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ABSTRACT

Introduction: Quality of life is a multidimensional concept
and a subjective value that depends on many factors. Disabil-
ity caused by sight loss induces changes for both patients and

their carers. The function of a blind person’s carer is usually
performed by family members, whose limited knowledge limits

their ability to help effectively and satisfactorily. This, in turn,
may lead to their reduced sense of the quality of life.

The aim of this study was to assess the quality of life of blind

people’s carers.

Materials and methods: The study was conducted September-
October 2016 and involved 130 blind peoples’ carers using a diag-
nostic poll. Short Form Survey SF-36 and a specially designed

questionnaire were used. The majority of participants were

INTRODUCTION

Concern for patient health has been a part of mankind since
the beginnings of medicine. Undoubtedly, in modern times
the basic aim of healthcare is to prolong the life of the sick.
Along with technological and medical progress, increases in
the number of chronic patients have created growing demands
for constant care. Despite focusing mainly on treatment for
the illness itself, medical personnel are increasingly noticing
a need for improvement in the quality of life of both the sick
and the carers.

While discussing the matter of quality of life, one cannot
omit the significance of the ability to cope with deteriorat-
ing living conditions once the illness has been diagnosed. The
assessment of well-being by chronic patients is subjective and
depends on their condition as well as trouble caused by the
illness. Level of life satisfaction and a sense of fulfillment in
occupying social roles is another important factor in the qual-
ity of life assessment [1, 2].

According to literature, a carer is a person who permanently
and regularly provides physical and emotional support for the
disabled or the elderly in a weakened condition [3]. In modern
health care, carers are the ones that play a key role in deliver-
ing care to disabled or chronically ill patients, for example the
blind, who are unable to perform domestic duties unaided. Dis-
ability caused by sight loss causes changes in the life of family
members who have to take care of a blind relative. The process
of adaptation to new circumstances depends on how the carers

@oce

women (69.23%), married couples (63.1%), with high school edu-
cation (40.77%).

Results: Wellbeing self-assessment indicated that 36.15% of car-
ers considered their mental condition to have worsened, while
43.08% remained at the same level when compared to 1 year
earlier. Analysis of quality of life showed that carers very highly
rated their physical functioning 59.46 +26.35; social function-
ing 57.4 +26.12; vitality 55.48 +23.27; and emotional functioning
54.81+29.24.

Conclusions: Quality of life tends to gradually deteriorate as
the carers grow older. The carer’s educational background and
the professional activity of the disabled person influence the
assessment of the carer’s quality of life.

Keywords: quality of life; carers; blind people.

handle the situation, housing and financial conditions, set of
beliefs, family relations, health, education, and personality.

Sight loss afflicting a close relative is unquestionably a prob-
lematic situation. During the rehabilitation of blind people,
carers are faced with a set of problems concerning health as
well as social, emotional, and everyday functioning [4]. A family
faced with the necessity to look after a blind relative gradu-
ally reduces their social activity. The increasing cost of living
caused by additional expense such as rehabilitation, house
adjustments or buying computer equipment for the blind, often
makes a family exceed the household budget.

While providing care to a disabled blind person, carers tend
to become too supportive in contrast to the actual needs of
the patient [5]. Excessive protection, in turn, leads not only
to the carer’s burnout, but also makes a patient completely
dependent on them. On the other hand, insufficient attention
given to a patient reveals the carer’s lack of acceptance of the
patient along with their role as a carer [6, 7]. Care problems
that blind people’s families come across frequently result from
alack of knowledge or skills and insufficient social support [8].

The aim of this study was to assess the quality of life of
blind people’s carers.

