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Abstract 
 

Background: Congenital abnormality (CA) is one among eminent problems in the society that affects the livelihood of the individual, 

communities and the health sector. It creates uncertainty among family members as they strive to identify ways and means to assist one 

another in the upbringing of these children born with an anomaly. The ultimate purpose of this study was to describe and explore the 

experiences of parents of children with congenital abnormalities and to identify the source of support such as parents employs when deal-

ing with the child born with congenital abnormalities. This study was conducted at Intermediate Hospital Oshakati (IHO) in Namibia‘s 

Oshana region. 

Methods: A qualitative, explorative and a contextual study design using a phenomenological approach was utilized throughout this study. 

In-depth interviews were conducted with twelve “purposefully” selected participants from the population of parents of children born with 

congenital abnormalities whose children were either admitted in hospital or brought for follow-up. Data analysis was done using a con-

tent analytical method. 

Results: Data were derived from 12 participants interviewed, comprised of parents of children with reversible and irreversible conditions, 

long hospitalization, more frequent follow ups and those waiting for surgery. The results were categorized in seven categories, including: 

1) A child with congenital abnormalities: the impact of disability; 2) Family relationships; 3) Parenting expectations and practices; 4) 

Altering one’s family daily life- treading a new path; 5) Social support; 6) Formal services; 7) Societal and community acceptance. 

Conclusion: The expectations parents had for a normal child becomes a nightmare when the child they were expecting is born with the 

disability. Living with such a child can be stressful for parents and other family members. Therefore, exploring and describing the lived 

experiences of parents of children born with congenital abnormalities is an important in the process of finding ways to assist or support 

parents to provide proper care for their children. 

 
Keywords: Parents; Experiences; Children; Congenital Abnormalities. 

 

1. Introduction 

Congenital abnormalities are numerous and ranges from physical 

and mental abnormalities, the severity of which usually determine 

which individuals will survive. Some congenital abnormalities are 

incompatible with life and so individual suffering from these are 

never seen in the general population. Approximately 3 percent of 

infants have a major structural malformation that is detectable at 

birth. By age 5, another 3 percent have been diagnosed with a 

malformation, and another 8 to 10 percent is discovered to have 

one or more functional or developmental abnormalities by age 18. 

For most birth defects - approximately 65 percent, the etiology is 

unknown (Schardein, 2000). Importantly, chemically induced 

birth defects, which include those caused by medications, are be-

lieved to account for less than 1 percent of all birth defects (Center 

for Drug Evaluation and Research, 2005). How these abnormali-

ties are perceived to differ from region to region possibly depend-

ing on the socioeconomic status of the family, the assistance from 

the community and the governments? Having a child with congen-

ital abnormality is shocking and emotionally traumatizing to a 

mother. These feelings are a reflection of a battle within the parent 

in grasping and accepting the difference between expectations and 

the real disabled child. Some of those with abnormalities may be 

lucky and get formal education if the parents are economically 

capable but there may be a lot of dischronation when it comes to 

finding jobs to leave alone getting access to offices where the 

prospective jobs can be gotten. 

2. Methods 

2.1. Study design 

This is a qualitative, phenomenological, explorative and contextu-

al design in nature. The researchers employed explorative research 

design to examine the life experiences of parents of children with 

congenital abnormalities upon receiving news about the condition 

of their children. 

2.2. Participants 

The study includes all parents of children below the age of 14 

years born with congenital abnormalities who either were admitted 

in IHO or visited the hospital on a monthly or quarterly basis for 

reasons pertaining to the conditions of their children. 

http://creativecommons.org/licenses/by/3.0/
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2.3. Sampling 

The population for this study consisted of Oshiwambo speaking 

mothers who were admitted to the hospital. The cohort register 

was also used in this regard to identify some of the study partici-

pants who were purposefully selected according to the type of 

congenital abnormality. The sample consisted of (12) twelve par-

ticipants (identified as CA1 to CA12), their age range was 17 to 

45 years with a mean age group of 33 years. 

