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ABSTRACT Objective: The research was conducted to determine the
difficulties experienced by caregivers of children with complex health
care needs at home and to evaluate their care burden. Material and
Methods: The primary caregivers of 55 children who were registered
in the home healthcare services unit of a province in the northeast of
Tiirkiye and who met the inclusion criteria for the study were included.
In the study, data were collected by face-to-face interview method by
making home visits with the information form and Caregiver Burden
Scale. Standard deviation, mean value, frequency, and percentage were
used in the analysis of descriptive data. Mann-Whitney U test and
Kruskal-Wallis test were used to analyse categorical data. Results: The
mean age of the children in the study was 11.2+5.99 years. The major-
ity of primary caregivers stated that they had difficulties in the care of
the child, respectively, in the aspiration procedure (66.6%), the use of
home-type mechanical ventilators (66.6%) and tracheostomy care
(61.9%). It was found that caregivers who stated that their psycholog-
ical health and social relations were impacted had a higher caregiver
burden and there was a significant difference (p<0.05). Conclusion: In
the study, primary caregivers have difficulties in caring for children
with complex health care needs at home and their average care burden
is high.
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OZET Amag: Bu aragtirma, karmagik saglik bakim gereksinimi olan
cocuklara bakim verenlerin evde yasadiklari giigliikleri belirlemek ve
bakim yiiklerini degerlendirmek amaciyla yapilmistir. Gereg¢ ve Yon-
temler: Tiirkiye nin kuzeydogusundaki bir ilin evde saglik hizmetleri
birimine kayitlt ve arastirmaya dahil edilme kriterlerini karsilayan 55
¢ocugun birincil bakim verenleri arastirmaya dahil edilmistir. Calig-
mada veriler, bilgi formu ve Bakim Verme Yiikii Olgegi ile ev ziyaret-
leri yapilarak yiiz yiize goriisme yontemi ile toplanmistir. Tanimlayici
verilerin analizinde standart sapma, ortalama deger, frekans ve yiizde
kullanilmistir. Kategorik verileri analiz etmek i¢cin Mann-Whitney U
testi ve Kruskal-Wallis testi kullanilmistir. Bulgular: Calismaya ali-
nan ¢ocuklarin yas ortalamasi 11,2+5,99 yildir. Birincil bakim veren-
lerin ¢ogunlugu g¢ocugun bakiminda sirasiyla aspirasyon islemi
(%66,6), ev tipi mekanik ventilator kullanimi (%66,6) ve trakeostomi
bakimi (%61,9) konusunda zorluk yasadiklarini belirtmislerdir. Psiko-
lojik sagliklarinin ve sosyal iliskilerinin etkilendigini belirten bakim
verenlerin bakim verme yiikiiniin daha fazla oldugu ve aradaki farkin
anlamli oldugu saptanmistir (p<0,05). Sonug: Arastirmada, evde kar-
masik saglik bakimi ihtiyact olan gocuklarin birincil bakim vericileri-
nin ¢ocuklarin bakiminda zorluk yasadiklari ve ortalama bakim
yiiklerinin yiiksek oldugu goriilmistiir.

Anahtar Kelimeler: Bakim vericiler; bakim yiikdi;
¢ocuk sagligi; evde bakim; hemsirelik
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The number of children needing -complex health
care needs (CHCN) is increasing day by day.'?
Preterm babies, congenital, genetic, and chronic dis-
eases play key roles in the increasing number of these
children.® A child with CHCN is defined as a child
with special health care needs, who has one or more
chronic diseases and a significant dysfunction asso-
ciated with it.* These children are at chronic, physi-
cal, behavioral, developmental, or emotional risk and
require additional care.’ It has been documented that
the rate of children under the age of 18 with chronic
diseases ranges between 10% and 15% across the
world. When children with sensory, mental, behav-
ioral, and learning problems are added, this rate rises
to 30-40%.° In our country, 1-2% of the child popu-
lation has a chronic disease that affects activities of
daily living or requires treatment. In addition, 10%
of these children have a serious chronic disease and
are in the CHCN category.’

