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Purpose: This qualitative study explores the lived experiences of women in consanguineous 

marriages who have children with birth defects in Azad Jammu and Kashmir. Grounded in 

the principles of social constructivism, the research seeks to understand how these women 

perceive and interpret their experiences within their social and cultural contexts.  

Design/Methodology/Approach: By using the purposive sampling, researchers collected 

the data from the fifteen mothers for in-depth interviews. Thematic analysis identified such 

themes as the burden of emotional labor, stigmatization of the society, and access to health 

care services (insufficient). 

Findings: The results are an eye-opener to the dire necessity of an elaborate care and 

intervention program aimed at supporting the mental health well-being, and social inclusion 

of women in these marriages. This research can help provide a better insight into the 

complicated socially constructed realities that these women have to deal with and offer useful 

recommendations in terms of policy or practice related to the topic of empowerment. 

Implications/Originality/Value: It emphasizes the need of applying specialized healthcare 

programs, namely genetic counseling and early intervention services, to decrease a 

probability of birth defects in a consanguineous marriage. In addition, social support systems 

and community based programs would be sent to build new measures to overcome stigma 

and advance the quality of life among the affected women and families. 
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1. Introduction 
Marriage has served as a foundational institution across all civilizations since ancient times. History depicted that 
marriage has come up with a lot of social and political rewards and also being entrenched in the history of human 

generations (Hamamy, 2012). The factors that can affect the structure of consanguineous marriages occur: the level 
of education, social-economic, religious, and cultural influences. In particular, cousin marriage tends to be rather 
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popular with the reason of close family relations, property inheritance, intimate relationships between a newly 
married woman and her in-laws, the issue of dowry, and the belief in long-term marital stability and endurance of 
the relationships (Iqbal et al., 2022). The marriages are prevalent in underdeveloped societies which have low rates 

of literacy, closed economies, and have very less awareness among the people in the society. On the other hand, 
with urbanization and emergence of contemporary nuclear families, the rate of intermarriage reduces. The 
marriage in the Pakistani culture is very important stage as it is not the union of two people only but the connection 
of two families which is necessary. 
 
Consanguineous marriage, is a cultural practice involving the union of close biological relatives. This tradition has 
been linked to an increased genetic risk, which may lead to stillbirths, infant mortality, and inherited genetic 
disorders (Hamamy et al., 2011; Bennett et al., 2002; Modell & Darr, 2002). Research shows that while the risk of 
genetic abnormalities in the offspring of unrelated couples is approximately 2–3%, it rises to 4–6% in children 
born to consanguineous couples. Moreover, there is a strong correlation between consanguinity and a higher 
prevalence of autosomal recessive disorders (Bennett et al., 2002; Darr et al., 2013; Hamamy et al., 2011; Shaw, 

2009). 
 
Approximately one billion people worldwide live in communities where consanguineous marriage is a culturally 
accepted and practiced tradition (Bittles & Black, 2010; Modell & Darr, 2002). Consanguinity, defined as marriage 
between biological relatives, is particularly prevalent in Middle Eastern societies. In some regions of Egypt, the rate 
of consanguineous marriages reaches 29% (Mokhtar & Abdel-Fattah, 2010), while in Kuwait, it is as high as 54% 
(Hijazi & Haider, 2001). These practices are largely influenced by traditional and cultural norms. However, several 
countries—including China, Ethiopia, the Philippines, and Taiwan—prohibit consanguineous unions. Despite such 
restrictions elsewhere, the practice remains widespread across North Africa, the Middle East, and South Asia, 
including in Pakistan (Hamamy & Alwan, 2016). In these regions, consanguinity is deeply embedded in the genetic, 
social, and cultural fabric of society. 

 
2. Research Objectives 

1. To explore the challenges faced by mothers in raising children with birth defects—specifically thalassemia, 
deafness, and blindness—resulting from consanguineous marriages. 

2. To understand the emotional experiences of these mothers, particularly during social gatherings and 
interactions. 

 

3. Literature Review 
Marriage is a legally and socially recognized institution that establishes a relationship between a man and a woman, 
governed by laws, customs, beliefs, and societal norms. These frameworks define the rights and responsibilities of 
spouses and determine the legal status of any children born within the partnership (Ponzetti & Mutch, 2006). 

Beyond being a personal bond, marriage serves as a fundamental social institution that significantly influences 
individuals' lives. It provides a legitimate structure for sexual relations, promotes emotional and social loyalty, and 
serves as the foundation for starting a family, enabling the bearing and rearing of children (Rao, 2002; Stutzer & 
Frey, 2006). 
 
One of the countries in the world which has the highest rates of consanguineous marriages is Pakistan (Praveen & 
Rehman, 2012). The country has a complex multicultural background and thus makes up the multiple ethnic 
groups, diverse castes, and numerous sects of Islam in the five provinces. Nevertheless, regardless of this variety, 
the cases of consanguineous marriage in Pakistan are especially high and reach 31.1-62 percent (Riaz et al., 2016). 
Definite and consistent findings of high levels of association between consanguineous marriage and the elevated 
percentages of recessively resulted genetic disorders have been indicated in very many researches that were done 

in various parts of the country. The percentages of a consanguineous marriage in particular districts and towns 
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are: in Quetta, 31%, in Lahore, 46%, in Rawalpindi 48.1%, in Jhelum, 44.3%, in Gujrat 48.5%, in Faisalabad, 
52.1%, in Peshawar 55%, and Malakand District, 66% (Khan & Mazhar, 2018). 
 

