ARTICULOS DE INVESTIGACION CLINICA O EXPERIMENTAL

Perceptions of Individuals
with Parkinson’s Disease
about Quality of Life

Percepciones de pacientes con enfermedad
de Parkinson sobre la calidad de vida

Percepcoes de pacientes com doenca de
Parkinson sobre a qualidade de vida
Aline Aparecida Foppa, MSc*:

Claudia Marcela Vargas-Peldez, PhD?;

Fabiola Bagatini Buendgens, MSc?;

Clarice Chemello, PhD*

Mariana Piva Fleury Charmillot, Farm.>;

Marjorie Marin, Farm.>;

Mayara Seemann, Farm.>;

Mareni Rocha Farias, PhD'

Received: May 16™", 2017/ Accepted: February 26", 2018

Doi: http://dx.doi.org/10.12804/revistas.urosario.edu.co/revsalud/a.6769

To cite this article: Foppa AA, Vargas-Pelaez CM, Buendgens BF, Chemello C, Charmillot FMP, Marin M, et al. Perceptions of
Individuals with Parkinson’s Disease about Quality of Life. Rev Cienc Salud. 2018;16(2):262-278. Doi: http://dx.doi.org/10.12804/
revistas.urosario.edu.co/revsalud/a.6769

Abstract

Introduction: Parkinson’s disease is a neurodegenerative disorder manifested by motor and non-motor
symptoms that compromise patients’ quality of life. The instrument used to assess Parkinson’s disease
patients’ quality of life is the Parkinson’s Disease Questionnaire (ppg-39). This study aims to identify
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issues related to quality of life from the patients’ perspective, compare the results obtained with the
aspects included in the ppg-39, and describe some strategies that patients have adopted to overcome
difficulties. Materials and methods: This is a qualitative and descriptive study based on a focus group
consisting of six patients. Data were analyzed using the content analysis method. Results: Aspects related
to all ppQ-39 domains were mentioned by the patients, highlighting those related to limitations on their
mobility and daily activities, as well as aspects related to their emotional wellbeing. The patients did
not mention some aspects of mobility that are included in the rpg-39, but limitations in the domain of
emotional wellbeing that are included in the rpg-39 were detected. In order to overcome difficulties,
patients devise various strategies that require social support. Conclusion: Understanding and reflecting
on Parkinson’s disease patients’ perceptions of their quality of life contributes to our understanding of
the disease and stimulates proposals for adequate clinical interventions to provide comprehensive care.
It is suggested that the ppg-39 be reviewed and adapted to the current context, taking into account the
most recent knowledge and technological advances related to Parkinson’s disease.

Keywords: quality of life, Parkinson disease, ppQ-39.

Resumen

Introduccion: la enfermedad de Parkinson es una patologia neurodegenerativa, que se manifiesta por
signos y sintomas motores y no motores, que comprometen la calidad de vida de los pacientes. El Parkinson
Disease Questionnaire (ppQ-39) es el instrumento mds utilizado para evaluar la calidad de vida en pacientes
con esta enfermedad. Los objetivos del trabajo fueron identificar los aspectos relacionados con la Calidad
de Vida desde la perspectiva de los pacientes, compararlos con los aspectos considerados por el ppg-39 y
describir las estrategias adoptadas por los pacientes para superar las dificultades. Materiales y métodos:
estudio cualitativo, descriptivo. Se realizé un grupo focal con seis pacientes. Los datos fueron analizados
usando el método de andlisis de contenido. Resultados: aspectos relacionados a todos los dominios del
ppQ-39 fueron mencionados por los pacientes, destacdndose aquellos relacionados con las limitaciones de
la movilidad y el desarrollo de actividades diarias, y aspectos relacionados con el bienestar emocional.
No obstante, algunos aspectos considerados en el dominio movilidad del ppg-39 no fueron mencionados, y
fueron detectadaslimitaciones del dominio bienestar emocional. Los pacientes disefian diversas estrategias
para superar las dificultades, en las que el soporte social es importante. Conclusion: conocer y reflexionar
sobre las percepciones de persona con enfermedad de Parkinson sobre su calidad de vida contribuye
para la comprension de la enfermedad y auxilia la propuesta de intervenciones clinicas adecuadas para
lograr el cuidado integral. Se sugiere la revisidon y adaptacion del rpg-39 al contexto actual, los avances
tecnoldgicos y de conocimientos sobre la enfermedad de Parkinson.

