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ABSTRACT

Although there are many studies concerning thecainmpact of Sickle Cell disease, however, stadibout the
psychosocial impact of the disease on the famiéylacking This study was carried out to assess certain psydiel
aspects of the illness on families of patients wstbkle cell disease and the impact of diseaserigven these
psychosocial variables. The psychosocial impadiakle cell disease on families was assessed &uide Cell Disease
Burden Interview which includes; financial burdeintloe disease, the disruption of family interactipthe disruption of
routine family activities, and caregivers copingdlisband feelings towards the affected child. Aaioof 130 caregivers of
patients with sickle cell disease registered ar8&®enter for Hereditary Blood Diseases were rémduover the period
from the first of April till the end of December 2B, the patient's age ranged from 6-18 years.Tidy stevealed that
sickle cell disease has moderate and severe iropdatancial status of the family (54.6% and 40.&%pectively), with a
mean of 6.11+ 1.57, and routine family activitidd 6% and 34.7% respectively) with a mean of 1020B# Concerning
family interaction and coping abilities, the caregs didn’t report any problem in 70.7% and 73.88spectively.
The financial status of the family was significgnidversely affected by educational level of caregiand his/her
employment, number of affected siblings and fregyeaf blood transfusions, P < 0.05. In additionutioe family
activities were significantly affected by care gweemployment, number of affected siblings and desgries of
hospitalizations and vaso-occlusive crises, P §.0lie present study concludes that families ofp&t with sickle cell
disease experience significant financial difficesti and disruption in routine family activities. Wwver, most of these

families didn’t experience significant family ingation and coping problems.
KEYWORDS: Sickle Cell Disease, Psychosocial Burden, Family
INTRODUCTION

Comprehensive medical care, with evidence-basatkgies provided by experts in sickle cell dis€&&D) and
education of the parents about the early deteatibthe most common complications, have dramaticdigreased
SCD-related mortality and morbidity over the la@ty2ars®

Hemoglobinopathies including the thalassemias arldescell disease are prevalent inherited disadermost
Arab countries mainly due to high level of inbrewglivith consanguinity rate in the range 25-5%n Basra, sickle cell

gene is reported in all areas with an overall feemy of sickle cell trait of 6.48%)

The assessment of the clinical and laboratory atdis of an individual’s illness may not be adequat define
the extent of the effects of the illness on indiits with SCD®
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Chronic illnesses including SCD adversely affeet fiatient’s self-image and self-esteem and indstressful
emotions, anxiety, depression, feelings of helpless, as well as illness-related factors like chanm physical

appearance or bodily functioning’

In addition to the physical and psychosocial efeat SCD on patients, having a child with SCD mé#fec
parental relationship, including lack of time witfe siblings, communication problems, higher dieorates and increased
relationship conflict®Families of children with SCD may miss work, expede increased family stress, and increased
disease care demands, which is due in part tortheedictability of pain crises care in SCD. Thenary caregivers often

feel frustrated and hopeless because of lack gfaupy family and friends during child's pain es§’

llinesses associated with SCD exerts significamtiémo to patients and their families and contridatpoverty by
leading to loss in productive time and money ondiue of the affected persons/families, retardatibtheir economic
development and losing job sometimes, and difficudtdealing with daily requirements of other faynihembers, causing

a further impact on the famil{’

Since the patient with SCD live with the diseaseotlghout the life-span of patients, the medical and
psychological costs of managing the disease arh HiEconomic status of family in turn influences theecand
management of these patients and thus influenocespslgchological, social and economic problems emewsad by
families of children with SCG'?

Family coping is an important factor to improve theality of life of children with SCD. Families nealifferent
types of support by sharing of roles and respoliti#isi between parents, with grandparents, andratalt relatives and
also by education of other members mainly sibliagd education of extended family members by hgaitfiessionals
working with children with SCD*Y

Social support outside of the family like from itas and friends is also beneficial to all membsrthe family,

both physically and psychologicall{*?

This study was carried out to assess the psychaldmaiden of the illness on families of childrerdadolescents
with SCD in Basraand to look for the impact of dise severity on psychosocial variables among famiif these

patients.
PATIENTS AND METHODS

A descriptive study has been carried out on caeggiwf patients with SCD who have been registeteithea
Center for Hereditary Blood Diseases (CHBD) at Badaternity and Children Hospital from the firstAypril till the end

of December 2013. The caregivers of 130 patiente wexruited, the age of patients ranged from §ek8s.

