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Abstract

Introduction: The chronic, degenerative and progressive character of Parkinson’s disease (PD) is reflected in the living experience of
patients — and it also has an impact on their dignity.

Aim: The aim of the study was to increase the understanding of the lived experience of outpatients with PD and its impact on their dignity.
Methods: The study design is explorative using interpretative phenomenological analysis (IPA). Semi-structured interviews were held with
11 participants with PD between February-May 2018. Interviews were conducted as individual face-to-face interviews, in privacy with
no involvement of family members according to the interview protocol. Data analysis was performed according to IPA process using the
ATLAS.ti 8.0 program.

Results: Our study identified five themes that reflect the lived experience of outpatients with PD: Me and my Parkinson’s: losses, acceptance
and coping; The Need to Remain Self-sufficient versus the Fear of Dependence; How Do Others See Me: Scorn versus Acceptance; Lack
of Information versus the Need to Be Informed; Lack of Respect versus the Accommodating Approach of Healthcare Professionals. We
discovered their impact on dignity, especially in the areas concerning autonomy, self-esteem, self-worth, identity, respect, and other
people’s appreciation.

Conclusions: Patients with PD are confronted with many serious changes on a daily basis, which significantly influence their dignity. This

fact must be known and respected by health care professionals when providing patient-oriented care.
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Introduction

Parkinson’s disease (PD) is the second most common neu-
rodegenerative condition in the world, with evolving layers
of complexity (Kalia and Lang, 2015). The chronic and pro-
gressive character of PD, accompanied by typical motor and
non-motor symptoms, their instability and volatility seriously
impair the physical and mental health of patients (Valcareng-
hi et al., 2018; Vescovelli et al., 2018). The lived experience of
patients with PD is significantly influenced by the complexi-
ty of clinical manifestations of the disease, gradual decline in
self-care, increasing disability, and exacting therapy (Bonner
et al., 2020; Eatough and Shaw, 2019; Shapira et al., 2017,
Smith and Shaw, 2017). Lived experience represents how the
person reflects the significance of what has happened and how
he or she engages in trying to make sense of it (Smith et al.,
2009). Qualitative research studies (Haahr et al., 2017; Gibson
and Kierans, 2017; Kang and Ellis-Hill, 2015; Soleimani et al.,
2014) describe the wide spectrum of PD patients’ lived experi-

ences and its impact on their dignity. These authors also point
out other possibilities for studying these experiences. Dignity
is a subjective concept, and how it is perceived and received in
practice is individual.

Patients with PD notice that the physical and mental chang-
es affect their self-esteem, as well as how they are perceived by
others. Patients can feel humiliated and less confident when
judged by others. Loss of identity and dignity altered family
relationships, and brought a sense of being worthless (Ham-
marlund et al., 2018).

The importance of healthcare professionals respecting
this concept is shown through the provision of individualized,
person-centered and holistic healthcare (Tranvag et al., 2016;
Ziakova et al., 2020). Emphasizing the importance of main-
taining a patient’s dignity should be a central component of
healthcare (Jacobs et al., 2001). Baillie (2009) suggest that this
is a complex and multi-dimensional concept. The supporting
and strengthening of it, as well as the threatening or violation
of it, are sensitively perceived by every single patient. An over-
view of the dynamics of this concept is crucial for understand-
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ing what patients perceive dignity to be, and how they strive to
maintain their personal dignity and face progressive changes
and losses. Proactive and continuous care aimed at maintain-
ing a patient’s dignity throughout the trajectory of the disease
can be provided on this basis (van Gennip et al., 2015).

The aim of the study was to increase the understanding of
the lived experience of outpatients with PD and its impact on
their dignity.

Materials and methods

This qualitative study design is explorative with a phenome-
nological approach, based on interpretative phenomenological
analysis (IPA) which strives to understand an individual’s lived
experience. The IPA is a flexible method based on phenomenol-
ogy, hermeneutics and ideography. It is focused on a detailed
examination of human lived experience, characterized by deep

Table 1. Characteristics of interviewed participants

analysis of a small homogenous sample. It is understood as
a complex concept, and emphasis is placed on what happens
when everyday experiences acquire a special meaning for an
individual; this usually occurs when something important
takes place in an individual’s life (Pietkiewicz and Smith, 2014;
Smith and Osborn, 2015; Smith et al., 2009).

