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Abstract
Background Parkinson’s disease (PD) significantly impacts the health-related quality of life of affected individuals 
and their relatives. In order to support the affected individuals and their families in coping with PD, it is essential to 
offer comprehensive information about their experiences. A comprehensive understanding of their lived experiences 
with the disease, the healthcare system, applied self-management strategies and their needs is considered crucial 
for developing a PD support program. Therefore, we aimed to explore the lived experiences and support needs of 
individuals with PD and their relatives in Germany.

Methods This non-interventional, qualitative study conducted an explorative status quo and needs assessment. 
It generated knowledge through semi-structured focus groups and interviews with individuals with PD at various 
disease stages and their relatives. The interviews were digitally recorded, transcribed verbatim, and analysed using 
content analysis.

Results Fifty-two individuals with PD and 29 relatives participated in eight focus groups and 13 paired and 13 
individual interviews. Four themes with corresponding subthemes emerged: (1) experiences, revealing individuals’ 
experiences around their diagnosis and with disease-specific care provision; (2) management support offers, 
clarifying who provides support and the type of support offered; (3) self-management, including comprehensibility, 
meaningfulness and manageability; and (4) future needs, differentiating between deficits and needs. Most 
participants expressed a sense of abandonment when obtaining self-management strategies and mastering their 
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Background
Parkinson’s disease and its disease-related burden on 
affected individuals and their relatives
Parkinson’s disease (PD) is a progressive neurodegen-
erative disorder with a rapidly increasing prevalence that 
affects the lives of those affected at various levels [1]. In 
Germany, around 400,000 individuals are affected by PD, 
and the impact of PD will increase further due to the age-
ing population in Western societies [2].

PD’s complex nature is associated with considerable 
limitations in the health-related quality of life of people 
with PD (PwPD) and their relatives [3]. The diversity of 
motor symptoms (e.g. bradykinesia, rigidity, tremor and 
postural instability) and non-motor symptoms (e.g. cog-
nitive dysfunction and depression) constitutes a severe 
burden not only for PwPD but also for their relatives, 
typically the spouse or a child of the person with PD 
[4, 5]. Clinicians have tended to frequently focus on the 
key motor symptoms and neglect other symptoms (e.g. 
depression) or needs (e.g. psychosocial issues) [6, 7]. 
However, non-motor symptoms strongly determine the 
quality of life of PwPD [8]. Moreover, ‘reducing’ PD to 
a merely biomedical issue is problematic since it poten-
tially compromises the well-being of both PwPD and 
their relatives [9].

PD is also considered to impose a significant burden on 
the relatives of PwPD, including fear of disease progres-
sion [10]. Spouses or other family members can suddenly 
find themselves in the position of becoming an ‘informal’ 
caregiver, generally without financial compensation for 
their effort [11, 12]. Due to insufficient disease-specific 
social support or inadequate care provision, informal 
caregivers may experience constraints on their relation-
ship and everyday life, concerns about the future and lack 
of employment of the PwPD, which may adversely affect 
their emotional and physical well-being (e.g. anxiety or 
depression) [10, 11, 13].

Care and support needs
Few qualitative studies have explored the lived experi-
ences and support needs of PwPD and their relative care-
givers, especially in early-stage PD [14]. Furthermore, 
there is a paucity of research examining the potential for 
implementing an advanced care approach for this group 
[15]. PD requires the care of a multidisciplinary team of 
healthcare professionals and individualised medication 
[16]. Intensive interdisciplinary cooperation between 
healthcare professionals and a single point of contact 
or a helpline providing individual support is considered 
highly beneficial for PwPD and their families [17]. The 
strong involvement of PwPD in therapy decisions cor-
relates significantly with their satisfaction regarding the 
consultation and distress relief [18]. Above all, a self-
management approach plays a significant role in empow-
ering PwPD and their caregivers to overcome problems, 
make decisions, activate resources, build physician-
patient relationships and implement measures [19].

Care and support approaches in Germany
Germany currently lacks a patient-centred, nationally 
coordinated and well-established holistic approach to 
care that focuses on both supporting PwPD and their 
families [20]. A lack of effective communication between 
healthcare professionals and people with Parkinson’s dis-
ease (PwPD) and their relatives is a significant issue. This 
communication gap can result in unintended changes 
to treatment, which may lead to suboptimal therapeutic 
outcomes and hospital admissions [21].

In certain German regions PD networks exist. Their 
objective is to enhance the quality of care for PwPD, 
reduce the incidence of unnecessary hospital admis-
sions and associated costs, and facilitate the sharing of 
data and resources among different healthcare provid-
ers operating across various sectors [22]. However, most 
PD networks rely heavily on local initiatives, where con-
sultation is primarily provided by resident neurologists 
and, in many cases, in specialized PD clinics [20]. More-
over, recently integrated concepts have been introduced, 

lives with PD, often referred to as ‘life 2.0’. They identified the lack of structured and adequate provision of information, 
system orientation and social awareness.

Conclusions In Germany, there is an urgent need for a comprehensive PD care program that addresses the needs 
of individuals with PD and their relatives from the start of their care trajectory. It could assist individuals in gaining a 
comprehensive understanding of the disease, obtaining self-management strategies, building a support network, 
and becoming experts in self-managing their disease. Moreover, it may positively influence their care trajectory and 
reduce burdens, such as overburdening, fear of progression, and health anxiety.

Trial Registration German Clinical Studies Register (https://www.drks.de/DRKS00030090, No. DRKS00030090, Date of 
registration: 15.12.2022).
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which have been demonstrated to enhance the quality of 
life and satisfaction of PwPD with regard to healthcare 
services [20, 21]. Meanwhile, a status quo analysis of cur-
rent care practice was conducted that explored extensive 
routine data for Saxony in Germany, indicating a need for 
innovative care concepts [23].

In order to fill the gap in holistic care, a nationwide sys-
tematic PD support programme should be implemented 
by providing needs-based training with a focus on self-
management. It should be integrated into a ‘Parkinson’s 
school’ for PwPD and their families [24]. To establish this 
school at a the federal level and ensure coverage by statu-
tory health insurance, a number of mandatory steps must 
be undertaken, including development, practical adap-
tation, and evaluation [25]. Given the dearth of studies 
investigating the lived experiences of German PwPD and 
their relatives with the current support system and their 
desires regarding a disease-related school, the initial step 
was to conduct a systematic status quo and needs assess-
ment within the ‘WissensPARK’ (‘KnowledgePARK’) 
project. This step was funded by the German Parkinson 
Association (Deutsche Parkinson Vereinigung; 08/2022–
08/2023). WissensPARK´s aim was to explore the lived 
experiences of PwPD and their relatives with the diagno-
sis and subsequent consultation and care, as well as their 
‘preferences and needs’ regarding the content and didac-
tics of a potential self-management support program.

This article specifically reports on the first part of the 
larger WissensPARK study, which comprehensively 
assesses the current status quo and identifies the support 
needs of the target population. The findings regarding the 
desired content and didactics for the support program 
(school) will be published elsewhere.

Objective
We aimed to explore the lived experiences of German 
PwPD and their relatives with PD, PD-related care pro-
vision, perceived disease management support, and self-
management strategies, as well as their future support 
needs.