Palabras clave: calidad de vida, enfermedad de Parkinson, ppg-39.

Resumo
Introdugdo: a doenca de Parkinson € uma patologia neurodegenerativa, que se manifesta por signos e
sintomas motores e ndo motores, que comprometem a qualidade de vida dos pacientes. O Parkinson
Disease Questionnaire (ppQ-39) é o instrumento mais utilizado para avaliar a qualidade de vida de em
pacientes com esta doenca. Os objetivos do trabalho foram identificar os aspetos relacionados com a
Qualidade de Vida desde a perspectiva dos pacientes, compara-los com os aspetos considerados pelo ppg-
39 e descrever as estratégias adotadas pelos pacientes para superar as dificuldades. Materiais e métodos:
estudo qualitativo, descritivo. Realizou-se um grupo focal com seis pacientes. Os dados foram analisados
usando o método de andlise de conteudo. Resultados: aspetos relacionados a todos os dominios do rpg-39
foram mencionados pelos pacientes, destacando-se aqueles relacionados com as limita¢des da mobilidade
e o desenvolvimento de atividades didrias, e aspetos relacionados com o bem-estar emocional. No
entanto, alguns aspectos considerados no dominio mobilidade do ppg-39 ndo foram mencionados, e foram
detectadas limitacdes do dominio bem-estar emocional. Os pacientes desenham diversas estratégias
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para superar as dificuldades, nas que o suporte social é importante. Conclusdo: conhecer e reflexionar
sobre as percepcdes de pessoas com Doenca de Parkinson sobre sua qualidade de vida contribui para
a compreensdo da doenca e auxilia a proposta de intervencOes clinicas adequadas para conseguir o
cuidado integral. Sugere-se a revisdo e adaptacdo do rpg-39 ao contexto atual, os avancos tecnoldogicos e
de conhecimentos sobre a Doenga de Parkinson.

Palavras-chave: qualidade de vida, doenga de Parkinson, ppQ-39.

Introduction

he complexity of Parkinson’s disease, and its secondary manifestations resulting from
Tphysical signs and symptoms, point to the need to discuss measures used to evaluate
treatment success (1). Compromised mental, emotional, social, and economic circumstan-
ces affect the patient’s functioning and quality of life and that of the people around them,
particularly caregivers (2, 3). Non-motor symptoms are considered incapacitating factors at
all phases of the disease’s development. In addition, symptoms such as anxiety, depression,
psychosis, sleep disorders, diminished impulse control, apathy, and cognitive dysfunction
have been increasingly reported for patients with Parkinson’s disease (4, 5).

In recent years, traditional outcomes (efficacy, safety, survival, etc.) have been comple-
mented by outcomes reported by patients themselves, including symptoms, adherence to
treatment, adverse effects of medications, satisfaction with treatment and with healthcare
services, functional status, and principally, quality of life (6, 7).

Quality of life is a subjective construct that includes those factors that substantially in-
fluence the life of a person, such as well-being, health, environment, income, and freedom,
among others. According to the World Health Organization, quality of life is “an individual’s
perception of life in the context of the cultural and value system in which they live, and in
relation to their goals, expectations, standards, and concerns” (8).

The importance of evaluating quality of life results from valuing the perspective of the
individual and from the capacity to estimate the functional and subjective impact of chronic
diseases and their treatment on the lives of affected individuals from a multidimensional
perspective (9).

