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IntroductionAnorectal malformations include a wide spectrum ofdiseases. Defects range from the very minor and easilytreated with an excellent functional prognosis, to thosethat are complex, difficult to manage, are often associatedwith other anomalies, and have a poor functionalprognosis [1].The incidence of anorectal malformation is one in 2500-5000 live births. Approximately 36.4% are isolatedlesions and 63.6% are associated with other anomalies[2]. The male: female ratio associated with ARM is almostequal, with a 56:44 male: female ratio [3].The aim of surgical treatment to restore anatomy as

Abstract
Aim: The aim of our study was to assess the quality of life and  pychosocial burden on parents of anorectal

malformation and to compare quality of life and psychosocial burden among parents  between staged
and definitive group .

Materials and Methods:  Our study was a prospective study which was carried out on 30 consecutive patients of
anorectal malformations. All patients were new cases under 12 years of age. The WHO-QOL
questionnaire was administered to the accompanying parent at presentation, 2 weeks, 1 month and
3 months postoperatively and Zarit Burden Scale at 2 week, 1 month and 3 month postoperatively.

Results: Most of our parents experienced greater psychosocial burden and their quality of life worsened following
surgery. Among all domains of quality of life, social relationship was affected most followed by physical
and psychological. Environmental domain was least affected. Our study also compares the
psychosocial burden and quality of life of caregiver between staged and definitive group and study
revealed that there was greater psychosocial burden and poor quality of life in staged surgery group.

Conclusion: The results of our study should be taken into account in policy making to provide better and more
specific supports and interventions for this group of diseases. More attention should be given to
parents (and in particular mothers) needs. Social support and different coping strategies should be
developed to respond positively to individual changing needs and in buffering parents from the stress
of having a child with anorectal malformation.

Keywords: Anorectal malformation, WHO-QOL, Zarit burden scale, psychosocial burden.

normal as possible is essential, post-operative care isessential for these patients, to reach if not continence, atleast a socially acceptable cleanliness [4].Anorectal malformations are commonly associated withVACTREL anomalies. The coexistence of VACTERLanomalies negatively affects not only the surgicaloutcome but also the bowel functioning [5].Thinking about the serious consequences of congenitalanomalies may induce a process of parental mourning.Abandoning expectations of a healthy child, parents mustprepare themselves for raising a child being severely ill,either temporarily or life-long [6].
Materials and MethodsThis study was conducted in the Department of Pediatricsurgery and Department of Psychiatry, Dr RML Hospital,New Delhi. It was a prospective study of 1.5 yearduration. The instruments used in this study wasZarit BurZarit BurZarit BurZarit BurZarit Burddddden Inten Inten Inten Inten Interview [7]:erview [7]:erview [7]:erview [7]:erview [7]: The interview schedule
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contained 22 items, and for each of the 22 items,caregivers were asked to respond about the impact ofthe patient’s illness on their life, by indicating how oftenthey felt in a particular way (“never,” “rarely,”“sometimes,” “quite frequently,” or “nearly always”).WHOWHOWHOWHOWHOQOL-BREFQOL-BREFQOL-BREFQOL-BREFQOL-BREF [8]: The tool consists of 26 items and isused to measure quality of life. The items were rated ona 5-point scale, which gives a profile with 4 domain scores(physical health, psychological health, social relationship,and environment) and 2 individually scored items aboutan individual’s overall perception of quality of life andhealth (Q1 and Q2). The 4 domains are scaled in positivedirection, with a score range of 0-100 and 4-20; andhigher score denoting higher quality of life.This study was carried out on 30 consecutive patients ofanorectal malformations. All patients were new casesunder 12 years of age. The WHO-QOL questionnaire wasadministered to the accompanying parent atpresentation, 2 weeks, 1 month and 3 monthspostoperatively and Zarit Burden Scale at 2 weeks, 1month and 3 months postoperatively.
Table-1: Frequency Table of Patients