Methods
Design
WissensPARK was a non-interventional, explorative, 
mixed-method qualitative study [26]. Qualitative 
research tends to be small in order to support the depth 
of case-oriented analysis and to find information-rich 
material [26]. This approach provides a multifaceted and 
comprehensive understanding of the research topic [26, 
27]. New knowledge was generated through semi-struc-
tured individual (II), paired (PI), and focus group (FGI) 
interviews. A flexible data collection approach was nec-
essary to permit all potentially interested individuals to 

participate by acknowledging their PD severities and 
availabilities in a given time slot.

Setting and sampling
This study used purposeful sampling [28]. Its data were 
collected nationwide, and recruitment efforts were facili-
tated through collaborations with clinics, institutes and 
stakeholders from the German Parkinson Association 
and affiliated self-help groups, who assisted in identi-
fying and reaching out to suitable candidates (see the 
Acknowledgements).

In qualitative research, the concept of sample adequacy 
concerns the suitability of the composition and size of 
the sample [29]. In selecting participants, a number of 
parameters were taken into account, including the scope 
of the study, the nature of the topic (in terms of complex-
ity and accessibility), and the quality of the data [26]. 
We did not aim for saturation, but our data collection 
strategy was focused on gaining comprehensive insights 
into the diverse needs of PwPD at different stages of PD, 
characterised by the Hoehn and Yahr stage classification 
[30]. In order to understand the specific needs of newly 
diagnosed PwPD and their relatives, we defined one spe-
cial group (‘de novo’), which included PwPD who had 
received their diagnosis within the last two years. Our 
recruitment strategy was flexible to the circumstances 
at the respective locations and cooperation partners (e.g. 
consent or availability of PwPD and their relatives). Fur-
ther collaboration partners, such as experts with their 
own experiences group ‘Parkinson Paten’ (PwPD that act 
as PD mentors), were also included in this study.

Participants
The study participants were PwPD and their relatives; 
however, they were not required to participate in pairs. 
The inclusion criteria were PwPD at all Hoehn and Yahr 
stages, including those with new diagnoses [30], of both 
sexes who were aged ≥ 18 years (no upper age limit) and 
cognitively able to participate (assessed by the cooperat-
ing partners and researchers). We also included relatives 
of PwPD at all Hoehn and Yahr stages [30], regardless of 
whether or not they were informal caregivers. All par-
ticipants had to be native German speakers or have an 
excellent command of it and unrestricted or sufficiently 
corrected vision and hearing abilities. The PwPD’s Hoehn 
and Yahr stage [30] was assessed by the cooperating part-
ners or within the medical documentation of the treating 
neurologist before data collection.

Data collection
The participants were asked to complete a sociodemo-
graphic information form that asked for data such as 
education, employment status, and living situation.
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It was initially planned to collect qualitative data face-
to-face in various healthcare settings specialising in PD, 
such as university hospitals or rehabilitation clinics. 
However, due to geographic distance and the PD-associ-
ated burden, three FGIs had to be conducted online via 
the ‘Zoom’ online meeting platform. Some participants 
interviewed face-to-face were inpatients at cooperating 
clinics, while others travelled to the respective data col-
lection locations. Moreover, participation in an FGI was 
not appropriate for all participants due to their physical 
circumstances or availability, so they were offered a PI or 
II.

Between January and April 2023, data were collected 
by three researchers with backgrounds in psychology, 
nursing and public health (ÜSS, LJ and TK). Data collec-
tion was guided by the same semi-structured interview 
guidelines. Our instrument was based on a previously 
co-developed and piloted guideline used by one of the 
cooperating partners [31]. Our research team adapted it 
to our specific research needs and piloted it before data 
collection (Annex 1).

Interviews with PwPD and relatives were conducted 
separately. Whenever possible, both groups were sub-
divided into four groups based on the Hoehn and Yahr 
stage (de novo, H&Y 1, H&Y 2–3 and H&Y 4–5) [30], 
ensuring that PwPD were grouped with those at the same 
stage during data collection, and relatives were grouped 
with those whose affected relatives were currently at the 
same stage.

Two team members conducted the FGIs, while a single 
team member conducted the PIs or IIs. All interviews 
were audio recorded, and notes were taken. During 
face-to-face FGIs, important issues were visualised on 
flipcharts parallel to the data collection and used for clar-
ification or periodisation. The photo-documented flip-
charts assisted in the analysis process.

Data analysis
This study followed the Consolidated Criteria for Report-
ing on Qualitative Studies (COREQ) guidelines [32]. The 
qualitative content analysis was conducted between April 
and July 2023 [33]. First, all audio files were transcribed 
verbatim by an external transcription bureau, consider-
ing the standards of social research [34]. Anonymisation 
was achieved by assigning each participant a pseudonym 
in the form of an ID number, which provided information 
only about the study site and the Hoehn and Yahr stage 
[30] of the PwPD or, respectively, the participating rela-
tive. Second, transcripts were analysed using MAXQDA 
(version 22), with three researchers (TK, LJ and ÜSS) 
participating in the coding process. Two researchers 
independently coded each transcript using a deductive-
inductive content analysis [33]. The initial coding tree 
was created deductively in alignment with the interview 

guidelines. Third, based on emerging themes in the inter-
view material, additional themes and subthemes were 
incorporated inductively, grouped and condensed. Illus-
trative quotes were identified and highlighted. In order to 
gain a deeper understanding of the meaning, perceived 
differences among the coders were discussed. The discus-
sions between the coders and the entire research team 
continued until a consensus was achieved and a final cod-
ing tree was agreed upon. The quotes integrated into this 
article were translated from German to English by a flu-
ent English-speaking research team member (TK).

Results
Sociodemographic description
Eighty-one individuals participated in WissensPARK 
(Table  1). The participants included inpatients at a PD 
clinic, PwPD living at home who travelled to the study 
sites to participate, members of a Young Parkinson’s 
group (‘JuPa-Group’), and a group of experts with their 
own lived experiences (‘Parkinson Paten’ [Parkinson 
mentors]) and their relatives. There were no dropouts; all 
participants completed the interviews.

Interview data
New knowledge was generated from 34 qualitative data 
collection sessions: 8 FGIs, 13 PIs and 13 IIs. Of these, 
31 were conducted face-to-face in collaboration with 
cooperating clinics at various locations across Germany 
(see the Acknowledgements); three FGIs were con-
ducted online with participants distributed throughout 
Germany.

Altogether, 2836 min of audio material were recorded, 
with interview durations ranging from 32 to 119  min 
(mean = 83  min). The findings presented in this article 
are based on the first part of the interview guideline 
(the status-quo assessment, Annex 1), which constitutes 
approximately one-third of the audio material; the other 
parts focus on the support needs, emphasising informa-
tion transmission (e.g. content or conditions), and will be 
published elsewhere.

Outcomes
Four main themes emerged from the interviews with the 
PwPD and their relatives: (1) experiences, (2) PD-man-
agement support offers, (3) self-management strategies 
and (4) future necessities. The outcomes will be dis-
cussed sequentially, first for the PwPDs and then for the 
relatives.