Due to the progressive and chronic nature of Parkinson’s disease, one of the greatest
challenges is to maintain the patient’s quality of life (10). In almost any area of their work,
health professionals should evaluate patients’ perceptions of their own health because
this perception is recognized as an indicator of their state of health. It measures patients’
perceptions of their physical and mental state, independent of medical interpretations of
symptoms, and is a predictor of both mortality and the utilization of health services (11). For
these reasons, self-perception has been increasingly valued in research, health planning,
and decision-making by health teams (12). In addition, health professionals should identify
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strategies and adaptations that facilitate the management of symptoms by both patients
and caregivers.

At the same time, quality of life in relation to health can be evaluated using generic
instruments or instruments specific to each disease, and may include the patient’s physical,
emotional, and social wellbeing and satisfaction with their state of health. Specific instru-
ments are designed to study specific conditions or populations and have the advantage that
they can detect particularities of quality of life in a particular situation on a specific and
individual level (7, 9).

One of the tools frequently used to measure the quality of life of Parkinson’s patients is the
Parkinson Disease Questionnaire-39, known as the ppQ-39. The ppQ-39 is made up of 39 questions
categorized into in eight domains: mobility, daily living activities, emotional well-being, social
support, stigma, cognition, communication, and bodily discomfort (13,14). This instrument
was developed and validated in 1995 and subsequently translated and validated in different
languages, including Brazilian Portuguese (13, 15).

Progress in the treatment and accompaniment of Parkinson’s patients lead to reflections
on the use of the Ppe-39 over time, and in different cultural contexts. Considering the central
role that quality of life plays in caring for patients with neurodegenerative diseases, the
intrinsic subjectivity and multidimensionality of the concept, and the methodological diffi-
culties inherent to its evaluation, the objectives of this work are to identify matters related
to quality of life from a patient perspective, compare them with the aspects considered in
the rpQ-39, and describe the strategies adopted by patients to overcome their difficulties.

Materials and methods

Study design
A qualitative study developed using the focus group technique (16).

Selection and inclusion of patients

Participants in the study were selected intentionally by pharmaceutical professionals respon-
sible to the Comprehensive medication management services, who had detailed knowledge
about the characteristics of the patients being treated (17). The criteria for inclusion was that
the patient should be responsible for his or her pharmacological treatment without the need
for help from a caretaker. The presence of cognitive deficit as measured by the Mini-test of
Mental State (Mini-exame do Estado Mental - meem) was a criterion for exclusion (18).
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The focus group included patients with different characteristics. In order to form such
a group, patients of both sexes, of different ages, and varying times elapsed since their
diagnoses were invited to participate. Some of them had motor symptoms (tremor at rest,
akinesia or bradykinesia, rigidity, postural instability, and gait disorders), and/or non-motor
symptoms (neuropsychiatric manifestations, autonomic complications, and sleep disorders)
(4, 19). Depression was identified when the patient mentioned that he or she had been
diagnosed or when they had been prescribed medicines indicated for the treatment of
depression. During the dispensing of medicine, patients were invited to participate in the
focus group. The 6 patients who were invited agreed to participate; their characteristics
are described in table 1.

Table 1. Characteristics of participants selected for the study
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Data collection

The study was carried out in April 2013, in the meeting room of a pharmacy associated with
the public health system, where expensive medicines are distributed in Florianopolis, Brazil.
The pharmacy also has ties to the Department of Pharmaceutical Science of the Universidade
Federal de Santa Catarina, Brazil. The following people were present: the moderator, three
observers (one of them acting as a recording secretary), and the six Parkinson’s disease pa-
tients. The moderator was a third pharmacist who also was knowledgeable about Parkinson’s
disease, making it possible to identify areas of interest. The discussion of each individual
topic was carried on until reaching a point of saturation, meaning that participants began
to repeat themselves. Participants did not have friendship ties and did not know each other.

