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Abstract--- 

Background: Congenital anomalies have been understood as a root cause for neonatal morbidity and mortality 

in recent days. Living with congenital anomaly is a critical issue and that might influence diverse aspects of parent’s 

life. It is a burden for the parents, to deal with hospitalization and activities of daily living of the children.  

Aim: The investigators aimed to illustrate the lived experiences of parents having children with congenital 

anomalies.  

Material and Methods: A qualitative study was carried out using phenomenological hermeneutical method to 

transcribe the lived experiences of the parents having children diagnosed with any form of congenital anomaly. 

Twenty five mothers were identified from three pediatric hospitals by convenience sampling technique and 

interviewed by using open ended questionnaire. Each interview was audio recorded and lasted for 30 to 45 minutes. 

The narrated experiences were interpreted into a meaningful statement for exploration. The analysis of collected 

information lead to development of themes.  

Results: The present study helped us to highlight the emotions, feelings and challenges of parents dealing with 

children during their hospitalization. Socio-demographic characteristics shown that majority (84%) of the parents 

were mothers. The interview verbatim was transcribed into seven themes for deeper understanding. (1) Emotional 

experiences (2) Experiences related to Financial issues (3) Experiences concerned to Social perspectives (4) Child 

centered experiences (5) Experiences on knowledge and awareness (6) Child self care experiences (7) Experiences 

towards exposure to unfamiliar environment. 

Conclusion: The study insists the importance of routine assessments to be conducted by the health care 

providers to understand the strange experiences of parents during their child’s hospitalization. The support they 
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receive through health care and therapeutic interpersonal relationship would promote the physical and 

psychological well being of parents.  

Keywords--- Congenital Anomalies, Lived Experiences, Parents, Hospitalization. 

I. INTRODUCTION  

Gestation is a period of conversion in the life of the woman in which, from the time of fertilization until birth, 

the pregnant woman and the baby pass through exceptional psychological, physiological and social experiences, 

causing the woman to have doubts and expectations in relation to the new being that is yet to be born and to the role 

she will have to assume. It can also lead both the parents to feelings of anxiety, and frustration if the couples are 

expecting for the first baby
1-2

. According to the latest WHO data published in 2017 Congenital Anomalies Deaths in 

India reached 116,118 or 1.32% of total deaths. The age adjusted Death Rate is 8.33 per 100,000 of population ranks 

India in the world
3
. 

The leading causes of infant morbidity and mortality in poorer countries are malnutrition and infections, whereas 

in developed countries they are cancer, accidents and congenital malformations. Congenital anomalies account for 

8–15% of perinatal deaths and 13–16% of neonatal deaths in India. Patients with multiple congenital anomalies 

present a relatively infrequent but tremendously difficult challenge to the pediatrician. The proportion of perinatal 

deaths due to congenital malformations is increasing as a result of reduction of mortality due to other causes owing 

to the improvement in perinatal and neonatal care
4-5

. 

Anxiety, fear, panic and knowledge deficit are the major problems and experiences of the parents who have 

children with congenital anomalies. When the malformation is mismatched with life, the situation can lead to great 

distress and implications for the parents, family members and other relatives, bringing feelings of frustration, guilt, 

disability and loss, crises in the family system and social isolation
6
.  

II. MATERIAL & METHODS  

For the purpose of conducting the present study, we adopted a phenomenological hermeneutical method to 

transcribe the lived experiences of parents having children with congenital anomalies. We chose this method in 

order to get deeper understanding of lived experiences of parents. We used non probability convenience sampling 

technique to recruit 25 parents from three paediatric hospitals where children treated for congenital anomalies. 

Participants met the inclusion criteria of sampling technique such as willingness to participate in the study and 

prepared to extend cooperation throughout the interview were added into the study. Prior to data collection the 

purpose of the study was explained and obtained written consent from the study participants. The tool was validated 

by the experts for its feasibility and convenience. The investigators conducted in-persons interview for data 

collection. At the onset demographic characteristics of the respondents was recorded and followed by open ended 

structured questionnaire was administered to collect information on lived experiences. The advantage of the open 

ended questionnaire was to allow the respondents to explore their experiences without any limitations. Each 

interview was audio recorded and lasted for 30-45 minutes. Participants were asked to express their lived 

experiences on their regional, mother language. The interview was transcribed word by word and filed. The 
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investigators done read and re-reading of the narrations for deeper understanding and after discussion among the 

investigators, it was concluded with seven themes. The demographic data of the respondents was analysed by 

descriptive statistics (Frequency and percentage).  