MATERIALS AND METHODS

The study was conducted September-October 2016 and involved
130 blind persons’ carers registered at the Polish Association
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of the Blind, West Pomeranian District. The study was based

on a diagnostic poll method. The following research tools were

used: a specially designed questionnaire concerning sociodemo-
graphic data, and Short Form Survey SF-36 regarding gender, age,
place of residence, marital status, education, source of income,
professional work, type of work, nature of work, financial situ-
ation, received social support, assessment of the independence

of a blind person, the period of care for a blind person, sense

of fatigue. The majority of participants (69.23%) were women.
Approximately 44% of all participants were aged 41-60. Approxi-
mately 65% of all participants lived in cities with 10-100 thou-
sand inhabitants. Nearly 63% of all participants were married

couples. Approximately 40% of all participants held a secondary
education degree. The research did not require approval from

the Bioethics Committee and the participation was voluntary.
All statistical analyses were performed using the statistical

computer program PQStat ver. 1.4.2.324. Mann-Whitney U tests

and Kruskal-Wallis tests were used. Differences at p < 0.05

were considered statistically significant and at p < 0.01 were

considered highly statistically significant. A Kruskal-Wallis

test was used to assess the quality of life of caregivers depend-
ing on age and level of education (SF-36). A Mann-Whitney test
was used to assess the quality of life of caregivers depending
on age and level of professional activity (SF-36).

RESULTS

The vast majority of carers (43.08%) declared their well-being
had remained at the same level compared to 1 year earlier,
whereas 36.15% of them assessed it as somewhat worse (Tab. 1).

TABLE 1. Assessment of carers’ well-being compared to 1year earlier

Carer’s well-being n %
Much worse now than 1 year ago 18 13.85
Somewhat worse now than 1 year ago 47 36.15
About the same 56 43.08
Somewhat better now than 1 year ago 5 3.85
Much better now than 1 year ago 4 3.08

According to the analysis of carers’ quality of life, higher
scores were achieved in 4 domains: physical functioning, social
functioning, vitality, and role emotional. Lower scores were
achieved in General Health, Role Physical, Bodily Pain, and
Mental Health (Tab. 2).

The analysis revealed statistically significant differences
(p < 0.05) depending on the carers’ age in the following domains:
role physical, bodily pain, vitality, social functioning, role emo-
tional, and mental health. To sum up, quality of life in the above-
mentioned domains worsens along with age (Tab. 3).

Statistically high significant differences (p < 0.01) depending
on the carers’ educational background were observed in physi-
cal functioning; role physical, role emotional, whereas statis-
tically significant differences (p < 0.05) in General Health and
Social Functioning. Scores of carers with elementary education
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TABLE 2. Assessment of carers’ quality of life (SF-36)

Descriptive statistics

Domain

M+SD  min-max. median Q1-Q3
. Lo 59.46
Physical functioning +26.35 5.0-100.0  60.0 35.0-80.0
Role physical +5208'8366 0.0-100.0 50.0 31.25-68.75
Bodily pain 5’201;0731 0.0-90.0 42.0 31.0-72.0
General health 53787% 10.0-100.0  51.0 40.0-62.0
Vitality +525?;4287 0.0-100.0 56.25 43.75-68.75
Social functioning +52764102 0.0-100.0  50.0 37.5-75.0
Role emotional +5249'8214 0.0-100.0  50.0 41.67-75.0
Mental health 281 00-1000 500 400-600

M +SD - mean and standard deviation

were much lower compared to scores achieved by those with
secondary school, vocational school or university graduate
education (Tab. 4).

As far as carers’ quality of life depending on patient’s emply-
ment status is concerned, no statistically significant differences
were found (p > 0.05) only in 2 domains, physical functioning
and role physical. As to the other domains, significant differ-
ences (p < 0.05) and highly significant differences (p < 0.01)
were observed. Scores were lower among patients remaining
unemployed (Tab. 5).

DISCUSSION

The function of a blind person’s carer is usually performed by
family members, whose limited knowledge is unable for them

to deliver care in an effective and satisfactory way. This, in turn,
may lead to a decline in their quality of life. According to this study,
blind people usually received care from female carers (69.23%)

who were mothers, daughters, or were unrelated. A study con-
ducted by Zysnarska et al. also indicates that women most often

become carers of chronically ill patients [9]. The research carried

out by Kim etal. and Kim and Spillers among cancer caregivers

shows that non-professional care is provided by persons aged

18-90 (55 on average), mainly female (65%) [10, 11].

