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Abstract

Objective: To evaluate quality of life (QoL) of relatives taking care of patients with idiopathic Parkinson’s disease
(IDP).

Methods: Sixty patients with IPD and 60 patients’ relatives were included into the study, and 50 healthy individuals
consisted of the controls. In the study group, the Unified Parkinson's Disease Rating Scale (UPDRS)scores and the
Hoehn-Yahr Scale (HYS) stages were determined. Depression levels of the IPD patient’s relatives and the controls
were measured using the Beck Depression Inventory (BDI), while pain and fatigue levels were found via the Visual
Analogue Scale (VAS), and QoL was assessed with shorth form-36 (SF-36).

Findings: When the relatives of patients with IPD were compared with the controls, a statistically significance was
found between pain, fatigue and depression levels and SF-36 physical and mental component scores. While a positive
correlation was observed between patient’s UPDRS scores, and relatives’ BDI, pain and fatigue levels, a negative
correlation was found between SF-36 component and SF-36 physical component scores in these groups.

Conclusions: Decreasing QoL significantly, IPD is a disorder affecting considerably both patients and their relatives’
lives and not only patients but also their relatives are influenced from the condition on a large scale. As the disease
progresses, the influence becomes defined and an increase is seen in clinical findings while a decrease is witnessed in
QoL of IPD patients and their relatives.
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Parkinson Hastalarina Bakim Veren Bireylerde Yasam Kalitesinin Degerlendirilmesi

0z

Amag: Parkinson hastalarina bakim veren bireylerde yasam kalitesinin degerlendirilmesi.

Yontemler: Vaka grubuna 60 idiopatik parkinson hastas1 ( IPH ) ile 60 bakim veren birey ve kontrol grubuna 50
sagliklh birey dahil edildi. Hasta grubunda Birlesik Parkinson Hastalifi Derecelendirme Olcegi (The Unified
Parkinson's Disease Rating Scale -UPDRS ) skorlar1 ve Hoehn-Yahr evreleri (HYE) belirlendi. IPHlarina bakim

verenlerin ve Kontrol grubunun depresyon diizeyleri Beck Depresyon Olcegi (BDI) ile, agr1 ve yorgunluk diizeyleri
Viziiel Analog Skala (VAS) ile, yasam kaliteleri shorth form-36 (SF-36) ile degerlendirildi.

Bulgular: IPH’ na bakim veren grup ile kontrol grubu karsilastirildiginda; agri, yorgunluk, depresyon diizeyleri, SF-36
fiziksel ve mental kompanent skorlar1 arasinda istatistiksel olarak anlaml fark bulundu. Hasta grubunda UPDRS
skorlari ile bakim verenlerin BDI, agr1 ve yorgunluk diizeyleri ile pozitif yonde korelasyon, SF-36 mental kompanent
skoru ve SF-36 fiziksel kompanent skoru ile negatif yonde korelasyon tespit edildi.

Sonug: IPH; hasta ve bakim verenlerin hayatin1 6nemli dl¢iide etkileyen ve yasam kalitesini anlaml diizeyde diisiiren
bir hastaliktir. Hastaliktan sadece hastalar degil hasta yakinlar1 ve bakim veren bireyler de 6nemli diizeyde
etkilenmektedir. Bu etkilenme hastaligin ilerlemesi, klinik bulgularin artisi ile belirginlesmekte ve hem hastalarda

hem de bu hastalara bakim veren bireylerde yasam kalitesini diisiirmektedir.

Anahtar kelimeler: Parkinson hastaligi, bakim veren yiikii, depresyon, yasam kalitesi.

INTRODUCTION
Among neurodegenarative disorders,
Parkinson’s disease (IPD) is the second most
commonly  encountered  disease  after

Alzheimer’sl. Average onset of IPD ranges
between 60-80. The condition affects nearly
1% of general population over 65 years of age
and average period between the times of
diagnosis and death is some 15 years?2. IPD is
characterized by such motor symptoms as
bradykinesia, rigidity, tremor and postural
instability3. Although motor symptoms of IPD
are superior to clinical spectrum, most patients
with IPD have also other complaints referred to
as non-motor symptoms* These non-motor
symptoms are the complaints including
exhaustion, depression, anxiety, decrease in
cognitive capacity, sleep disorders or insomnia,
constipation, bladder disfunction, other
autonomic disorders (sexual, gastrointestinal)
and emotional disorders>®.