The discussion was guided with open questions that corresponded to the eight domains of
the questionnaire for the evaluation of quality of life of Parkinson’s disease patients (ppQ-39)
(15) (table 2). The focus group lasted about two hours. Participants were informed about the
objectives of the project and told that an audio tape was being made of the discussion. All
patients agreed to these conditions and signed the informed consent form before beginning
their participation in the focus group.

Table 2. Questions that guided the focus group discussion

Domain Questions to guide the discussion

Does Parkinson’s disease interfere with
Mobility your ability to move?
If so, how?

Does Parkinson’s disease interfere with
your daily activities?

If so, what activities does it interfere
with?

Daily life activities

Does Parkinson’s disease affect your

Emotional well-being emotional state?

Does Parkinson’s disease interfere with

Social support your social life?

Have you felt any effects of Parkinson’s
Bodily discomfort disease in your body?
If so, in what way?

How do you perceive other peoples’

Stigma relations with you and your relations
with other people?
Does Parkinson’s disease affect your
Cognition mental capacity?
If so, how?

Does Parkinson’s disease interfere with
Communication your ability to communicate? If so, in
what way?
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Data analysis

The audiotape was transcribed and annotated with the help of notes taken at the session by
the recording secretary and the other two observers. In order to maintain the anonymity of
participants, they will be identified throughout this text by letters in alphabetical order. The
material was analyzed using content analysis (20, 21). The data were codified, classified, and
categorized by three independent researchers in order to avoid bias. The final categorization
was reviewed by a fourth researcher in order to resolve cases where categorizations did not
coincide. The domains included on the questionnaire rpg-39 were adopted as a priori categories
and the difficulties described by patients and strategies to overcome them in each case were
adopted as subcategories. The difficulties mentioned by patients were compared with those
considered on ppg-39.

Ethical considerations

The study was approved by the Ethics Committee on Research with Human Subjects of the
Universidade Federal de Santa Catarina in compliance with Act 1963 of 2011 and the stan-
dards established under Brazilian law (National Health Council Resolution 196 of 1996 (22).
The study followed the international guidelines delineated in the Declaration of Helsinki
and the Belmont report.

Results

n relation to Mobility, patients mentioned the following matters as responsible for
I diminished quality of life: slowness and difficulty of movement, difficulty placing
purchases in bags, difficulty carrying shopping bags, tripping and falling, difficulty
getting in and out of bed, and difficulty climbing stairs. In the domain of Daily living
activities, patients said that their quality of life was compromised by difficulty writing,
the frequency with which they broke dishes, difficulty brushing teeth, shaving, bathing,
and combing their hair, difficulty cutting food, inability to drink liquid from a full
container, inability to drive a car, and slowness in fastening their pants. The patients
mentioned that both their mobility and their daily activities were more compromised at
the beginning of the day, and that some symptoms were more intense on some days than
on others. Some strategies used by patients to overcome these limitations included using
an electric toothbrush, eating foods whose consumption did not require the use of fine
motor skills, driving automatic cars, and receiving help from friends and family.
In the domain Emotional well-being, patients said that the following problems compro-
mised their quality of life: insomnia, irritation, fragility, need for attention, and increased
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emotional sensitivity. Observers noted from the comments by patients that Parkinson’s
disease affected their emotional state —as evaluated on pp-39— but that their emotional
state also affected their Parkinson’s disease. Some of the strategies mentioned by patients for
alleviating their emotional suffering were talking about the disease, engaging in pleasurable
activities, and talking to other people who also had the disease. One important point is that
patients perceived that engaging in physical activity improved their mobility, their ability
to carry out daily activities, and their emotional well-being.

In the domain of Stigma, the patients said that they were embarrassed to eat in public
and angry that they had the disease. Some, however, mentioned the ease with which they
could speak openly about the disease. In the domain of Social support, support and accep-
tance by families and participation in communities and support groups were mentioned
as important tools for improving quality of life. It was observed, however, that some focus
group participants resisted participating in support groups.