Our study showed a correlation between the carers’ age and

a gradual decline in their quality of life. While performing daily
activities, participants experienced limitations due to physi-
cal health and pain. In addition, social functioning and emo-
tional functioning changed considerably. A study among long-
term home carers by Kosinska et al. showed that carers over
61-years-old felt health problems due to care delivery [12]. Our
study also indicated that blind people’s carers with secondary
or university education assessed their quality of life higher than
those lesser educated. The same conclusion had been reached by
Bobkowicz-Lewartowska in a study on the correlation between
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TABLE 3. Assessment of carers’ quality of life depending on age (SF-36)

Descriptive statistics

pomain Carers' age M £SD min.-max. median Q1-Q3 Krusktael ;,:N allis

21-40 63.46 £32.46 15.0-1000 65.00 30.00-100.0

Physical functioning 41-60 612142571 5.0-1000 60.00 40.00-80.00 0L 03250
60+ 55.00 £23.12 5.0-95.0 57.50 35.00-75.00
21-40 6106 +31.69 6.25-100.0 62.50 31.25-9375

Role physical 41-60 5345 £26.39 0.0-100.0 53.13 37.50-68.75 o 00253
60+ 4185 £26.71 0.0-9375 4063 25.00-62.50
21-40 60.85 £24.63 22.0-90.0 62.50 41.00-90.00

Bodily pain 41-60 513122634 00-90.0 51.00 31.00-74.00 a2 0.0096
60+ 4230 £20.10 00-90.0 41.00 31.00-52.00
21-40 5019 +22.37 15.0-100.0 53.50 45.00-82.00

General health 41-60 50.52 +17.18 100-870 52.00 40.00-62.00 pH==O?I:18+§7
60+ 40.24 +14.44 100-85.0 47.00 40.00-57.00
21-40 65.87 £23.53 25.0-100.0 68.75 50.00-87.50

vitality 41-60 56.03 2402 0.0-100.0 56.25 43.75-68.75 o= 00047
60+ 48.91£20.17 00-93.75 50.00 37.50-62.50
21-40 69.23 2481 25.0-100.0 68.75 50.00-100.0

Social functioning 41-60 56.47 £26.10 0.0-100.0 62.50 37.50-75.00 00158
60+ 5190 £25.07 0.0-100.0 50.00 37.50-62.50
21-40 68.91£28.34 25.0-100.0 66.67 50.00-100.0

Role emotional 41-60 56.75 +25.58 0.0-1000 5000 50.00-75.00 p 0,002
60+ 4438 3073 0.0-100.0 50.00 25.00-58.33
21-40 62.50 £18.77 35.0-100.0 60.00 50.00-70.00

Mental health 41-60 52.76 +22.40 0.0-1000 50.00 40.00-65.00 p = 00061
60+ 47.39 1905 0.0-100.0 47,50 35.00-55.00

M +SD - mean and standard deviation
*p - statistical significance

life satisfaction and educational level of mothers taking care of
children with Down syndrome [13]. Other researchers support
the conclusions [14]. The results obtained by Kim et al. indicate
that the unfulfilled needs of the caregivers depend on the age,
gender, education, and even on the ethnic origin of the caregiver.
In the research, the authors showed that younger female caregiv-
ers had greater unsatisfied psychosocial needs than older male
caregivers. Persons with higher education reported unsatisfied
psychosocial needs and daily life needs [15]. Our research and
research done by others indicate that the daily efforts of car-
egivers providing non-professional care, their unsatisfied needs,
lack of support and assistance, lead to a deterioration in their
quality of life. Buchanan and Huang observed that older car-
egivers displayed worse health-related quality of life (HRQOL)
results in the physical area, which is similar to the outcome
of our research based on Short Form Health Survey SF-36 [16].

Providing care for a blind person does not have to inevita-
bly contribute to a decline in quality of life. In accordance with
Stras-Romanowska, people can lead a satisfactory life despite
adverse circumstances [17]. Debicka in her study pointed
to a correlation between blind people and carers’ sense of
a high quality of life [18].

Pomeranian ] Life Sci 2020;66(3)

Care delivered by family members is usually a source of
satisfaction. More than half of the participants taking partin
this research did not experience emotional fatigue due to pro-
viding care and accepted the role of a carer. The participants
did not express the feeling of being restricted when it came
to the fulfillment of their needs. The majority of them were
retired or drew a pension, which might suggest that the time
spent together with the blind relative was mutually benefi-
cial in terms of social relations. The blind constitute a specific
group among the disabled, and in most cases do not require
much help with personal care. Hence, providing care does not
have to be highly demanding.