Thanks to advances in medical technology, the
survival rate of children with chronic diseases has in-
creased, which has led to the need to continue to meet
their health care needs at home.3° Across Europe, 6.6
out of every 100,000 children, 9.9 in Australia and
12 in New Zealand require CHNC at home. The num-
ber of children in need of CHCN at home in Tiirkiye
is unknown.! Mothers are primarily responsible for
the primary care of these children at home.! They ex-
perience some difficulties in fulfilling their role of
caring for children with CHCN at home.!! When the
literature is reviewed, it is noticed that the caregivers
of these children have difficulties in percutaneous en-
doscopic gastrostomy (PEG) care, tracheostomy care,
positioning, feeding, and aspiration.'?'® These diffi-
culties experienced in care reveal the concept of care
burden in primary caregivers.!” Caregiver burden is
defined as the difficulty and feeling of pressure of the
caregiver during the caregiver’s service for the indi-
vidual with a chronic illness or disability.'® In a study,
it was reported that the burden of caring for children
with more than one chronic disease increased even
more."

Nurses are at an important point among health
professionals in reducing the difficulties experienced
in care. Nurses are responsible for ensuring the safe
and successful transition of these children from the

hospital to the home environment, ensuring effective
continuity of care, and providing necessary support
to primary caregivers and families.'>!” It is thought
that attempts to reduce the difficulties experienced in
the care of these children will reduce the care burden
of primary caregivers. In line with this information,
this study was conducted to determine the difficulties
experienced by caregivers of children with CHCN at
home and to evaluate the care burden.

I MATERIAL AND METHODS
STUDY DESIGN AND SAMPLE

This research is descriptive cross-sectional research.
It was carried out in the home care unit of a province
located in the northeastern part of Tiirkiye. There are
a total of 11 home health units in the province. The
population of the study consisted of 65 children. Cal-
culator.net was used to calculate the sample. The in-
cidence was 9%, the margin of error was 0.05%, the
power was 0.80, and the minimum count of samples
to be involved in the study was found to be n=54.2°Its
incidence is based on the figure stated in the study in
the literature.?! Pre-application was made with 4 peo-
ple and 6 people did not want to participate in the
study. The study was conducted with 55 people who
agreed to participate in the research. The inclusion
criteria are as follows;

m Having a child between the ages of 0-18 years,

m The child has at least one complex health care
[such as tracheostomy care, PEG care, oral care, de-
cubitus care, port care, nasogastric (NG) tube inser-
tion and NG tube feeding, urinary catheterization and
oxygen administration],

m The caregiver does not have a mental illness or
communication problem,

m The caregiver can speak Turkish.

ETHICS OF RESEARCH

Ethics committee approval (date: May 5, 2021; num-
ber: 2021/127) was obtained from Karadeniz Tech-
nical University Faculty of Medicine Scientific
Research Ethics Committee and institutional permis-
sion was obtained from the relevant institution. The
research adhered to the Declaration of Helsinki.



DATA COLLECTION TOOLS

In this study, an “Introductory Form and a Caregiver
Burden Scale” were used.

Introductory Form

This section was prepared by the researcher using the
relevant literature.!>!2141521 This section includes
socio-demographic questions for the child and family
and questions about the difficulties experienced by
the caregiver in care.

Caregiver Burden Scale

The Caregiver Burden Scale was developed by “Zarit
et al.” in 1980.2 This scale evaluates the stress expe-
rienced by caregivers. The Turkish validity and reli-
ability study of the scale was conducted by “Inci and
Erdem”.?* The scale consists of 22 statements. The
scale is 0 for “never”, 1 for “rarely”, 2 for “some-
times”, 3 for “quite often”, and 4 for “almost always”.
A minimum of 0 and a maximum of 88 points can be
obtained from the scale. The score is directly propor-
tional to the problems experienced, a higher score in-
dicates more problems.” The Cronbach alpha value
of the scale was 0.94, and in this study, the Cronbach
alpha value was found to be 0.83.%

DATA COLLECTION

To assess the comprehensiveness and comprehensi-
bility of the introductory form, preliminary adminis-
tration was conducted with 4 primary caregivers.
After the pre-application, adjustments were made to
the data collection form. Primary caregivers to whom
preliminary administration was conducted were not
included in the study. The surveys were collected at
the child’s home by the researchers, by making an ap-
pointment with the child’s primary caregiver and vis-
iting the home. Participants were informed about the
study and their verbal and written consent was ob-
tained. Data collection was conducted by the re-
searcher in around 40-60 minutes by face-to-face
interviews with the primary caregivers.