In the domain of Cognition, patients mentioned forgetfulness and reasoning difficulties
as problems present in their day-to-day lives. It is important to note that these aspects were
identified by patients who were diagnosed with Parkinson’s disease longer ago (between
eight and ten years). In the domain of Communication, patients referred to slow and difficult
speech, leading to poor diction, mangled words, breathy voices, and hoarseness. Some pa-
tients, however, did not bring up these limitations on communication caused by Parkinson’s
disease as factors leading to a decreased quality of life, and no strategies were mentioned by
patients for overcoming these difficulties.

In the domain of Bodily discomfort, patients mentioned cramps, cold extremities, body
pain, and heavy feet as aspects of discomfort that affected them on a daily basis. Pain locations
varied among the patients, and included waists, arms, and joints. Pain was most common
in the evening and at night. One strategy used to alleviate this kind of pain was the use of
hot compresses.

Most of the items present on rpQ-39 were recognized by the participants as factors rela-
ted to quality of life. Not mentioned were difficulty tying shoes, being at home longer than
desired, having to concentrate to watch television or read, or having disturbing dreams or
nightmares.

Table 3 presents excerpts that exemplify the problems identified by participants as
compromising their quality of life, according to the categories mentioned on ppQ-39, as well
as the strategies they used to overcome them.
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Table 3. Direct quotes in each domain

Domain Problems Strategies to overcome them
PDQ-39
(A) “I seem like a robot.” (E) “I have an exercise machine at home, a
B) “It feels like I have lead in both mv legs.” walker... I use it for an hour, an hour and a
®) o Y €8 half, and it helps me a lot (to alleviate the

(D) “Getting into bed... takes a lot of work, I rigidity).”
have to be like an acrobat ... it’s a task
getting in and out of bed ...”

B (E) “My foot feels like it’s glued to the floor.”

E (B) “I'll be walking really well, very nicely,

o looking beautiful in high heels, and all of

= a sudden my leg feels heavy ... I'll start
dragging my leg behind me and I feel
tired, my foot gets twisted and I start to
feel cramps.”

(C) “I fell down. I was going to touch the dog,
and when I was... my leg went stiff and...

‘splat!’ (I fell down).”

(F) “Now, with Parkinson’s, I have a really (B) “My husband bought an electric toothbrush
hard time shaving, brushing my teeth, that helps me a lot when I'm in bad shape.”
and eating breakfast ...” (B) “...Depending on the day, it’s hard for me to eat,

(B) “I break a lot of dishes; I can’t grasp with to cut my meat, so I pick up food that’s ground
my hands.” up [like] ground meat, chicken, things that

.“m_-i (F) “... Sometimes I need to write something... I ({an manage, and I separate pieces of meat

E but the next day I can’t read it. My wife is with my fork.

k> my secretary, she writes for me.” (C) “My leg trembles a lot. To use the clutch, the

; (C) “Brushing my teeth. I need to use both brake, the accelerat'o’r, I attached’? piece of

= hands to brush, but no toothbrush handle wood for my foot... it’s very good.

A is big enough. If T use only one hand (D) “If I go to a restaurant...  have to ask somebody
(laughs) it gets pushed over into the from the house... When I go with my wife, she
corner of my mouth. My right hand is serves me; she cuts my meat.”
uncoordinated, but Thelp it with my left gy «f g5t 4 different car; I bought an automatic
hand. because it’s my [left] leg where I lose

strength.”

(B) “I have insomnia. I start to turn on my side (B) “It’s like an escape valve. It’s good to talk
and my body hurts... Then I start to cry.” about the disease; it seems to alleviate [my

(A) “You get stiff; you start to feel like a robot. symptoms].”

Wouldn’t that make you miserable? (E) “Sometimes I'm at home, feeling kind of sad,

o0 Wouldn’t that make you angry? You’re and my wife says, ‘Do what you’re used to

g trying to do something, but you get doing every day,’ and what’s that? ‘Clean [the

,.3 nervous... Parkinson’s is just a disease, car].’ So, I go down and wash it, moving this

2 you know?” way and that way, and that does the trick.