2.4. Study setting 

The study was conducted at Intermediate Hospital Oshakati (IHO) 

in Oshana region of Namibia. Five hospital disciplines participat-

ed in the study, namely: Physiotherapy department, Occupational 

Therapy, Orthopedic department as well as both Medical and Pe-

diatric Surgical units. 

2.5. Piloting 

We conducted a pilot study mainly to test the feasibility of the 

proposed study. All amendments and changes were done before 

the actual study. 

2.6. Data collection 

The researchers conducted personally in-depth interviews with the 

twelve parents of children with congenital abnormalities. It was 

conducted in the language of their choice, which was Oshiwambo. 

Probing was used to explore more in-depth information. Further-

more, the interviews were recorded, and field notes were taken 

with the participant‘s permission, to assist the researchers not to 

miss any valuable information about the study. The central ques-

tion asked was: 

“What are your experiences in raising a child with congenital ab-

normalities?” 

2.7. Ethical considerations 

Permission to conduct the research was sought from the hospital 

management, and informed consent's obtained from participants. 

Fundamental ethical principles based on a human right were re-

spected throughout the study; such as: rights to self -

determination, privacy, anonymity, confidentiality, fair treatment 

and protection from harm. 

2.8. Data analysis 

Content analysis was used to organize data into categories in order 

to synthesize valuable and meaningful information. Furthermore, 

the results obtained from all the participants were consolidated, 

thus giving a clear understanding on experiences of parents of 

children with congenital abnormality at the Intermediate Hospital 

Oshakati (IHO). 

2.9. Measures to ensure trustworthiness of information 

The researcher maintained the true value, applicability, neutrality, 

validity and reliability in the whole research process, by address-

ing the following: 

Dependability: An external inquiries audit, dense description of 

the research methods, stepwise replication, triangulation, peer 

examination and code-record procedure. To ensure validity and 

reliability the manuscript was given to experts for proof reading. 

Credibility: This was maintained through prolonged engagement, 

persistent observation, triangulation, and peer group debriefing 

and member checks. 

Confirm ability: The researchers safely kept the recorded tape and 

written documentation from the interview to determine whether 

the conclusion and interpretation can be traced to their sources, 

and if they are supported by the inquiries (Brink, 2007). 

Transferability: through thick descriptive, clear criteria in nomi-

nating the sample as well as time sampling, clear description of 

the participants. 

2.10. Demographic data of participants 

A total of 12 participants were identified. They were mothers of 

children with congenital abnormalities, ranging from cerebral 

palsy, Down syndrome, cleft palate and hydrocephalus. On aver-

age the participants had one child with congenital abnormality 

except one participant with two. The highest level of education 

attained ranged from grade 7 to grade 12 with grade 9 being the 

average highest educational grade achieved. Three of the partici-

pants were employed; seven were unemployed and two had small 

businesses, whilst four of the participants were married, seven 

were single mothers and one was a widow.  

3. Results and discussions 

The research sought to identify the commonalities and variations 

in families' experiences. Seven categories of description reflecting 

key variations of meaning emerged from the analysis. The com-

monalities and variations in mothers’ descriptions are illustrated 

with quotes from the transcripts. The quotes provide illustrative 

examples of the category that supplement the excerpts' descrip-

tion. There were no sub-categories that emanated from the 

emerged categories. This was because of the nature of information 

gathered. The seven categories derived from mothers ‘experiences 

are illustrated in the table below:  

 
Table 1: Categories 

NUMBER  CATEGORIES 

Category 1 The impact of disability 

Category 2 Family relationships 
Category 3 Parenting expectations and practices 

Category 4 Altering one’s family daily life- treading a new path 
Category 5 Social support 

Category 6 Formal services 

Category 7 Societal and community acceptance 

3.1. The impact of disability 

This core category describes the initial impact on the birth of a 

child with congenital abnormality on the mother. The circum-

stance under which this news is received is clearly recalled by the 

mothers because this is a significant event that is maintained as 

part of the on-going family narrative.  