The authority of parentage in the matter of spouse choice and marriage timing in Pakistan is critical because in 
Pakistan the elders are usually the most dominant decision makers in the family. The interesting character of 
Pakistani society is its sophisticated network of caste systems and religious groups. This has led to great adoption 
of marriages involving both cross cousin and parallel cousin marriages, which is also socially desirable (Hamid et 
al., 2009). In some ethnic groups, including Sayeds and several tribes in Khyber Pakhtunkhwa (KPK) and 
Balochistan, alliances between grooms and brides outside the family are not very much promoted hence 
consanguineous union seems the best or feasible alternative. 
 
The issue of consanguinity marriage in Pakistan has been mostly focused on the people of Upper Punjab with such 
marriages forming 38 per cent to 59 per cent of all marriages in the region. The research also discloses that more 
than half of the marriages in the urban population include biologically related marriages, out of which 80% is 

between the first cousins (Chauhan et al., 2020). Embracing consanguinity marriage is not geographically adaptive 
in scope, but neighboring the Sindh coastal region to the mountainous plateau of Kashmir (Iqbal et al., 2022). 
 
To sum up, the given research proposes a critically informed inquiry into realities of consanguinity marriage of 
married women in Azad Jammu and Kashmir. It is more concentrated on the lives of mothers having little ones 
with birth anomalies due to such unions. After investigating the emotional issues that these women have to 
encounter within the social sphere and assessing the benefits of the healthcare system in the Sudhnoti district, the 
paper brings up a burning social issue.  
 
Choosing a spouse is one of the most significant decisions in a person’s life and represents the initial step in the 
marital process. Marriage remains the most common form of long-term partnership, with the majority of 

individuals marrying at least once during their lifetime. Its universality can be attributed to the multiple essential 
functions it fulfills—both social and personal. However, the processes and limitations involved in making informed 

marital choices vary significantly across regions and cultures (Bagherzadeh & Ghorbani, 2014). 
 
Consanguineous marriage is any form of marriage between two people who are related genetically as the second 
cousins or even worse (Bittles, 2008). It includes, the legal and social union of a man and a woman with a common 
ancestor and in the blood biological relation. Hamamy, (2012) also points out that about fifteen percent of every 

newborn baby in the whole world is born of consanguinously related parents. An estimate shows that globally a 
population of about one billion people are engaged in consanguineous unions especially in the Middle East, West 
Asia, and North Africa (Hamamy, 2012). Moreover, the percentage of consanguinity marriage in these regions is 
estimated to be 20 50 percent of all marriage bonds (Tadmouri et al., 2009). 

 
Hamamy 2012 postulates that there are three main types of Consanguineous marriages as follows: 

 Type A: First Cousin Marriage - It is the most widespread as it occurs between two people who are children 
of two brothers or in other words, it is the union of patrilateral parallel cousins also referred to as father 
brother daughter marriages. 

 Type B: Second Cousin Marriage: This type is the second mostly prevalent and entails the offsprings of two 
sisters, or matrilateral parallel cousins. These marriages are not usually viewed as strong familial marriages 
since the sisters usually marry into other paternal families hence the children will have less direct 
relationship with each other’s maternal family. 

 Type C: Maternal Uncle-Niece Marriage -This type entails marriage between a man and the daughter of 
his sister (mother brother daughter), otherwise referred to cross-cousin marriage. This type can be viewed 

as an alternative when the other two are out of the question. 
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The main motivations to the conduct of consanguinity marriage are following the family traditions, maintaining 
family order and property, the reinforcement of family bonds, economical benefits, the opportunities of easily 
arranging and finding marriage prospects, the increases of rapport between the wife and her relatives, and the 

increases of the stability and turns of the marriage. As a matter of fact, marriages between bloodline relatives are 
highly popular due to social reasons. According to sociological research, among communities where consanguinity 
is more prevalent such marriages can promote stability among the couple through sustaining the social relations 
that previously existed and gained between spouses as well as with the rest of the family members (Bittles, 2010). 
It has been seen that consanguineous marriage plays a positive role in the status of women too because the marriage 
ties tend to be stronger between the wife and her in-laws who comes to help in times of trouble. Also, it is commonly 
assumed that marriages between members of the same family minimize the threat of hidden health and money 
issues. In general, the consanguinity increases the strength of the family, including cohesion, and in particular, 
cousin marriages provide significant chances to maintain and pass on cultural values and guaranty social continuity 
(Sandridge et al., 2010). 
 

Such phenomenon as consanguineous unions and their connection with birth defects have been tested handsomely. 
Although consanguinity does not directly lead to any birth defects, there is an increased chance of occurrence of 
autosomal recessive diseases due to the enhancement of transmission of rare genetic mutations. The following 
mechanisms are attributed to this correlation: in consanguineous unions, children have an increased risk of 
receiving matching recessive chromosomes by a common relative than by children who are born in non-
consanguinity marriages. This will enhance homozygosity that may result in the manifestation of recessive genetic 
pathology in the person or in future generations (Temaj et al., 2022). 
 