Table  2 summarises the four main themes and their 
corresponding subthemes from the perspectives of the 
PwPD and their relatives. The quotes presented below 
belong to two groups: PwPD or the relatives of PwPD 
(labelled as ‘R’).
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Theme 1 - experiences
Subtheme 1
The lived experiences of PwPD around their diagnosis
The lived experiences of PwPD when being informed of 
their diagnosis ranged from ‘very good’ to ‘very unsatis-
factory’. Among those who were unsatisfied, a clear pat-
tern emerged of disappointment with how their physician 
delivered their diagnosis. The PwPD complained about 
receiving only a very brief explanation from their physi-
cian. One participant reported receiving only a phone call 
with no additional information other than the diagnosis, 
while another reported that they were first informed of 
their diagnosis through a casual remark made by a nurse.

For many participants, the process of identifying PD 
had been lengthy and debilitating, with a long period 
between the initial perception of symptoms and the final 
diagnosis. Both PwPD and their relatives reported fatigu-
ing, exhausting feelings of uncertainty.

The described symptoms at the time of diagnosis were 
very diverse, with their intensity increasing as the disease 
progressed. They ranged from tremors and micrographia 
to limb pain, excessive movements, insomnia, disturbing 
dreams, depressive periods, swallowing difficulties, loss 
of smell, gait instability, stumbling or freezing of gait.

However, reaching the point of obtaining a diagnosis 
was perceived as challenging. Many PwPD felt that their 
initial symptoms (e.g. loss of smell or taste and feelings 

of numbness in the arms or legs) were not attributed 
to PD. In the search for a cause, they had to undergo a 
strenuous journey involving several screening procedures 
with medical professionals. The health of a few PwPD 
was even damaged due to incorrect diagnosis and, con-
sequently, incorrect medications. For PwPD whose diag-
nosis was reached more quickly, the process was often 
driven by their intuition or premonition or a premonition 
from family members or friends.

Regarding their initial emotional reactions, the answers 
of PwPD were very heterogeneous, ranging from shock 
to sadness, anger, or fear. Some were overwhelmed with 
the information, while others immediately took the ini-
tiative. Some denied the diagnosis at first, while others 
felt a certain vindication about finally having a diagnosis 
that explained their symptoms. Some PwPD withdrew 
from social life. Initially, the emerging questions mainly 
focussed on the nature of PD, future prospects and treat-
ment options, and independence and work life, all corre-
sponding to a constant fear of disease progression.

Relatives’ experiences around the diagnosis
The diagnosis was typically delivered by a neurologist. 
Relatives often described a similarly lengthy and debili-
tating process that they had to endure between the initial 
symptoms and the final diagnosis, which was perceived as 
challenging. More frequently than in the PwPD, relatives 

Table 1 The participants’ basic characteristics
PwPD Relatives
Total (N) Female (n) Male (n) Total (N) Female (n) Male (n)
52 (100%) 22 (42.3%) 30 (57.7%) 29 (100%) 22 (75.9%) 7 (24.1%)

Age (years) 30–40 – – – 1 (3.7%) – 1 (16.7%)
41–50 7 (13.5%) 1 (4.5%) 6 (20.0%) 4 (14.8%) 4 (19.0%) –
51–60 17 (32.7%) 10 (45.5%) 7 (23.3%) 9 (33.3%) 8 (38.1%) 1 (16.7%)
61–70 18 (34.6%) 7 (31.8%) 11 (36.7%) 9 (33.3%) 6 (28.6%) 3 (50.0%)
> 70 10 (19.2%) 4 (18.2%) 6 (20.0%) 4 (14.8%) 3 (14.3%) 1 (16.7%)

Age (Min–Max) 41–77 49–77 41–75 39–76 45–75 39–76
Mean age (SD) 61.06 (9.26) 61.95 (7.76) 60.40 (10.29) 60.59 (9.64) 60.05 (8.91) 62.50 (12.63)
Education level No formal education 1 (1.9%) 1 (4.5%) – – – –

Primary school 1 (1.9%) 1 (4.5%) – 2 (6.9%) 2 (9.1%) –
Secondary school 7 (13.5%) 2 (9.1%) 5 (16.7%) 3 (10.3%) 1 (4.5%) 2 (28.6%)
Secondary high school 21 (40.4%) 12 (54.5%) 9 (30.0%) 11 (37.9%) 7 (31.8%) 4 (57.1%)
Undergraduate degree 22 (42.3%) 6 (27.3%) 16 (53.3%) 13 (44.8%) 12 (54.5%) 1 (14.3%)

Vocational qualification No vocational qualification 2 (3.8%) 1 (4.5%) 1 (3.3%) 1 (3.4%) 1 (4.5%) –
Vocational qualification 27 (51.9%) 14 (66.7%) 13 (43.3%) 16 (55.2%) 10 (45.5%) 6 (85.7%)
Applied Sciences qualification 13 (25.0%) 4 (19.0%) 9 (30.0%) 7 (24.1%) 6 (27.3%) 1 (14.3%)
University qualification 8 (15.4%) 2 (9.5%) 6 (20.0%) 5 (17.2%) 5 (22.7%) –
Postgraduate degree 1 (1.9%) – 1 (3.3%) – – –

Hoehn and Yahr stage De novo* < 50 years 1 (1.9%) 1 (4.5%) – 2 (8.0%) – 2 (28.6%)
De novo > 50 years 6 (11.5%) 3 (13.6%) 3 (10.0%) 7 (28.0%) 4 (22.2%) 3 (42.9%)
Stage 1 13 (25.0%) 4 (18.2%) 9 (30.0%) 3 (12.0%) 3 (16.7%) –
Stage 2–3 27 (51.9%) 13 (59.1%) 14 (46.7%) 11 (44.0%) 10 (55.6%) 1 (14.3%)
Stage 4–5 5 (9.6%) 1 (4.5%) 4 (13.3%) 2 (8.0%) 1 (5.6%) 1 (14.3%)

*De novo refers to PwPD who received their PD diagnoses within the last 24 months. Key: SD, standard deviation
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stated that they had a clear premonition about the nature 
of the symptoms observed in their affected relative. Even 
in cases where participants could not specifically connect 
the symptoms to PD, they simply ‘noticed that something 
was wrong’ (R 2, H&Y 1). This realisation often occurred 
long before any physicians were involved.

Once a final diagnosis was reached, relatives often 
noted that they were not adequately informed, and they 
felt alone in dealing with the shock and fear. Some com-
plained about not being believed about the severity of the 
changes they had noticed in their affected relative.

When asked about their initial emotional reactions, 
the relatives’ answers were just as diverse as those of the 
PwPD. Many described feelings of relief about finally 
having diagnostic certainty. Other reactions ranged from 
shock, helplessness, distress and grief to fear or denial.

Questions arising after receiving the diagnosis focused 
on general information about PD, causes and possible 
symptoms, treatment options, disease progression, inde-
pendence, employment, available resources and entitle-
ments. At this time, many thought about how to cope 
emotionally with the expected changes in their relation-
ship and daily lives.