Participants were purposively recruited from the outpa-
tient clinic for the treatment of people with PD at a univer-
sity hospital in Central Slovakia. Twenty-eight participants
were contacted by mail to be part of the study. Based on the
inclusion criteria, 11 participants were included in the study
(7 women and 4 men with an average age of 67 years). The
inclusion criteria was: PD diagnosed, preserved speech and
mobility, intact cognitive functions, absence of depression
(depression can lead to a reduction in the patient’s ability to
cooperate during the interview), willingness to participate in
the study, and a signed informed consent. The characteristics
of the participants are shown in Table 1.

Participant® Age Education Marital status Employment Duration of PD (years)
Agatha 71 Secondary Widower Old-age pensioner 4
Donna 63 University Married Old-age pensioner 10
Henry 63 Secondary Married Old-age pensioner 20
Jake 66 Secondary Married Old-age pensioner 13
Clara 47 Secondary Married Disability retirement 8
Sue 72 University Widower Old-age pensioner 10
Oscar 74 Secondary Married Old-age pensioner 7
Adam 66 University Divorced Librarian 7
Erika 76 University Married Old-age pensioner 17
Glenda 73 Secondary Married Old-age pensioner 8
Hilda 65 Secondary Married Old-age pensioner 12

* Pseudonyms have been used; PD - Parkinson’s disease.

Data collection was carried out in the form of semi-struc-
tured interviews that focused on the issue of dignity, between
February-May 2018. Interviews were conducted as individu-
al face-to-face interviews, in privacy, with no involvement of
family members and according to the interview protocol. The
researchers were not involved in the care of the participants.
Interviews were conducted by the first (MT), second (IB), and
third researcher (ML). After the introductory rapport phase,
participants were asked questions related to dignity. The main
research questions were: Can you tell me what dignity mean
for you? Can you tell me how PD affects your sense of dignity?
Can you tell me how treatment and care influence your sense
of dignity?

The interviews were audio-recorded, and the researcher
took field notes on the environment, the length of the inter-
view (it varied from 33 to 100 minutes), the behavior of par-
ticipants, and the researcher’s own reflection on his/her role
during the interview. Transcripts were not returned to partici-
pants. Data saturation was discussed by researchers.

Before the interview, each participant was acquainted with
the objectives and content of the study. They were informed
about anonymity and confidentiality, voluntary participation,
and the possibility of withdrawal from the study without it af-
fecting the care they receive. In the write up of our analysis,
we have used the pseudonyms of participants. The study was

approved by the university Ethics Committee, and was per-
formed in accordance with the criteria of the Helsinki Declara-
tion of 1964 (as revised in 2013).

Data analysis was conducted in several consecutive steps
according to IPA (Reading and rereading, Initial noting, De-
veloping emergent themes, Searching for connections across
emergent themes, Looking for patterns across cases) (Pietk-
iewicz and Smith 2014; Smith et al., 2009) using the ATLAS.
ti 8.0 program. The first step included several thorough read-
ings of the interview transcript, taking notes, and writing
commentaries about the content of the interview and the use
of language by specific participants (description). The themes
that represented the participant’s unique experience were sub-
sequently identified and described (semantic analysis). These
themes were then grouped according to concept similarities,
and the results of the analyses were addressed, discussed and
recorded.

The transcript of each interview was repeatedly read, coded
by three researchers with the assistance of the computer soft-
ware program ATLAS.ti 8.0, and analysed by two researchers
independently (triangulation of research). Their findings were
synthetized and discussed, the similarities and differences
were identified, and the final form of the analysis of the lived
experience with an impact on his/her dignity was created based
on the authors consensus. This analysis was then checked by
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one researcher (peer debriefing), enhancing the credibility and «  Me and my Parkinson’s: losses, acceptance and coping;
rigor of the study as an essential requirement for qualitative + The need to remain self-sufficient versus the fear of de-
studies (Soleimani et al., 2014). pendence;

+  How do others see me: scorn versus acceptance;

+ Lack of information versus the need to be informed;

Results « Lack of respect versus the accommodating approach of
healthcare professionals.