For recruitment in the study, the caregiver neeshtisfy the following criteria; caregivers mustaattended the
CHBD at least 3 times before the interview to allawadequate period of interaction and the childtrhave been living

with the caregiver for a minimum of 1 year befdre interview*?

Data included educational level of the caregived &is/her employment, numberof siblings,and how ynan

siblings are affected with SCD.

Impact Factor (JCC): 5.4638 NAAS Rating.54
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Clinical data obtained were age at presentatiombmu of hospitalizations in the previous year, anthber of

blood transfusions (BT) in previous year.

The patient is classified to have severe diseasenwhe frequency of vaso-occlusive crises (VOCiratg
hospitalization is> 3 times/year, frequency of blood transfusion (Bs}3 times/year, at least one cerebrovascular event
(CVA), acute chest syndrome (ACS) and /or avasqarosis of bon&? *

The state of the child during the interview of ttegegiver was recorded; whether in steady stat®br Baseline
steady state is defined as a steady hematocrihemaglobin values over a given period of 2-3 chhigsits at 4-6 weeks
interval and a state of wellbeing without any syomptor sign suggestive of crisis, infection, andeottliseases established

by a careful history and complete physical exanmmat*® *”

An informed consent was obtained from the caregbfehe patient for recruitment in the study. Thisrk was

approved by the Ethical Committee of Basra Mediallege.

Sickle Cell Disease Burden Interview (SCDBI) questiaire was used to investigate the impact of S@@he
family. It included four domains; financial burden thedisease, the disruption of family interactiothe disruption of

routine family activities and caregivers, copindgligband feelings towards the affected chifd: *®

The questionnaire contains a total of 16 questitinee questions for each of the family financed iateractions,

and five questions for each of the routine famdivaty and parental coping ability.

The questionnaire was translated to Arabic languaidb regard to Iraqgi dialect and cultural contegte
translation procedure was helped by two professimaaslators, and then submitted to 10 caregit@determine whether
the questions were clear, understandable, andadgieal order.Moreover, three pediatricians and dlirgcal psychologist
who had experience in working with SCD patients #relr families were asked to express their viewsahether they
consider the questions of questionnaire to be septative of the psychosocial burden of SCD ongieees or if

additional statements need to be added.

The internal consistency of the questionnaire vaasead out by calculating the Cronbach Alpha caédfit. The

internal consistency of the questionnaire questinaking up each sub-scale was 0.78.

For impact on family finances and family interaco total score of 0 indicates no impact; 1-3 aggimficant

impact; 4—6 as moderate impact; and scores betWweaud 9 as severe impact.

For impact on routine family activity and parentalping ability, total score of 0 implies no impadt5 as

insignificant impact; 6-10 as moderate impact; scates between 11 and 15 as severe imffcts.

Statistical analysis was done using the StatistRaatkages for Social Sciences (SPSS) softwareowvefsi.O.
Comparisons of proportions were performed by cedissising Chi-Square test. Analysis was also donengnmultiple
groups by using One Way Analysis of Variance (ANOQWast. For all tests P value of <0.05 was consideas

statistically significant.
RESULTS

A total of 130 patients with SCD and their caregivavere included in the study; 81 (62.3%) males 48d
(37.7%) females. The age of patients ranged froh8 §ears with a mean age of 10.79 + 3.32 yearsnMeg for male
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patients’'was10.42 + 3.16 years and for females411.3.50 yearq;Table 1).

Concerningcaregiversworking (33.8%) and in an 18d%atients with SCD, the caregivers are not thepts.
Apart from parents, all other caregivers were th@ndmother, mostly because of parental divorce mxce 3 cases
because of death of one of the parents. Mostep#iients with SCD have other affected sibling(96)1%), and among
these families (32.4%) have 2 affected siblings, only (3.1%) have higher edioca In addition, a high percent of

caregivers are not.

The influence of SCD on different psychosocial comgnts on families was assessed for each dorfiable
2).More than two-thirds of caregivers stated thiatet spent caring for the child made them lose ire@n financial
benefits, and that the expenses of the child'ediinadversely affected the provision of their fgimibasic needs such as
food and clothing, while (62.4%) have taken a ltmmeet the extra financial expenses of the pasidiiess mainly from

relatives and friends.