Table-2: Frequency Table of Caregivers

Total number of cases in included our study is 30, out ofwhich 63.3% were female and 36.7% are male, 24 patientswere less than 1 year (80%) while 6 patients were greaterthan 1 year at presentation In our study, 22(73.3%)patients had LOW ARM, 3(10%) patients hadINTERMEDIATE ARM and 5(16.6%) patients had HIGHARM. In our study 20 patients had isolated ARM while 10patients had associated malformation. The most commonassociated malformation was cardiac malformation.Out of 30 caregiver included in this study 29(96.7%) weremother and 1(3.3%) father. We chose mother for ourstudy whenever possible, because in our society rearingand caring of child is carried out mainly by the mother.In 1 case we included father for our study purposebecause mother was not available at the time ofpresentation. Most of the caregiver (43.3%) wereilliterate, 46.7% undergraduate and only 10% weregraduate. Out of 30, 9 (30%) caregiver were from jointfamily and rest were from nuclear family. Minimum ageof caregiver was 19 year, maximum age was 44 year andmean age was 26.27 year. The minimum monthly income
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of caregiver was 6000 INR, maximum 40000 INR andmeans 17400 INR. The cause of high mean monthlyincome in our study is 3-4 caregiver had monthly incomegreater than 25000 INR.
Results

Postoperative OutcomesWe performed staged surgery in 17 patients whiledefinitive in 13 cases. Staged surgeries (divided sigmoidcolostomy followed by posterior/anterior saggitalanorectoplasty followed by stoma closure) wereperformed in intermediate, high and those cases of lowARM in which general condition of patient was not goodenough for definitive surgery.Post operative complications are peristomal skinexcoriation, stomal retraction and peritonitis, Wounddehiscence, retraction of pulled through segment andprolpse of rectal mucosa. Those complications thatrequired surgical intervention were categorized intomajor complication and those complications that did notrequired surgical intervention were categorized intominor complication.Out of total 13 patients, who undergone definitive surgery,8 patients develop surgical complications. Out of 8patients, one patient required surgical intervention,which was a case of perineal canal while rest wasmanaged   conservatively. Out of total 17 patients whounderwent staged surgery, 14 patients developed surgicalcomplications in which only 3 patient’s required surgicalintervention while rest were managed conservatively.Most common complication in staged group was stomarelated complication that is peristomal skin excoriation

which was managed conservatively. The complicationswhich required surgical intervention was stomaretraction there was no significant difference incomplication between staged and definitive surgery.
Functional Outcomes

Figure 1: Functional outcomes after complete repair

Table 4: Psychosocial Burden on Parents between Staged and Definitive Group

Table 3: Post operative complications

p-value = 0.389, df=2, Chi-square value = 1.89

The functional outcomes were evaluated in only thosecases where complete repair had been done within studyperiod. Out of 30 patients PENA’S SCORE were assessedin only 16 patients, of which 5 patients had normal bowelfunction while 6 patients had grade 1, 4 patients had grade2 constipation and 1 patient had pseudoincontinence. Thepatients in which bowel function was found be normalwere cases of perineal canal and vestibular fistula. Thefunction of bowel were not assessed in 14 cases aspatients were on colostomy and definitive repair had notbe done.....
Four Domains of Quality of LifeThe effects of postoperative outcome on parents wereassessed by WHO-QOL questionnaire at admission and
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at 2 week, 1 month and 3 month after surgery. We derivedfour domain scores from the WHOQOL-BREF. The fourdomain scores denote an individual’s perception ofquality of life in each particular domain. The four domainscores were converted into transformed scores on 0-100scale using WHOQOL-BREF guidelines. Highertransformed scores on each of the domains indicatehigher quality of life in that particular area. The effectsize calculated between baseline and 2 weeks, 2 weeksand 1 month and 1 month and 3 months.The mean physical health transformed score was 62.1 attime of admission (base line) which changed over 3month period (at 2 weeks, 1 month and 3 months meanscore was 48.2, 47.4 and 48.9) . The changes mainlynoticed in satisfaction with sleep, daily work capacity andenergy level. The effect size between base line and 2 weekwas -1.32, between 2 week and 1 month -0.079 andbetween 1month and 3 month 0.139.

leisure activity and transport facility. The effect sizebetween base line and 2 week was -0.61, between 2 weekand 1 month -0.04 and between 1 month and 3 month -0.06.
Psychosocial Burden