Based on the analysis of interviews with PD participants, we
identified and described the following mutually linked themes
related to lived experience (Diagram 1):

Lack of Respect versus the
Accommedating Approach
of Healthcare Professionals

-
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Diagram 1. Themes identified in connection to participants’ dignity and their relationships
Me and my Parkinson’s: losses, acceptance and coping Donna is capable of talking about her disease with humor.
Accepting the disease, coping with it, and managing everyday She is bold and proposes solutions: “Doctor, why don’t we make
problems and limitations are present in the lived experience some changes? ... Some experiment?” These expressions point to
of PD participants. Glenda perceived the diagnosis as a “shock a positive attitude toward the disease that could be explained
and surprise”: “Oh My God, why?!” Clare’s “world fell apart”, she as acceptance.
perceived the diagnosis as “God’s retribution”; and questioned However, people with PD also think about the limitations
her own value and the meaning of life: “Why am I in this world?” and losses related to the disease, which limit their autonomy.
Donna recalls: “Well, it affected my dignity.” Hilda perceived her ‘T had to give up the things that I loved ... driving for example”
disease as an injustice: “Such a thing shouldn’t happen to decent (Erika). “T don’t dare take longer trips” (Adam). Limitations are
people!” After confronting the diagnosis, the participants em- reflected in impaired personal identity. “I'm not who I used to
phasized that “disease must be accepted somehow; otherwise you be because of the disease” (Hilda). Others, such as Clara, expe-
will groan your heart out” (Hilda). Sue identified with her dis- rienced feelings of shame: ‘I can'’t afford to buy my son what he
ease as “my Mr. Parkinson”. She understands it as a challenge, needs ... 'm ashamed because of it”; and in reduced self-confi-
and emphasizes the necessity to try to live “in dignity as a hu- dence and social status: “Unfortunately, the disease is winning,

man being despite the PD”. and I have had to resign from my managerial post” (Jake).
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Participants presented various methods of coping. These
help them to maintain their autonomy and to see prospects
for the future, while simultaneously acknowledging the pro-
gressive nature of PD.

Sue characterizes herself as “a fighter”. She has some rec-
ommendations in relation to how to maintain one’s dignity:
“Don’t whine, try to help yourself actively.” As opposed to this pro-
active approach, Erika manages her disease in a more passive man-
ner: ‘Tl sit down and wait in peace.”

Changes in health due to the various activities that people
with PD carry out to “fight” their disease are connected with
experiencing hope, “I'm undergoing therapy for incontinence and
I hope that it will be resolved” (Adam), or hopelessness: “It broke
me” (Hilda). Oscar trivializes his disease and indicates that he
is a passive recipient of treatment: “I do everything I'm told to

do.”

The need to remain self-sufficient versus the fear of
dependence

People with PD expressed a decline in motor control and
self-sufficiency in performing daily activities. Agatha feels “ter-
rible” because “the disease controls me and not me the disease ...
I do not control the situation”. Adam fears that he will not be able
to find the toilet: “Tll get stuck and I can’t function as I want to.”
Sue has problems with activities that require fine motor skills,
She cannot: “Handle small coins, bags of food, buttoning buttons.”

People with PD have a need to be self-sufficient and useful
to their families, and not to be a burden. Clara states: “I'm hap-
py when I am able to fulfil my role as a mother.” The progression
of the disease brings the growing fear of losing autonomy and
dignity, and of increased dependence on others. Erika says:
“I have to do it on my own ... If someone starts to help me, I just
stop being self-sufficient ... Dependent individual can’t do anything
freely ... Iwill stop existing.” Dignity and the meaning of life are
also connected with social activities, but progressive decline up
to the loss of motor functions limits this participation. Erika
gave up her vacations and theater: “.. one can feel that strange
gaze ...". Hilda reduced “her church visits”. Participants consid-
er possibilities of self-fulfillment and creative activities to be
important for their dignity. Sue is happy when she performs
“special exercises using vibrating rings, tai chi, breathing exercises,
and takes trips to the mountains”.

