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Abstract

Background: Invasive medical procedures and their complicegtiof Thalassemia Major still affect the quality of
life of all patients and their caregivers.

Aim: This study evaluates the experiences of pardnikilnlren with Thalassemia Major.

M ethod: The qualitative phenomenological method was tisatbtermine the parents’ experiences. The study
sample included 14 parents who met the inclusidar@. Individual interviews, an introductory infaation form
and a semi-structured interview form were usedifda collection. The data were analyzed with Calaizeven-
step method.

Results: Four themes of the interviews were establishegrecedented psychosocial distress, social support,
financial burden and concern about children infthiere Parents stated that they experienced slsadkess, fear,
stress, depression, death anxiety, fatigue ancoloitirispecially with the COVID-19 epidemic in owuatry,
parents stated that their lives became more diffamd their concerns about their children increlase

Conclusions: Healthcare stés need to understand parents’ psychosocial disire$soping strategies to provide
support and guidance from the outset of treatmeditcare. It is recommended that interventions bargd and
implemented in a way that maximizes the qualitiifefof children and families.

Keywords. Thalassemia major, qualitative study, parentpegaence

Introduction Thalassemia Major registered in the Thalassemia

Thalassemia is an autosomal recessive Chm%enter is 1658 (Aydinok et al,, 2018). TM is a

disease that is inherited and is very common in r;g'% e cict> rg::gasl r:ggg;g%he “Cfﬁillcéngn d ?areii
races. Although it is seen in all races, it is mor ' y am

: . . hysically, socially, cognitively and economically
common in tropical regions such as th Punaglom, Kongvattananon, & Somprasert, 2019;

Mediterranean, Asia and Africa (Kiling, 2011). - .
Approximately 300,000-500,000 newborns arIe—|ussa|n, 2021). Children have a long treatment

accompanied by severe hemoglobin abnormalitie%ﬁzﬁqqadubeortlg %gg:%?lt.gSrOblfgqmihSlézgnaseSCh;%rgft
and 50,000-100,000 children die due t&€M& ies, g ges,

Thalassemia Major (TM). About 80% of this rateStature’ delay in physical growth. Accordingly,

comes from developing countries (Suryani, 2020;hlldren are prone to anxiety and depression due to