DATAANALYSIS

Data were analyzed using the SPSS 24.0 program.
Standard deviation, mean value, frequency and per-
centage were used in the analysis of descriptive data.

Mann-Whitney U and Kruskal-Wallis tests were used
to analyze categorical data. Results were considered
significant at p<0.05 with 95% confidence interval.

I RESULTS

The mean total caregiving burden score was
67.82+12.48. There were no primary caregivers with
mild and moderate caregiving burden in the study. It
was determined that 18 (32.7%) of the primary care-
givers had advanced caregiver burden (52.5+6.90)
and 37 (67.3%) of them had extreme caregiver bur-
den scale mean score (75.27+6.06).

The mean age of the children was 11.2+5.99
years and the mean diagnosis time was 9.4+6.23
years. It was found that 69.0% of the children were
between 6-18 years of age, 67.7% were male, 52.7%
had two or less siblings, 76.3% were fed with
NG/PEG and 38.1% were given oxygen with me-
chanical ventilation at home. Mothers were responsi-
ble for 90.9 % of children’s primary care (Table 1).

The caregiving burden score (67.00£16.27) of
the caregivers of paralyzed children was higher than
that caregivers of non-paralyzed children
(67.84x12.57), but there was no statistically signifi-
cant difference (p>0.05). Although no statistically
significant relationship was found, caregivers caring
for 6 paralyzed children had a higher caregiving bur-
den score than 49 primary caregivers. There was a
statistically significant difference between primary
caregivers with a child diagnosed with epidermolysis
bullosa  (80.67+2.88) and
(67.00+12.81; p=0.04) (Table 2).

those  without

No significant relationship was found between
burden of care and difficulties experienced in home
care of children with CHD (p>0.05) (Table 3).

The mean caregiver burden score of primary
caregivers who stated that their physical health was
not affected (60.40+17.15) was higher than those
who stated that it was affected (68.48+12.32). How-
ever, there was no significant difference between the
groups (p>0.05) (Table 4). The total mean score of
caregiver burden of primary caregivers who stated
that mental health was affected (69.39+11.62) was
higher than the group that stated that mental health
was not affected (46.75+9.32), and there was a sig-



TABLE 1: Comparison of the characteristics of the children with CHCN at home and the total mean score of the caregiver burden (n=55).
Characteristics n % Caregiver Burden Scale XtSD Test/p value
Age group 0-1 5 9.1 69.00+£9.79 KW=1.097

1-6 12 219 65.25+11.10 p=0.578
6-18 38 69.0 68.29+13.71
Gender Girl 18 32.7 68.28+13.42 MU=309.500
Boy 37 67.3 67.49+12.74 p=0.673
Number of siblings 2 and below 29 527 69.59+11.50 MU=326.500
3 or more 26 473 65.58+13.95 p=0.394
Child nutrition NG/PEG 42 76.3 67.10+12.60 MU=120.000
Oral 13 23.7 69.62+13.59 p=0.432
Home-type mechanical ventilation Using 21 38.1 64.00+12.40 MU=250.000
Not using 34 61.9 7017£12.10 p=0.063
Primary caregiver Mother 50 90.9 68.10+12.12 MU=106.500
Others* 5 9.1 63.60£19.30 p=0.588

MU: Mann-Whitney U test; KW: Kruskal-Wallis test; *Older sister (2), auntie (1), father (2); CHCN: Complex Health Care Need; SD: Standard deviation; NG: Nasogastric; PEG: Per-
cutaneous endoscopic gastrostomy.

TABLE 2: Comparison of children’s disease diagnoses and the total mean score of caregiver burden (n=55).

Children’s disease diagnoses* n % Caregiver Burden Scale XSD Test/p value

Diseases of the neurological system (n=55)

Epilepsy Yes 31 333 69.97+11.08 MU=305.500
No 24 66.7 64.88+14.57 p=0.258

Paralysis Yes 6 6.4 67.00+16.27 MU=145.000
No 49 93.6 67.84+12.57 p=0.957

Cerebral hemorrhage Yes 5 5.3 62.60£19.42 MU=107.000
No 50 947 68.26+12.17 p=0.598

Mental retardation Yes 5 5.3 68.00+11.15 MU=121.000
No 50 94.7 67.72+13.11 p=0.907

Microcephaly Yes 5 53 62.40+17.64 MU=101.000
No 50 947 68.28+12.38 p=0.482

Hypoxic brain Yes 4 43 68.00+14.35 MU=99.500
No 51 95.7 67.73+12.88 p=0.935

Respiratory system diseases (n=21)

