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ABSTRACT

Thalassemia disease in children, make the family especially parents faced with many challengesteBand
more effective coping behaviors in father and moptaee followed by increased quality level of thekschild's life
and the other family members. Therefore, the presteidly is conducted aims to evaluate the impleatient effect
of nursing intervention on coping behaviors of families with children with Thalassemia major inaldssemia
Center of Doctor Mohammad Kermanshahi Hospital iarrdanshah at 2015. The research has been semi-
experimental and the required information was aibe through a 45-articles questionnaire of Maccuballed
CHIP. The sample consisted of 38 families withdrkih with Thalassemia major who admitted to thepfiak of
Doctor Mohammad Kermanshahi in Kermanshah that wsslected by convenience sampling method in 2015.
First, the coping behaviors of these families weetermined and then divided into two groups of ddividuals
randomly that nursing intervention was implemerfedé weeks in four sessions for each member efuattion
group individually. Pre-intervention results indiea that the obtained scores in the first and théodles in each
two groups is less than normal. Total post-testas@f coping behaviors in the control group haveréased near
to 1.05 units compared to the pre-test scores.st-test scores of the families in the test grbape increased
near to 10.21 units compared to pre-test scoresamee To compare the difference of pre-test and-fasd scores
between both control and test groups, independ&gtiwas used and based on the results of thisaessgnificant
difference between two groups was observed (P<@B&6, t=-5.928). So, the increase in the scoresifpre-test
to post-test in the test group was significantighigr. Thus, the implementation of intervention eaus significant
increase in coping behaviors of families in the teeup compared to the control group. Accordingdtte difference
between the score average before and after imple&tien of nursing interventions in the test groupmpared to
the control group, it can be said that implememtatof nursing interventions is effective on theiegehaviors of
families with children suffering from Thalassemia w@ell as these families need to strengthen theping
behaviors in the areas of first (maintaining socsalpport) and third (improving social relationshjpscales. And
this issue needs the plan to implement nursingvatgions for these families.
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INTRODUCTION
Thalassemia is the most common hereditary diseageeiworld [1]. Thalassemia major is the most severm of