III. FINDINGS 

Socio-demographic characteristics of the respondents: Total of 25 parents was assessed and almost 64% of 

the mothers were less than 30 years old. Most of the participants were (84%) women. Illiterate parents were found to 

be (76%). Out of 25 parents, none had a history of previous baby with congenital anomaly. Majority (76%) of the 

participants had their children hospitalized less than a month. 

n=25 

S.NO Variables Frequency Percentage 

1 Age of the parents >30 years 9 36% 

<30 years 16 64% 

2 Parental role  Father 4 16% 

Mother 21 84% 

3 Level of education  Illiterate  19 76% 

Primary  3 12% 

Secondary  2 8% 

Graduate  1 4% 

4 Other children in family Yes 12 48% 

No 13 52% 

5 Previous pregnancy with congenital anomalies Yes 0 0 

No 25 100% 

6 Average days of Hospitalization >1 month 6 24% 

<1 month 19 76% 

Hermeneutic phenomenological interpretation of lived experiences: From analysis of the interview seven 

themes were emerged (1) Emotional experiences (2) Experiences related to Financial issues (3) Experiences 

concerned to Social perspectives (4) Parental Child centered experiences (5) Experiences regarding knowledge and 

awareness (6) Child self care experiences (7) Experiences towards exposure to unfamiliar environment. 

Emotional Experiences 

All participants expressed an initial feeling of fear and panic by knowing that the child is diagnosed with 

congenital anomaly. Parental emotional stress was observed throughout the interviews. Most of the parents were 

found restlessness and emotionally exhausted. Quotations that illustrate this theme as “I feel bad and I was 

shocked….I was tensed, cried a lot and was heartbroken….All my family members went on grief….” 

Experiences Related to Financial Issues 

Another common theme found among the participants was the experience of financial struggle. Several parents 

had expressed their uneven economical stability and financial status. Parents had gone through extreme struggles to 

manage the current disease course of their children. Financial management experiences of the parents were narrated 

as “We are financially poor, so we had borrowed money from other family members, relatives, and friends….I don’t 

know anything how to manage so friends helped me….We took instant gold loan to manage the hospital expenses” 
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Experiences Concerned to Social Perspectives 

Almost as a consequence of congenital anomaly in children, parents expressed the experience they faced in the 

society. It is the great pain that evoked by the perspectives of the society one belongs to during tough times. The 

whole family witnessed the limitations the disease imposed on the child’s socialization and the impact of social 

integration during the disease process…. “Society always feels pity on that affected child…Parents feel negligence of 

themselves to having congenital disorder child…My child is not willing to play with his peer group…..Perception of 

the society changes according to disease pattern” 

Parental Child Centred Experiences 

Another theme emerged was the feelings of parents who witnessed the problem for the first time towards their 

children future perspectives. The motherhood is the ultimate sufferer in any disease course in the family. They have 

to tolerate several difficulties along with their routine social roles. Performing roles like caring the children and 

other family members, doing a job, domestic day today routines indicates that the mother is experiencing intolerable 

pain throughout life time. Many mothers told us, “We are tensed about future life/marriage of the child….Society 

tries to suppress their emotion and try to feel them embraced and shame…We are worried that how my child will 

cope up with the disability in future..” 

Child Self Care Experiences 

Self care is the ability to perform the day to day activities on one’s own. The affected child becomes dependent 

either temporarily or for life time. It affects the quality of life of the children and makes the future of the child 

unpredictable….“Child with congenital disorder doesn’t get same knowledge similar to normal child….I predict that 

my child may have Developmental delay in near future….My child is going to be dependent throughout his 

lifetime..” 