The impact of this experience is evaluated and re-evaluated over 

time as mothers consider the changes that the event has brought 

into their lives. Variations in reaction and its impact were ob-

served in the excerpts that follow: 

A 36-year-old mother whose child has a cleft lip, and palate said: 

 “I was shocked; I became sick and I developed high blood pres-

sure. I started thinking a lot of things asking myself, what I did 

wrong to my God, what did I do to deserve this?” 

A mother whose child is hydrocephalus said: 

“I was worried; I was worried (repeating herself), and I started 

asking myself why, what has caused this problem. What have I 

done my Lord??” 

Another mother whose child is hydrocephalus had this to say: 

“I first did not believe what they told me because the child’s head 

was just normal at birth, I did not expect to be like that (Referring 

to the big head now); I am not sure how I felt!!!” (She becomes 

emotional). 

In this category, the emphasis was mainly on the parental reaction 

and impact of such a reaction upon learning about their child‘s 

disabilities. Kathy & Mike (2001) referred to the birth to the baby 

as a major event in the life cycle of the family and a source of 

great expectations, so giving birth to a baby who manifests with a 

different appearance or who presents with life-threatening condi-

tions triggers a series of reactions. 
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The feeling of guilt and denial by CA2 and CA3 was also reported 

by Reichman, Corman & Noonan (2008) that stress may be asso-

ciated with guilt, blame, or reduced self-esteem and may divert 

attention from other aspects of family functioning. 

The situation was slightly different with CA6 a 42-year-old moth-

er whose child is a down syndrome and congenital heart disease. 

She had this to say: 

“When the doctor told me that my child had Down syndrome and 

heart problem, I accepted it because I could also see that the child 

does not look like others, I accepted the condition it is God’s crea-

tion” 

Whereas CA7 a 45 year old mother whose child has Down syn-

drome did not say anything when the news was given to her by the 

doctor, her response shows a crushed and despaired heart as stated 

below: 

“I did not say anything or do anything, the doctor told me first that 

your child was Down syndrome, and we are going to refer you to 

the rehabilitation centre, then I just said its ok it is fine so long I 

am having my son” 

At times responses like this show a personality trapped between 

hope and despair and this is reflected in her subsequent response 

to the question. How do you feel deep inside you about the condi-

tion of your child: 

Oh!!!! (Takes a deep sigh) I always feel bad, and sometimes I 

always cry because of my son  

Some of the mothers had the same experience when they discov-

ered that their children had a congenital abnormality, they felt bad, 

angry and abandoned by their God, or as if they were the cause of 

their children’s’ disability. Some of them always ask themselves 

and their God, why them. Some of them still feel bitter in their 

hearts and physically cry when they reflect on and see their chil-

dren with the abnormalities. Having a child with congenital ab-

normality is shocking and emotionally traumatizing to a mother as 

revealed by some of these mothers. These feelings are a reflection 

of a battle within the parent in grasping and accepting the differ-

ence between expectations and the really disabled child. Matthew, 

Modrcin &Robinson (1991) reinforces this experience, and they 

state that the initial diagnosis of a child's disability confronts the 

family with the discrepancy between their hopes for the child and 

the child's actual abilities. This discrepancy between their child's 

developmental capabilities and the child's peers increases a sense 

of being isolated from other families. 

Mothers describe the feelings and emotions they experienced with 

the disabled child’s birth with great suffering and grief. An abrupt 

disturbance strikes their emotional balance. They live a unique and 

non-transferable experience, permeated by crying, loneliness, 

helplessness and a great anxiety to escape this situation. There-

fore, the mother lives a great emotional and existential conflict, 

feeling abandoned and powerless to continue living. She wishes to 

give up the struggle, which, at that moment, feels too painful. She 

shows herself vulnerable in the face of the situation, not being able 

to comprehend the reality of having a disabled child. The mother 

feels unhappy, showing feelings of disbelief and hopelessness.  