beta thalassemia that person's life needs nedgstanieceive regular blood transfusions and mddicae [2].
About 3% of the world's population (150 million pde) are only the carrier of beta Thalassemia gatirpugh
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Thalassemia has been reported in more than 60reasiatound the world, but the highest incidencthisf disorder
has been observed in malaria-prone belt of thedniodluding Mediterranean countries, parts of thest\and North
of Africa, Middle East, subcontinent of India andugth-East Asia. Also, Iran is a country locatedtlom malaria-
prone belt and faces with a relatively high prema&of Thalassemia [3]. Mazandaram and Zanjan pcegi have
the highest with 2559 and lowest numbers with SBviduals of people with disease, respectively Bmptoms of
the Thalassemia disease were indicated by Doctom&ls Carey and his colleague Pearl Lee for thetfire in
1952. Symptoms of Thalassemia major usually apywéhmn the ages of 6 to 24 months that include gesdigrowth
and puberty, enlarged liver and spleen, palen@ssidjce, impaired growth of the sex glands, soet, fbone
fracture and protruding of forehead, cheeks and jaones. In patients with beta Thalassemia majertdwa very
low level of hemoglobin, regular blood transfusiare required and it is tried to maintain the helolbig level of
these patients between 9.5 — 10 g/dl. But, rechlland transfusions in these patients lead to irmcumulation in
the vital organs such as liver, heart and endocgiads and have some complications such as chiivec
hepatitis, cirrhosis, carcinoma, cardiac insufficig, hypogonadism, hypothyroidism, diabetes and
hypoparathyroidism[3]. Also, in Thalassemia magkin disorders including rashes, scars, frecklas, igritation or
erythema due to the Desferal pump, hypomelanasigyd infections, contact dermatitis and acne aem ghat the
incidence of these symptoms increases with ageTfi]ay, in spite of treatment which increases ifieeelxpectancy
of these people, its clinical symptoms has stilteadely effect on physical and psychological heaftthe patient
and his family [6]. In case of children with chrondisease, parents are considered as the primeggieers and
thus will face with many challenges to comply withultiple and complex problems and tasks resultedhfthe
child's disease [7]. Family cannot be imaginedhaesseparated people and in fact it is a single #éniinit that its
people dependent on each other emotionally, phifsiaad spiritually and they are affected from eaxther and
affect on each other. Suffering of one will affébe others and all try to provide the best and nsostable
conditions in all aspects for living together. Ifrember of the family is sick, parents will be aftal by his disease
and try to reduce his pain and provide happinedssancess for him [8]. First reaction of many p&sésn shock and
disbelief and it takes months to fully embrace tl@cept [9]. Results of a study in 2004 showed &% of
families with patients with Thalassemia suffer froatural anxiety and 18.5%, 50% and 27% from nmidderate
and severe anxiety, respectively. In addition, ltssshowed that 50% of family members suffered frsavere
depression and the above mentioned indicates dmailiés with patients with Thalassemia are at Pshatical-
mental risks [10]. Thalassemia major is usuallygd@sed when the child is a few months old. The qures of
having a child, who needs severe care and regldadhiransfusions, will change the mental balarfggaoents for a
while. This trauma to the family causes variouscpsjogical reactions in members and family relaiovill be
affected seriously [11]. Finally with a brief summaof the studies, it can be found that Thalassehda
complications and many psychological-social andspgtal effects of the sick children, parents andeotfamily
members and these complications can affect on uldéty of patient's life and his parents in manpexds [6]. In
fact, these families may not have good coping biehsvThe behaviors and reactions of each persatmtly occur
in adverse circumstances to balance and controdttiess due to that event is called coping beha®ilso, these
behaviors are more important in families with aksahild and should be strengthened. So, it is ifgtrthat
parents how deal with the critical situation whistoccurred for their child as it shows their ade@pe from their
child condition and indicates how much ability tHegve to control and manage the situation of thiek child [12].
Also, Mccubin suggests that coping behavior inctudelividual and collective efforts (to help othgeople or
programs) to manage associated confrontation vatith problems in the family [13]. Better and meféective
compliance will be followed by enhanced qualitysiék child's life and other members of family. Krledge of
adaptive behaviors used by parents provides nwithsthe possibility to design intervention progmrfor an
appropriate support of them [14]. Any changes im&n life including pleasant and unpleasant onegire@ kind
of readjustment. Coping methods with changes ef $ihd tensions resulting from these changes aieugam
different people and depending on various situatidoping strategies means a set of cognitive archberal
efforts that is applied in order to interpret amdrect a stressful situation and leads to allevatiéering of it [15].
In case of using the effective coping styles, eamstiare modulated and stress will be removed [EBgctive
coping is an important source to create a welldpééeling and psychological adjustment in stressifuiations and
affects on physical and psychological health ofviaials. Effective coping styles reduce the negatffects of
stress and the ability of management of environalesutd internal stressors or development of thedeiors
increases. While ineffective coping styles incretime negative effects of stress. Effective copm@m important
source to create a well-being feeling and psychod@djustment in stressful situations and affectphysical and
psychological health of individuals [17]. Familiesthout an appropriate coping behavior do not pevénough
supports for their sick child and it will have agagive effect on psychological health of childr&maining plan aims
to increase coping skills in families with childrevith Thalassemia can be useful in decrease ofhmdggical
problems in children.
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MATERIALSAND METHODS

Convenience (easy) sampling method was used irsthdy. In this study, researcher selected 46 pafesm 240
parents who accompanied their children to visit esede willing to cooperate after giving consentftdm to study
it. After the explanations provided by the researalegarding the study and in the research atmosp#46é families
were ready to participate in the study and therctiresent letters were collected from the samptepractice, 8 of
parents were excluded from the study because af gsponse and a number of questions remain erspiyel as
lack of willingness to cooperate that the study wagormed on 38 people from the families and thecied 38
parents were divided into two groups of 19 peopdst(group and control group). In this study, MdouGHIP
guestionnaire was used before and after interverfto the parents. A questionnaire about persondl family
information was attached to the mentioned questivan CHIP questionnaire is a 45-points tool aimsassess
parents' reaction in management of family life waeamily has a child with acute or chronic dise&3dIP articles
are made using the previous articles in the fiéltamily stress and the theories of related areaha family and
health. As a result of cause's analysis, CHIP stssif 3 subscales: maintaining the integrity ofifg, cooperation
and optimistic definition of the situation=> firstale.

Maintaining social support, self-esteem and psyagichl stability => second scale

Understanding of disease or health situation ofdhiéd through contact with other parents or cotaidn with
doctors => third scale [18].

In time of filling the questionnaire, people studlthe items of coping behaviors in each 3 subs@aldshowed that
how far doing of each behavior is useful. Basedhenobtained information from several studies whiele used
this tool, the researchers have provided normakscas a method to compare [14].