In addition, most of caregivers (66.9%) mentionkdt tcaring their children with SCD made them neijiec
other family members, and it was difficult for theiffected children to attend school (83.8%) ansishsn household
activities (63.1%). Difficulties in engaging in @hnecessary activities and disturbed recreatiactality were reported in

only (12.3%) and (20%) of families respectively.

Half of the families reported that their child’'$niéss didn’t cause tension at home, while in (43.8%re was
occasional disagreement among family members becafishe child’s illness and more than half of fiesi have

experienced occasional marital disharmony.

Only (26.2%) of families have frequent difficulties coping with their child’s illness. While morkan (50%) of
families didn't report difficulties in accepting sigonsibility of child illness, feeling depressedigey and stigmatized

because of the child illness.

Concerning the total and mean scores of the 4 miamains;it was found that SCD has moderate andraseve
impact on financial status of the family (54.6% a&id8%) respectively.In contrast, the disease hadenate and severe
impact on family interaction only in (19.3% and 10Béspectively. In addition, 34.7% of families haaavere disruption
in routine family activities and 41.5% have moderdisruption, while most of them (73.8%) didn’t exignce significant
coping problems, (Table 3).

The impact of the condition of the child with SCDrithg interview has revealed that the conditiorthef child
with SCD during crises significantly affects thadncial and family routine activities comparedtiode in steady state, P
< 0.05,(Table 4).

The effects of different socio-demographic and ichh variables on psychosocial burden scores were
alsoassessed; it was found that illiterate andwwoking caregivers experience a significant finahciurden and family
interaction. In addition, caregivers other thangpés suffer a significant impact on financial ssatwhile the presence of
2 affected siblings adversely affect the finansialtus and routine family activities, (Table 5).nCerning clinical burden
variables; those with frequent hospitalization8 times/year and VOE 3 times/ year have a significant burden on
routine family activities, while frequent BY 3 times/year adversely affect financial statusn&lof the socio-demographic

and clinical variables has a significant impactoping of families with their child’s illness, (Tkeb).

Impact Factor (JCC): 5.4638 NAAS Rating.54
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DISCUSSIONS

This study assessed the psychosocial impact of @Clbe families in Basra, where the frequency oftisease is

high in different areas of Basra.

The current study revealed that (54.6%) of caraggiveave completed their primary education, thioiser to
what was reported by Wasomwe et al (70%) in Zamblayhile Ohaeri et al in Nigeria reported that thejonity of
caregivers (68.1.%) had at least secondary schiwtagion.*®Low educational level of the caregiver can affduwit
understanding of SCD and adversely influences thg they care for the child and this increases itiggaict of illness on
the family*® In addition, around one third of caregivers wen¢ working, a similar result (38.3%) was reported b

Wonkam et af?®another factor that poses an additional burdetheset families.

Vaso-occlusive crises (also known as acute paipigodes) are the core feature of SCD and the comsimon

cause for emergency hospital admissions and atdeefguent hospitalizations of these patierfts 2%

Most patients in this study have been hospitalidedng the year prior to the study mainly due to &O
(87.7%).Akar et al in Kuwaitand Brown et al in Nigereported VOC in 63.2% and 61.5% respectivelyadmitted
children with SCD® 29

Despite the nature of healthcare in Basra is foeesérvice basis, the financial burden of SCD andharegivers
and their families is considerable. This can behaited to the low socioeconomic status of the isadidlamilies; as around

one third of caregivers were not working, and mbemn two thirds of them are with no or low educatio

In addition, most of the caregivers (67.7%) in thiady lost income due to time consuming caring tfagir
children with SCD which significantly contributes the financial impact practiced by caregivers dneir family.
(Tunde-Ayinmode MF in Nigeria reported that (94%)naéthers of patients with SCD have a significariéafon the
financial income compared with the control grGtipand Amr et al in Saudi Arabia found that (68.3%families have
impaired income due to SCB®while Wonkam et al reported that (38.3%) of caregivdidn't lost incom&’Wasomwe
et al in Zambia reported that most of the famili{@6%) had low monthly income and the cost of cafimgthe child
caused a huge financial burden to the familieso Afereased number of affected siblings in the fammad a significant
impact on the financial scores because caringhese children needs more income and extra workverahe finances of
the diseas€” Therefore, knowledge of the cost of care may agsisviders in counseling patients and their care

about the likely consequences of the disease, dhioibal and economic?”