Planning activities sometimes helps. ‘I try various tricks for
walking” (Donna). ‘T always worry whether I will handle walking
up the stairs or through the narrow spaces if I don’t expect them...”
(Hilda). In terms of future life perspectives and support of per-
sonal identity, people with PD prepare for the deterioration
of their condition. “The disease gives me some time to get ready
for certain situations ... I adjusted my house to be ‘barrier free’...”
(Jake). “Td consider a social facility if my health deteriorates, it’s a
difficult dilemma” (Adam).

How do others see me: scorn versus acceptance
How others perceive and evaluate people with PD is a signif-
icant social factor that has an impact on their identity. Par-
ticipants describe ridicule, insults, misunderstandings, and
unpleasant pity. “I met people who were scolding me, laughing at
me” (Jake). There is also excessive and unreasonable assistance
from the community, which threatens their dignity. The nega-
tive assessment of their appearance also has a negative impact
on their dignity. “People tell me that I don’t look good, I'm hag-
gard... they say ‘She’s drunk!” (Clara). “You can feel those looks;
they’re almost poisonous, condemning” (Henry).

Such negative views and opinions of others affect par-
ticipants’ self-image and contribute to the development and

deepening of their social isolation. “What others thought of me
was unpleasant: if he has problems handling himself, why doesn’t
he stay at home?!” (Jake). The public’s views and prejudices
toward people with PD threatens their dignity, which con-
tributes to further limitations in social activities. “The com-
munity considered me as an individual who couldn’t fully carry
out activities ... as stupid, crazy” (Henry). Participants consider
the compassion, pity, and excessive unsolicited assistance to
be an unpleasant and undignified response to their disability.
Henry says: ‘T hate compassion, I say: That’s enough, friends and
family! I have Parkinson’s, but my head still works fine.” On the
contrary, people with PD perceive acceptance and solidarity
as strengthening their dignity, because they have social con-
tact with someone who understands them and shares their
burden. Participants consider their families to be a significant
source of support. “My family gives me strength” (Hilda). On
the other hand, they don’t like it when family consider them
to be incapable and prevent them from carrying out ordinary
activities — as a result of which they lose part of their identity.
“I'm not allowed to do anything at home anymore, that’s the worst
for me” (Henry).

Support groups are another source of social support. These
help to strengthen dignity because they create an environment
of equality. “You meet people who don’t feel superior to you” (Ag-
atha). They also allow patients to replace social contacts that
have been reduced due to various limitations; “I can experience
the feeling of being useful, being important” (Henry). On the oth-
er hand, even within this group, patients can be disappointed
in interpersonal relations. “T expected support, acceptance of my
opinions, suggestions for activities, but I felt misunderstood, un-
derappreciated” (Clara).

Lack of information versus the need to be informed
The participants declared a lack and unavailability of infor-
mation. They expect specific information to enhance their
self-management of PD, and to verify whether their course of
actions is correct or not. “It’s very difficult to get information ...
I'm not always convinced that I'm doing something good to improve
my health, but I don’t have anybody to talk to about it” (Sue). Par-
ticipants are not clear about who should be the source of infor-
mation. ‘T don’t know whether to expect advice from the staff or
from some organization?” (Jake). Glenda is critical: “We had no
idea that there were clubs for PD patients. Nobody told us!”
Participants perceive the failure of healthcare profession-
als to provide information as a sign of their lack of time, or
they justify it. “Healthcare professionals have other things to do,
they save patients” (Jake). Patients emphasize the significance
of the general public being informed about PD. “The public lack
information about this disease, and as a result, they’re scared and
look at people with disrespect” (Sue). On the other hand, Henry
talks about the necessity to inform close relatives: “Families
must be clearly told: Don'’t pick on them, don’t limit them!”
According to the patients, lack of information may contrib-
ute to insufficient acceptance of the disease and the inability to
manage themselves. Sue experienced her neurologist’s failure
in delivering bad news when he first confirmed the diagnosis
of PD: “He prescribed the medications ... and when I asked: What
can I do as a patient? ... He said: With this diagnosis?! Nothing
(?!).” She experienced a degrading style of communication, re-
flecting the dominance of paternalism and leading to a viola-
tion of her dignity, which hindered the development of hope.
“Basically, the doctor treated me as if | wasn’t able to count to ten!”
Sue considers the exchange of information and experience to
be crucial for preserving dignity: “My dignity is promoted by con-
stantly looking for information and new opportunities.”
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Lack of respect versus the accommodating approach of
healthcare professionals

