concreteness; 11 = simplicity/
humility

Fig. 1 Satisfaction for patient-
doctor interaction on a range
score from 1 to 10 evaluated by
item 25 of the interview

2360 Neurol Sci (2019) 40:2357–2364



plan for their health status. In fact, concluding this per-
sonal session, in 45.8% of cases (n = 11/24), patient and
neurologist arranged assessments necessary for the se-
lection of CT (item 23).

Patients’ unmet needs

In spite of high satisfaction for the patient-doctor interaction,
some unmet needs emerged from the patients’ perspective.
Considering answers collected from item 29 to item 33 of
the interview, 50% of patients (n = 12/24) wished to receive
further information and only 7 patients (29.2%, n = 7/24) did
not attempt to obtain further explanations. Use of the Internet
to gather more information was very frequent (50% of respon-
dents, n = 12/24).

As evaluated by item 22 (Table 2), this communication
aroused a wide range of beliefs and related emotional contents
encompassing, in particular, fear (45.8%, n = 11/24 patients)
and concern (62.5%, n = 15/24 patients). A significant corre-
lation was found between anxiety measures and emotions like
sadness (STAI X1 r = 0.63, p < 0.01; STAI X2 r = 0.52,
p < 0.05) and scepticism (STAI X1 r = 0.55, p < 0.05; STAI
X2 r = 0.48, p < 0.05), whereas feelings of concern signifi-
cantly correlated with depressive symptoms (BDI II r = 0.61,
p < 0.05).

Therapeutic choice

After the communication, 62.5% of patients (n = 15/24)
started a CT, while 37.5% (n = 9/24) continued with standard
pharmacological treatment (Fig. 3). Out of 15 patients treated
with CT, 60% (n = 9/15) underwent DBS, whereas 40% (n =
6/15) began a treatment with LCIG. Among the 9 patients
who did not start a CT, 44.4% of subjects (n = 4/9) referred

to DBS were not eligible (3 patients because of cerebral atro-
phy and cognitive deficit; one patient was under evaluation for
borderline cognitive status), while 55.6% of patients (n = 5/9)
refused CT for excessive anxiety or poor motivation.

Referring to this last subgroup of respondents, patients’
satisfaction about the relationship with physicians, assessed
by PDRQ-9, was still high (mean score = 35 ± 11.81; range
17–45). On a range score from 1 to 10, patients perceived
the doctor as emotionally involved (item 14.1: mean score =
8.4 ± 1.5; range 7–10) and competent from a technical (item
14.2: mean score = 8.8 ± 1.3; range 7–10) and relational (item
14.3: mean score = 9 ± 1.2; range 7–10) point of view. In ad-
dition, as assessed by item 15, a sense of responsibility by the
physician was perceived by 80% of patients (n = 4/5). From
the patients’ perspective, emotional reactions of cry and feel-
ings of fear and concern were reported by 60% of respondents
(n = 3/5); 40% of subjects (n = 2/5) reported hope for motor
improvement. At the end of the personal session, patients
reported satisfaction for the interaction with neurologists (item
25: mean score = 8 ± 2.1; range 5–10). Nevertheless, 60% of
patients (n = 3/5) sought for more information about CT (i.e.
the Internet).

Discussion

The aim of our exploratory study was to investigate the role of
communication and patient-doctor relationship in the possible
transition to CT for the treatment of advanced PD. First of all,
our patients reported a high degree of satisfaction with their
relationship with clinicians. Concerning the main themes ex-
plored by our interview, all respondents discussed the transi-
tion to CT with the neurologist that, in most cases, was the
referral physician. This result differs from the one literature

Table 3 Spearman’s correlations
between emotional reactions and
BDI II, STAI X Form scores,
PDRQ-9 score and item 25 of the
interview score

Emotional
reaction

N (%) BDI II STAI X1 STAI X2 PDRQ-
9

Satisfaction for patient-doctor
interaction (item 25)

Cry 7 (29.2) 0.35 0.10 0.02 0.15 − 0.18
Anger 4 (16.7) 0.22 0.40 0.40 − 0.38 − 0.52*
Sadness 6 (25) 0.41 0.63* 0.52* − 0.49* − 0.33
Silence 6 (25) 0.36 0.41 0.28 − 0.28 − 0.10
Denial 1 (4.2) 0.36 0.40 0.40 − 0.35 − 0.36
Shock 5 (20.8) 0.10 0.26 0.26 − 0.43* − 0.36
Scepticism 4 (16.7) 0.37 0.55* 0.48* − 0.38 − 0.52*
Concern 15 (62.5) 0.61* 0.24 0.25 − 0.03 − 0.30
Fear 11 (45.8) 0.25 0.31 0.01 − 0.16 − 0.15
Hope 15 (62.5) − 0.45 − 0.49* − 0.30 0.32 0.34

Gladness 10 (41.7) − 0.32 − 0.22 − 0.25 − 0.09 0.19

*Significant correlations (p < 0.05)

BDI II, Beck Depression Inventory II; STAI X1, State-Trait Anxiety Inventory X Form (state anxiety); STAI X2,
State-Trait Anxiety Inventory X Form (trait anxiety); PDRQ-9, Patient-Doctor Relationship Questionnaire
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report [18], where the most important information channels
about CT were magazines, other patients, television and the
Internet. From the patient’s perspective, receiving serious ill-
ness communication from the treating neurologist could be
beneficial for several reasons. Trust in the physician and ther-
apeutic alliance, that may have been built previously, could
help patients to better understand conveyed messages and to
have a more constructive reaction. We believe that this point
may play a central role for optimal care and satisfaction about
the current and future treatments.