A lot of observations indicate that the incidence of birth defects is directly proportional to the level of consanguinity 
of a spousal couple. The closer the biological relationship between the parents and their descendants is, the higher 
the likelihood of the children being born with birth defects. To cite an example, there are more chances of an 

offspring being affected when they are in a first-cousin marriage as compared to those in a second-cousin union 
and even lower in more distanced cousinhood. This risk is also intensified in marriages between closer relatives 

like marriage between uncles and nieces, marriages between those Known as double first cousins. Moreover, there 
is general risk which differs according to consanguinity marriage rate in a particular area (Shahmirzady et al., 
2020). 
 
A number of studies have stated that children of consanguineous couples get a higher risk of low birth weight 

(LBW), which is stated as a birth weight below 2, 500 grams. This relationship was statistically reported in the 
Journal of Biosocial Science, 2019, with odds ratio (OR) of 1.45 and a 95 rate confidence. Also, LBW was determined 
to be more common in the children of consanguineous couples than children born of the non-consanguineous 
couples (Poorolajal et al., 2017). 

 
There are also dangers of consanguinity marriage which further expose one to recessive hereditary illnesses where 
children are likely to inherit illness like thalassemia, cystic fibrosis and sickle cell anemia. Such hereditary diseases 
may result to developmental disorders, stigmatization and low degree of genetic variances whereby more instances 
of genetic disorders will be noted in coming generations. This is because the level of relatedness between the parents 
and the prevalence rate of consanguinity marriages in a specific population contributes to the likelihood of the 
occurrence of genetic diseases. 
 
In addition, people whose families carry the history of certain genetic diseases are at larger risk of becoming 
carriers. The tendency is higher that such disorders are going to be inherited by further generations in case of such 
marriages uniting members of the same family. This problem is most particularly common in areas which have 
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less access to genetic information and counseling and testing leading to fewer awareness levels. The areas are 
characterized by genetic diseases like thalassemia, cystic fibrosis, deafness, sickle cell and Tay-sachs diseases. 
 

Although consanguineous marriages bring cultural, ethical, and social advantages to people, health disorders 
transmitted by genes through children are quite damaging. Consequently, it is imperative that consanguineous 
marriages and their associated risks be addressed mainly through enhancing education, genetic counseling, and 
community education and awareness especially in those communities where the incidences of such marriages are 
high. 
 
4. Material & Methods 
Qualitative research will give a subtle and detailed description of experience and issues faced by women in bringing 
up children with congenital disabilities revealing emotional, social, and cultural intricacies involved. Qualitative 
methods, by examining subjective interpretations and personal meanings accorded to these experiences, could 
bring to the fore the fine details of the lives of women investigating the circumstances and context of their struggle 

and strength. This insight can help to come up with effective and empathetic treatment and policy that would 
accommodate the specific needs and concerns of these women and enable a more supportive and caring 
environment around them and their families. This research employed purposive sampling to recruit study 
participants out of the target group consisting of women living in the Sudhnoti district of Azad Jammu and Kashmir 
that has had consanguineous marriages and birth and raised children with birth defects (thalassemia, blindness, 
deafness) as a result of their marriages. The sample contained both heterogeneous and homogenous respondents 
(mothers) living in different parts of the Sudhnoti district of the Azad Jammu and Kashmir. The aim was to collect 
as much data as possible on child rearing of children born with birth defects such as thalassemia, deafness and 
blindness, who are products of consanguineous marriages. This investigation reached the saturation point after 15 
interviews have been completed. Therefore, 15 mothers, whose children had birth defects were used as a sample 
size in the study. This segment provided novel ideas into challenges faced by them, their emotional interactions 

during social events, and their experiences with the health system within the district.  
 

5. Data Analysis 
This study employs a phenomenological research design, a qualitative approach focused on understanding and 
describing the essence of a particular phenomenon. This method explores individuals’ everyday experiences while 
setting aside the researchers’ prior assumptions. Phenomenological research delves into lived experiences to offer 
deep insights into how people perceive and make sense of those events. 

 
5.1 Early Diagnosis of Birth Defects and Healthcare Service Availability 
Preconceptual detection of congenital abnormalities provides families with the much needed information to guide 
wisely and make fertility decisions. When early information about this nature of a given congenital condition and 

its effective implications becomes officers to families, then they are well placed to obtain support services, obtain 
genetic testing or counseling, and come up with informed decisions that relate to pregnancy in the future (Glynn 
et al., 2012). The studies bring to fore the importance of early screening programs and detailed eye test at infancy 
to ensure timely diagnosis and treatment of vision related congenital disorders (Gilbert & Foster, 2001). Also, 
researchers show the crucial importance of the healthcare workers to inform families about the first symptoms and 
possible consequences of visual impairments so that they had the power to visit the healthcare facilities as soon as 
possible (Ebeigbe & Emedike, 2017). 
 
One of my respondents experienced symptoms of thalassemia in their infant at 2.5 months of age like regurgitation 
of milk and pallor. This brought about medical examination and subsequent diagnosis of the disease.  
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She said that:  
 “At around 2.5 months, we observed peculiar signs that raised our concern. Our little one started experiencing 
frequent episodes of milk regurgitation, which seemed unusual compared to normal infant behaviour. Alongside 

this, we could not help but notice a distinct paleness in our baby's complexion, which only seemed to exacerbate our 
worry.”  
 