Figure 2: Four domains of quality of lifeThe mean transformed score of psychological health atadmission was 62.8 which changes over period of 3month (mean transformed scores at 2 weeks, 1 monthand 3 months was 53.6,53.2 and 53.43 respectively). Themain concern of parents was marriage of female child andfuture of child that created negative feeling amongmothers. The effect size between base line and 2 weekwas -0.68, between 2 week and 1 month -0.19 andbetween 1 month and 3 month 0.16.The mean transformed score of social relationship atadmission was 75.63 which changes over 3 months (at 2weeks, 1 month and 3 months was 54.8, 55.6 and 56.2respectively). The main changes seen in support fromother during this period. The effect size between base lineand 2 week was -1.79, between 2 week and 1 month 0.06and between 1month and 3 month 0.04.The mean transformed score of environment at admissionwas 47.67 which changes over 3 months (at 2 weeks, 1month and 3 months was 40.87, 40.47 and 39.8respectively). The main changes seen in opportunity for

Fig. 3:  Psychosocial BurdenMost parents in our study suffer moderate to severe gradeof psychosocial burden. The mean burden at 2 weeks, 1month and 3 months was found to be 45.50,45.53 and41.93. The effect size between 2 weeks and 1 month was0.002 and between 1month and 3 month was -0.24.Although burden was in moderate to severe grade butthere was slight improvement in burden noticed at 3month.
Comparision Between Psychosocial Burden
And Quality Of Life Between Staged And
Definitive GroupPsychosocial burden was found to be moderate to severein staged group while it is mild to moderate in thedefinitive group. The cause of this moderate to severeburden in staged group was stoma related complications,postoperative scar and multiple surgeries. The effect sizeshowed improvement in the burden in definitive groupvs staged group
Physical Health Transformed score of physical health of parents betweenstaged and definitive group Mean transformed score ofphysical health in staged surgery group was found to be57.53, 42.47, 41.41 and 43.88 at admission, 2 weeks, 1month and 3 month while in definitive surgery group itwas 68.08, 55.69, 55.38 and 55.54 at admission, 2 weeks,1 month and 3 month. The physical health was sufferedmainly in staged group because of stoma care, frequentchange of stoma bag and fecal smell that led to sleepdisturbances and decreased energy level to do daily work.
Psychological HealthTransformed score of psychological health of parentsbetween staged and definitive group. The meantransformed score of psychological health in definitive
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surgery group at admission was 68.38, at 2 weeks 57.77,at 1 month 56.85 and 3 months 61.15. The trend showedthat there was improvement in psychological health ofparent after surgery while in staged group it showedcontinuous decrease. The cause of this continuousdecrease was decreased enjoyment of life because childneed more care and in case of female child the motherhad negative feeling regarding marriage of child and inthe male child multiple surgeries was the problem.
Social RelationshipTransformed score of social relationship of parentsbetween staged and definitive group. The socialrelationship of parent was seen to be in an increasingtrend postoperatively in definitive surgery group whilein staged group it was in a decreasing trend.
EnvironmentTransformed score of environment of parents betweenstaged and definitive group. The environments of parentswere not affected much in staged vs definitive surgerygroup.
DiscussionThe birth of a baby brings lots of joy to the family andparents but baby with congenital malformation leads tosevere impact on parents. Birth of a baby with congenitalmalformation that requires hospitalization and surgeryaffect   parents in many ways not only economical but itaffected many domain of life. The physical, psychological,social and environmental health of parent is affecteddepending upon the severity of congenital anomalies.Parents also experience burden while caring and rearingof child with congenital malformation. Parents have to dealnot only with their child’s disease but also need to followthe prolonged therapy schedule, which could be asdistressing as the disease itself [9].Demographic data of caregiver in our study revealed thatout of 30 care giver 29 were mother and in 1 case fatherwas caregiver. We choose mother as primary caregiverbecause in our society rearing and caring of child isresponsibility of mother. Most of our caregiver wereilliterate (43.3%) and belonged to nuclear family. The ageof the caregiver ranged from 19-44 years with mean ageof 26.6 year.  The minimum monthly income of caregiveris 6000, maximum 40000 and mean 17400 INR, the causeof high  mean monthly income in our study was 3-4caregiver had monthly income greater than 25000 INR.Surgical advances as well as perioperative care reducedmortality approximately 10% even though (apart fromCDH) this has caused much more morbidity with effectspossibly extending into adulthood and placing a heavy