The approach of healthcare professionals has a significant
impact on the dignity of people with PD. This social aspect of
dignity is expressed through the rate in which they are shown
respect. Hilda states: “My status has not been respected by nur-
ses ..., patients are not just numbers or codes.” Considering she
was formerly a nurse, she considers this to be a distinct vio-
lation of her dignity. Oscar considers it undignified when a
healthcare professional acts “Tike a policeman”. Erika sensitively
perceives misunderstandings through non-verbal communica-
tion: “She looks at me and doesn’t say anything, but I can tell what
she’s thinking from the expression on her face.” Such an approach
leads to helplessness, loss of one’s sense of worth, and eventu-
ally the degradation of identity and dignity.

Disrespecting the ability of people with PD to make deci-
sions about and for themselves also has a negative impact on
their dignity. Hilda remembers how a nurse decided what she
should wear on a cold day when she was being transported for
examination: “Do you know what would happen if we listened to
the patients? We know how to dress you!” Such manifestations
of paternalism devalue the relationship between the health-
care provider and the patient. The dignity of people with PD
is also impaired by the stereotypical approach of disrespect-
ing the patient’s individuality. Agatha recalled an orthopedic
surgeon who failed to reflect on the fact that she suffers from
PD: “What do you want? You should walk 8 kilometers every day ...
I can barely take a few steps?!”

Participants also consider the conditions in healthcare fa-
cilities to be undignified. They don’t have any privacy during
the rounds. “Everybody can hear what they’re saying about me”
(Jake). Sue points to overcrowded waiting rooms and long
waiting times: “We sit here in an undignified manner, we wait
there for hours. I even wanted to take a mat to lie on if I didn’t feel
well.” On the contrary, they consider a personal and welcoming
approach of staff to be supportive of dignity. “The staff’s com-
munication is pleasant, their approach is responsible, they don’t
turn patients into objects and they approach them with respect
like humans, living beings” (Sue). Participants consider patience
and time to be important support factors. These strengthen
respect because they cannot always perform activities on com-
mand. “We need some time before we can move ... 'm aware of the
fact that the staff are under time constraints, the emphasis is on
written documents — which is also necessary, but then they don’t
have time for patients” (Hilda).

Discussion

PD is a progressive disease, so those who suffer from it face
changes and loss, some of which directly affect their sense of
dignity. Participants experience their dignity being impaired
by the transition from an autonomous individual to a depend-
ent individual. They experience a wide range of emotional reac-
tions at various stages of PD, particularly during the diagnos-
tic process, when patients are under pressure similar to that
described by Nazzal and Khalil (2017). Patients with chronic
disease travel linearly through a series of stages or phases,
starting with shock and denial, followed by anger, bargaining
and depression, and finally reaching a stage of acceptance (Ec-
cles et al., 2011). This has also been seen in our own results
in the theme Me and my Parkinson’s. Accepting the disease
is the fundamental condition for adapting to chronic disease
(Ambrosio et al., 2015). This affects psycho-emotional well-be-
ing and a patient’s sense of self (Simpson et al., 2013). As de-

scribed in our sample, acceptance is achieved by a combination
of many factors, which, together with perceived losses and ex-
perienced limitations, affect coping. In some descriptions of
our participants, the attributes of self-management, integri-
ty and active adjustment to a disease were also present. Ishii
and Okuyama (2017) state that unpredictable and difficult to
control PD symptoms have a negative impact on the manage-
ment of everyday activities. This causes frustration, helpless-
ness, and increased awareness of a lack of physical and cogni-
tive control. Our participants stated that their dignity is also
threatened by the unpredictable and uncontrollable symptoms
of PD they experience when they try to meet their needs.