Other respondents said that their child was totally blind. They became aware that their child was once a continuous 
faller and was unable to see things in a normal way. She admits that she should have gone to therapy earlier, which 
implies the sense of responsibility and the awareness of the lost opportunities to be helped. This feeling highlights 
the importance of timely access to healthcare, as well as potential consequences of delayed medical care.  
 
Early detection of birth deformities will enable the sufferer and their relatives to seek psychiatric help and treatment 
in time. Realizing that a child is born with a disability is extremely challenging. Nevertheless, with the help of the 
fast communication with the support options, families are finally able to handle the emotional outcomes and the 

difficulties that come along with the conditions of their child (Lemacks et al., 2013). All the study participants 
recognized the deafness of their child early as they noticed that their child did not react much to the sounds 
generally audible to children at their early ages, they also did not show much effort in making sounds like other 
infants of their age do when they are grown. This is an example of positive efforts towards ensuring that they keep 
track of the development of their child in terms of developmental stages and identify some of the deviations in the 
normal way their child behaves, which creates early suspicion of hearing impairments. One of the respondents 
noticed at eight months that the child was deaf. She noticed that the kid never responded to sounds and movements 
like clapping, even like her former children. This implies a delayed understanding of the situation, which could be 
caused by having comparisons to the progress that older siblings are experiencing. When the divergence was found, 
it raised the interest and inquiry.  
 

Another respondent stated that:  
                “Before my daughter, I had two kids who started saying "mama" and "dada" when they were eight to nine 

months old. However, I saw something different with my daughter. Even though she was only eight months old, 
she did not answer when I called out her name or when I clapped to get her attention. This made me think that her 
development might differ from that of her siblings at the same age.” 
 
Depending on the feelings of parents, they can find all difficulties attending a child with a disability to a party or 

any other social event. Assured parents can be self-confident in demonstrating the skills of their child. Nevertheless, 
some might feel offended and embarrassed because society will react negatively and show little or no compassion 
to the situation of their child. The study indicates that the establishment of social ties is especially important in the 
comprehensive development of children with disabilities as it enhances their socialization, emotional, and a sense 

of belonging (Umberson et al., 2014). The children with disabilities, their families, and the community can be served 
by helping to relieve the emotional load by providing support networks where inclusive environments can lead to 
increased social interactions. 
 
5.2 Parental Emotional Experiences in Caring for Children with Disabilities 
The mothers of children with thalassemia are unique in social contacts. Such mothers tend to experience a wide 
range of emotional responses of people surrounding them. Mental stress regarding the experience of attending a 
social gathering is extensive and is described by decisiveness and reluctancy (Yang et al. 2024). The research of the 
current study reveals a com complicated relationship between emotions, coping skills, and social responses within 
the context of thalassemia. Reactions of individuals in a social setting are different. 
One of the respondents said: 
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      “Sometimes, when other kids laugh at them, or people look at them with curiosity, it hurts, but there is no 
treatment now, so we must live with it.” 
 

Similarly, another respondent stated:   
         “Sometimes, we feel stressed when people stare at our child or ask questions because they do not understand 
what our child needs. However, even though it is tough, our love for our child strengthens us. We are determined to 
face any challenges that come our way and make sure our child has a happy future.” 
 
The emotive aspect of labor that parents embark on is also brought out by the quote. Hochschild (1983) suggests 
emotional labor to be a set of controlling emotions and displaying expressions in order to fulfill social expectations. 
The resilience of parents of children with special needs is usually displayed to maintain the care provider role in 
both the outside and interior world because parents conceal their emotional suffering. Such work is in line with 
that of Finch and Mason (1993) on kinship and care which underscores the idea that family roles especially 
motherhood is indicated to be a moral duty coupled with an emotional obligation especially when one is taking care 

of a vulnerable or dependent family member. 
 
5.3 Managing Marital Relationships with a Disabled Child 
A visually impaired child has the ability to affect the relationship that exists between a married couple particularly 
in a family, with challenges and opportunities becoming hurdles to overcome as spouses go about it. The studies 
evidence that marital relationships are stressed by the immediate impact and traumatic responses that a patient 
experience once having been diagnosed with a disorder. Husbands and wives might feel depressed, guilty and be 
confused about the future of their child (Bryen et al., 2014). When a child is visually impaired, secondary 
responsibilities, including making doctor visits, attending therapies and adjustment to new activities may cause 
additional burden on the relationship that is manifested through exhaustion and stress (Sloper & Turner, 1993). 
Nevertheless, researchers also stress on the possibility of collaborative engagement in rearing a child with special 

needs to make the marriage even stronger leading to an even superior communication, collaboration and flexibility 
between the couples (Hastings et al., 2005).  The parent of a sightless kid claimed that they have experienced a 

growth in their marital relationship as their problems together have made them bond well. The results indicate 
that the joint responsibility of the couple and mutual support in taking care of the visually impaired child has 
strengthened their relationship facing the challenges of emotions they have to deal with. She expressed that: 
        “The birth of our child with visual impairment has brought us closer as a couple. We share the responsibilities 
of caring for our child, and the challenges we face have strengthened our bond. While it has been emotionally 

challenging, we support each other through these difficulties.” 
 