Concerning routine family activities, the caregiseneglect other family members frequently and&swlifficult
for the patients to assist in household routinesse results are similar to that found by Wasomwa who reported that
(76%) of families experienced strained interpersoglationship within the home environment among plarents, siblings

and other immediate family members due to livinthvei child affected with SCBH?

The parent’s relation with their sick children ahe feeling of neglect generated in other sibliisgs major factor
in family dysfunction, especially when occurreddguently and had been described as a risk factthhanpsychosocial
problems in SCI¥®

The acute sickle cell painful crisis is the maimsm of hospitalization, and is associated with Highuency of

complications like ACS and around 33.4% of readioissvithin 30 days® Its impact in SCD is significant regarding
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financial strain and quality of lifé*® SCD cause frequent absence from the school (83m8&#)ly due to acute painful
episodes. In addition, frequent VOE 3/year) have a significant impact on routine fanaittivities including difficult to
attend school. This result is similar to that repdrby Jaiyesimi et al in Oman (83%J°Amr et al also found that
adolescents with SCD showed a significant educalidelay due to excessive absenteeism schooéstal frequent
hospitalization, emergency admissions, and ae&'Thus, effective and rapid pain management will haymositive

impact on psychosocial burden of the disease.

Half of families of children with SCD didn’'t experice tension at home, one third didn't show disagent
concerning their child iliness and 20.7% only did@port marital disharmony, although 70.7% hasgnificant impact
on family interaction burden. Adegoke et al reporéehigher percentage of families who didn't regerision at home

because of their child illness (70.2%), disagredrbenause of their child iliness (73.3%) and madisharmony (81.8%).
(13)

Most of families in the current study experiencsignificant impact on coping ability with SCD. THisding is
similar to that reported by Tunde-Ayinmode MF ingiiiia®®, while in Wonkam et al reported that (88.3%) ofges

experience moderate to severe coping difficultéesl frequent VOCX 3 /year) was the main cause of these difficulties.
(20

The reason for this may be because of the Iraqilyasiructure, community, and religion. In Iraq,lieés and
thoughts are influenced mainly by religion, in whithe parent's attitudes are positive as they shove of love and care
for these children and they also accept theirdateaving such children, which in turn influence ffamily interaction and

coping strategies toward the illness.

Burden of patient condition during interview onfdient psychosocial variables was significant imaficial and
family at time of interview (steady versus criseste) on financial and family routin€€The cost of caring for the child
with chronic illness such as SCD causes large &igdustrains to the families which could not beoaffed by nonworking
and/non-parent caregivers (grandmother).routineesgcacOhaeri et al in Nigeria also reported a sigaift impact of
patient’s condition

CONCLUSIONS

SCD may be a source of psychosocial distress tahhté's caregivers’ especially in financial anditiae family

activities, therefore regular and sustained suppatem for the family helps relieve the burdecare.
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Table 1: Selected Socio-Demographic and Clinical Vables of Patients with SCD and their Caregivers

Variable N. (%)
6-10 54(41.5)
Age (Year) 11-14 47(36.2)
15-18 29(22.3)
<1 28(21.5)
Age at diagnosis (Year) 1-2 73(56.2)
>2 29(22.3)
Sex Male 81(62.3)
Female 49(37.7)
llliterate 18(13.8)
Educational level of caregiver Szggqnadrgr?(:::r?cl)ol 7317((524;'35))
Higher education 4(3.1)
Not working 44(33.8)
Caregiver employment Governmental 35(26.9)
Self-employer 30(23.2)
Retired 21(16.1)
Father 43(33)
Caregivers Mother 63(48.5)
Others 24(18.5)
None 19(14.6)
Number of siblings 1 33(25.4)
>2 78(60)
None 11(9.9)
Number of other affected siblings 1 64(57.7)
>2 36(32.4)
None 23(17.7)
Frequency of BT / year <3 63(48.5)
>3 44(33.8)
None 21(16.2)
Frequency of hospitalization / year <3 61(46.9)
>3 48(36.9)
None 16(12.3)
Frequency of VOC / year <3 83(63.8)
>3 31(23.9)

Table 2: Impact of SCD on Psychosocial Indices ofdmilies

Variable Never Occurred Occurred Occasionally | Occurred Frequently
N. (%) N. (%) or Regularly n. (%)
Family Finance
Lose income 14(10.8) 28(21.5) 88(67.7)
Took out a loan 18(13.8) 31(23.8) 81(62.4)
Expenses of child’s illness 23(17.7) 18(13.8) 89(68.5)

affect family needs

Routine Family Activities
Neglect of other family 5(3.8) 38(29.3) 87(66.9)
members