Subtheme 2
PwPDs’ experiences with care provision
Disease-specific medical care was primarily provided 
by neurologists, with general practitioners occasion-
ally involved. Finding a ‘suitable and competent neurolo-
gist’ was described as challenging (PwPD 41, H&Y stage 
2–3). PwPD expressed frustration about feeling lost in 
the ‘maze’ or ‘jungle’ of different medical professionals 
(e.g. general physician, neurologist or physiotherapist). In 
contrast, those who had a stayover in a PD-specific reha-
bilitation clinic generally felt well-supported. Satisfaction 
with therapies such as physiotherapy or occupational 
therapy was generally good, although some PwPD felt the 
therapeutic effect was limited.

Medication treatment was almost always offered as the 
first therapeutic step. However, many PwPD expressed 
that the information about side effects was scarce, and 
especially those who experienced impulse control disor-
ders due to their medication saw a great need for better 
clarification from physicians. Since medication is per-
ceived as an ‘abiding theme’ (PwPD 38, de novo), a more 
holistic approach is universally desired by the PwPD. 
Deep brain stimulation was a particularly sensitive topic. 
Many participants expressed fear of such an intrusive 
operation, while others saw it as a kind of ‘last resort’ and 

Table 2 Themes and subthemes that emerged from the lived experiences of PwPD and their relatives
Theme 1 Theme 2 Theme 3 Theme 4
Experiences Management support 

offers
Self-management Future necessities

Subtheme 1 Subtheme 
2

Subtheme 
1

Subtheme 
2

Subtheme 1 Subtheme 2 Subtheme 3 Subtheme 1 Subtheme 2

Experiences 
around the 
diagnosis

Experiences 
with care 
provision

Supporters Type of 
support

Comprehensibility Meaningfulness Manageability Deficits Needs

Perspectives of PwPD
• Diagnosis 
transmission
• Symptoms
• Challenges
• Reactions
• Initial 
questions

• Involved 
profession-
als
• Treatment 
offers
• Care provi-
sion setting
• Health 
insurance

• Special-
ised clinics
• Parkinson’s 
associations
• Contact 
person

• Individual 
training
• Infor-
mational 
assembly

• Self-assessment
• Conveying 
information
• Information 
channels

• Acceptance
• Repression
• Positive mind 
set
• ‘Enjoying 
today’

• Shaping ‘life 
2.0’
• Network 
building
• Family support
• Household 
support
• Relationship

• Structured 
and adequate 
information 
provision
• Adequate 
time
• Capabilities
• System 
orientation
• Social 
perceptions

• Holistic and 
comprehensive 
care concept
• Structured 
training 
programme
• Networks and 
peer support
• Psychological 
support
• Relatives 
support

Perspectives of relatives of PwPD
• Diagnosis 
transmission
• Challenges
• Reactions 
and emotions
• Initial 
questions

• Involved 
profession-
als
• Treatment 
offers
• Psycho-
logical 
support

• No sup-
port service
• Special-
ised clinics
• Parkinson’s 
associations

• Infor-
mational 
assembly

• Self-assessment
• Conveying 
information
• Information 
channels

• Acceptance
• Positive 
mindset
• Self-initiative

• Shaping ‘life 
2.0’
• Communica-
tion with the 
children
• Network 
building
• Physical 
activity

• Information
• Understand-
ing treatment
• System 
orientation
• Support for 
relatives
• Social 
perceptions

• Holistic and 
comprehensive 
care concept
• Networks and 
peer support
• Psychological 
support
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refused it because it would mean that all measures had 
been taken, and there was nothing else they could hope 
for to ease their symptoms.

Significant differences became evident regarding how 
well or quickly participants gained orientation with the 
possible care and therapy options. This process seems to 
be strongly influenced by the dedication and willingness 
of the respective neurologist to invest time in informing 
the PwPD. Since everyone in Germany has health insur-
ance, some PwPD highlighted that they had hoped for 
more comprehensive support, especially regarding sup-
port offers (e.g. system orientation or finding a suitable 
neurologist).

Relatives’ experiences with care provision
Family members of PwPD reported that despite the early 
manifestation of symptoms in their affected relatives, the 
diagnosis was often delayed. Criticism was directed at 
physicians for sometimes recognising PD belatedly. Typi-
cally, the diagnosis was communicated by a neurologist. 
Family members often perceived insufficient informa-
tion and found themselves in shock after the diagnosis. 
Physician-patient conversations were frequently time-
constrained, offering little time for individual concerns 
to be addressed or in-depth explanations by physicians. 
Neurologists specialising in PD were perceived as partic-
ularly supportive, but the search for them posed an initial 
challenge for those affected.

Relatives found it particularly burdensome that current 
information about available services and their availabil-
ity is difficult to access. The information they and their 
affected family members encountered was perceived as 
extensive and confusing, contributing to a sense of con-
tradiction. Medication intake was a central concern, yet 
knowledge gaps exist regarding its mechanisms and side 
effects. Navigating the healthcare system and under-
standing support and care structures, including assis-
tive devices, were considered challenging and deficient. 
A holistic needs assessment for PwPD and their families 
is lacking, as is professional guidance throughout the 
disease process. Relatives often felt abandoned, which, 
together with assuming caregiving responsibilities, expe-
riencing pressure, and the absence of specific, established 
resources, led to psychological distress. They clearly 
expressed the need for psychological support.

Theme 2 - PD management support offers
Subtheme 1 and 2
The views of PwPD regarding supporters and the type of 
support
PwPD recognised different support groups within the 
healthcare system: outpatient professionals, especially 
their general practitioner and neurologist, and special-
ised clinics. Moreover, individualised support activities 

or training were occasionally provided by physiothera-
pists, occupational therapists, psychotherapists, neurolo-
gists, speech therapists, nutrition counsellors or spiritual 
advisors. Moreover, they perceived that the national and 
regional PD self-help associations offered support (e.g. 
regional self-help groups). In these cases, the coordina-
tor of the self-help group acted as a contact person for 
further issues (e.g. complex questions), which was highly 
appreciated by the PwPD. Unfortunately, these different 
groups seldom interact with each other.

Most PwPD did not receive any training or utilise any 
support services besides self-help groups. Around 25% 
of the PwPD participated in some form of individual 
therapeutic training (e.g. offered by the physiotherapist 
or speech therapist) or attended PD information sessions 
(e.g. offered by PD specialised care centres). Younger 
PwPD found it especially challenging to find programs, 
groups, or other support offerings that were suited to 
their needs and appropriate for those who are younger 
or at earlier PD stages. Only some PwPD attended topic-
specific information sessions (e.g. focusing on new 
treatments or nutrition) offered by clinics or organised 
self-help groups.

Relatives’ views regarding supporters and the type of support
Many relatives knew of existing support services, but 
almost all stated they had not received any training or 
assistance besides self-help groups. Those whose part-
ners had visited specialised PD clinics described them 
as very helpful. Neurologists and other physicians only 
sporadically helped connect their affected relatives to any 
groups or services.

Some relatives visited informational assemblies or 
other informative events and considered them very valu-
able. Moreover, the relatives considered therapies (e.g. 
physiotherapy, occupational therapy or speech therapy) 
as fundamental to their management strategies, not only 
regarding the effects of the specific PD-related symptoms 
but also from a psychosocial perspective.