In addition, these aspects may have contributed to patients’
awareness about disease progression and symptoms worsen-
ing, a crucial point to be evaluated at the beginning of serious
illness communication, where the physician should explore
patient’s knowledge and expectations about the disease and,
therefore, readiness to hear delicate or bad news.

Other critical points regarding communication were the
setting dedicated to the discussion that in our sample was
evaluated as suitable by the overall majority of patients and
the possibility for patients to be accompanied throughout the
process by a family member. Good family and social support
is essential for PD patients, particularly in advanced stages of
the disease. Indeed, caregiver’s involvement represents a fun-
damental aspect in all phases of CT [13] and can play a key
role in patients’ decision making [33]. Moreover, in the ab-
sence of an adequate social and familiar support, infusional
therapies are not recommended [13, 34].

Other interesting results are derived from questions linked to
patients’ theory of mind, defined as the ability to infer and
predict the intentions, thoughts, desires, intuitions, behavioural
reactions, plans and beliefs of other people [35]. This ability
requires awareness that others have a mind with mental states,
information and motivations that may differ from one’s own
[36, 37]. About physicians’ emotions experienced during seri-
ous illness communication, none of the patients perceived

negative feelings, while a sense of responsibility was frequently
perceived. This perception may favour the patients’ trust in the
neurologist and the proposed treatment; probably physicians
are viewed as a source of authority and their advice on therapy
and symptoms are considered meaningful. In fact, physicians
were perceived as competent from a technical and relational
point of view.Moreover, neurologists were defined as emotion-
ally involved during communicative processes described as
rich of non-verbal means of communication, such as eye con-
tact and gestures. These features of communicative processes
may have played a central role in considering the physician as
empathetic and interested in patients’ health status.

The knowledge of patients’ experience will allow clini-
cians to more effectively respond to patients’ emotional reac-
tions, thereby facilitating the delivery of life-altering news and
creating an experience as positive as possible. Our results
highlight that communication can trigger a wide range of
thoughts and related emotions in PD patients referred for
CT, that the neurologists should take into account. As expect-
ed, negative feelings, such as fear and concern, were frequent-
ly reported, probably elicited by the confirmation of symp-
toms worsening and the suggestion to undergo an invasive
procedure. However, also feelings of gladness and hope for
motor improvement were reported, probably elicited by phy-
sician’s opinion and trust about the possibility of a new effec-
tive therapy.

According to respondents’ opinions, physicians seemed to
deliver bad news related to the transition to CT adequately,
respecting the recommendations and protocols described else-
where [22, 38]. However, some aspects of communicative
processes should be further improved. For example, after the
discussion with physicians, search for further information was
very frequent. Information seeking could be a precious coping
strategy that physician should recognize in order to favour
decision-making processes. The use of written material or

Fig. 3 Flowchart of the
therapeutic choice of the patients
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the possibility to conduct the discussion in more encounters
could be a more constructive strategy.

Concerning patients that refused CT, we may suppose
some weaknesses of the communicative process. For exam-
ple, managing fear and concern may be difficult, related in
part to the doctor’s ability to recognize and denominate these
emotions, in order to favour cognitive and emotional process-
ing. Another issue is linked to the meaning that the patient
attributes to the symptoms and their potential improvement.
Indeed, during communication, patients can develop relevant
misconceptions that may negatively affect decision-making
processes [39].

To our knowledge, this is the first study evaluating the role
of communicative processes and patient-doctor relationship in
the possible transition to CT for the treatment of advanced PD.
The small number of cases represents the main shortcoming of
the study, limiting the analysis of the results to descriptive
statistics. A second limitation, which could affect the general-
ization of our results, is the fact that all patients pertain to the
same cultural context (i.e. Italian population). This data might
influence reactions and emotional traits, eventually influenc-
ing the interaction with doctors. Thus, further studies are rec-
ommended to confirm the consistency of our findings also in
other cultural areas. Finally, we relied on data collected by one
investigator, but related to the communication of patients with
different neurologists (n = 12), introducing a possible bias due
to a high variability of data.

In conclusion, trust in the physician and the possibility to
receive serious illness communication news from referral neu-
rologist resulted as the core element in favour of a positive
patient-doctor relationship. During this communicative process,
physicians should carefully recognize patients’ emotional reac-
tions and preferences to elicit collaboration and treatment ad-
herence, favouring a patient-centred treatment. Studies focusing
on the best way to communicate important information during
the course of PD are needed to improve the patients’ care.
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