In contrast, numerous studies conducted among carers look-
ing after people with disabilities other than blindness show
that the emotional strain is greater. Carers express physical
and mental fatigue leading to exhaustion and ignoring their
own needs [9, 19, 20, 21]. The research done by Stenberg et al.
showed that the most frequent problems encountered by car-
egivers providing care to their relatives were physical prob-
lems such as sleeping disorders and fatigue [22]. The problems
burdening caregivers vary, depending on their experience
in providing non-professional care, the intensity and nature
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TABLE 4. Assessment of carers’ quality of life depending on educational background (SF-36)

Descriptive statistics

Domain Education = F
M £SD min.—-max. median Q1-Q3 Kruskte:S:Nallls
primary 38.04 +24.01 5.0-85.0 40.00 20.00-60.00
. L vocational 61.58 £26.71 10.0-100.0 65.00 40.00-85.00 H=18.07
Physical functioning *p =
secondary 64.15 £22.05 20.0-100.0 65.00 50.00-80.00 P =0.0004
university 69.69 +27.84 30.0-100.0 72.50 35.00-100.0
primary 32.07 +17.61 0.0-62.5 31.25 25.00-50.00
) vocational 51.15 +32.13 0.0-100.0 50.00 31.25-75.00 H=17.42
Role physical o
secondary 54.60 +24.37 0.0-100.0 56.25 37.50-68.75 p =0.0006
university 64.84 £32.51 0.0-100.0 68.75 50.00-93.75
primary 48.30 +27.23 0.0-90.0 41.00 31.00-60.00
o vocational 48.87 £24.20 12.0-90.0 41.00 31.00-64.00 H =160
Bodily pain P
secondary 49.38 +24.59 0.0-90.0 51.00 31.00-72.00 p = 0.6600
university 57.44 +23.54 22.0-90.0 56.00 41.00-82.00
primary 42,65 +10.19 15.0-57.0 45.00 35.00-50.00
vocational 52.68 +19.80 15.0-92.0 52.00 40.00-65.00 H=1067
General health o
secondary 52.43 17.25 10.0-87.0 52.00 40.00-62.00 p=0.0136
university 60.75 +18.30 40.0-100.0 53.50 50.00-74.50
primary 55.16 +25.26 0.0-100.0 50.00 43.75-87.50
Vitalit vocational 55.59 +24.18 6.25-100.0 59.38 43.75-68.75 H=318
Itall
y secondary 52.83 +21.81 0.0-100.0 50.00 43.75-62.50 p = 0.3646
university 64.45 +22.79 25.0-93.75 68.75 46.88-84.38
primary 47.28 +23.52 0.0-87.5 50.00 37.50-62.50
. L vocational 58.55 £28.04 0.0-100.0 62.50 37.50-75.00 H=10.20
Social functioning "
secondary 55.90 +23.97 0.0-100.0 50.00 37.50-75.00 p=0.0169
university 74.22 25.60 25.0-100.0 87.50 56.25-93.75
primary 35.87 +22.95 0.0-75.0 41.67 25.00-50.00
) vocational 56.36 +33.08 0.0-100.0 54.17 41.67-75.00 H=14.18
Role emotional - _
secondary 57.70 +24.78 0.0-100.0 50.00 41.67-66.67 p =0.0027
university 68.75 +30.96 16.6-100.0 79.17 50.00-100.0
primary 4913 +16.76 0.0-80.0 50.00 40.00-60.00
vocational 55.79 +21.89 20.0-100.0 50.00 40.00-70.00 H =288
Mental health A
secondary 49.81 +21.24 0.0-100.0 50.00 35.00-55.00 p = 0.4102
university 60.94 +23.11 30.0-95.0 55.00 45,00-85.00

M +SD - mean and standard deviation
*p - statistical significance

of the tasks involved in such care. The presented research
and other reports show that there is no objective or subjec-
tive research evaluating the caregivers’ burdens and quality
of life. The research helps better understand the needs and
aspects of care related to the biopsychosocial condition of the
caregivers [23].