3 (F) “[I get nervous] “mainly when I have a Everything feels better.”

P microphone in my hand andIcan’thold  (B) “Even though my father doesn’t have a lot of

.g on to it.” education, he reads a lot. He has Facebook,

g (A) “I can’t let it get to me [because] Parkinson and he communicates with other peop_le who

o seems to affect me... mainly when I'm have Parkinson’s, so he’s always learning

sad, you know? When I’'m happy it’s not
so bad.”

about it, always researching things to improve
my quality of life.”

(E) “Yes, walking... I leave the house and walk
around the area; I walk around for a while
and I go back in feeling better.”

(continue)
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Domain Problems Strategies to overcome them
PDQ-39
(B) “Itry to live a normal life and I don’t hide  (A) “I'm angry but at the same time I try to accept
my Parkinson’s at all. If 'm trembling, my situation because I see our fellow patients
people look at me and ask me why I'm who are worse off. That makes me happy.”
trembling, and I tell them, ‘Because I
have Parkinson’s.””
(E) “Italk about it... If they ask me whether I
have the disease, ‘Yes, I have it.””
(A) “'m not going to say that I'm ashamed
< [but] I avoid talking [about the disease]. I
£ don’t like to talk, but if I have to talk now,
E” I talk. It’s not a problem. But I'm angry.
v Why me?”
(B) “(diagnosis) Your face will be like a mask,
you’ll be expressionless, you can retire
due to your disability; you can’t drive;
you can’t have children. Since you’re
married, your husband can annul the
marriage if he wants to, because he
married a healthy person and now you’re
ill. You might as well just throw me in a
coffin and bury me.”
(D) “I get up, and I have to get up like a crazy (B) “I say, ‘You have to be patient with me, because
person, then I go to the bathroom... when I go to the bathroom, if you take five
Instead of getting [back] into bed... No, I minutes then I take ten. Sometimes [my
go; it’s very hard to get into bed [so] I stay friends] help me to take off my leather gloves
on the couch, I sleep a little, then my wife or to zip up my jacket. They all help me some.
comes in and says ‘come to bed,’... so I go I'm the youngest of all of the bikers but they
[back], and she helps me again.” all help me.”
(F) “[People in my family] help. My children (B) “I participated a few times in APASC
and grandchildren are always willing to (Parkinson’s Association of Santa Catarina); I
take me to the doctor. Right now, my wife went two or three times to the meetings there.
had an operation, and I have a daughter The people there seem super lively, older
- who’s married in Spain, but she called to people thatIlearn a lot from.”
:5:: schedule the surgery because she’ll be (B) “IMy husband] told me that I livened up after
& coming from there. Ilearned that I had Parkinson’s. I began
> (C) “They cause a lot of problems in my to interact with people with the disease. I
8 house; there’s a lot of complaining. They started using Orkut (a now-defunct social
é complain more than ever. There’s a lot network in Brazil), then Facebook. There are

of anger at my house because neither
my wife nor my daughter accept [the
disease].”

(B) “I don’t know if my husband is afraid of the
disease... I try to be stronger than him. I
try to give him strength so he can handle
it.”

(A) “There’s only one thing that I don’t agree
with in relation to Parkinson’s: those
group meetings: I haven’t participated
in a single one that made me feel better;
they just discouraged me.”

communities.”

(continue)
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Domain

Problems Strategies to overcome them
PDQ-39
(D) “My memory? It’s worse all the time: (C) “I never saved any numbers to my cell phone
2+2areb.” memory. You get very lazy, so I lost all the
(C) “I haven’t felt any change. I prefer numbers, even my home number.”
g doing mental calculations to using the
= calculator.”
& (F) “I forget people’s names and phone
o X
© numbers unless I write them down.”