Theme 3 - self-management strategies
Subtheme 1
The views of PwPDs on achieving comprehensibility
When asking for a self-assessment of the comprehensibil-
ity of their disease, the level of information provided to 
PwPD varied widely. The process of obtaining informa-
tion differed based on the duration and severity of PD 
and the willingness of PwPD to engage with the avail-
able material. PwPD with higher Hoehn and Yahr stages 
reported less need for information. Those diagnosed 
relatively recently estimated their knowledge as ‘bad’ to 
‘mediocre’ or ‘satisfactory’, although almost all stated that 
there was room for improvement. Only two participants 
stated they felt no need for further information. A few 
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mentioned that they intentionally kept their knowledge 
low due to a fear of becoming overburdened.

When the PwPD were asked about the sources and 
channels of information they used, their answers were 
again very diverse. Almost all had regularly used the 
internet. Other important channels were, along with 
their physicians, self-help groups and PD associations, 
family and friends, print media, television and special 
events hosted by hospitals or PD clinics. Occasionally, 
nursing services or outpatient physiotherapists provided 
information.

Many of the PwPD revealed how burdensome the 
condition was for their relationships. They frequently 
talked about the sorrow they feel when seeing their fam-
ily members suffer because of their PD diagnosis. Some 
mentioned that they were secretly hoping to die before 
depending too heavily on their partner’s care. The dis-
tribution of roles and the dynamics within their rela-
tionships were extremely diverse; the PwPD were the 
dominant force for managing their condition in some 
cases, while their partner took over this role in others. 
Some PwPD frequently perceived a lack of understand-
ing from their partner and wished for them to be better 
informed about the symptoms of PD. For one PwPD, 
their partner terminated their relationship right after 
their diagnosis. However, most PwPD expressed grati-
tude for their relative’s support.

Relatives’ views on achieving comprehensibility
Throughout, all relatives had a general understand-
ing of the basics of PD. However, most stated that sig-
nificant room for improvement existed regarding their 
knowledge. Again, those with partners in the later stages 
expressed less need for information.

The intensity with which the relatives had immersed 
themselves in the topic differed greatly. While some 
had been the driving force in understanding all circum-
stances, others only knew what their affected partner had 
told them. When asked about topics for which they still 
felt the need for more information, their answers centred 
on the same subjects as in the PwPD: general information 
about PD, including its symptoms, causes and progres-
sion; possible treatments, therapies and medication; the 
future need for caregiving, support options and entitle-
ments for healthcare and financial support.

Channels used for gathering information were pri-
marily the internet: ‘Your only friend is Google’ (R 22 of 
PwPD, H&Y stage 2–3), followed by the responsible 
medical professionals. The relatives further consulted 
their family and friends, print media, television, and, in 
some cases, informative events hosted by clinics, private 
PD support groups or official PD associations. ‘I did most 
of the research myself. There is not much coming from the 
physicians’ (R 19 of PwPD, de novo).

Subtheme 2
The views of PwPD on achieving meaningfulness
After initially strong emotional reactions, most PwPD 
reported they had found ways to cope relatively well with 
PD and had accepted it. The PwPD described appre-
ciable individual differences during this process. Many 
in advanced PD stages explained that working on their 
mindset and finding a positive attitude towards their PD 
was necessary.

A few attempted to only concern themselves with their 
illness as little as necessary and continue their familiar 
routines, as far as possible in a sense that the ‘PD should 
not dominate’ (PwPD 52, H&Y stage 1).

Relatives’ view on achieving meaningfulness
In some cases, the relatives accepted the new situation 
and took a more carefree stance towards the condition. 
In others, the relatives tended to ignore the disease and 
symptoms of the PwPD to protect themselves.

Overall, relatives attempted to offer encouragement 
and support to their affected relatives through active 
involvement in managing necessary treatments and ther-
apy, a positive mindset, and open communication. Open 
communication about PD and its symptoms and progres-
sion was particularly challenging for many relationships.

Subtheme 3
The views of PwPD on achieving manageability
Most of the PwPD found ways to actively shape their 
‘life 2.0’ (PwPD 17, H&Y stage 3), including new hob-
bies, new social networks and adjusting daily routines. 
Some actively disclosed their condition to get along with 
others.

All PwPD stated that it was helpful for them to ‘not to 
look too far into the future’ (PwPD 4, H&Y stage 2–3) and 
only concern themselves with their current or upcom-
ing PD stage at most. When asked how they manage 
their condition in daily life, the younger PwPD usually 
responded with information about their work life and 
children. Family support eases the burden of managing 
PD. However, those who still work found it challenging 
to open up about their diagnosis; nonetheless, when they 
did, it was often perceived as relieving. PwPD actively 
sought support in their daily lives through medical aids 
or household assistance.

Relatives’ views on achieving manageability
The relatives described diverse challenges they had 
faced since their affected relatives had been diagnosed 
and adjusted to their new lives. Many initially felt over-
whelmed by the situation. Witnessing the changes in 
their affected relatives’ behaviour, character, and mental 
and cognitive well-being caused them great distress.
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Many relatives also struggled with resistance and defen-
sive attitudes toward medical treatment, physical activity 
or other forms of therapy on behalf of their affected rela-
tives. Time management was a further issue, especially 
when balancing work and caregiving. Young families with 
children faced particularly difficult situations in terms of 
explaining the disease to their children. Most who still 
worked had adjusted their work conditions to accommo-
date their partner’s needs. However, many stated that in 
adjusting to the new situation, they inevitably had to pri-
oritise their partner’s needs over their own and tended to 
place themselves in the background.

Some relatives talked about their search for support 
networks (i.e. family caregiver support groups and self-
help groups) and had both positive and negative expe-
riences. Those who found suitable groups appreciated 
the sense of community, the support, and the openness 
in discussing PD-related topics. However, some were 
less successful in their search for a suitable support net-
work. Locally available self-help groups were often not 
perceived as appropriate for their individual needs, and 
in some cases, being confronted with PwPD at higher 
Hoehn and Yahr stages caused severe fear of progression 
for those whose partner had only recently received the 
diagnosis.

Most relatives considered physical activity and exer-
cise programs crucial and integrated them into their daily 
lives with PD. The relatives also demonstrated a strong 
willingness to accompany their affected partners to these 
activities and, in some cases, participated themselves.

It became apparent that orientation within the health-
care system and support structures outside the health-
care system depended strongly on the self-initiative of 
the relative or their affected partner, respectively.

Theme 4 - future needs
Subtheme 1
The perceived needs of PwPD
Most of the PwPD desired a holistic and comprehensive 
healthcare concept and early offers of structured capac-
ity-building activities (e.g. patient school). In such train-
ing, the PwPD wished to gain a condensed overview of 
PD as a whole, with a high demand for ‘valid information 
about nutrition’ (PwPD 21, H&Y stage 4) and informa-
tion on medication and possible side effects; the same 
was true for comorbid conditions, such as depression. 
They especially desired more orientation about existing 
support structures.

Many wished to be more connected to other PwPD 
(e.g. in self-help groups), ideally with those of a similar 
age and PD stage. Several participants expressed a desire 
for psychological support. Finally, since family members 
play an important role, their support is also considered 
‘obligatory’ (PwPD 52, H&Y 1).

Relatives’ perceived needs
Most importantly, relatives’ desires were consistent with 
those of the PwPD in requesting a holistic care concept 
for PD. They also expressed the need for networking: 
Self-help groups should also focus on the partners of 
those affected by PD.