The category illustrates the initial and ongoing effect that the birth 

of the child with congenital abnormality had with the mother, as 

well as the significant impact of the event on other family mem-

bers. Sajjad (2010), acknowledges that when parents are told 

about having a child with disability, they generally progress 

through six emotional stages: disbelief, guilt, rejection, shame, 

denial and a feeling of helplessness. This observation concurs with 

the findings of this current study, as reflected by responses given 

above. 

An unpredictable, hard-to-manage health condition can contribute 

to anxiety, conflict, and depression in a family, drain financial 

resources, and leave the children without adequate parental care. 

In addition, a progressive, terminal condition can bring feelings of 

grief, powerlessness, and loss of structure to the family environ-

ment. 

 

 

3.2. Family relationships 

This category identifies how the child's condition is affecting the 

cohesion of the immediate and extended family. It includes indi-

viduals' relationships with the congenitally abnormal child, but 

also the nature of the relationships between family members that 

do not include the child but which are affected by the presence of 

the child. It also reflects the degree of acceptance of the child by 

family members. 

Some of the parents described their family relationships as normal 

and supportive as highlighted by a few extracts from the inter-

views below: 

A 42 year mother of a child with cerebral palsy had this to say 

about family relationships: 

“My family and husband’s family are fine with the child, like now 

the child is with my mother-in-law and I know she was treated the 

child well, immm!!!! The problem is that she is too old. I once 

decided to take the child to Windhoek, but I thought again that the 

child was still small to be sent to Windhoek.” 

Responding to the question, what was the father’s reaction when 

he saw the child for the first time? One mother had this to say: 

“Like the other people were saying, he encouraged me to take the 

child to the church and hospital. He felt pain, but he accepted the 

condition of the child” 

A 42 year mother of a 7 year old child with Down syndrome ex-

pressed gratitude to the relationship she had with her family as 

highlighted by the following extracts from her interview: 

“I did not observe any change from both my husband’s and my 

family. The only thing I observed is that they felt sorry for the 

child, because every time the child had to be taken to and from 

Windhoek, until the child was finally referred to South Africa for 

farther treatment.” 

Asked about the reaction and relationship she has had with her 

husband, the mother has had this to say: 

“No change. The relationship remained the same. He also accept-

ed the child because he could see that the child does not look like 

other children.” 

All the above participants highlighted the importance of support 

from their partners and family members. The in-laws were very 

supportive as well as the mother’s family. Extended family mem-

bers such as aunts and cousins had good relationships with all the 

four participants. This is confirmed by Rosenweig & Huffutter 

(2003) who asserted that families with children born with CA tend 

to function more successfully with an effective family support 

system because these are people available at all times and may 

render assistance any time the need arose. 

 However, two of the participating mothers had mixed relation-

ships with their families, that is, some family members accepted 

their congenitally abnormal children, while others did not accept 

them. 

A 32 year old mother of a child with hydrocephalus had this to say 

pertaining family relationships: 

“My husband also told me that the child would be operated, he 

used to call to find out the condition of his child” 

Some of the participants had really nasty and emotionally trauma-

tizing family relationships, which compounded the burden of 

looking after the congenitally disabled child. Some of these moth-

ers were emotionally drained and were crying throughout the in-

terviews, especially when the question of acceptance of the child 

by family members was posed. What follows below are some of 

these experiences that the participants went through. 

A 33-year-old mother of a congenitally disabled child had good 

relationship with her husband, but she and her husband were so 

much traumatized by the husband’s relatives as she narrated be-

low: 

“My husband is depressed because his family did not accept the 

child up to now. They used to tell him bad words like he is stupid. 