burden on patients & parents as well as on healthcare [10].Among the parents, mothers may suffer more than thefathers as it has been shown that responsibility ofmanaging the child’s bowel habits and incontinence isoften taken by the mother who most likely performs theregular enemas causing high level of anxiety associatedwith the child’s ARM and the extensive follow-uptreatments [11]. Parents have a crucial role to play in thelife of a child suffering from anorectal malformation.Parents teaches child to learn to acclimatize to his/herdisability [12].   The quality of life not only depend ofphysical wellness but it principally depends upon income,education and marital status.In our study 17 cases (56.7%) underwent staged surgery(colostomy followed by posterior sagittal anorectoplastyfollowed by stoma closure) and 13 cases (43.3%)underwent definitive surgery (posterior sagittalanorectoplasty). Out of total 17 patients who underwentstaged surgery, 14 (82%) patients developed surgicalcomplications in which 3 patients  required surgicalintervention while rest were managed conservatively.Most common surgical problem were skin excoriation(64%). 2 patients (11%) out of 17 developed stomaretraction which required stoma revision. 1(5%) out of17 developed retraction of pulled through segment.Colostomy is associated with high complication rate inour patients as  reported by Chirdan LB et al [13].8 patients (61%) out of 13 developed surgicalcomplication in which only one patient required surgicalintervention for refistulisation,  rest were managedconservatively. The complication following definitivesurgery in our study is similar to the study conducted byRintala R et al. [14].In our study, only 16 patients were assessed for PENA’SSCORE for continence. 10 patients (62%) out of 16 hadconstipation and 5 out of 16 had normal bowel function.Our result was similar to the result of the study conductedby Huang C-F et al (2012) [15].Psychosocial burden on parents was evaluated by the ZaritBurden Interview. Most parents in our study suffermoderate to severe grade of psychosocial burden. Themean burden at 2 weeks, 1 month and 3 months wasfound to be 45.50, 45.53 and 41.93.The burden inpostoperative period upto 1 month found to be constantbut at 3 months there was slight improvement in burden.This was due to acclimatization of caregiver to disease ofchild.  The study conducted by GK Pruthi and A Mohta(2010) and Nissell et al (2009) showed mild level ofburden [16-17].In our study, we have studied the effect of immediate(short term) post-operative outcome on psychosocial
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burden on parents so burden was found to be moderateto severe grade. The mean physical health domain ofWHOQOL was found to deceasing trend upto 1 monthfrom baseline but at 3 months there was slightimprovement in physical health. The main reason for thisdecrease in postoperative period was sleepless night andfrequent stoma care of child. Slight improvement wasseen at 3 month which was due to better understandingof stoma care by mother and acclimatization to thecondition. The mean psychological health domain ofWHOQOL was found to deceasing trend upto 1 monthfrom baseline but at 3 months there was slightimprovement. The main cause of deterioration inpsychological health was thinking about future of the childespecially of female children and their marriage.Similarly, social relationship and environment wasaffected. The main reason behind decrease in socialrelationship was lack of support from others especiallyeconomic support and in environment, was the lack oftransport facility. Among all domains of quality of life,social relationship was affected most followed by physicaland psychological. Environmental domain was leastaffected.The comparison of psychosocial burden and quality oflife of parents between staged and definitive group weremade .Our study concluded that parents experience lessburden and have better quality of life in definitive groupthan in staged group. The reason behind this differenceis the low type of ARM, less hospital stay and goodcosmetic result. In the study conducted by Pruthi (2010),it was seen that the most affected domain waspsychological heath and the least environmental. Thecause behind this disparity of our result was due to lackof support from other especially economic in theimmediate post operative period [16]. Nisell M. et alconducted a study on the psychosocial experiences ofparents of children with imperforate anus (IA) and todescribe their potential positive experiences. Parents ofIA children and a comparison group answered aquestionnaire, which was analyzed quantitatively andwith manifest content analysis. Result of this was socialrelationships and respects for the child’s will were moreaffected among IA mothers [17]. The results of our study(as our results corroborates with previous studies) shouldbe taken into account in policy making to provide betterand more specific supports and interventions for thisgroup of diseases. More attention should be given toparents (and in particular mothers) needs. Social supportand different coping strategies should be developed torespond positively to individual changing needs and inbuffering parents from the stress of having a child withanorectal malformation.

ConclusionThe study concluded that most of our parents experiencedgreater psychosocial burden and their quality of lifeworsened following surgery. Among all domains of qualityof life, social relationship was affected most followed byphysical and psychological. Environmental domain wasleast affected. Our study was first study which comparesthe psychosocial burden and quality of life of caregiverbetween staged and definitive group, and study revealedthat there was greater psychosocial burden and poorquality of life in staged surgery group.
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