Subtheme 2
The deficits perceived by PwPD
The greatest deficits perceived by PwPD were the avail-
ability of structured information, orientation and lack 
of time on the part of physicians. The PwPD felt chal-
lenged by the lack of navigation between different non-
collaborating healthcare professionals and institutions. 
Many felt lost in the maze of possible therapies and inter-
ventions, entitled benefits and different medical profes-
sionals who only sporadically collaborated. In addition, 
insufficient information about the side effects of medi-
cations was expressed as very problematic. The PwPD 
reported deficits in the PD-specific capabilities of the 
medical professionals. Some described harmful experi-
ences while staying in the hospital for something non-PD 
related and being treated with medication that was not 
previously aligned with their PD medication or not suit-
able for PwPD in the first place.

While the internet was an important information chan-
nel, most of the PwPD perceived the amount and quality 
of (sometimes discrepant) information as overwhelm-
ing and unsettling. Their information needs depended 
on how involved or dedicated their neurologist was and 
‘what bridges they build or don’t build’ (PwPD 24, H&Y 
stage 2–3).

Finally, the societal perception of PD was described as 
‘very difficult’ (PwPD 29, H&Y stage 2–3). Some PwPD 
had experienced staring or comments from others in 
public that were caused by a lack of understanding of PD 
symptoms. This distorted public image was described as 
burdensome and placed PwPD at risk of social isolation.

Relatives’ perceived deficits
The relatives perceived substantial deficits in information 
about available support services and their accessibility. 
Time constraints on the part of the responsible physi-
cians deprived them of opportunities to ask questions 
and discuss available treatment options in more depth. 
They considered treatment management a critical issue, 
yet knowledge gaps persisted in how medications worked 
and their potential side effects. They perceived navigat-
ing the healthcare system and understanding support 
and supply structures as significant challenges that could 
have been simplified.

With their caregiving responsibilities, the relatives felt 
tremendous pressure, and the absence of concrete, estab-
lished support offers for family members caused them 
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distress. Societal perceptions and attitudes toward PD 
were perceived as further complicating caring for their 
affected partner.

Further illustrative quotes are provided in Table 3.

Discussion
Our study aimed to comprehensively explore the lived 
experiences of German PwPDs and their relatives with 
PD, PD-related care provision, and how they manage PD 
and their needs. To our knowledge, this study is the first 
detailed and multicentre exploration of the lived experi-
ences of PwPD and their relatives, including those with 
the PD diagnosis process and care provision, and exami-
nation of their associated needs.

The experiences of PwPD and their relatives
The diagnosis, universally characterised by PwPD and 
their relatives as a ‘life-interrupting event’ (PwPD 2, H&Y 
stage 1), elicited sentiments akin to ‘standing in the rain 
without an umbrella’ (PwPD 8, H&Y stage 2–3) or being 
under shock and facing the fear of progression. At this 
critical moment, the lack of support system guidance, 
coupled with the deficiency or unstructured provision of 
valid or comprehensible information (e.g. about the side 
effects of medical treatment), was experienced as increas-
ing their emotional burden, manifesting as feelings of 
anxiety, overburdening, repression or helplessness.

Most PwPD experienced medical support from out-
patient neurologists, general practitioners or specialised 
clinics; unfortunately, the existence of regional self-help 
groups was noted only in some cases. Several PwPD 
across all disease stages complained that they had not 
been offered individual training, and only some felt that 
information sessions (e.g. within clinical settings) could 
help to ‘quench their thirst for knowledge’ (R 7 of PwPD, 
H&Y stage 4–5). Especially in the early PD stages, most 
PwPD felt abandoned and had difficulty mastering their 
new circumstances. However, over time, they obtained 
self-management strategies, leading to an enhanced 
understanding of PD, giving it meaning (e.g. acceptance) 
and facilitating the navigation of their ‘life 2.0’. However, 
their learning about the disease and constructing of these 
strategies were mainly self-directed.

Notably, our study underscored various deficiencies 
within the existing PD care support system. Pronounced 
issues included the lack of structured and adequate infor-
mation provision, challenges in support system orienta-
tion and constraints related to the time and capabilities 
of healthcare professionals. Since many participants 
experienced discriminating or intimidating situations, 
the social perception of PD was perceived as ‘imma-
ture’ (PwPD 47, H&Y stage 2–3). Consequently, PwPD 
and their relatives require a holistic and comprehensive 
PD care concept. A structured training program that 

targets developing self-management strategies is needed 
to address these challenges efficiently. Furthermore, 
investing in network building, peer and relative support, 
and offering psychological support, especially during the 
‘so-called PD honeymoon period’ (PwPD 1, H&Y stage 1), 
were considered obligatory.

Our findings showed that the participants’ experiences 
were heterogeneous. Most harmful experiences were 
associated with how the diagnosis was delivered and 
the lack of a comprehensive support system for PD care. 
While various studies have described the general physical 
and psychological challenges of living with PD [5, 7, 14], 
more extensive efforts are needed to explore the context-
specific challenges and support needs of PwPD and their 
relatives, aiming to mitigate PD symptoms and address 
the requirements of PwPD and their relatives. Promoting 
the future well-being of those affected aligns with previ-
ous studies [17, 35].

In our study, many of the PwPD experienced the com-
munication about their diagnosis and the conditions 
under which it was delivered as inappropriate and intimi-
dating. They attributed this to a lack of empathy, insuf-
ficient time for questions, limited informational material, 
and the minimal involvement of relatives. This observa-
tion seems similar to a Dutch study, where PwPD and 
their relatives desired better information and emotional 
support from healthcare professionals and greater active 
involvement in clinical decision-making [17]. In order to 
ease this situation, we recommend that healthcare pro-
fessionals invest further in refining their communication 
skills and developing therapeutic relationships. Follow-
ing protocols that are abbreviated as SPIKES, BREAKS or 
ABCDE may help increase communication quality when 
delivering a diagnosis perceived as ‘bad news’ [36–38].

PD management support offers
The PwPD and their relatives described the actual PD 
care support they received as unstructured, with their 
trajectory being influenced by the physicians’ delibera-
tion and system orientation. While there are promising 
self-help and care structures in Germany, they are unfor-
tunately locally organised and not universally accessible 
to all PwPD [20]. Ethical considerations underscore the 
need for advocacy and compassion for PwPD and their 
families [11]. Regrettably, only some PwPD are immedi-
ately connected to support structures through the ini-
tiative of their neurologists; some were informed, and 
others were not.