Respiratory failure Yes 21 225 70.95+8.14 MU=300.000
No 34 775 65.76+14.81 p=0.323

Muscle diseases (n=13)

Cerebral palsy Yes 8 8.6 68.00+11.69 MU=186.500
No 47 914 67.70+13.15 p=0.971

Spinal muscular atrophy Yes 8 3.2 68.12+12.51 MU=53.500
No 52 95.8 60.33+17.78 p=0.363

Congenital muscular distribution Yes 2 2.1 70.00+2.82 MU=47.000
No 53 97.9 67.64+12.89 p=0.886

Dermatological disease (n=1)

Epidermolysis bullosa Yes 8 3.2 80.67+2.88 MU=25.000
No 52 95.8 67.00+12.81 p=0.049

*More than one option ticked; MU: Mann-Whitney U test; SD: Standard deviation.

nificant difference between the groups (p<0.01) fected by caring for their child (69.66+13.32) was
(Table 4). The total mean score of primary caregivers significantly higher than those who stated that they
who stated that their social relationships were af- were not affected (48.00+96.00; p<0.01) (Table 4).



TABLE 3: Comparison of the difficulties experienced by the primary caregivers in the care of a child with CHCN at home and the mean
total score of the caregiver burden (n=55).

Difficulty in caring for a child with CHCN at home*
Aspiration procedure {(n=21) | am having difficulties
I'm not having difficulties
Use of a home mechanical ventilator (n=21) | am having difficulties
I'm not having difficulties
Tracheostomy care (n=21) | am having difficulties
I'm not having difficuties
Positioning (n=55) | am having difficulties
I'm not having difficulties
Personal hygiene {n=55) | am having difficulties
I'm not having difficulties
PEG care (n=22) | am having difficulties
I'm not having difficulties
Feeding (n=55) | am having difficulties
I'm not having difficulties

Oral care (n=55) | am having difficulties

I'm not having difficulties

n % Caregiver Burden Scale X+SD Test/p value
14 66.5 67.07+10.85 MU=261.500
7 33.4 67.90+£13.46 p=0.622
14 66.6 69.17+11.63 MU=238.500
7 334 67.28+13.15 p=0.691
13 61.9 66.08+12.31 MU=240.000
8 38.1 68.26%13.11 p=0.513
28 50.9 70.79£10.25 MU=293.000
27 491 64.59+14.62 p=0.150
25 45.4 68.52+11.30 MU=367.000
30 54.6 67.10£14.17 p=0.890
9 40.9 64.22+12.34 MU=162.500
13 59.1 68.37+12.86 p=0.310
21 38.1 71.38£9.11 MU=288.500
34 61.9 65.50+14.36 p=0.235
18 32.7 69.83+11.14 MU=297.000
37 67.3 66.73+13.63 p=0.518

*More than one option ticked; MU: Mann-Whitney U test; CHCN: Complex health care need; SD: Standard deviation; PEG: Percutaneous endoscopic gastrostomy.

TABLE 4: Comparison of the total mean score of the primary caregiver’s health and economic status and the caregiver burden (n=55).
Effects on the life of the primary caregiver n % Caregiver Burden Scale XSD Test/p value
Physical health Affected 50 90.9 68.48+£12.32 MU=90.000

Not affected 5 9.1 60.40£17.15 p=0.305
Mental health Affected 51 92.7 69.39+11.62 MU=14.000
Not affected 4 7.3 46.75+9.32 p=0.002
Social relations Affected 50 90.9 69.66+£13.32 MU=20.500
Not affected 5 9.1 48.00+96.00 p=0.002
Economic status Affected 47 85.4 67.77+13.55 MU=166.000
Not affected 8 14.6 67.25+6.98 p=0.599

MU: Mann-Whitney U test; SD: Standard deviation.

I DISCUSSION

Developments in medical technology increase the
survival rate of children with CHCN, and it has
emerged that the health care needs of these children
should continue in the home environment.? With all
these developments, the continuation of health care
in the home environment is crucial in terms of child
health and quality of life; however, it causes huge
care responsibilities and difficulties for primary care-
givers and families who take care of the child.*

In the study, mothers (90.9%) mostly undertake
the primary care task of children with CHCN. Similar
findings are found in studies on the subject. In the world

literature, it has been stated that the primary caregivers
of these children are their mothers.>>? Likewise, in
studies in Tiirkiye, it has been revealed that the primary
caregivers of children are their mothers.!>!¢ In studies
both in the world and in Tiirkiye, it is considered that
the primary care task of children is on mothers, due to
the role attributed to women by society.