Patients whose personal dignity is destroyed frequently
feel that they have no value anymore and that their life has
no meaning (van Gennip et al., 2013). According to our par-
ticipants it is undignified to ask for assistance with basic ac-
tivities, and the reliance on others may lead to shame, loss
of self-confidence, self-respect, feelings of worthlessness and
personal failure. Participants use various compensatory strat-
egies to maintain their independence, such as adapting to var-
ious situations, looking for practical solutions, foreseeing and
planning activities, using aids, and accepting assistance from
families. Hammarlund et al. (2018) note that the inability to
take care of oneself and one’s family, especially in the sense
of traditional roles, is extremely unpleasant — particularly for
women. One of our participants, Clara, expressed that she had
this experience.

For our participants to strengthen their personal dignity, it
is important they do something that makes sense (Sue). Ham-
marlund et al. (2018) and Perepezko et al. (2019) emphasize
that enjoying even small everyday matters brings feelings of
happiness and prevents isolation (which otherwise could lead
to depression).

Due to visible PD symptoms, our participants experience
a wide spectrum of negative reactions from the public, which
leads to social isolation, embarrassment, feelings of inferiori-
ty, loss of identity, and limitations to social activities. Simul-
taneously, they are also confronted with stigma from external
sources (Maffoni et al., 2017).

Social support contributes to social inclusion, the possibil-
ity to work, to experience happiness, to maintain social sta-
tus and identity. Family and friends are a significant source of
emotional support, social interaction, and assistance for our
participants. Kang and Ellis-Hill (2015) state that spending
time with friends and family helps patients to experience the
feeling of solidarity. It maintains their own value and sup-
ports their dignity. However, family support should not be a
reaction to perceiving the patient as disabled, or hinder his or
her striving for independence (Nazzal and Khalil, 2017). One
of our participants, Henry, also mentioned the experience of
over-care from his family, which hindered his independence.

Support groups for participants (Agatha, Henry) have a
predominantly positive impact on their dignity; they help
to increase self-respect and participation in social activities.
Hellgvist et al. (2018) stress that membership in a group allows
patients to achieve a new identity and sense of self. Support
groups have become a common and effective form of help, de-
veloping a sense of belonging, sharing experiences, emotional
support, communication and meeting other PD patients (Bush
etal., 2018; Sheehy et al., 2017).

Communication is a major component of care: it is obvi-
ous that people with PD, particularly at the beginning of the
disease, lack basic information regarding symptom expres-
sion, disease progression, and ways to overcome common dis-
ease-related problems and difficulties (Tsiouris et al., 2017). In
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our study, participants reported that they have not been suffi-
ciently informed (for example, about the possibilities of reha-
bilitation). This is something that was also noted in a study by
the authors Tod et al. (2016). Participants expect healthcare
professionals to treat them with respect, and as people with a
unique identity and dignity. The patient’s dignity should not
be a cliché in patient care. Our participants perceived dignified
care to include respecting a patient’s personality, maintaining
their independence and autonomy, respecting their privacy,
creating suitable conditions for care, providing information,
and a comprehensive holistic approach. Matiti (2015), Eatough
and Shaw (2019) present dignity through categories such as
respecting privacy, confidentiality, information, the possibil-
ity to make one’s own decisions and to be involved in care, to
maintain independence, decency, control over one’s life, and
respect in nurse-patient communication. Nurses should not
forget that people with PD want to be acknowledged not only
as patients, but also as people who in the past fulfilled their
personal and professional roles. The stereotypical perception
of people with PD as individuals with serious symptoms can
result in a loss of self-respect, feelings of worthlessness, and
lowered personal identity and dignity (Hammarlund et al,,
2018).