Accessibility to different types of support systems, 
comprehensive care across health sectors, and acknowl-
edgement of PwPD and their relatives in managing their 
health are vital for managing PD [39]. Many PwPD rely 
on locally organised self-help groups. However, the exis-
tence and operational level of these groups decreased 
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Themes and 
subthemes

Examples of the perspectives of PwPD Examples of the perspectives of therelatives 
of PwPD

Theme 1: Experiences
Experiences with 
diagnosis

‘I could not quite grasp the diagnosis. I needed some time for it. I got my 
diagnosis in December, and only now I am slowly figuring out how to deal 
with it.’ (PwPD 38, de novo)

‘I used to be a nurse, and I did some Google research, 
and I found it pretty obvious. Looking back, it is un-
believable that it was not diagnosed earlier. I think 
that’s horrible.’ (R 16 of PwPD, de novo)

‘How many years do I have left? I immediately had those images in my head 
– Mohammed Ali, Ottfried Fischer… and I was asking myself: How long until 
I act like that?’ (PwPD 52, H&Y stage 1)

‘Well, I did not know much about Parkinson’s before. 
The first questions were, of course, What kind of 
disease is that? What does it do to a person? Is it cur-
able? Is it not?’ (R 9 of PwPD, H&Y stage 2–3)

Experiences with care 
provision

‘Two days ago, I visited my neurologist, and she said, “Keep taking that 
medication, and I will also write down something else for you.” Yesterday, I 
went to the pharmacy, and they told me: “We cannot give you that. There is 
a clear incompatibility.” They told me I have to stop taking the medicine that 
I was prescribed two days ago. Now I do not know what is right.’ (PwPD 35, 
de novo)

‘My husband got his diagnosis in 2017… I was 
pretty sure, but he did not want to hear anything 
about it. He did not ask anything!’ (R 22 of PwPD, 
H&Y stage 2–3)

Theme 2: Management support offers
Supporters ‘For me, it was just like that after the diagnosis; nothing came from the cash 

register, there were no offers. Neither from the family physician, yes, nor from 
the neurologist.’ (PwPD 20, H&Y stage 3)

‘I would like a group where you really just bring to-
gether the relatives.’ (R 9 of PwPD, H&Y stage 2–3).

Type of support ‘Neurologists don’t tell you about self-help groups. Maybe they mention it or 
give you a brochure, but that is it.’ (PwPD 44, H&Y stage 2–3)

‘Or that the neurologist also points out that there is 
a self-help group and that you should train yourself. 
That doesn’t happen at all!’ (R 7 of PwPD, H&Y 
stage 5)

Theme 3: Self-management
Comprehensibility ‘When I first had the diagnosis, I felt so clueless. I also didn’t want to jump 

onto the internet because there you find so much, and that just scares you. 
But to know how to face Parkinson’s, I needed more information.’ (PwPD 4, 
de novo)

‘I did most of the research myself. There is not much 
coming from the physicians’ (R 19 of PwPD, de 
novo).

‘Right now, the flow of information is organised more like a lottery’ (PwPD 
52, H&Y stage 1).

‘Today, I already would like to know how to better 
handle the situation and to know about when 
something new is discovered – who can you turn to? 
What is possible? Where can you ask? But in the end, 
you are mostly alone.’ (R 2 of PwPD, H&Y stage 1)

Meaningfulness ‘I always call him “Little Parkinson”. He always runs next to me; he’s always 
with me; he might overtake me at some point. Yes, for me, that is Mr Parkin-
son’ (PwPD 49, de novo).

‘You have to have a positive attitude towards it. That 
is crucial!’ (R2 of PwPD, de novo)

‘Today, I actually don’t see Parkinson’s as a disease, but rather as a mild 
impairment.’ (PwPD 39, H&Y stage 1)

‘I do not let it inconvenience me. Michael J Fox has 
been living with it for years’ (R 12 of PwPD, H&Y 
stage 3).

Manageability ‘To be honest, I don’t really want to know too much. Some time ago, I was at 
the airport, and I saw a man in a wheelchair. I think he had the same illness; 
he had a tremor and looked pretty broken. I don’t want to look too far ahead. 
I don’t know if this is good or bad. I just do not want to see these images.’ 
(PwPD 51, de novo)

‘Parkinson’s is something that both partners have 
together. The partner needs to be just as well 
informed as the patient.’ (R 9 of PwPD, H&Y stage 
2–3)

‘At work, my colleague said “seems like you drank too much yesterday” 
because I was shaking. “No”, that is my friend Parkinson.” What else can you 
do?’ (PwPD 7, H&Y stage 1)

‘You can be well trained, but when you spend every 
day with your affected partner, you start becom-
ing a solo fighter. So you run the risk of forgetting 
about yourself or being so tense that it only takes a 
tiny little thing – and that’s it.’ (R 12 of PwPD, H&Y 
stage 4–5)

Theme 4: Future needs

Table 3 Themes and corresponding quotes from PwPD and their relatives
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during the COVID-19 pandemic, and some groups no 
longer exist (e.g. due to the lack of group leaders or meet-
ing rooms). Since these groups have demonstrated the 
potential to enhance PD adjustment, reduce psychiatric 
symptomatology, and increase coping skills and life sat-
isfaction [40, 41], we recommend considering organised 
self-help groups as an integral component of the PD sup-
port system.

In the German healthcare system, PwPD typically have 
appointments with their neurologist every three months. 
However, many participants expressed the need for com-
prehensive information and system orientation along 
their trajectory. While a medicolegal barrier exists in 
Germany, distributing a list of PD-experienced therapists 
(e.g. speech therapists, physiotherapists or psychologists) 
could support the orientation needs of PwPD [42]. More-
over, the joint investment of self-help groups in design-
ing understandable, tailored information material (e.g. 
by applying quality check support instruments such as 
the User-friendly Patient Information Material Check-
list [UPIM-check]) or applying a patient-centred needs 
questionnaire might be advantageous for both affected 
families and health professionals [17, 43, 44]. Engaging 
with relatives as early as possible is considered helpful, 
particularly in preparing them for their future roles [12]. 
Specifically, regarding the management of multiple PD 
drugs, physicians could explicitly invite relatives to join 
their consultations with the PwPD to ensure compliance.

Self-management
Our findings indicate that PwPD and their relatives dif-
fer in how they cope with PD, but they share many of 
their needs and desires, which is consistent with previous 
studies [35, 45]. Wieringa et al. highlighted that maintain-
ing a coherent sense of self, feeling in control and hold-
ing a positive mind set were imperative for managing PD 

[35]. While obtaining self-management strategies is con-
sidered vital for managing chronic progressive diseases 
such as PD, our participants expressed regret that no self-
management programs were available. We agree with the 
recent research by Tuijt et al. on PD self-management, 
which identified medication management, physical exer-
cise, self-monitoring methods, psychological strategies, 
maintaining independence, encouraging social engage-
ment, and providing knowledge and information to both 
PwPD and their relatives as crucial [45].

In Germany, patient-centred care is considered impor-
tant but has not yet been reached [20]. Providing appro-
priate self-management strategies will empower PwPD 
to share decision-making and lead to a patient-centred 
approach [17]. We encourage offering systematic and 
tailored self-management as soon as possible after diag-
nosis to help reduce misunderstandings, health anxiety, 
and fear of progression and possibly empower the entire 
family system. Moreover, further research is needed to 
identify the self-management needs of PwPD and their 
relatives, considering factors such as demographics and 
the Hoehn and Yahr stages [45].