Experiences Regarding Knowledge and Awareness 

The theme which has got major focus was regarding the cognition of the Parents. They verbalized that had lack 

of knowledge and awareness in terms of disease and management protocols. They were extremely worried and 

curious to know about the unknown facts of the illness. Parents narrated as “We are having problem to communicate 

with staffs and doctors….We didn’t know about treatment and hospitalization….We became panic when listened to 

the medical terminologies” 

Experiences Towards Exposure to Unfamiliar Environment 

The theme that emerged for the Parents freshly entered into the hospital reported their experiences about 

unfamiliar hospital environment during their child’s hospitalization. It was found strange to uneasy and sometimes 

annoying for the parents due to movements through various unfamiliar health care areas. Too much crowded 

hospital….We didn’t know anything about OPD, ward, department, specialist, treatment, staff, doctors, expenses 

etc…We felt entered into strange world” 



International Journal of Psychosocial Rehabilitation, Vol. 24, Issue 05, 2020 

ISSN: 1475-7192 

DOI: 10.37200/IJPR/V24I5/PR2020709 

Received: 18 Apr 2020 | Revised: 26 Apr 2020 | Accepted: 16 May 2020                                                                        7043 

IV. DISCUSSION 

The purpose of this study was to interpret the lived experiences of parents having children with congenital 

anomalies. Study has concentrated on the verbatim narrations and developed seven themes. The investigators found 

the parents were facing experiences on various aspects concerned with the disease process of the children. Most of 

the parents reported about their financial crisis and exposure to unfamiliar health care settings for the first time. The 

study findings match with the similar type of study conducted by Gatford A on mothers experience regarding Down 

syndrome from different cultures. They demonstrated their comparative isolation and the influence of cultural 

beliefs, and also that despite much research and study there is still a lack of respect and value in the way they had 

been treated
7
. 

Emotional experiences of the parents were noted several times and similar findings were mentioned in a 

qualitative study conducted by O’Connell on maternal experience of congenital anomaly during prenatal period also 

found that deep sense of loss and sadness among the mothers
8
. A profoundly emotional journey indicated the 

grieving process of parents in the current study too. In support of the study results explored by Bruce E, in 2016, on 

lived experiences of fathers regarding congenital heart defects, it was clearly understood that family support during 

health crisis in the family
9
. The present study also revealed the experiences narrated by the parents in terms of lack 

of support. 

Child centered care or family centered care is the core aspect of disease management process. The present study 

explored the experiences of parents regarding child care perspectives which are correlated with the study results 

revealed by Sundin K in 2014 on mothers of children with congenital heart diseases
10

. Experience on disclosure of 

the disease pattern or diagnosis would lead to positive or negative mindset of the children and parents. The 

investigators found that the children were informed and aware about their ill health status with less or serious impact 

on emotions. The parents were extremely worried and despair. Goodwin J et al also suggests that disclosing the 

secrets regarding health issues lead to positive or negative impact on psychological well being of parents and 

children
11

. 

Congenital anomaly like Spina bifida influences the child and parents negatively in terms of their physical and 

mental health. In the present study several parents narrated about the future challenges of the child ranging from self 

care issues to personal life. Nahal MS
 
et.al has also mentioned in their study regarding the parent’s negative self 

concept and experiencing vulnerability due to congenital anomaly
12

.  

The present study explored the stress of the parents during their child’s hospitalization. These findings were in 

line with the study conducted by Cantwell-Bartl AM et.al
 
shows that the study participants had experienced 

extreme stress
13

. Goodwin J et al
 
also found that hospitalization and disease process affects the relationship 

between the parent and child
14

.  

V. CONCLUSION  

The hermeneutic interpretation of the present qualitative study revealed the parents lived experiences in terms of 

emotions, feelings, societal perspectives and child care issues. The study findings could be used in education of staff 

https://www.ncbi.nlm.nih.gov/pubmed/?term=Cantwell-Bartl%20AM%5BAuthor%5D&cauthor=true&cauthor_uid=28583211
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nurse and other health care professionals to promote understanding the experiences and the best way to help them. 

Therapeutic nurse patient relationship plays a vital role in reducing such emotional burden of the parents especially 

when children are hospitalized. Health care providers have to be prepared not only to treat the patients but also to 

provide family centered and person centered care in every situation.  
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