In limited number of studies performed it was
suggested that psycho-social and economic

burden on relatives caring for patients with
chronical diseases like IPD is too much and
getting higher and higher over time and health
status of relatives and the difficulties
encountered by relatives be taken into
accountduring the diagnosis and in choosing
the most appropriate therapeutic options, and
if necessary, preventive approaches be
considered?”8.

In the present study, we aimed at determining
the levels of depression, exhaustion, pain and
quality of life (QoL) in relatives taking care of
patients with IPD, investigating the association
of IPD with itsclinical severity and comparing
relatives’ findings with those of healthy
controls.

METHODS

Sixty patients with the diagnostic criteria for
IPD3 and 60 relatives taking care of these IPD
patiens constituted our study group, while 50
healthy individuals were included into the
control group.Patients with systemic and
romatological diseases at a level to affect daily
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Qo, such as ankylosing spondylitis or
rheumatoid arthritis, those with the history of
major psychiatric disorders, taking
antidepressants or anxiolytic drugs, cognitive
deficiency, and IPD patients and their relatives
not cooperating with the study tests were
exclded out of the study.

An approval was obtained from the local ethical
board. Patients with IPD and their relatives
were informed on the study design, and written
consent was obtained from all study
participants.

The Unified Parkinson's Disease Rating Scale
(UPDRS) scores and the Hoehn-Yahr Scale
(HYS) stages were determined in patients with
IPD. Depression levels of the relatives and the
controls were detected through the Beck’s
Depression Inventory (BDI), while the pain and
exhaustion levels were evaluated via the Visual
Analogue Scale (VAS) and the shorth form-36
(SF-36).

The Unified Parkinson's Disease Rating Scale

The Unified Parkinson's Disease Rating Scale,
abbreviated as UPDRS, is a scoring system most
widely used for the clinical evaluation of IPD, as
well as its use in clinical practice to follow the
progression of patients' symptoms in a more
objective manner. It consists of four divisions
as mentation, behavior and mood (a total of 16
points), motor examination (a total of 92
points), daily living activities (a total of 52
points) and complications of therapy (a total of
23 points). In the scale scored between 0 and 4,
an increase observed in total score
demonstrates the increase in the symptoms of
IPD®.

The Hoehn-Yahr Scale

The HYS is a scale used in the staging of IPD
and composed of five stages. As the stages
increase, it means that the disease is at
advanced level. While stage 0 indicates no
finding of the disease, stage 5 means the end-

stage, indicating the confinement of patients
with IPD to bed10.

The Beck’s Depression Inventory

The BDI is a valid and reliable instrument used
to quantify levels of depressive symptoms in a
society. The inventory is composed of 21 items
related to depressive symtomps, such as
pessimism, mood, dissatisfaction, sense of
failure, weeping, tendency to suidical ideas,
feeling of guilt, social withdrawal, irritability,
insomnia, exhaustion, loss of appetite, weight
loss and self-accusation. The BDI s
recommended for screening depression
symptoms in patients with multiple sclerosis
because it is short structure and not confused
with neurological smptoms. Each item is scored
between 0-3, and total score changes between
0-63. In our study, the scores of BDI=17 were
assessed in favor of depression. The Turkish
version of the BDI was implemented by Hisli et
al. The BDI=17 scores were reported to reflect
depressionil,

The Short Form-36, Scale for Quality of Life

The SF-36 includes eight different scales
evaluating health status, These eight scales are
physical functioning, social functioning, role
limitations due to physical health problems,
bodily pain, role limitations due to personal or
emotional problems, mental health, ,
energy/fatigue or vitality and general health
status. For each scale, the scores of items are
coded and converted a point-scale from 0
(poorest health status) to 100 (best health
status). According to the scores from subscales,
physical and mental subsection points are
calculated. The SF-36 has two brief scales as
physical component scale, (PCS) and mental
component scale (MCS)12.

Statistical Analysis

Statistical analyses were performed using SPSS
21.0 package software(Statistical Package for
the Social Sciences Inc; Armonk, NY, USA).The
data were summarized as meantstandard

203



Odabas F.0.,Uca A.U.

deviation (SD). The parametric data of relatives
were compared with the student’s t test, while
non-parametric findings were compared
through the chi-square analysis. The
association between the clinical features of
patients with IPD and those of relatives were
assessed with the Spearman’s correlation
analysis. A p value less than 0.05 was accepted
as statistically significant. In terms of
correlation coefficients, the values between 0O-
0.25, 0.25-0.50, 0.50-0.75 and 0.75-1.00 were
evaluated as no correlation, weak-middle,

powerful and very powerful -correlation,
respectively.