Future needs
Our findings underscore the lack of a holistic and com-
prehensive PD care concept in Germany, particularly 
one emphasising self-management and care coordina-
tion. Similar deficiencies have been observed in other 
European countries. Navarta-Sanchez et al. identified 
four unmet needs: (i) personalised care for changing 
needs, (ii) accessibility of different types of support sys-
tems, (iii) comprehensive care across health sectors and 
(iv) acknowledgement of PwPD and their relatives in 
managing their health [39]. Vlaanderen et al. also noted 
that self-management, interdisciplinary collaboration 
between healthcare professionals, time to discuss the 

Themes and 
subthemes

Examples of the perspectives of PwPD Examples of the perspectives of therelatives 
of PwPD

Deficits ‘I expected more from my physician. I have the feeling he is overwhelmed 
with the number of patients in his waiting room. He gives you a few minutes 
and then – next. No explanations, nothing.’ (PwPD 51, de novo)

‘Especially those with a lower education won’t 
survive in the jungle. There is a great social injustice.’ 
(R 22 of PwPD, H&Y stage 2–3)

‘I was in the hospital because of a lung infection, and I said: “I have 
Parkinson´s disease”. The physician looked at me and said: “You can’t have 
Parkinson’s. You are too young”. I told them: “I cannot take certain antibiotics; 
some are incompatible with my medication”. I ended up in a wheelchair. I 
wish people were better informed.’ (PwPD 47, H&Y stage 2–3)

‘Everybody asked how my husband was doing. 
Nobody asked how I was doing.’ (R 21 of PwPD, 
H&Y stage 2–3)

Needs ‘When you have diabetes, they immediately receive training in a diabetes 
school. There are physicians who are responsible for that. They have to visit 
regularly. They get a check-up. Why not for Parkinson’s? Some people just get 
left alone.’ (PwPD 49, de novo)

‘I wish there was psychological support for the 
relatives, for the family caregivers. That we get sup-
ported too!’ (R 17 of PwPD, H&Y stage 4–5)

‘Pensions for reduced earners, all of that stuff, the care package that we are 
entitled to. We didn’t know any of this, and it is not that easy to understand 
what you can and can’t request. That would be important to know.’ (PwPD 
45, H&Y stage 2–3)

‘There is someone, and they say to you, “Look over 
there, the drug addict or the drunk with four chil-
dren”.’ (R 20 of PwPD, H&Y stage 2–3)

Table 3 (continued) 



Page 13 of 16Krieger et al. BMC Neurology          (2024) 24:208 

future and a single point of access to healthcare profes-
sionals are insufficiently addressed in the Netherlands 
[46]. The authors of both studies argued the need for a 
holistic, patient-centred, and collaborative care approach 
[39, 46]. The Dutch integrated care model seems promis-
ing when aiming to improve the quality of life of PwPD 
[47]. Such initiatives to create integrated PD care net-
works exist in some regions of Germany and have shown 
significant improvements in the quality of life of PwPD 
compared to the standard neurological practice [48].

Our data show that the current quality of care for 
PwPD predominantly depends on strong self-initiative 
and, in some cases, on coincidence. Since increased sat-
isfaction with PD care may increase treatment compli-
ance and outcomes, consideration should be given to 
involving PwPD in their care. Therefore, a holistic, com-
prehensive and universally accessible PD care concept 
is urgently needed in Germany, as our findings suggest. 
While we can learn from such programmes in Swe-
den and the Netherlands, a contextual adaption will be 
required [20, 47, 49, 50]. During the programme´s devel-
oping and piloting phase, the action research approach 
will be applied [51]. Elements such as structured and 
adequate information provision (e.g. PD and its treat-
ment), system orientation, network building, peer sup-
port and improvements in social perception should be 
addressed. Furthermore, a central ‘point of contact’ [46] 
(e.g. a PD nurse) to support newly diagnosed patients and 
their relatives would be beneficial [52]. This service must 
be available to all and actively highlighted by neurologists 
or other responsible physicians. Valuable insights can be 
gained from new integrated care models such as PRIME-
Parkinson (Proactive and Integrated Management and 
Empowerment in Parkinson’s Disease) [53].

Strengths
With 81 participants, this is considered a substantial 
qualitative study [26]. By generating qualitative mixed 
methods data through FGIs, PIs and IIs, we gained a 
comprehensive understanding of the lived experiences 
and needs of PwPD and their relatives in Germany. 
Conducting FGIs was perceived as valuable by both the 
researchers and the participants. The flexible and inten-
sive interaction with other participants during FGIs facil-
itated the identification of interlinkages (e.g. how missing 
information leads to underestimation of medication side 
effects) and a nuanced understanding of specific needs 
at the different PD stages (e.g. distinguishing the needs 
of newly diagnosed PwPD and those ay later Hoehn 
and Yahr stages), age specific needs or geographic dif-
ferences. Using IIs, PIs, and FGIs allowed us to address 
participants’ wishes (e.g. including those at later Hoehn 
and Yahr stages or who did not feel comfortable joining 

a group discussion), which could be relevant beyond the 
German context.

The semi-structured interview guidelines and the 
researchers’ methodological experiences facilitated 
data collection, providing flexibility in exploring emerg-
ing insights. Validity was enhanced by the research-
ers directly addressing any misunderstandings or 
uncertainties. While the participant groups were not 
entirely equivalent among the Hoehn and Yahr stages, 
we gained a representative qualitative sample. Moreover, 
the support of the self-help group enabled us to highlight 
the needs of younger PwPD. We consider our sample size 
sufficient since saturation was reached.

Limitations
Our data are specific to the German context, so their 
transferability to other settings and healthcare systems 
might be limited. However, the fact that data were col-
lected in various regions across Germany, each with its 
distinct characteristics (e.g. infrastructure, urban/rural 
profiles and sociocultural influences from East to West), 
lends a degree of generalisability to our results, poten-
tially making them applicable outside of Germany. In 
addition, only two study participants had migrant back-
grounds, possibly because a good command of German 
was required. Future research should explore the cul-
tural-specific needs of PwPD.

The dearth of suitable participants in some settings 
forced us to conduct PIs or IIs, even when applying strat-
egies to reduce recall bias in interview studies [54]. It 
became evident that PwPD with cognitive impairments 
(H&Y 4–5 stages) found it challenging to participate in 
our study, with less than 10% of the participating PwPD 
coming from this group. A bias in willingness to partici-
pate also became apparent, especially among newly diag-
nosed PwPD.

We attempted to reduce the limitations related to sub-
jectivity in the data coding and analysis by having two 
coders independently code all materials and then discuss 
them until a consensus was reached.

Conclusions
We gained a thorough understanding of the current 
situation of German PwPD and their relatives (e.g. their 
diagnosis experiences and management support offers), 
self-management strategies, and further needs (e.g. com-
prehensive training). Our findings provide clinicians with 
unique insights into how PwPD and their families per-
ceive current support, and offer practice-based sugges-
tions for improvement. The study may raise awareness 
among health professionals that PwPD and their fami-
lies need comprehensive care that goes beyond medical 
or pharmaceutical treatment. The results of the study do 
serve as a foundation for developing and implementing a 
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needs-driven, comprehensive PD care support program 
in Germany. Such a program should address the needs of 
PwPD and their relatives from the initial stages of their 
PD trajectory. Offering such a program should help com-
prehensively address understanding PD, obtaining self-
management strategies, building a support network and 
becoming an expert on one’s disease. It should address 
the needs of PwPD and their families from the earliest 
stages of their PD journey. This approach is of high clini-
cal relevance as it has the potential to improve the quality 
of care and reduce the burden of illness, health anxiety 
and fear of progression in PwPD.
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