Normal scores of adaptive patterns:

Sub group of behavior Meapn SD Domadin
Family integrity and optimization status 40 15 Z5-9
Self-esteem, social support and psychological létabi 28 12 16-40
Communication and medical advice 15 7 8-2p

Total normal scores are not mentioned (19).

CHIP questionnaire has the criterion validity amthtruct validity. In addition, Cronbach's alphattéor a good
internal consistency and for three factors and meat subscales were 0.79 and 0.71, respectivetys T
guestionnaire has been translated to Spanish, Grekkhe other languages. The Persian versiorfrafiit the book
"the assessment tool of couples, family and chilfrevhich is extracted from the pages 170-174, used in this
study. CHIP has a relative validity by solidaritjthvsome scales of family. Also, it has a well-kmmogroup validity
and the ability of distinction between high cortflied low conflict families [18].

Mccubin et al obtained Cronbach's alpha to meaistieenal consistency of the tool during two sepasttidies as
0.79 and 0.71 [19].

Coping behaviors of the samples before interventtas measured and recorded by the mentioned qoeatie at
first. According to pre-test results, ineffectiveping behaviors in the studied unit was identifi€den, based on the
obtained results, nursing interventions were desiggnd implemented. These interventions took tiones fweeks.
After 6-weeks interventions, CHIP questionnaire \gagen to both test and control groups again. Githeat the
majority of visitors visited Thalassemia Centerdsvia month, there were totally 4 of 2-hours sesstorintervene
for each sample. According to the results, thegsglifless were affected in the first and third scadesl the obtained
scores in the second scale were normal. So, thedaatraining packages and CDs included the falgvtopics:

1- The ways to control stress

2- Improvement of social relationships

Based on the intervention plan, in each sessiordiseussed with these families regarding expressiotheir
feelings and unsolved problems which were usualbuaed in their life. Then, the researcher triedhange these
families' approach regarding problems with the eg\df medical sense. It is necessary to explaingatents did
not visit simultaneously in a particular day ande@rcher went to the Thalassemia center by hatieig plan of
visit and paid interventions separately for the ifarof patients. After the end of each counselimgsion, the
researcher gave them the training packages and tiddsthey studied them till the next visit and abkkbeir
guestions at the beginning of the next sessiordeive their responses.
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RESULTS

The related results to the individual and familactteristics of the families showed that 63.2%hefstudied units
were in the control group and 68.4% were at thé desup of mothers with children with Thalassemizd a
distribution of parents in both groups were siméad no significant difference was seen in both &asl control
groups in terms of average age of father, motlagyés father's education, mother's education, fatleecupation,
mother's occupation, marital status of parentssaoguinity, chronic disease of parents, historlgaspitalization of
parents, chronic diseases in other children offd#meily and Thalassemia in other children of the ifgmAlso,
Mann-Whitney test result do not show a significdiffierence between both test and control grougerims of child
birth, age of diagnosis, age of beginning the disethe numbers of blood units transfused, fanidg and age of
the child with Thalassemia and based on the redulthi-square test, no significant difference waersbetween
both groups in terms of location and sex of chitdveth Thalassemia. In the first area (maintainthg family
integrity, cooperation and optimistic definitiontbe situation) and the third area (understandfrdjseease or health
situation of the child through relationship witthet parents or consulting with doctors), the ol#diacores before
intervention in both test and intervention groupggevess than normal.

The mean and standard deviation of the scoreseo$tiidied units from the coping behaviors in treaaf family
integrity, cooperation and optimistic definition thie situation before and after intervention intbtest and control
groups

Before intervention After intervention  P-valye
Mean SD Mean SD
Test 35.11 4.79 40.63 3.87 <.001L
Control 35.53 6.13 36.47 4.87| .098
p-value 0.815 0.006

The average of difference of pre-test and postdestes from the coping behaviors in the area mil§aintegrity,
cooperation and optimistic definition of the siioatbefore and after intervention in both test aadtrol groups

Mean | SD | Test statistice Degree of freedpm  P-value
Control .95 2.37 -5.255 36 <.001
Test 5,53 | 2.97

Based on these results in the control group, theesdn the area of maintaining family integratiorpost-test have
increased an average of 0.95 unit compared tordegt scores but in the test group, pre-tesescofrthe families
have increased an average of 5.53 units. To conthardifference between pre-test and post-tesiescoetween
two control and test groups, independent t-test used and according to the results of this testigaificant

difference was observed between two groups (P<@836, t=-5.255). So, increase rate of the sctma pre-test
to post-test in the test group was significantigher. Thus, intervention causes a significant iaseein the coping
behaviors of the families in the area of maintagnfamily integration in the test group comparedhe control

group.