Difficulty for child to assist in
household routines
Difficulty to attend school

because of child illness 43) 17(13.2) 109(83.8)
Child’s illness disturbs activities
at home

Difficulty engaging in other 61(46.9) 53(40.8) 16(12.3)
gainful activities

15(11.5) 33(25.4) 82(63.1)

61(46.9) 43(33.1) 26(20)
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Table 2: Contd.,

Child illness cause tension

disharmony

Difficulty coping with the child

at home 65(50) 29(22.3) 36(27.7)
Child illness cause

disagreement 43(33) 57(43.8) 30(23.2)

Child illness cause marital 27(20.7) 67(51.6) 367.7)

illness 15(11.5) 81(62.3) 34(26.2)
Difficulty accepting

responsibility for care of iliness| 71(54.6) 23(17.7) 36(27.7)
illzliee!gg depressed about the 67(51.5) 31(23.9) 32(24.7)
Feeling angry with self or the

child because of the illness 73(56.2) 27(20.8) 30(23)
Feeling stigmatized because o

the illness 66(50.8) 26(20) 38(29.2)

Table 3: Psychosocial Burden Score of the Four Dorires

6(4.6)
4-6 71(54.6)| 6.11+ 1.57
5340.8)
92(70.7)
4-6 25(19.3)| 5.70+1.61
13(10)
31(23.8)
6-10 54(41.5)| 10.03 +2.17
11-15 45(34.7)
96(73.8)
6-10 27(20.8)| 4.93 +1.51
11-15 7(5.4)

Table 4: Impact of Patient’s Condition during Interview on Psychosocial Variables

Financial burden score 6.22+2.55 8.60+1.74 0.023
Routine family activity burden scorg 9.81+1.33 DPrP.23 0.042
Family interactions burden score 4.8+1.26 5.72+1.61 0.067
Family coping burden score 4.92+1.56 5.00£1.86 D.64

T-test was used

Impact Factor (JCC): 5.4638

NAAS Rating.54
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Table 5: Different Socio-Demographic Variables on Eect of Psychosocial Burden Score

Financial | P Family P ?T P E:n'ﬂy P
o ma Z a
Variable Burden | Value "‘;‘;’"m““ Value | Activities | Value AmlTlnt_r,-g Value
urden Burden Burden
Tlliterate 6.3+1.8 5.11=1.64 8.8+2.3 5.16=1.58
Prmary 5.621.6 5.64+155 8526 5.08+1.72
Ed jomallevenf zchool B )
caregiver Secondary s4:15 | P98 | ga0s164 | 008 | gouns | 007 | 4514008 | 0497
zchool
Highet 52417 5.25+0.50 $.6+2.3 525330
education
Notworking | 6.8%1.7 5.56=1.73 103219 4952146
Caregiver Govermental [ 6314 0.07 6.11=1.69 0.07 10217 0.07 4.71=1.70 0771
employment Self-employer | 6212 ’ 6.10=1.15 ’ 102220 | 303154 |
Retired 5418 52144 8.742.23 5.14=182
Father 4415 5.731.56 10.8+2.2 5.03=1.68
Type.of caregiver | Mother 47+18 | 003 [ 5.76=1.68 | 093 | 105%26 | 0.06 |4.90=150] 0.757
Others 6.6x16 5754162 107425 575156
! None 53%1.2 6.27=1.79 9.2=16 545%1.75
mhgs 1 63x1.1 | 0.06 | 5.79=164 | 045 [ 93215 | 0.02 [496=156] 0450
>2 6.8+18 5.58=152 117218 4.80=1 61
Frequencyof None 6.5+1.5 5.80=1.69 0.2+1.3 433124
hospitalization 3 6312 | 004 [ 5772150 | 097 [ 94x21 | 003 [521=188 | 0.084
Iyear >3 6715 568171 11214 4854125
None 42415 517177 108422 478124
e <3 45£18 | 006 | 5842137 | 016 | 105426 | 007 [506=180] 0.634
: 23 631 5901 78 1142 5 4842127
Froquency of None 6.5+13 5212150 9115 531.86_ _
Vo <3 6312 | 006 | 5655170 | 042 | 94215 | 0.04 [480=135 | 0405
: 23 6715 606143 119217 5.28=1 86

ANOVA test was used-
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