He is having a disabled child. One time this year (2013) in May, 

he was on leave at home and one of his uncles (grandfather) asked 

him to take him to the cattle post, and he responded that he is busy 

because he is taking Peter (the child) to the hospital for measure-



International Journal of Medicine 231 

 
ment of the wheelchair. The uncle said for what purpose if the 

person is disabled, what is it going to help, for what reason. So he 

is always depressed.” 

Sajjad, (2010), concludes in his study on the impact of disability 

that anger, sense of loneliness and depression faced by mothers of 

children with intellectual disability has a negative impact of their 

family life. Reichman, et al. (2008), acknowledges that living with 

a disabled child can have profound effects on the entire family – 

parents, siblings, and extended family members. The authors fur-

ther state that it is a unique shared experience for families and can 

affect all aspects of family functioning. On the positive side, it can 

broaden horizons, increase family members' awareness of their 

inner strength, enhance family cohesion and encourage connec-

tions to community groups or religious institutions.  

Family conflicts emerge as a source of concern for the mother, 

which is experienced due to the difficulty in perceiving the child 

as having certain capabilities and in accepting its disability. As she 

goes through this intense suffering, the mother feels lonely and 

distanced from the real situation and from her family members. 

This distancing and loneliness make it difficult for her to become 

involved in the situation and consequently, impaired her under-

standing or attribution of the meaning of her existence. 

The above findings coincide with the writings of Albrecht (1995) 

who stated that a supportive relationship is an important part of 

keeping us healthy and may reduce the chances of developing 

poor physical and mental health. In addition to that Uchino, 

Cacioppo & Kiecolt- Glaser (1996) revealed that having a strong 

network of friends and family who provide social support is lined 

to good health.  

3.3. Parenting expectations and practices 

This category represents how mothers perceived their parenting 

role in relation to their child and the practices in which they en-

gaged to support their child's learning and development. Based on 

this notion, some mothers acknowledged the need for a special 

school to cater for their children’s needs as the current school 

scope of practice within the region is limited to blind and deaf 

children. The following quote is an evidence: 

“We want the government to help us with paying fees for kinder-

garten for the disabled children and we want a special school for 

our disabled children. They must also attend to the foot of the 

child so that he must be able to walk”. maybe to increase the fund 

to N$500 “ 

(Father interjects) “No, it’s not enough because the kindergarten 

only is costing N$600 per month, so N$200 is not enough”. 

Another mother had this to say: “…They must give me money to 

buy milk for the child, even to repair the abnormality.”  

Most mothers experienced increased costs of caring for the child 

with congenital abnormalities and these costs were related to buy-

ing disposable nappies, milk and transport to the hospital for 

monthly follow ups.  

Canam (2011) concurs with these financial woes that confront 

parents with disabled children, and the authors further stress that 

parents of children without special needs requires additional re-

sources and support from outside the family to manage the ongo-

ing care about their children and family life. This support includes 

appropriate medical, educational and rehabilitative services for the 

child, information, respite care, and emotional support from 

friends and groups outside the family. Parents may have support in 

one area and not enough in another. For example, parents may 

have a lot of friends who provide emotional support, but they may 

not have anyone who can look after their child so that they can get 

a weekend of respite. It is important for parents to recognize the 

strengths and limitations of their support network and develops 

new resources to address the gaps. Parents need to be reminded 

that doing their best does not mean doing everything themselves. 

 

 

 

3.4. Altering one’s family daily life- treading a new path 

This category exposes the push and shifts that the family under-

goes as they reposition themselves to better the care and under-

standing of the congenitally abnormal child. Suddenly the mother 

finds herself in a position where she has to adjust the family daily 

life and enter a new path, sometimes in a different direction and at 

times within the same direction. 

The family’s ways are transformed with the child’s disability, 

initially showing vulnerability to everyday activities and in other 

moments, re-organizing themselves and showing a disposition 

based on what is to come. 