The process of rearing a deaf child can be very stressful and take a heavy toll on the emotions of the parents 
particularly when faced with the early stages of diagnosis and management. The emotional stress regarding the 

hearing loss and representation of the needs of their child can destroy parent relationships (Sealy et al., 2023). 
Various studies have indicated that disabled children put their parents at the risk of experiencing mental health 
crisis issues like depression, unaddressed feelings about the status of their child, and elevated stress and fatigue as 
opposed to parents of normally developing children (Giallo et al., 2015). 
 
One of the respondents, a mother of deaf children, admitted that their connection with their husband has been 
tense since their child was born. Despite these hurdles, they emphasize their endeavours to assist each other fully. 
According to her  
           “Our connection, my husband's and mine has been under strain since our child was diagnosed with hearing 
impairment. Despite the tension, we have consciously tried to support each other as much as possible.” 
A child with special needs creates additional tension and pressure in the family especially during after the birth of 

the special child, the family has additional burdens of care-giving and economic problems. The rest of the 
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respondents with deaf children, on the contrary, explained that nothing had changed in their relationship with 
their husbands after they had children. They say that their husbands still remain supportive and it means that their 
union has been stable and not disturbed by issues of raising their child. The reaction shows an optimistic and strong 

relationship pattern, in which the two individuals provide each other with warmth and support no matter how 
tough the circumstances are in regards to parenting.  
 
5.4 Views on Consanguineous Marriages and Their Relationship to Genetic Disorders 
It has been suggested that the risk of genetic abnormality, especially in the cases of thalassemia, occurring in 
offspring of individuals who have performed consanguineous marriage is greater in comparison with marriages 
between distantly related individuals (Bittles & Black, 2010). With the recognition of consanguineous marriage as 
a factor, the realization of the importance of hereditary and family relationship in the transfer of genetic disorder 
can be well realized. Besides, studies have also shown that consanguinity marriages expose more individuals to 
being inheritors of diseases due to the likelihood of acquiring the potentially harmful recessive alleles (Tadmouri et 
al., 2009). Even though there might be some cultural and familial influences that promote marriages between close 

relatives, the relationship between such marriages and the risk of thalassemia accentuates the importance of 
adequate genetic counselling and education. The need to implement such measures is necessary with a view of 
minimizing possible risks and promoting informed choices in as far as consideration to family planning is 
concerned. 
 
Most of the respondents cite tradition of consanguinity marriages as the cause of thalassemia to occur in their 
family. It is believed that the problem lies in the fact that close relatives get married leading to the hereditary 
distribution of thalassemia in their family within many generations. This approach implies an appreciation of the 
factors of genetics and association of thalassemia by family companionship. Conversely, one of the respondents had 
an understanding that thalassemia was a resultant action of God. She clearly declared that genetic causes are not 
the only reason of why their child is as he or she is, and she believes that thalassemia is in the plan of God. The fact 

that they faced difficulties of witnessing how their child tries to face his/her fight with thalassemia, does not 
overcome their religious beliefs and they still stick to their belief that everything in the world has its reason and 

sense. 
 
All of the mothers of blind children and one of the mothers of deaf children reported that their doctors attributed 
the cause of their child's blindness or deafness to consanguineous marriage. This observation implies that 
healthcare practitioners substantially influence how disabilities are seen in specific areas. According to one of the 

statements: 
                 “Our doctor explained to us that the blindness of our child could be linked to the consanguineous marriage 
within our family.”  
 

In the consideration of responses of the mothers of provokingly deaf children, it is revealed a variety of stands and 
levels of perception among them on the part the consanguinity marriage plays on the status of their child. Although 
some people have a positive attitude and justify a hearing loss of their child as the act of God, there are some who 
are skeptical or are guided by a doctor regarding such a complication. These results underline the need to rely on 
healthcare practices that focus on cultural differences and the fact that intensive genetic counselling is required to 
help families understand and deal better with the dangers that they may expose themselves to through 
consanguineous marriage. The perception of consanguinity marriage was positive to one of the respondents as she 
revealed the support and unity provided by her extended family. She says that by accepting the deafness of her 
child, she had a certain feeling of being at the mercy of God and trusting them to take care of their life. She supports 
cousin marriages. According to her, she is in favour of cousin marriages. 
               “My in-laws are my family and support me at every step. They would not support me this way if I married 

out of family. It is all from Allah, and we have accepted it.”  
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The respondent was unsure about the handicap issue of her child because there are no records of that nature to be 
found in the family history and she had no idea about the possible danger before she gave birth to her child. Such 

statement implies the lack of cognition or consideration of the effect of a marriage between close relatives on their 
child deaf. 
 
6. Discussion 
This study focused on exploring the social constraints faced by the parents of blind, deaf, and thalassemia-suffering 
children. The study explored the experiences of the mothers raising children with congenital disabilities, especially 
thalassemia, blindness and deafness, in Sudhnoti in Azad Jammu and Kashmir. The main focus of the discussion is 
to explain the web of obstacles, emotions, and healthcare systems these mothers navigate daily. There are diverse 
emotional reactions and difficulties experienced by parents of children with various birth abnormalities when they 
make social interactions individual responses exhibit sympathy, misunderstanding, and fault life forecasting for 
them. The respondents showed weird societal reactions and a lack of compassion toward their child's illness. 