(F) “I can be talking about something and if
there’s an interruption I don’t know what
I'm talking about. I forget immediately.”

(A) “Two or three times I got hoarse and my
wife even asked me, ‘Did your voice
change?””

(B) “When I’'m trembling a lot, my voice gets
breathier.”

Communica-
tion

(C) “When I get a cramp in my upper leg, it’s (B) “What helps are hot water bottles. I boil water
terrible. Sometimes it’s so bad it even and put it in the hot water bottle, then I take
makes me cry.” it to bed with me and put it on my back. I lie

there quietly and the place (that hurts) warms

up, then the pain gets less intense and I fall
asleep.”

(B) “Parkinson’s is different from day to day... I
may be absolutely great one day, with no
symptoms of the disease, but the next day
can be different.”

(B) “I take a bath and go to bed; and it feels
like I'was run over by a truck. I have a
lot of pain in my body and my joints. My
extremities, like my hands and my toes,
they’re always cold.”

Bodily discomfort

Discussion

ccording to their responses, patients perceive many difficulties caused by Parkinson’s di-
Asease that affect the quality of life of sufferers, as is reflected in the literature (10, 23-26).
Within the domains mentioned on the ppQ-39, patients mentioned limitations on mobility
and difficulty carrying out daily activities as a result of motor symptoms as the principal
aspects that negatively influenced their perceptions of quality of life. This can be explai-
ned by the relation between the disease’s progression and progressively decreasing bodily
mobility that results in increasing limitations on their ability to carry out daily activities
(23-27). This affects the independence of Parkinson’s disease patients and often leads to the
need for a caregiver (24, 25).
Participants also emphasized their emotional well-being. Emotional and social factors
affect their disabilities, daily limitations, and perceived stigma (10). Patients perceived
non-motor symptoms and their relation to motor symptoms, identifying them as responsible
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for the decreasing quality of life. This effect has been reported previously by Montel, Bonnet,
and Bungener (26). Anxiety seems to be manifested at specific times in relation to Parkinson’s
disease: immediately after the diagnosis, when problems of mobility appear, when the use
of prescribed medicines produces on-off fluctuations of effectiveness, and when patients
are no longer able to fulfill their accustomed social roles or demonstrate their accustomed
social abilities (28).

Some symptoms described by patients are associated with depression, such as moodiness,
irritability, anguish, and despondency. Many authors consider depression to be one of the
primary factors responsible for Parkinson’s patients’ decreased quality of life. Depression
negatively influences other physical and cognitive symptoms, indirectly contributing to
social isolation (27, 29).

In relation to social support, it was found that family support is important in order to
confront difficulties that arise in daily life. Some patients described living without family
support, however, primarily because their families were unaware of the limitations that
Parkinson’s disease imposed on them. Brazilian society considers the family to be a socially
important unit for caring for the ill, and families have their own point of view on health
and illness, their own attitudes, and their own way of providing care (30). Family dynamics
change when a member falls ill and enters into a process of increasing dependency, and
family roles change when one member in particular is designated as responsible for the care
of the ill person (31). According to Falceto, Fernandes, and Wartchow, the family is always
affected by the illness of one of its members and can organize itself to alleviate, maintain,
or even aggravate the ill member’s symptoms (32).

Itisimportant to note that only one female participated in this study, and in her respon-
ses, she mentioned consequences of the woman’s role in Brazilian culture. In our society,
women assume the role of caregivers when another member of the family is ill (31, 33).
When women need care, however, they cannot always count on getting the support they
need, which is emotionally difficult for them (10).

In addition to family support, the support of friends and participation in mutual support
groups are important tools in the process of facing Parkinson’s disease. According to Sluzki,
there is strong evidence that stable, sensitive, active, and reliable social networks protect
people from other illnesses, provide support and guidance, positively impact on the timely
and appropriate utilization of health services, accelerate recovery, and improve survival
rates (34). That is to say, they generate health. In the same way that the health of an indivi-
dual can be affected by their social relations, the presence of a disease, especially a chronic
or debilitating one, detracts from the quality of social interactions, and, in the long-term,
reduces access to social networks (34).