The mean and standard deviation of the scores efstadied units from the coping behaviors in theaaof
understanding of disease or health situation ofcthitl through relationship with the other pareatsconsulting
with doctors in both test and control groups

Before intervention After intervention  P-valye
Mean SD Mean SD
Test 13.11 2.31 15.63 2.36 <.001
Control 11.95 2.17 12.21 1.90 .098
p-value 0.120 <.001

The average of difference of pre-test and postgestes from the coping behaviors in the area détstanding of
disease or health situation of the child throudati@enship with the other parents or consultinghwdbctors in both
test and control groups

Mean | SD | Test statistice Degree of freedpm  P-value
Control .26 1.37 -3.947 36 <.001
Test 253 | 2.09

According to the results, in the control group $keres in the area of understanding the disedseatth situation of
the child in post-test have increased an average2s unit compared to the pre-test scores. Btiéntest group,
pre-test scores of the families have increasedrarage of 2.53 units compared to the average efgstescores. To
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compare the difference between pre-test and psssteres between two control and test groupspement t-test
was used and according to the results of this @aesignificant difference was observed betweengdwmaps (P<0.05,
df=36, t=-3.947). So, increase rate of the scamm® fore-test to post-test in the test group wasifsogntly higher.

Thus, implementation of the intervention causemaificant increase in the coping behaviors of féwilies in the

area of understanding the disease or health gituafithe child in the test group compared to etiol group.

DISCUSSION AND CONCLUSION

In general, the results of this study showed thatilies with children with Thalassemia major haeei damaged
in the area of maintaining the family integratiomdarelationship and medical advice and need tomgthen the
coping behaviors in these areas. Also, the reshitsved that implementation of the nursing interia® has a
significant relationship with the increase of capimehaviors in families with children with thalassa major. In
this study, in spite of implementation of inteniens in the first and third areas, the scores ayemf coping
behaviors in the second area and the average alf gobres increased significantly. Since, inappat@rcoping
behaviors causes psychological-mental problemsaments and following them, in their children, thecessity of
implementation of nursing interventions in thiddi@and doing the individual and group consultingpafents seem
absolutely necessary. Nurses and other caregiuettsei health-treatment team should focus on thgrpros and
intervention which can improve the coping behavimfrparents with children with thalassemia and thieo chronic
diseases and use these programs in care planmitigefe patients. The results of this study wasoimsistent with
the results of Agajani et al study entitled wittakating the effect of spiritual consulting on atyiand depression
in hemodialysis patients which was conducted op&tents with chronic renal disease in Amin Hodmfdsfahan
in 2013. According to this research, spiritual adtisg can cause a decrease in anxiety and depressidialysis
patients (20). Also, it is in consistent with thieidy of Enadi et al as the effect of education lo@ &nxiety of
mothers with children suffering from urinary infemts that was performed on 40 individuals of maoghesith
hospitalized children in Qods Hospital of Qazvir2idil4 that based on that, education is effectivéhermanifest
anxiety but had no effect on the hidden anxietyédffect on the hidden anxiety can be attributethéofact that the
nature of disease is not chronic [21] and thesaltees/ere in consistent with the results of Rosgélafhis research
has stated that participation and current coopmraif the people and friends in person in the difgpatients with
chronic disease and their families cause an inergasocial support and improvement of their selffadence [22]
and is consistent with the research of HemmatiMaBEk et al entitled with evaluating the effectraplementation
of self-care program on the self-esteem of therbldeeople who live in the nursing homes of Urmia2i012 that
based on it, implementation of self-care programaagositive effect in increase of self-esteenhefdlderly people
[23] as well as Lavasani et al study with the tafethe educational effect of social skills on #wial adjustment
and educational function late-to-learn studentganjan province which was conducted in 2010. Tieabaling to
the intervention plan has had a significant effactimprovement of social adjustment and educatifunadtion of
late-to-learn student boys in the test group (2450, it corresponds to the results of Shegaqi titievas shown on
that study that holding of family educational ckessad been effective on the health of parents migmtally
retarded children and improves the level of phygitsorders and anxiety and public depression aadtih [25].
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