In Turkey, the number of patients diagnosed wit eparation from family, restriction from social
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activities, facial deformities, death anxietymethod were evaluated using Colaizzi's seven-step
limitations in school and play activitiesmethod for data analysis. This scientific approach
(Sinlapamongkolkul, & Surapolchai, 2020; Akterensures the authenticity and rigorous evaluation of
Khatun, & Hossain, 2020; Dhawan, , Sudhesh, &he data in accordance with scientific standards
Kakkar, 2021). Children with TM have low levels(Colaizzi, 1978).
of coping with stress, adaptation to the diseaSettings and Participants. This study was carried
process, and school success. (Shahraki-Vahedoet from February to March 2021 in the
al., 2017; Akter, Khatun, & Hossain, 2020). InThalassemia unit of a hospital in the province of
addition, they have anxiety about the futurdzmirin Turkey. The study population included 84
(Mariani, Mulatsih, & Haryanti, 2020). parents of children in with TM. Purposeful
Thalassemia, which requires careful care arghmpling was used, and 14 parents were
regular blood transfusion, can disrupt thénterviewed before data saturation. In qualitative
child/family's relationships and psychosociatesearch, sample size is determined based on
balance (Heidari et al., 2018; Heidari, & Ahmadireaching data saturation. It has been recommended
2020). The factors affecting the quality of lifieda that the sample size should not too small to limit
self-care of patients with TM are severe anemigaching saturation (Onwuegbuzie & Leech, 2007).
symptoms, transfusion frequency, side effects df means that the saturation point is reached when
chelation therapy, multiple diseases, psychosocidlere was no more new information in the
conditions such as depression and anxietgterviews (Morse, 2015)n the Thalassemia Unit,
(Dhawan, Sudhesh & Kakkar, 2021; Marianiwhere the data of the study were collected, there i
Mulatsih, & Haryanti, 2020). Although the life an interview room and a large room where
expectancy of patients with TM has increased ierythrocytes of children with TM are transfused.
recent years, invasive medical procedures and th&ine inclusion criteria were: (1) volunteering to
complications still affect the quality of life ofla participate in the study, (2) being over 18 yedds o
patients and their caregivers (Heidari et al.,801(3) having no communication problems (visual,
Punaglom, Kongvattananon, & Somprasert, 2018uditory or mental), (4) having a child who has
Heidari, & Ahmadi, 2020; Hussai, 2021). Inbeen receiving care in Thalassemia Unit, and (5)
particular, blood transfusion and treatment costpeaking Turkish.
and hospital expenses (such as treatment, cabmta Collection: An introductory information
transportation) are covered by the parents (Heiddarm was used to determine the sociodemographic
&Ahmadi, 2020). Thus, the impact on parents cacharacteristics of the parents and children, and a
occur physically, psychologically, socially andsemi-structured interview form was used to
financially (Abedi et al., 2020). For this reasondetermine the parents’ experiences.
parents who care for their child with thalassemi@he introductory information form: The form
need supportive care to carry out the treatment aodckated by the researchers consists of questions
care of their children (Kermansaravi, Najafi, &bout age, education, employment status, and the
Rigi, 2018; Heidari, & Ahmadi, 2020 ). Therefore,economic status of the family.
failure to determine the treatment and care netédsThe semi-structured interview form: This form
the parents may cause the child's treatment amrd casas prepared after a review of the literature
process to be disrupted. (Suryani, 2020, Abedi &hahraki-Vahed et al., 2017; Heidari et al., 2018;
al., 2020). In this study, it was aimed to deteeninHeidari & Ahmadi, 2020; Abedi et al., 2020) and
the experiences of parents of children witlexpert opinions about its suitability were obtained
Thalassemia Major regarding the disease processfrom ten experts. Corrections were made in line
M ethod with their suggestions, and then a pilot study was
S .

carried out. Three parents were chosen from the
Study Design: The qualitative phenomenologicalstudy population for the pilot study, and they were
method was used to determine the experienceseXcluded from the study sample. The interviews
parents of  children with TM. The were carried out and the suitability and
phenomenological approach provides an in-deptomprehensibility of the questions were evaluated
insight into the experiences of the participantwith experts in the field.
(Speziale et al., 20117 he data obtained using this
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Voice recorder: A Sony ICWDPX240.Ce7 voice interviewed again and they were asked whether
recorder was used to record the interviews. It cdhere were any statements they wanted to add or
record up to 32 hours (MP3 8kbps). remove. To ensure reliability, all transcripts were
Semi-Structured  Interview: The individual reviewed by an expert experienced in qualitative
interviews with the parents who agreed toesearch and familiar with the subject of the study
participate in the study took place in the patienthe responses of the parents were conveyed in
meeting room of the unit to ensure a quiet antheir original forms in order to ensure accuracy.
comfortable environment. The parents filled out thﬁesults

introductory information form prior to the

interviews. Then, the interviews were carried ouf he demographic characteristics of the parents:
using the semi-structured interview form. Thdhe descriptive characteristics of the parents are
interviews were recorded with a voice recordeshown in Table 1. The mean age of the parents was
The interviews were concluded when dat86.64+8.18 (min. 28; max. 56).

saturation was achieved (when the participant&’

statements started to resemble each other). E ained, unprecedented psychosocial distress,

interview lasted 30-45 minutes. . : .
. X L social support, financial burden and concern about
Ethical Considerations: The study was approvedCPilolren in the future.

by the medical local research ethics committee o
Izmir Dr. Behget Uz Pediatric Diseases andheme 1. Unprecedented psychosocial distress:
Surgery Training and Research Hospital\s caregivers to children with thalassemia, worries
(24.12.2020, decision number 239) of the hospitef various kinds permeated the interviews. There is
where the study was conducted. The names of t@édence that the high clinical burden assediat
participants were kept confidential, and the nurs#¢th regular treatment for a chronic disedse
were identified with codes (P1, P2, P3...). associated with a high psychosocial burden for
Data Analysis. The sociodemographic data werghe patients and the families. This theme
analyzed using SPPS 22.0 software. They agensisted of the sub-themes of shock, sadness, fear
shown as numbers and percentages. Colaiza%ess, depression, death anxiety, fatigue and
seven-step method was used for analyzing the dadearnout (Figure 1). Parents stated that they
In the first step, audio-recordings were savedhEaéxperienced "shock, sadness, fear, anxiety" when
written transcript was read multiple times by botithey first learned about their child's illness.