RESULTS
The demographic characteristics of the

relatives and the controls in terms of the levels
of age, gender, marital status, types of families
and educational status were found to be similar
and are presented in Table 1.

Table 1: Demographic Characteristics of Relatives and Controls

Relatives Controls

(n=60) (n=50) P
Age (years) 54.18+11.55 |54.40+11.11 | 0.921
Gender
Male %35 (21) %32 (16) |0.740
Female %65 (65) %68 (34)
Marital Status
Married %91.7 (55) |%86 (43) 0.275
Unmarried %8.3 (5) %10 (5) ’
Divorced %0 (0) %4 (2)
Type of Family
Nucleus %91.7 (55) |%84 (42) [0.215
Extended %8.3 (5) %16 (8)
Educational Status
Illiterate %18.3 (11) |%18(9)
Primary School %58.3 (35) |%58(29) [0.468
High School %18.3(11) |%18(9)
College %5 (3) %6 (3)

While the mean age rate of patients with IPD in
the study was found as 67.73+8.73, the initial
mean age of the disease was detected as
60.20+10.30, and the mean disease duration
was determined as 7.30+5.68 years. The
averages of patients’ UPDRS and HYE scores
were found as 29.26+15.02 and 2.27+1.11,

respectively. The demographic characteristics
of patients with IDP are presented in Table 2.

When the relatives were compared with the
controls, a statistically significant difference
was found in the SF-36 physical, mental and
subgroups, and the findings are presented in
Table 3.

Table 2: Demographic characteristics of patients with IDP

Patients (n=60)
Age 67.73+8.73
Disease Duration 7,30+5,68
Initial Age of Disease |60,20+10.30
‘;/‘f;‘:er 61.7%(37)
0,
Female 38.3%(23)
“&?r'ffehsms 83.3%(50)
0,
Unmarried 16,7%(10)
TopestFamily o1y
16.7% (10)
Extended 1.7%(1)
Nursing Home o

When the relatives were compared with the
controls, a statistically significant difference
was found between the values of VAS,
exhaustion and depression. Given the threshold
of BDI217, while the depression level was
found as 38.3% among the relatives caring for
IPD patients, the depression level was seen as
8% within the control group. The comparisons
between the relatives and the controls are
presented in Table 4.

As the UPDRS scores of patients with IPD
increased, it was seen that the VAS ( r=0255),
BDI (r=0452) and exhaustion (r=0,276) levels
also in turn increased while the SF-36 mental (
r=-0.458) ve SF-36 physical (r= -.0472) scores
decreased, demonstrating the values of QoL.
The positive and negative correlations of the

UPDRS scores in the relatives are shown in
Table 5.
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Table 3: Values of SF-36 Quality of Life in Relatives and Control Group

Relatives (n=60) |Controls (n=50) |p

SF-36 PhysicalComponent 52.51+13.19 67.92+£18.27 <0.001
SF_General_Health 64.58+8.40 49.50+8.46 <0.001
SF_Pain 55.04+16.71 69.00+23.28 0.001

SF_Social_Functioning 52.08+16.78 71.55+23.02 <0.001
SF_Emotional_Well-being 49.60+12.76 67.44+16.10 <0.001
SF-36 MentalComponent 51.53+15.51 72.00+21.62 <0.001
SF_Role_emotional 52.22+3491 75.33+39.15 0.002

SF_Fatigue 52.25%13.41 73.70+18.94 <0.001
SF_Role_Physical 45.41+£32.70 75.00+38.79 <0.001
SF_Physical_Functioning 45.00+22.54 78.20£23.02 <0.001

DISCUSSION
Parkinson’s disease is a neurodegenerative
disease associated with progressive

degeneration of nigro-striatal pathways!3. In
describing major clinical characteristics of the
disease, James Parkinson defined six main
criteria as follows: resting tremor, rigidity,
bradykinesia-hypokinesia, flexion posture, loss
of postural reflexes and phonemenon of
freezingl.

As well as an increase seen as to the degree of
disability in patients with IPD, especially
immobilization is considerably increased due
to the adverse effects of drugs used to treat the
condition, and daily QoL is affected negatively.
Due to these reasons, a great number og
patients with IDP may be dependent on the
assistance and support of other individuals
such as relatives or friends after certain periods
of their diseasel>.

Previous studies related to patients with
Parkinson’s disease have mostly investigated
how and at what levels QoL of such patients
depending on motor and non-motor symptoms
are affected¢-18, but the attention to QoL of the
relatives/friends is paid less.