It was determined that the primary caregivers of
children with CHCN did not have any difficulties in
caring for the children. Primary caregivers have diffi-
culties in aspirating children (66.6%), using a home me-
chanical ventilator (66.6%), performing tracheostomy
care (61.9%), and positioning (50.9%), respectively.
This finding of the study on the care in which primary



caregivers have difficulties is similar to the findings of
studies conducted in Tiirkiye and abroad. Flynn et al.,
it was stated that they had difficulty in tracheostomy
care, and Brotherton et al., were found to have diffi-
culty in PEG care.?”? In another study conducted in our
country, it was reported that primary caregivers had dif-
ficulty positioning and feeding their children.'® Tt is
thought that the burden of primary caregivers will be
reduced if health professionals (especially nurses) sup-
port families, provide education and counseling about
the difficulties experienced by caregivers of children
with CHCN at home (aspiration, positioning, feeding,
etc.).!

Families of children in need of medical care can-
not perform their daily routine activities due to the
responsibilities of their care.?” This situation causes
primary caregivers to disengage from social life and
deterioration of family, friend, and neighbor rela-
tionships. This situation adversely affects the social
well-being of the caregiver.*® In a study, it was sug-
gested that primary caregivers could not fulfill their
social activities due to the long durations allocated to
the care of children.* In another study, it was found
that 64% of primary caregivers had problems in allo-
cating time for their social activities, 61% did not
have enough energy to participate in social activities,
and 35% were socially isolated.? Similar results were
obtained in this study.

In this study, the mental well-being of the primary
caregivers was adversely affected, and the caregiver
burden of the group whose mental well-being was ad-
versely affected was higher. In the study of Boss et al.
it was stated that the mental health of caregivers of chil-
dren with CHCN at home is under threat.! In the study
of Nkoy et al. it is stated that caregivers of children with
CHCN at home are negatively affected psychologi-
cally.3! Caregivers who stated that they were negatively
affected psychologically reported many symptoms such
as anxiety, fear, frustration, anger and depression.*
When we look at the studies on the subject the negative
impact on the mental well-being of the primary care-
givers of children with CHCN at home is similar to the
finding in this study.'*!

In this study, it was observed that the primary
caregivers had a very high caregiver burden

(67.82+12.48) and the majority (37 primary care-
givers) had an excessive caregiver burden
(75.27+6.06). When the domestic and international
literature is reviewed, it is noticed that in some stud-
ies, the caregiver burden of primary caregivers is
much lower than the average caregiver burden of this
study, and in some studies, the burden of care is sim-
ilar to the finding of this study.'®*! Adib-Hajbaghery
and Ahmadi it is found that primary caregivers have
a caregiver burden score of 39.04+15.14 and the ma-
jority of them experience a moderate burden.?? Tiire
et al. it is found that caregivers have a caregiver bur-
den score of 47.64+15.31 and most of them have an
advanced care burden.!® In this study, it is thought
that the caregiver burden of primary caregivers is
higher than the studies in the literature because chil-
dren have more than one chronic disease and CHCN.

I CONCLUSION

As aresult of this research, almost all of the primary
carers of children with CHD at home are mothers.
They fulfil both parenting and health care roles.
While fulfilling these roles, primary carers experi-
ence some difficulties in caring for the child. The ma-
jority of primary caregivers experienced difficulties
in aspiration, using home mechanical ventilation, pro-
viding tracheostomy care and positioning. Although
there was no statistically significant relationship be-
tween caregiving difficulty and caregiving burden,
caregiving burden scores were high. It has been re-
ported that physical and mental health, social rela-
tions and economic status of caregivers are also
affected in the process of caregiving.

Practical training and counseling should be pro-
vided in line with the needs of primary caregivers.
With the training and counseling services to be pro-
vided, caregivers can be empowered about the diffi-
culties they experience in care and the burden of
caregiving can be reduced. Home care nurses should
provide planned multidisciplinary collaboration in as-
sessing the physical, psychological, social and eco-
nomic needs of caregivers in all dimensions.
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