authors. In the sepond step, important statememmy child F. was about a year old, he was getting
about the experiences of the parents WelRry sick, sleeping all the time, not eating,

determined from among transcripts. In the thirgomiting He was always sick. We went to the
step, significant expressions were formulated. 1§, .oy .he said your son hés Mediterranean

the fourth step, the formulated meanings reflecting, amia. We were shocked there. | am very sad.. It
experiences of the parents were grouped ' . h

I f th h he fifth injo very difficult to explain... | cried all the time.
Clusters of three common themes. In the fifth steQg o1y whenever I think of it.(P4) In addition, a

the basic structure was defined for the experiencgs, of the parents said that they had "death

of parents. In the fin_al step, the _fi.ndings WeTSnxiety" for their children when they learned about
confirmed by contacting the participants agaifye  gisease“when | first learned about the

(Colaizzi, 1978). MAXQDA was used for codinggisease, | was afraid, nervous, afraid that mydhil

and creating themes._ i . would die. | wish this disease didn't exist, who
Truthfulness: In qualitative research, the C”te”awould want?..."(P7).

used for ensuring the reliability of the researc
results are reliability, verifiability and
transferability (Speziale et al.,, 2011). To ensure
reliability, researchers read and classified the
transcripts multiple times and independently. To
increase the reliability of the data, the authéiytic
of the data was maintained. In addition, after the
transcripts were created, the participants were

ntent Analysis: In the study four themes were
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Table 1. Sociodemogr aphic char acteristics of the parents

Descriptive characteristics Number (n=14) Percentage (%)
Where have you resided for most of your life (2/3)?

Village 6 42.8
District 4 28.6
Province 4 28.6
Number of children

1 6 42.9
2 5 35.7
3 2 14.3
4 1 7.1
Number of children with TM

1 11 78.6
2 3 214
Maternal education level

Literate 1 7.1
Primary School 12 85.7
High School 1 7.1
Paternal education level

Literate 1 7.1
Primary School 9 64.3
High School 4 28.6
Income Status

Income is less than expenses 9 64.3
Income is equal to expenses 3 21.4
Income is greater than expenses 2 14.3
Consanguineous marriage status

Yes 4 28.6
No 10 714
Erythrocytefrequency in children

1in 3 weeks 5 35.7
1in 4 weeks 9 64.3
Bone marrow transplantation for children

Yes 9 64.3
No 5 35.7
Total 14 100.0
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Figure 1. Unprecedented psychosocial distress sobdeede sections
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Figure 3. Financial burden code-subcode sectiorgemo
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One parent (who has two children with TM)‘We were worried that we would get a disease
stated that her child had psychological difficidtiefrom school, we do not send them to school
during the care process. either... We do not accept guests in the house so

“We learned about my first child's illness inthfat the virus does not get infected. My chil_dren
g{led to go out. I have a very hard time

October 2017. He had been sleeping for the la onvincing them about these issues. | didn't know

month, they said, his blood was low. They wet% at to do | was heloless desperate. | was
then discharged home.... Then we found out th\gp ! P P '

: .exhausted” (P9). However, one of the parents
he was a carrier. We had a test for my other Ch”%ated that she gave better care to her child

when the mother was pregnant, | learned with thb cause they stayed at home during the pandemic
gene test. We were very upset for a month. F y stay : 9 P
nd that she was afraid because of the

stopped eating. We were very afraid of why gansmission of the COVID-19t got better

happened like this, we thought it was too bad, )
were shocked.(P5). Another parent saitl,take when | stayed at home. because of thg virus. | took
' better care of my child. We were just scared

care of everything. | pay attention to his hen we were coming and going to the hospital.