According to the respondents, society blames them for their children’s health and asks them to take their children 
to some spiritual healers but not to the doctors. Although parents have a strong desire to connect socially with their 
visually impaired child, their ability to participate is hindered by the reaction of society. Families try to actively 
participate in social life so their children can achieve a sense of normality, but they have to face unfavourable social 
attitudes and stigma. The present study acknowledges the pain parents of thalassemia, blindness, and deafness 
children feel in the consequences of inquisitive gazes or laughing of others; still, they have accepted to live with the 
circumstances. The study found that women in consanguineous marriages who have children with birth 
abnormalities face considerable stress and anxiety as a result of societal prejudice, familial responsibilities, and 
restricted availability of healthcare facilities.  
 
Such women often have to deal with social stigma, emotional loneliness, high levels of emotional labour and 

responsibilities in terms of care giving, which are harming to their psychological and physical wellbeing. These 
women undertake a huge load of emotional and care work and feel guilty, humiliated, and responsible about their 

children health. Such emotions may precondition the occurrence of psychological disorders. The research highlights 
the need to address social and cultural factors that cause stigmatization and discrimination against these women. 
Moreover, it emphasizes the importance to appreciate the work of emotional labor and care giving that is done by 
such women, endorse creative solutions to manage stress and worries, and overcome social and cultural factors 
that trigger the marginalization and discrimination experienced by these women.  

 
On the whole, the research provides a deep understanding of the realities of Azad Jammu and Kashmir women who 
got into consanguineous marriages and have children with other birth defects. It stresses the need to provide wide-
ranging support and intervention to address their mental health, general well-being and social integration. 

 
7. Conclusion 
The research concluded that women who are in consanguinity marriages and which children are abnormally born 
experience a lot of stress and anxiety due to societal stigma, family obligations and limited access to the healthcare 
Centre. Such women often face social stigmatization, emotional exclusion, and a large amount of emotional 
workload and parenting roles, and those are, in their turn, harmful to mental and physical health. These women 
bear a lot of emotional work and responsibilities concerning taking care of their children and they are likely to feel 
guilty &humiliated. Such emotions may lead to the emergence of mental disorders. This includes giving more 
emphasis to the fair economic programs and provisions, social networks, and innovative coping strategies. In order 
to optimally respond to the mental health wellness and inclusion of women in the consanguinity marriage who 
give birth to children with in-birth deformities, it is very important to offer an inclusive support and response. 

 



Pakistan Journal of Social Sciences,  Vol. 45(2) 2025, 179-190 

188 

 

References 

Bagherzadeh, F., & Ghorbani, M. (2014). The effects of consanguineous marriage on congenital malformations. 
Iranian Journal of Public Health, 43(9), 1226–1231. 

Bennett, R. L., Hudgins, L., Smith, C. O., Motulsky, A. G., & The American Society of Human Genetics Social Issues 
Committee. (2002). Recommendations for standardized human pedigree nomenclature. American Journal 
of Human Genetics, 70(1), 2–7. https://doi.org/10.1086/338111 

Bittles, A. H. (2008). A community genetics perspective on consanguineous marriage. Community Genetics, 11(6), 
324–330. https://doi.org/10.1159/000136264 

Bittles, A. H., & Black, M. L. (2010). Consanguinity, human evolution, and complex diseases. Proceedings of the 
National Academy of Sciences, 107(Supplement 1), 1779–1786. https://doi.org/10.1073/pnas.0906079106 

Bryen, D. N., McGuire, A., & Engler, J. (2014). Parent and spouse experiences in raising children with disabilities: 
Emotional and social impacts. Journal of Family Social Work, 17(3), 200–215. 
https://doi.org/10.1080/10522158.2014.899442 

Chauhan, P., Tyagi, R., Goel, R. K., & Agarwal, R. (2020). Impact of consanguinity on the pattern of congenital 

disorders in a North Indian population. Journal of Family Medicine and Primary Care, 9(2), 1040–1044. 
https://doi.org/10.4103/jfmpc.jfmpc_987_19 

Darr, A., Small, N., Ahmad, W. I. U., Atkin, K., Corry, P., Modell, B., & Modell, M. (2013). Examining the family-
centred approach to genetic testing and counselling among UK Pakistanis: A qualitative study. Journal of 
Community Genetics, 4(1), 49–57. https://doi.org/10.1007/s12687-012-0113-2 

Ebeigbe, J. A., & Emedike, C. M. (2017). Awareness and attitude of primary school teachers towards children with 
visual impairment. Journal of the West African College of Surgeons, 7(2), 1–20. 

Finch, J., & Mason, J. (1993). Negotiating family responsibilities. Routledge. 
Gilbert, D., & Foster, C. (2001). Genetics and ethics in health care: New questions in the age of genomic health. Social 

Science & Medicine, 52(9), 1411–1421. https://doi.org/10.1016/S0277-9536(00)00247-5 
Giallo, R., Cooklin, A., & Nicholson, J. M. (2015). Parenting stress, parenting behavior and children’s adjustment in 

families experiencing homelessness. Child & Family Social Work, 20(1), 59–69. 
https://doi.org/10.1111/cfs.12096 

Glynn, A., Curtain, C., & Lohan, M. (2012). Parents' experiences of living with and caring for children, adolescents 
and young adults with congenital anomalies: A meta-synthesis of qualitative studies. Child: Care, Health 
and Development, 38(6), 777–788. https://doi.org/10.1111/j.1365-2214.2011.01323.x 

Hijazi, Z. M., & Haider, M. (2001). Association of consanguinity with reproductive outcomes: A study of the Pakistani 
population. Journal of Health, Population and Nutrition, 19(2), 124–130. 