The perspectives of people and healthcare professionals
related to PD symptomatology, its diagnostics, monitoring
of the condition, and care management, frequently differ. Po-
tentially this can result in misunderstandings, the inability to
understand patient’s problems, and inadequate or insufficient
treatment (Stocchi et al., 2014). This may lead to ineffective
and fragmented care (Soundy et al., 2014), with a lack of re-
spect for the person’s individuality and dignity. Van Gennip
et al. (2013) stress that in cases where patients suffer from se-
rious diseases, the study of dignity deserves more attention.
Nurses should get to know and try to understand the expecta-
tions of people with PD, reinforce holistic and patient-centred
care, and contribute to creating a sense of their dignity (Lin et
al., 2013). When confronted with life-limiting illness, patients
should always receive patient-centered care (Fine, 2010).

Limitations

The study has several limitations. The interviews had differ-
ent duration lengths, as they were adapted to the participants’
health condition and willingness to cooperate. The interpre-
tation of the lived experience of people with PD may be influ-
enced by the personal and professional views of the authors as
nurses. This issue was carefully reflected upon during the re-
search. We participated in an ongoing open dialogue in which
our diverse pre-understandings were challenged. The final in-
terpretation of the cases and cross-case analysis were based on
the authors’ consensus, whereby the authors tried to increase
the rigor as well as the credibility of the study.

Conclusions

The study presents the individual lived experiences of people
with PD and the impact of the disease on their personal digni-
ty, especially in the areas of disease acceptance, and the need to
remain independent, to be respected by nurses, to be accepted
by other people, and to be sufficiently informed. The study pro-
vides evidence of factors affecting the dignity of people with
PD, which is the basis for providing adequate and proactive
care. By understanding individual experience, it is possible to
carry out concrete interventions promoting their dignity.

The findings of this study extend knowledge about the
sense of dignity experienced by people with PD in the con-
text of health care. There is still room for further research to
identify how people with PD perceive dignity in the context of
healthcare.
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Zivotna skisenost ambulantnych pacientov s Parkinsonovou chorobou:

interpretativno fenomenologicka analyza

Stihrn

Uvod: Chronicky, degenerativny a progresivny charakter Parkinsonovej choroby (PD) sa odraza v Zivotnej skiisenosti pacientov,

pretoze ma vplyv aj na ich déstojnost.

Ciel: Cielom studie bolo zvysit porozumenie Zivotnej skusenosti pacientov s PD v ambulantnej starostlivosti a jej vplyvu na ich

déstojnost.

Metdody: Dizajn $tudie je explorativny s vyuzitim interpretativno fenomenologickej analyzy (IPA). Semistrukturované rozhovory
sa uskuto¢nili s 11 participantmi s PD v obdobi od februara do maja 2018. Rozhovory sa uskuto¢nili ako individudlne osobné
rozhovory, v sukromi bez Géasti rodinnych prislusnikov podla protokolu rozhovoru. Analyza udajov sa uskutoénila podla procesu

IPA s pouzitim programu ATLAS.ti 8.0.

Vysledky: Nasa $tadia identifikovala pat tém, ktoré odrazaju zivotnu skusenost pacientov s PD v ambulantnej starostlivosti: Ja
a moj Parkinson: straty, akceptacia a koping; Potreba zostat sebesta¢ny verzus obava zo zavislosti; Ako ma vidia ini: opovrhnutie
verzus prijatie; Nedostatok informdcii verzus potreba byt informovany; Nedostatok respektu verzus ustretovy pristup zdravot-
nickych pracovnikov. Identifikovali sme ich vplyv na déstojnost pacientov, najmi v oblastiach tykajucich sa autonémie, sebatcty,

vlastnej hodnoty, identity, reSpektu a uznania druhymi ludi.

Zdver: Pacienti s PD st denne konfrontovani s mnohymi zdvaznymi zmenami, ktoré vyrazne ovplyviuja ich déstojnost. Tuto sku-
to¢nost musia zdravotnicki pracovnici poznat a reSpektovat pri poskytovani starostlivosti orientovanej na pacienta.

KI'aéové slova: dostojnost; interpretativno fenomenologicka analyza; Parkinsonova choroba; zdravotna starostlivost;

zivotna skuisenost
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