medicines, his food, everything. | tell you foodl\%ler immunity is already low, the environment is
that contain iron, | warn you not to eat. Forcrowded... So I'm afraid.(P14).

example, | never give grape molasses(P.8).
addition with the emergence of COVID-19,

ere has been a decrease in the reserves of
existing blood units in our country, as in many
countries. Therefore, parents had difficulties in
“If my child does not use his medicationthe process of erythrocyte transfusion of their
regularly, his iron becomes too high. I'm afraidchildren due to the decrease in blood reserves

that there will be other troubles. They (doctors)In the first days of the pandemic, our nurse

told us everything. | also researched on thealled us before mv child i lect blood
internet...Unfortunately, some children are ver : y child came to cofiect biood.
similar to each other. | am very careful with e said that there may be a pro'blem with the
everything so that it does not happen. | hopBresence of blood in the_ hospital. For this
not...” (P11). reason, they asked_us to brmg_someone who can

give blood to our child. At that time, we had some
Another parent said,...we go to the hospital all trouble and stress in finding someone. How do
the time, we thank God when we think of otheve find someone? Nobody wants to come to the
diseases. But we are sorry for our child's illnesospital, there is a virus. Where we live is very
we try not to reflect it on him, we try to find afar from the hospital. Fortunately, we were able
solution. Also we had a child again because ab find someone. But there was no need in the
the bone marrow, but unfortunately he didn'hospital, but we got nervous. (P3).

either.” (P8). Theme 2: Social support
Another parent who has a child with a diagnosig _ . . .
ocial support is an important component,

of older age TM stated that the burden of care for . .
pecially psychosocial support. Respect for the

their two children decreases as the age of t§ePe ; .
child gets older. individual and kind words are the basis for

this support. It is important to feel this kinél o
“When my child was young, we had a hard timesupport in the community (Figure 2). Some
My child was very scared and always cryingarents defined the people they receive social
when he stuck the needle while drawing blood.support from as “spouse and mother”.

was so sad at that moment... | was so worn ouf,
It is very difficult to draw blood. | panic every
time | go. | get stressed as if | can't draw bloocf

quu(r;altg)ly, we were relieved when we gre me, only my wife was with me..PX). Another
’ ’ parent said;wWhen my child was first born, | was
Parents stated that their concerns about theworking in the fields. We are farmers. After all, |
children increased due to COVID-19 and thatouldn't take care of my child, I'm so sorry, | cry
they had difficulties in the care process. whenever | think about it. My biggest regret. My
husband's mother did not take care of my child.

Six of the parents in the study stated that th I
experienced fear and anxiety due to th
complications of the treatment process.

‘Sometimes | feel helpless, | feel tired. | do not
ven send my child to the street alone. | always
alk behind him. My family... No one was with
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That's why | had to take my child to the fields, m8imilarly, another parent said,
child grew up in bad conditions. | always blame,

rr;)yzself... I wish | could have raised it better. morning. We come here by two buses. It is both
(P2). costly and more tiring for us.(P3).
E(fﬁﬁt?l;?lIéggztghgtggdvItﬁa%gtheeri):dﬁ\r/rgg Eeé):r';%ne of the parents said that when the children
more di’fficult “| take care of everything for both Jvere young, the)_/ could not return home due to
of my childrén (mother). No one is supportivethe long transfusm_n process. For this reason, he

. . ' stated that from time to time, they have more
they just ask if you went or came. In th

X ) oo %conomic difficulties due to the fact that they
pandemic, everything became more difficult.
also have hotel expenses.

(P9).

All of the mothers in the study stated that the

control their children to take their medication§Ne could not catch the train. We had to stav in
regularly. In addition, fathers also stated thairth lzmir. Sometimes we staye.d at the hotel yand

x’gg;azgismore interested in - their Chlldrrs‘ngometimes with our relatives. It was a very
' difficult day for us economically.(P12).