A mother who has a child with cleft lip and palate cannot breast-

feed normally, instead she has to express her milk first then feed 

the baby. This may appear to be a small change, but this has an 

emotional strain upon the mother, as breastfeeding is regarded as 

the pillar of motherhood, failure of which a mother disqualifies 

herself. CA2 had this to say: 

“….It is difficult I experienced difficulties with the feeding of the 

child, so I have to express milk from the breast and feed the child” 

What else?  

CA3 has a hydrocephalus child and has 6 other normal children, 

and her lifestyle changed with the birth of the congenitally abnor-

mal child. She has to go to the hospital every month and because 

of the size of the children' head, she admits it is difficult to carry 

the child. 

 “….It is difficult to carry the child”. 

“….Many times, every month for five months” 

“……..I feel very bad about it." 

CA9 had to change her life style now that she is expected to be at 

the hospital often and she stays very far from the hospital and had 

this to say: 

“It is very difficult since I am staying at Okalongo, and it is very 

far from here. I always struggle with transport money because 

sometimes the father of the child is not around to give me 

transport money since most of the time he travels”  

Some of these congenital abnormalities require prolonged hospi-

talization, and this completely alters daily routine of the mothers. 

Some of these congenitally disabled children need special care yet 

most of the time the mother is the only available person competent 

to execute care.  

Heiman (2002) had similar findings, some of the parents inter-

viewed for his study reported, the challenge of carrying the child 

everywhere as seen in this extract from his study: “I can never 

leave him alone”; “I have to take her with me everywhere I go." 

Most of the parents spoke about the various difficulties. They 

themselves have to cope with, while others mentioned never-

ending emotional and/or physical fatigue, social isolation, and the 

feeling of lack of freedom. 

The findings of this current study are similar to what was found by 

Cousino & Hazen (2013) when they explored the factors in the 

child care that contributed most to the added strain. Their findings 

revealed that the demands for caring created greater stress than the 

severity of the disability. 

Daily life and activities of all parents in this study were affected 

by the presence of a disabled child. Much time was spent looking 

after the child and as a result, they were not able to do other im-

portant activities such as business and caring role of other siblings. 

3.5. Social support 

Social support is important for health and stress relief; it increases 

resilience, multiplies joy, and softens sorrow (Scott, 2007).An An 

important resource for coping with stress is the presence of others 

in whom one can confide and from whom one can expect help and 

concern. Mothers interviewed during this study confirm the find-

ings of Burton, et al. (2009) and relates how social support sys-

tems such as religion, peers and formal services available in their 

community have assisted them to accept their children as illustrat-

ed by the following extract from one of the mothers: 

Some comments illustrate this category: 



232 International Journal of Medicine 

 
“The words from the pastor and my husband assisted me to accept 

the situation because after that I did not even consider what my 

mother-in-law was accusing me of doing. After birth it was hard to 

accept, but the hospital pastor came and advised me to pray every 

day, because at least I gave birth to a live child, I should thank 

God for that and accept what God has given me, so I accepted. 

Then by that time I was relieved from worries. The other thing 

when my husband told me about one of his family members with 

the same condition and after seeing this cousin to my husband, I 

became much better and I accepted my child."  

Pastors play a crucial role in building self-belief among their 

members who have social problems, by proclaiming divine help 

from the almighty. They will then start to accept their situation, 

especially when they know they are not alone in the battle, but 

God is with them. God becomes the shoulder to cry on and replac-

es the emotional void in their hearts, and suddenly they have 

someone to talk to, who has all the time at the world to listen to 

them. So when things are not fine, when the stress levels are high, 

they turn to their God, and they cast all their burdens and sorrows 

unto Him, and they feel much relieved. This, in the long run, gives 

them the strength and will power to a soldier on. 