Hammy, H. (2012). Consanguineous marriages: Preconception consultation in primary health caresettings. Journal 
of Community Genetics, 3(3), 185. 

Hamamy, H., & Alwan, A. (2016). Hereditary blood disorders: Hemoglobinopathies. In A. Alwan (Ed.), Genetic 
diseases in the Eastern Mediterranean Region (pp. 15–28). World Health Organization, Regional Office for 

the Eastern Mediterranean. 
Hamid, S., Johansson, E., & Rubenson, B. (2009). Security lies in obedience—Voices of young women of honor-

related violence in Pakistan. BMC International Health and Human Rights, 9(1), 17. 
https://doi.org/10.1186/1472-698X-9-17 

Hamamy, H. and S. Alwan (2016). The sociodemographic and economic correlates of consanguineous marriages in 
highly consanguineous populations. Genomics and Society, Elsevier: 335-361. 

Hamamy, H., Antonarakis, S. E., Cavalli-Sforza, L. L., Temtamy, S., Romeo, G., Ten Kate, L. P., Bennett, R. L., Shaw, 
A., Megarbane, A., van Duijn, C. M., Abdul-Rahman, O., Giannelli, F., & Bathija, H. (2011). Consanguineous 
marriages, pearls and perils: Geneva International Consanguinity Workshop Report. Genetics in Medicine, 
13(9), 841–847. https://doi.org/10.1097/GIM.0b013e318217477f 



Pakistan Journal of Social Sciences,  Vol. 45(2) 2025, 179-190 

189 

 

Hastings, R. P., Kovshoff, H., Brown, T., Ward, N., Espinosa, F. D., & Remington, B. (2005). Coping strategies in 
mothers and fathers of preschool and school-age children with autism. Autism, 9(4), 377–391. 
https://doi.org/10.1177/1362361305056079 

Hochschild, A. R. (1983). The managed heart: Commercialization of human feeling. University of California Press. 
 
Iqbal, S., Zakar, R., Fischer, F., & Zakar, M. Z. (2022). Consanguineous marriages and their association with 

women’s reproductive health and fertility behavior in Pakistan: Secondary data analysis from Demographic 
and Health Surveys, 1990–2018. BMC Women's Health, 22(1), 118. https://doi.org/10.1186/s12905-022-
01659-7 

Iqbal, S., Zakar, R., Fischer, F., & Zakar, M. Z. (2022). Consanguineous marriages and their association with 
women’s reproductive health and fertility behavior in Pakistan: Secondary data analysis from Demographic 
and Health Surveys, 1990–2018. BMC Women's Health, 22(1), 118. https://doi.org/10.1186/s12905-022-
01659-7 

Khan, S., & Mazhar, S. (2018). Effects of consanguineous marriages on reproductive health of women: A sociological 

study in rural areas of District Faisalabad, Pakistan. Pakistan Journal of Gender Studies, 16, 135–150. 
https://doi.org/10.46568/pjgs.v16i1.271 

Lemacks, J., Fowles, K., Mateus, A., & Thomas, K. (2013). Insights from parents about caring for a child with birth 
defects. International Journal of Environmental Research and Public Health, 10(8), 3465–3482. 

 https://doi.org/10.3390/ijerph10083465 
Modell, B., & Darr, A. (2002). Science and society: Genetic counselling and customary consanguineous marriage. 

Nature Reviews Genetics, 3(3), 225–229. https://doi.org/10.1038/nrg754 
Mokhtar, M. M., & Abdel-Fattah, M. M. (2010). Consanguinity and advanced maternal age as risk factors for 

reproductive losses in the Arabian Peninsula. Paediatric and Perinatal Epidemiology, 24(3), 231–239. 
https://doi.org/10.1111/j.1365-3016.2010.01116.x 

Ponzetti, J. J., Jr., & Mutch, L. M. (2006). Consanguineous marriage and child health outcomes: A comparison of 

United States and Middle Eastern data. Marriage & Family Review, 40(4), 69–87. 
https://doi.org/10.1300/J002v40n04_05 

Poorolajal, J., Bahrami, M., Mohamadkhani, M., & Esmailnasab, N. (2017). Effect of consanguineous marriage on 
low birth weight: A meta-analysis. Archives of Iranian Medicine, 20(3), 178–184. 

Praveen, F., & Rehman, M. U. (2012). Consanguinity and its socio-biological implications in Kashmir. International 
Journal of Sociology and Anthropology, 4(13), 226–230. https://doi.org/10.5897/IJSA12.001 

Riaz, M., Tariq, M., Aslam, M., Ijaz, M. U., & Khan, A. A. (2016). Effects of consanguineous marriages on reproductive 

health of women: A case study of three districts in Punjab, Pakistan. Pakistan Journal of Medical Sciences, 
32(5), 1238–1242. https://doi.org/10.12669/pjms.325.10445 

Rao, V. (2002). Experiments in “participatory economics”: Lessons from SEWA. In D. Mookherjee & D. Ray (Eds.), 
Readings in the theory of economic development (pp. 539–547). Blackwell Publishing. 