When we get here, we get up at five in the

“We used to come to the hospital from afar.
hen my child's blood did not end, it was late,

If | do not tell, my child does not use his In addition some of the parents stated that they

m_edlcatlon regularly._ Sometlmes_ she goes to hgrso have expenses such as food and beverage, as
friend, she goes to his aunt, but it may be that QEey spend a full day in the hospitalvhen we
fqrgot to buy it pack then.l Also, | get up befor%ome here (to the hospital), we bring a lot of
\r/]vlirtrr]mi\;etgkirTOL?;nr?]’e:jigi%gt (s;g)d him to SChO(}ood. Because our economic situation is not

9 " ' good. Since we stay here all day... We come
Theme 3: Financial burden early in the morning and go late in the evening.

Financial difficulty due to loss of mme So we have to bring something from hon{1).

and increased expenses related to treatmemfheme 4: Concern about children in the
transportation, and living costs during theifuture

children’s f’"dm's.s"’” to the hospital was the MaPhe treatment of thalassemia is very strenuous
cause of financial burden for these parents. Th

theme consisted of the sub-themes of treatme d causes suffering for Dboth parents and
) . . Children throughout the child’s life. The major
transportation, and living costs (Figure 3).

concern was the need for their childrenbt®

Parents who came from different cities for th% rong and healthy. This theme consisted of the

ihey had econamc dificlties especially relatodib-emes of Ife, universiy, and working
y P y Figure 4). Most of the parents stated that they

to transportatlo.n, treatment and.care Process alift worried about the health status of their child
current expenditures at the hospital. in the future

“We do not live infzmir. We're here for my .

o . My child was two years old when we learned
child's treatment. Both of my children have TM%bout the disease. We had not even heard of the

We come to the hospital once every three wee Ame of the disease. We expected the disease to
for one and once a month for the other. There E’e worse, | wonder what will happen? | was

no one where | live or where | can leave m C . .

child. We all come and go together... We have }{/\éorm_ed i h,? woulld die or be disabled after a
. ) , certain age.”(P4).

be here early in the morning. That's why we leavé

the house early (around 5 in the morning)Another parent said,

Mye plan our whole life around our child. | am

h but | 't al bri s with t "o afraid that something will happen to him. [ am
Omée, but 1 cant always bring meals wi W%Iways stressed. When we get here, tests are

children. Travel money, food, expenses of ﬂlfone. That something bad will happen to them...

d!sease... We sold our - car be_c:_sluse of thlfshat someone will say something bad to me... I'm
disease. It made our lives more difficult to go t%fraid | don't know how this feeling will go..."

3

the hospital for four people all the time by bus. (P13)
(P14). '
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Parents whose children are older stated that theggatively affect the quality of life of both
have concerns about how to treat their childrehemselves and the children with thalassemia.
when they need to go to university in a differenBhahraki-vahed et al. (2017), Shosha (2014),
city. Ishfag et al. (2015), Pourobili et al. (2018),
emphasized that mothers with children with BTM

time. In case something happens to him. I eed psychological and emotional support.

afraid that something will happen. How will it be uggestions arising from this integrative review

if he goes to university sometime in the futuré\]ave been outlined to help develop a holistic

how will he get blood, what will he eat. What déiursing intervention to_support parents and to
we do if he goes t(’) a good Unive'rsity in Epromote the potential ability of parents to cope

different city? Is there a place to take blood? S‘S"th Fhe|r suffe_rmg successfully. In addmon,_
school is very important to us...(P10). _genetlc_counsell_ng programs were added to 'thIS

integrative review. The goal of genetic
Similarly, one of the parents whose child wasounseling was to promote a better understanding
older had concerns about their child's futuref the consequences of the disease, increasing
working life. “So now how will my child work in knowledge of the risk of disease or transmission
the future, he cannot do heavy work. When he d$ disease, reducing anxiety, making the right
working at a job, he will have to take a vacatiorthoices, finding ways to prevent the transmission
every month to go to the hospital for his illndss.of abnormalities to children and to make
don't know how they will accept it, | feel anxietynformed decisions about family planning. In
when | think about them. He has to go to therief, genetic counseling was an important
hospital every month. For example, it is not amursing intervention to help parents to alleviate
hour thing, my child has to be in the hospital alsuffering and to find different ways to solve their
day...” (P7). problems