The term “load on the relatives/friends” is used
to describe physical, psychological, social and
economic difficulties and burdens experienced
while offering medical care and assistancel®.
Becoming a relative or a friend caring for a
patient requiring for others’ medical support
and assistance is an unplanned and unchosen
condition out of our own will20, Frustration and
tension arising from long-term care lead to
irreversible results in both the
relatives/friends and patients’ health status.
Negative consequences of long-term caring
load on individuals may also have changeable
features from a society to another, as
chanbeable from an individual to another?l.
Caring for patients was reported to be
associated with the development of
psychological and physiological problems. In
addition, it is a well-known entity that health
status of the relatives/friends may be distorted
due to long-tem care?2. Among the
relatives/friens caring for a patient, 60.6% are
reported to have no timedevoted to themselves
due to caring load, 78.8% to feel themselves
exhausted, 84.9% to experience difficulties in
communication with patients they cared for,
and 56.9% to be in financial difficulties?3. The
importance given to the relatives/friends
caring for IPD patients is increasing day by day
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and better-understood?4. Studies in literature
demonstrate that the burnout level is also
increased along with the deterioration of
physical and psychological health status in the
relatives/friends, especially caring for patients
with neurological diseases, such as stroke,
Parkinson’s and Alzheimer’s2>26, In a study
performed by Lokk, it was recommended that
psycho-social and economic burdens on the
individuals caring for patients with chronical
diseases like IDP are so much, such burdens
increase over time, health status and difficulties
experienced by the relatives/friends within the
follow-up period be taken into account, and if
necessary, preventive approaches be
considered8. In another study conducted by
Yilmaz et al, it was asserted that the
relatives/friends are insidiously sick, and
negative physical, psychological and social
challenges experienced within the caring
period affect these relatives/friends themselves
intensively?2>.

Table 4: Values of Visual Analogue Scale, Exhaustion and
Beck’s Depression Inventory in Relatives and Control Group

Relatives Controls

(n=60) (n=50) P
VAS 5.18+2.23 2.90+1.78 | <0.001
Exhaustion [4.90+2.63 2.98+1.90 | <0.001
BDI 13.21+11.09 |6.88£6.27 | <0.001

VAS: Visual Analogue Scale, BDI: Beck’s Depression Inventory

Table 5: Correlated Features of UPDRS scores of Relatives and
Control Group

P R
VAS of Relatives 0.049 | 0.255
Exhaustion of Relatives 0.033 | 0.276
BDI of Relatives 0.000 | 0.452
SF-36 Physical of Relatives | 0.000 | -0.472
SF-36 Mental of Relatives 0.000 | -0.458

VAS: Visual Analogue Scale, BDI: Beck’s Depression
Inventory, SF-36: Life quality scale

Depression is also one of the negative problems
led by long-term caring period, decreasing QoL
and causing functional deterioration in the
relatives/friends caring for patients in need of
assistance and support?’. In their study,Pablo
Martinez-Martin and co-workers revealed that
patients’ disability level determined by the
assessment of daily living activities (DLA) scale
is the most significant factor showing the stress
level and psycho-social burden on the
relatives/friends?8. In the same way, we
demonstrated that depression levels were
significantly higher in the relatives/friends,
compared with the controls, and depression
levels in the reletives/friends were also
positively correlated with the disease severity
determined through the UPDRS score. For this
reason, while the depression status of
chronically ill patients is evaluated, the
relatives/friends’ status should be kept in
mind, and when diagnosed with depression,
patients should be referred to necessary health
centers.

Also previous studies reported that QoL was
deteriorated in the relatives/friends caring for
IPD patients and as the disease severity
increased a significant decrease was seen in
QoL of the relatives/friends?8. As consistent
with the findings of this study, depression,
exhaustion and pain levels of the
relatives/friends detected through the UPDRS
scores showed a similar correlation.
Additionally, QoL  parameters of the
relatives/friends were also found to be
significantly lower than the controls and to
show a negative correlation with the disease
severity. These findings suggest that QoLis also
definitely affected in a negative way in the
relatives/friends caring for IPD patients.
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CONCLUSION

IPD is a disease affecting both IPD patients and
the relatives/friends lives considerably and
decreasing QoL significantly. Not only IPD
patients but their relatives/friends are also
affected on a large scale. So, during the
diagnosis and follow-up periods, not only
should the care be concentrated on patients,
but QoL and psychological status of the
relatives/friends should also be evaluated. We
consider that the quality of caring process can
be increased with counseling for the needs of
patients with IPD and their relatives/friends,
the stress and caring load on the
relatives/friends can be reduced, and QoL of
IPD patients can be elevated.
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