According to this study, carers achieved the highest score
in following domains: physical functioning, social functioning,
vitality, and role emotional. Lower results were achieved in
General Health, Role Physical, and Mental Health.

It is possible for a blind person to achieve self-sufficiency.
According to a report released in 2010 by the Polish Association
of the Blind, the number of employed blind people amounted
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to 5990, which was only 18% of the general working age popu-
lation of the blind (33009) [24].

Help in the learning and vocational training of a child or retrain-
ing of an adult may be a source of joy for carers. Most often, how-
ever, due to passive behavior, or fear of losing a disability pension,
along with overprotectiveness from relatives, blind people are
excluded from the labour market. Scholars are unanimous that
the economic inactivity of the blind leads to seclusion, margin-
alization, low self-esteem, which consequently causes a decline
of the quality of life of blind people and their carers [25, 26]. Our
study revealed that scores achieved in most of the SF-36 domains
are lower among carers of economically inactive blind people. The
lowest scores were achieved in social functioning and vitality.

ojs.pum.edu.pl/pomijlifesci
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TABLE 5. Assessment of carers’ quality of life depending on patient’s employment status (SF-36)

Descriptive statistics

Mann-Whitney

Domain Employed
M +SD min.-max. median Q1-Q3 Utest
) o no 60.05 +25.98 5.0-100.0 60.00 40.00-80.00 7=048
Physical functioning P
yes 56.43 £28.69 15.0-100.0 65.00 20.00-75.00 p = 06284
) no 48.74 +28.18 0.0-100.0 50.00 31.25-62.50 7=-165
Role physical — 00
yes 61.90 £27.31 25.0-100.0 62.50 31.25-87.50 p =0.0981
o no 47.34 2410 0.0-90.0 42.00 31.00-62.00 Z=-246
Bodily pain *n =
yes 64.00 £23.60 30.0-90.0 61.00 41.00-90.00 p=0.0137
no 50.05 +17.30 10.0-92.0 50.00 40.00-62.00 7=-218
General health o
yes 60.90 +17.52 40.0-100.0 55.00 45.00-82.00 p =0.0295
o no 51.89 +22.53 0.0-100.0 50.00 43.75-62.50 7=-3.98
Vitality e _
yes 74.11 +17.82 37.5-100.0 81.25 62.50-87.50 p =0.0001
) o no 53.56 +25.63 0.0-100.0 50.00 37.50-75.00 7=-3.92
Social functioning o
yes 77.38 +18.80 37.5-100.0 87.50 62.50-87.50 p =0.0001
) no 52.29 +29.48 0.0-100.0 50.00 33.33-75.00 Z=-2.05
Role emotional o
yes 67.86 +24.62 25.0-100.0 66.67 50.00-91.67 p =0.0401
no 50.46 21.20 0.0-100.0 50.00 40.00-55.00 Z=-356
Mental health " _
yes 65.00 +16.28 30.0-100.0 60.00 55.00-80.00 p =0.0004
M +SD - mean and standard deviation
*p - statistical significance
According to our study, it is advisable to find “the virtuous REFERENCES

mean”. This should be achieved through defining the scope
of assistance and the necessary degree of independence that
would ensure a blind person’s safety without lowering their
self-esteem. The role of carers in this demanding task is essen-
tial and invaluable, therefore, they should receive support from
public institutions.

General practitioners, providing long-term healthcare,
ensure continuous treatment and care meeting the needs of
the patients and their caregivers. The demand for long-term
care to persons with chronic illnesses and disabilities is very
high and is on the increase. Family and caregivers play an
important role in providing care to persons suffering a dis-
ease. They frequently come across numerous difficulties and
hardships both in terms of their everyday life, emotions, social
and professional lives. The problems encountered by family
members result from insufficient knowledge and skills, as well
as insufficient social support, and therefore it is the role of the
family doctor and the entire interdisciplinary team of primary
healthcare professionals to support those who provide care
to patients with chronic diseases and disabilities.

CONCLUSIONS

1. Quality of'life tends to gradually deteriorate as the car-
ers grow older.

2. Carer’s educational background and the professional
activity of the blind person influence the carers’ assess-
ment of the quality of life.
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