“He goes to school, | think about him all the

Discussion In this study, most of the parents mentioned that
nguare is no one around who can provide social

In this study, which was carried out to determi s ts stated that th ed
the experiences of the parents of the childrejtPPOIt. SOME parents state at they receive
pport from their mothers or spouses. A parent,

with TM, about the disease process, four them gth of whose children were diagnosed with

were obtained: unprecedented psychosociP ; .
distress, social support, financial burden an alassemia, stated that they need social support

concern about children in the future. Parents fapeecause the treatment days are different and they

; ust come to the hospital from a distant region.
many psychological problems due to the care o )
their child with thalassemia. These problem eidari and Ahmadi (2020) found that that

were caused by many factors such as disea arents with children with thalassemia feel
treatment and its side effect, life-changing impa ?r‘lely. Raman et al. (2019), revealed that parents

in the day-to-day social activities of the parenté','eed social support.

the sick child and their sibling/s. All of theseFamilies of children living with thalassemia have
reflected the source of the problem and thgheir own wishes, such as promotion of the
parents’ need for support to alleviate theipeople’s viewpoints, not attaching stigma to the
suffering. In our study, it was revealed thafamily with a sick child, good social support of

parents experienced feelings such as shodkck children and psychological comfort to the
sadness, fear, anxiety and depression, especidhynily so that the difficulty of having a sick ctil

in the first period when the child was diagnosei$ facilitated and they are given the chance to
with TM. It has been revealed that these feelingsave a pretty good life.

still_continue in-parents whose children A inancial problems seemed to be a universal

young. Hussain et al. (2021), in a stud . . ) )
conducted in Pakistan, stated that parents wi use of §uﬁ§r|ng of parents with thldren with
’ alassemia since the disease requires prolonged

chlldren younger than five years of age hacare and treatment and frequent hospitalization. It
higher depression and stress levels. )

was the greatest problem seen, especially among
Therefore, if parents get tired of looking afteparents in the lower socio-economic group
their children (if they are psychologically burn(Punaglom, Kongvattananon, & Somprasert,
out), if the necessary support system cannot R€19). The socio-economic level of the parents in
provided to solve their problems, it canthis study is low, and most of them come to the
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hospital from different cities. Although theStudy limitation: This study's findings will
treatment of thalassemia is free and daily in owontribute to the Thalassemia literature, but & ha
country, families must allocate a serious budgsbme limitations. The study was conducted in a
for transportation. In addition, children spend aingle center; therefore, it cannot be generalized.
day in the health unit for transfusion. ThereforeGeneralizability to the overall population of
an additional budget should be allocated fgparents of children with TM undergoing blood
nutrition. Considering that the economic situatiotransfusion therapy in Turkey is limited by the
of the parents in the study is not goodparticipants’ demographics and the study setting.
transportation costs and expenses during the d&
force the economic conditions of the families. |
the study of Shosha (2014), Ishfaq et(2015),
Inamdar et al(2015) found that parents with
children with thalassemia experience econom
difficulties due to the treatment process an
transportation to the hospital.

Ynclusions  Thalassemia Major is a major
rE)ublic health problem which is a chronic illness
causing burden on families. The results ef th
study revealed that the parents who have a child
thalassemia experience several psychological
roblems, and large financial cost to health
services. So they needs to benefit from
Shahraki-Vahed et al. (2017), Shosha and Alonsultative and supportive services of the health
Kalaldeh (2017) stated that families with lowsystem. Therefore, it is necessary that the health
income experience more problems related ®ystem and healthcare fftabe aware of
transportation to the hospital, nutrition andonsequences ahead of the parents with
regular follow-up. Children should come to thehalassemia and take vital actions to support
thalassemia unit in the morning to have théthem. They need to understand parents’
necessary tests done before the transfusion. Simsychosocial distress and coping strategies to
they come from out of town, children eat theiprovide support and guidance from the outset of
morning, noon and evening meals outside. lmeatment and care.

addition, the children stated that their parents h%cknowledgments The authors would like to

economic difficulties due to both transportatio ST
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