In the focus group, participants mentioned the Santa Catarina Parkinson’s Association as
well as patient communities in the social media (i.e. Facebook). The social support provided
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by these groups provides a tool for mutual assistance, the exchange of information, support
at times of crisis, and participation in social events, all of which impedes the isolation of
patients, thereby improving the state of their health (35, 36).

It was also observed that patient resistance to participating in support groups had more
to do with the stigma of having Parkinson’s disease than with the participation in itself.
The responses of participants verify that this stigma is associated with their own denial
and rejection of the disease. The way that doctors present a diagnosis of Parkinson’s dis-
ease to patients can increase this stigma, since this event constitutes patients’ first contact
with the disease. Support groups are even more important for these individuals and their
participation should be incentivized by all healthcare professionals with whom they come
into contact.

Only some of the patients who participated in the focus group perceived that their
cognition suffered after their diagnosis with Parkinson’s disease, but all of them believed
that cognitive symptoms affect the quality of life of Parkinson’s disease patients. According
to Navarro-Petemella and Marcon, cognitive symptoms do affect the quality of life of
individuals with Parkinson’s disease, and these symptoms become most prevalent as the
disease progresses (10).

Bodily discomfort was frequently mentioned by the individuals with Parkinson’s
disease. Body pain, cramps, and cold extremities were felt on a daily basis. Pain has been
associated with Parkinson’s disease since it was first described. The discomfort is associated
with motor symptoms, especially akinesia and rigidity (37).

The results of this study also demonstrate that patients play an active role in the process
of health and illness and generate particular strategies to live with their disease and overco-
me the difficulties that arise as it progresses. For example, physical activity is mentioned by
people with Parkinson’s disease as an element that improves their quality of life. This effect
has been verified in other studies, which suggest that physical activity is a promising adjuvant
treatment for alleviating motor symptoms as well as non-motor symptoms including mood
disorders, cognitive effects, and sleep disorders (38, 39).

The results of the study also point to certain limitations of the ppQ-39 as a tool for evalua-
ting quality of life. In the Emotional well-being domain, for example, one aspect mentioned by
individuals in the focus group was that their emotional state was an important factor related
to the manifestations of Parkinson’s disease symptoms, especially motor symptoms. On the
pDQ-39, however, the domain of Emotional well-being refers exclusively to the effects of the
disease on the lives of affected persons, not to how their emotional state affects the disease’s
symptoms. Other questions regarding the validity of the pp-39 for measuring effects within
this domain have been studied previously (40).

Also of interest was that some items on the rpQ-39 were not mentioned by participants as
matters that determined quality of life. This may be because our knowledge about Parkinson’s
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disease has progressed subsequent to the creation and validation of the rpg-39, particularly in
relation to non-motor symptoms (13). There has also been technological progress, improved
access to information, and better-designed products such as utensils and vehicles, among
other things. Difficulty tying shoes, for example, was not mentioned by participants, perhaps
because they use shoes without laces. The problem of being at home for longer periods than
desired may be minimized by the availability of vehicle adaptations or improved urban
transportation policies.

Thus, although the rpQ-39 is a specific instrument that has been validated, consolidated,
and translated into Portuguese, it was found to lack some relevant categories in relation to
the current panorama regarding Parkinson’s disease, demonstrating that it requires revision
and updating as has been recommended by Jones et al. (40).

Taking this into account, studying and reflecting on the perceptions of Parkinson’s disease
patients regarding their quality of life and the strategies they have developed to overcome the
difficulties that they face as a result of the disease contribute to its understanding. This improved
understanding will enable health professionals to provide more comprehensive patient care. We
propose arevision of the ppe-39 and its adaptation to today’s context, to the latest technological
progress, and to our expanded knowledge of Parkinson’s disease.
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