Sandridge, A. L., Takeddin, J., Al-Kaabi, E., & Frances, Y. (2010). Consanguinity in the Qatari population: Associated 
demographic and health indicators. Heredity, 105(2), 384–390. https://doi.org/10.1038/hdy.2010.4 

Sealy, J., Smith, L., & Johnson, K. (2023). Parental experiences and emotional challenges in advocating for children 
with hearing loss. Journal of Deaf Studies and Deaf Education, 28(2), 145–158. 
https://doi.org/10.1093/deafed/enac045 

Shahmirzady, H., Sadeghian-Rad, M., Farhud, D. D., & Yeganeh, M. (2020). The prevalence and spectrum of 
consanguineous marriages and their impact on health in Iran. Journal of Biosocial Science, 52(6), 845–856. 
https://doi.org/10.1017/S0021932019000785 

Shaw, A. (2009). Negotiating risk: British Pakistani experiences of genetics. Berghahn Books. 
Sloper, P., & Turner, S. (1993). Risk and resistance factors in the adaptation of parents of children with severe 

physical disability. Journal of Child Psychology and Psychiatry, 34(4), 667–686. 

https://doi.org/10.1111/j.1469-7610.1993.tb01089.x 



Pakistan Journal of Social Sciences,  Vol. 45(2) 2025, 179-190 

190 

 

Temaj, K., Hoxha, B., Behluli, D., Jashari, H., & Namani, S. (2022). Consanguineous marriages and their impact on 
common pediatric diseases and genetic disorders in Kosovo. 76(1), 12–16. 
https://doi.org/10.5455/medarh.2022.76.12-16 

Tadmouri, G. O., Nair, P., Obeid, T., Al Ali, M. T., Al Khaja, N., & Hamamy, H. A. (2009). Consanguinity and 
reproductive health among Arabs. Reproductive Health, 6(1), 17. https://doi.org/10.1186/1742-4755-6-17s 

Umberson, D., Thomeer, M. B., & Lodge, A. C. (2014). Intimacy and emotion work in lesbian, gay, and heterosexual 
relationships. Journal of Marriage and Family, 76(2), 332–345. https://doi.org/10.1111/jomf.12052 

Yang, Q., Saleem, M., Dobson, E., & Grimmesey, S. (2024). The mediating role of hesitancy in the associations 
between mental disorders and social support seeking during the COVID-19 pandemic. Behavioral Sciences, 
14(11), 979. https://doi.org/10.3390/bs14110979 

 

Acknowledgments 
The authors are grateful for comments from two anonymous referees. 
Disclosure statement  

No potential conflict of interest was reported by the author(s). 
Disclaimer 
The views and opinions expressed in this paper are those of the authors alone and do not necessarily reflect the 
views of any institution. 
 

Huma Butt is currently Assistant Professor of Sociology at the Department of Sociology, International Islamic University, Islamabad. She earned her PhD 

from the Institute of Sociology, University of Duisburg-Essen, Federal Republic of Germany. She holds Fifteen years of professional experience in academia 

and development sector both at national and international level. She has been teaching various courses like quantitative and qualitative research methods, 

sociological theories, gender studies, Sociology of religion, Introduction to demography, and Migration and urbanization. She has published research 
articles in peer reviewed journals and some of her research articles are also under process.  ORCID:  0009-0007-4065-6951 

 

Noor Afzah is currently doing PhD from the Sociology Department, International Islamic university. She is also serving as visiting faculty at the 

international Islamic University. Her research Interests include Gender, Qualitative Research, & Health. ORCID: 0009-0001-9138-3873 
 

Tauqeer Hussain Shah is currently an Assistant Professor at the Department of Development Studies in Nust University. He holds a PhD in Sociology 

and Social Anthropology, with distinction, from Ludwig Maximilian University, Munich, Germany. He is also an alumnus of Bielefeld Graduate School in 

History and Sociology (BGHS), University Bielefeld, Germany. He was also a research scholar at Lund University Sweden as a part of the Lund-Bielefeld 
Desk Exchange program. He has extensive experience in teaching, research, and development sectors both at the national and international levels. His 

research interests are interdisciplinary and include transnational migration, urban homelessness, community development, gender development, and 

poverty reduction strategies through microcredit with an epistemological focus on a constructivist standpoint. He has been granted several scholarships 

including the prestigious DAAD-ERASMUS+ Grant, funding for PhD fieldwork, international research traveling grants from the Higher Education 
Commission of Pakistan (HEC), The Center for Interdisciplinary Research (ZIF), University Bielefeld Germany, and honorarium for an excellent 

performance of the first year of the job at Federal Ministry of Interior, the government of Pakistan. He has published research articles in peer-reviewed 

and HEC-recognized journals and also works as a reviewer for many journals. He has presented his research work at several national and international 

conferences. Dr. Shah also has experience in operational research projects with several renowned national and international organizations including The 

European Union, The World Bank, UNDP, UNODC, and the Agriculture Council of Pakistan. ORCID:  0009-0002-3908-1162 
 

 

 

 

 
 