At times, the social support fabric can be torn by other members 

of the fabric who are not supportive. Usually, social recovery is a 

function of health worker impact and the strength of the positive 

support network as highlighted by participants: 

“Hopes that the child‘s lips will be fixed keeps me strong. People 

who feel sorry for the baby make me feel bad. The assurance from 

my mother and health workers about the possibility to restore my 

child’s image (lips and palate) assisted me to cope and accept the 

condition. The other thing is my sister who is having the same 

condition like my child”  

A social support system may include meeting other mothers going 

through the same condition and this encourages mothers with 

congenitally abnormal children as expressed by CA8: 

“What gives me, courage is that whenever I bring my child to the 

hospital, I will see that we are many parents who are having disa-

bled children and when we are here we normally share ideas on 

how to take care of our children” 

Considering that other mothers are experiencing a similar situa-

tion, or maybe worse, and comparing herself to them, the mother 

launches herself into living and doing things for the disabled child. 

She perceives herself as having to adopt the characteristics of the 

perfect, ideal mother and for that, she acts towards accepting all 

the requirements of the outside world, coping with the situations 

she experiences with resignation.  

3.6. Formal services 

This category represents the mothers' experiences with health care 

services primarily. Most of the interviewed mothers were furious 

about healthcare workers’ failure to disclose the condition of their 

children as well as failure to give as much information about the 

condition as reported by one participant: 

“At the beginning if the nurses see that you have given birth to a 

baby with congenital abnormalities, aren’t they used to ask and 

show the sex of the baby immediately, but now since they keep 

the child away from you for a while after birth, when they bring 

the baby, they don’t even tell you anything about the abnormality 

of the baby, the nurse just gives you the baby and off, she goes, 

without even telling you or counsel you. At least once they bring 

the baby they must be able to tell you that the baby is having such 

a problem or when they are showing you the sex of the baby, they 

must also inform you about the abnormalities of the baby and how 

you should handle it. Not just to give you the child without saying 

anything. Like with my baby, I just saw the defect myself and it 

was only after the baby started crying when I saw that even this 

was open (holding the palate).). That is what bothered me because 

I knew only of the defect in the lip, but when the child cried I saw 

the big opening inside. They should tell us in advance so that 

when they are bringing the baby to you, you already know that the 

child is like this” (speaking in a crying voice). 

The earlier, the mother knows about the disability of her child the 

better she will be prepared to cope with the disability. If the moth-

er is psychologically prepared and has accepted the condition of 

her child, then she will be prepared to seek more information. 

Failure to disclose and explain the condition of the child to the 

mother has negative implications of the treatment plan of the 

child.  

According to Matthew, et al. (1991), practitioners must be willing 

to discuss openly with families what is known about their child's 

physical handicap. Parents need this information in order to make 

sense of what is happening with their children and to enhance their 

ability to cope with this situation. In their study, Barlow, Harrison 

& Shaw (1998) revealed that lack of opportunity to discuss the 

condition of the child and delay in obtaining treatment may result 

in high-stress levels in parents of children with CA. 

Though most mothers interviewed were furious about the health 

care workers, some felt health care workers helped them so much, 

as eluded by CA5: 

“They are assisting me because they always come and ask me 

about the child‘s condition, and if they find a problem they inform 

the doctor. They are assisting us much because even at night they 

could come and ask you the condition of your” 

Another participant agreed that health care workers help them a 

lot: 

“They help the children with their exercise; they take their weight, 

to see if they are malnourished. They take their height to see 

whether the child is still growing, they check x-ray to see if the 

muscles are still working properly and also the stomach. They are 

teaching us how to massage the child. They are also encouraging 

us to play with the child and make the child laugh." 

Although the mother searches for sources of support from health 

care professionals to face this moment and to be able to take care 

of her child with more safety, she does not find any. For the moth-

er, not receiving the necessary information regarding the child’s 

disability means not being seen and respected as a person and as a 

human being, not being respected in her feelings. This in turn 

leads to experiencing feelings of disbelief and hopelessness. The 

mother looks like some kind of explanation for why this happened 

to her, worrying about the exact cause of the disability. This fact is 

frustrating, since it is not always possible to determine the reason 

for the child’s disability. 

3.7. Societal and community acceptance 

Participants face the impact and the rejection from people regard-

ing the child’s disability and suffer the curiosity manifested by the 

looks, comments and attitudes in the presence of their children in 

the different environments they visit. One of the mothers was not 

comfortable to walk around with her child because of the people 

staring at them, but with counselling she became comfortable, 

below is the supporting quote: 

“The people were shocked and scared when they first saw the 

child since such conditions are not very common in their commu-

nity. Yes, when you are among them, everyone will be looking 

after the child, most of the time they do not talk to you or greet 

you. However, my husband told me while I was still in the hospi-

tal not to worry, because his cousin was also born with such as 

defect” 

Another participant had this to say: 

“They also accepted the child, but not fully. When I am with the 

child people used to ask me a lot of questions like why are you not 

sending the child to your grandmother? Isn’t she alive? I used to 

respond that I will stay with my child. Sometimes you will hear 

someone say you people with your disabilities then you feel very 

bad about it and think that you need to stay with your own child. 

Sometimes I used to go to the village to visit my grandfather, be-

cause whenever I go there, I would bring food, but when it is time 

in the hospital follow up. I have to come back and take my child to 

the hospital. No one wants to help me to take the child to follow 

up”. 
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The primary need of all human beings is to be loved and accepted 

by others, and nothing is more painful than watching your child 

being isolated and rejected by people around you. The communi-

ty‘s attitudes and practices have a bearing on the emotional en-

gagement and recovery of the mother with a congenitally abnor-

mal child, and effective community support framework helps the 

mother to cope with her child’s condition (Lavoie, 2014). 

The findings of the current study revealed how crucial communi-

ty/ societal support has been in moulding the coping mechanism 

and reducing stress levels of parents of disabled children. The 

above findings are in conformity with what was found during the 

study done in Pakistan, where lack of social interaction with their 

children with society was among the primary causes of stress in 

parents of disabled children (Sajjad, 2010).  

In many countries, responses in the situation of children with dis-

abilities are largely limited to institutionalization, abandonment or 

neglect (UNICEF 2013). These responses are the problem and are 

rooted in negative or paternalistic assumptions of incapacity, de-

pendency and difference that are perpetuated by ignorance. What 

is needed is a commitment to these children’s rights and their 

futures, giving priority to the most disadvantaged as a matter of 

equity and for the benefit of all. Children with disabilities encoun-

ter different forms of exclusion and are affected by them to vary-

ing degrees depending on the type of disability, they have, where 

they live and the culture or class to which they belong(UNICEF 

2013).  

4. Limitations 

The researchers experienced difficulties in locating study partici-

pants as at the time of data collection, follow up dates of most of 

the participants already passed on. Therefore, researchers had to 

use a cohort register to trace those parents. Some participants who 

were reachable telephonically, reported to have moved to other 

places, so the time frame for data collection had to be extended to 

allow those parents who could not be accessed on the follow-up 

dates to take part in the study.  

5. Contributions 

This study is an original contribution to knowledge on the experi-

ences of mothers of children with congenital abnormality in the 

Intermediate Hospital Oshakati, in Namibia. The categories that 

were identified derived from the findings after analysis and inter-

pretation of the results supported the aim at the study. 

6. Conclusions 

In this paper, categories identified were presented and discussed. 

It included psychological and emotional challenges of being 

stressed by caring tasks and having worries about the present and 

future life of their children. The study also found that parents had 

feelings of sadness, and inner pain or bitterness due to the expecta-

tions they had for a normal child. They were terrified and trauma-

tized by the reactions of some spouses/family members and com-

munity who failed to comprehend the child‘s condition. Social 

challenges included inadequate social services for their children, 

such as special schools, specialized health care services, stigma, 

the burden of caring tasks, lack of public awareness on congenital 

abnormalities and lack of social support. Economic challenges 

included poverty, child care interfering with various income-

generating activities in the family, and other extra expenses asso-

ciated with the child’s condition. 
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