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(15)INTRODUCTION  


AIDS is an acquired immune deficiency syndrome (sometimes 
 called slim disease) is a fatal illness caused by a retrovirus known as the 
 human immune virus (HIV) which down the baby’s immune system. 


Despite the development of highly effective treatments for the disease, 
 pediatric human immune deficiency virus infection continues to affect a 
 substantial number of families both in the India and worldwide.    


STATEMENT OF THE PROBLEM 


     A  Study  to  assess  the  quality  of life and psychosocial functioning 
 among  HIV positive Children attending  selected HIV care centers at 
 Madurai, Tamilnadu. 


METHODOLOGY 


Quantitative  approach was   adopted in this study.The  setting of 
 the study is HIV care centers in Madurai.  80 samples were selected from 
 the centers were  community development care center, Madurai and St. 


Anns  care center at Thirunagar.   Purposive sampling technique was  
 used who fulfill the inclusion criteria. 


OBJECTIVES 


•  To assess the quality of life among HIV positive children 


•  To assess the psychosocial functioning among HIV positive  
 children 


•  To find out the relationship between the  quality of life and 
 psychosocial functioning  among  HIV positive children 


•  To find out the association between the quality of life of  
HIV  positive children and their selected demographic 



(16)of siblings, parent education parental status, health status of 
 parent and siblings, child is living with  and treatment.  


•  To find out the association between psychosocial functioning  
 of  HIV positive children and their selected demographic 
 variables like Age, Sex, Child Education, Type of family, No 
 of siblings, parent education parental status, health status of 
 parent and siblings, child is living with and treatment.  


HYPOTHESES 


•  There will be a significant relationship between quality of 
 life and psychosocial functioning  of HIV positive children 


•  There will be a significant  association between the quality 
 of life of HIV positive children and their selected 
 demographic   variables like Age, Sex, Child Education, 
 Type of family, No of siblings, parent education parental 
 status, health status of parent and siblings, child is living 
 with and treatment.  


•  There will be a significant  association between the 
psychosocial functioning of HIV positive children and their 
selected demographic   variables like Age, Sex, Child 
Education, Type of family, No of siblings, parent education, 
parental status, health status of parent and siblings, child is 
living with  and treatment.  



(17)™  HIV Positive children will have a low quality of life.  


™  All young children have a right to lead a good quality of life  


™  The HIV positive children tend to have altered psychosocial 
 function and decreased self esteem due to social stigma and 
 discrimination. 


MAJOR FINDINGS OF THE STUDY 


¾  A majority of 45 (56.2%) children were age of 12 years. 


¾  A majority of 45 (56.2%) children were female. 


¾  A majority of 36 (45%) children was studying 6th to 7th
 standard. 


¾  47 (58.7%) children were from nuclear families. 


¾  42 (52.5%) children were having one sibling. 


¾  A majority of 48 (60%) of children’s siblings were healthy. 


¾  78 (97.5%) %) of the children’s parents were affected by 
 HIV infection. 


¾  A majority of 29 (36.3%) children’s both parents were alive. 


¾  A majority of 57 (71.2%) children’s was diagnosed as HIV 
 for more than 2 years. 


¾  45 (56.3%) children’s were living with Grand parent/ 


Gaurdian. 


¾  43 (53.8%) children’s were receiving ART.  


¾  Levels of quality of life were classified as low, Moderate, 
high. A majority of 46 (57.5%) had moderate quality of life, 
19 (23.8%) had low quality of life, 15 (18.8%) had a high 
quality of life. 



(18)Moderate, high. A majority of the 54 (67.5%) had a 
 moderate psychosocial functioning  , 16 (20.0%) had a low 
 psychosocial functioning , 10 (12.5%) had a high 
 psychosocial functioning. 


¾  When the quality of life decreases the psychosocial 
 functioning also decreases. 


¾  There was a significant association between the quality of 
 life and selected demographic variables such as duration of 
 treatment There was no significant association between the 
 quality of life and selected demographic variables such as  
 Age, Sex, Child Education, Type of family, No of siblings,  
 parental status, parent's education health status of parent  and 
 siblings, children is living with and treating.  


¾  There was a significant association between the psychosocial 
 functioning and selected demographic variables such as type 
 of family, health status of sibling, and parental status. There 
 was no  significant association between the psychosocial 
 functioning and selected demographic variables such as  
 Age, Sex, Child Education, No of siblings,  parent education, 
 health status of the parent , the child is living with and 
 treatment. 


RECOMMENDATIONS  


The following recommendations are made, based on the findings of the 
 study. 


1.  A similar study can be done on a large sample. 



(19)opportunistic infections of children with HIV.  


3.   A study can be done to find out the risk for altered growth 
 and development of children living with HIV infection and 
 their compliance with ART. 


4.   A  comparative  study can be conducted among children 
 living in child care homes and with their families. 


5.   The perceived stigma of HIV among the health care 
 professionals can be assessed. 


6.   A comparative study can be conducted to assess the quality 
 of life between children living with HIV infection and 
 children with another infection. 


7.  A study to find out what kind of intervention may help to 
 improve the quality of life. 


8.  A comparative study can be conducted between urban and 
 rural children. 


9.  A study to determine the coping strategy of children with 
 HIV/AIDS. 


10.  A study to evaluate the impact of the Antiretroviral 
 Treatment and socioeconomic factors on quality of life. 


CONCLUSION 


       As  a  part  of  the  curriculum, the researcher has taken the quality of 
life and psychosocial functioning of HIV positive children as my 
dissertation work. When the researcher collected the data from samples, it  
was a heart touching experience because most of the children were lost 
both of their  parents, and some other children verbalized that they are 
separated from their friends and they were sharing their painful 
experiences. Children with HIV infection underwent physical, social and 



(20)functioning. Proper counseling and periodical health check up is 
 necessary to treat and evaluate the opportunistic infection. Nutritious food 
 exercise healthy environment and loving care will improve the health and 
 welfare of children living with HIV positive.   
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CHAPTER – I  INTRODUCTION 


“Listen to my heart speak ….      


Please look at me and see       
 I am just a child      
 Trying to live with aids/ HIV” 


Stephanie Roy 


AIDS is an acquired immune deficiency syndrome (sometimes 
 called slim disease) is a fatal illness caused by a retrovirus known as the 
 human immune virus (HIV) which down the baby’s immune system. 


Despite the development of highly effective treatments for the disease, 
 pediatric human immune deficiency virus infection continues to affect a 
 substantial number of families both in the India and worldwide. 


Globally the HIV/AIDS has presented unique challenges to 
 populations. Since the first case of human immune-deficiency virus 
 (HIV) infection was documented in India in 1986, there has been an 
 explosive increase in India and world over 30-40 million people are 
 expected to be HIV cases.  


Denial of education was the most common problem faced by the 
 affected children. When the status of the parent or child is disclosed many 
 children had to temporarily discontinue education and sometimes they 
 had to find out another school to pursue their education. Many children 
 stop schooling in order to take care of their infected parents as well as 
 supplement household income. 


       Prevention  of  common  childhood infections through appropriate 
immunization, effective management of common childhood illnesses and 
malnutrition, and prevention and early treatment of opportunistic 
infections can improve the quality of life of HIV-infected children. To 



(22)prevent mother-to-child transmission of HIV, antiretroviral drugs are 
 given to the mother before birth and during labour, to the baby following 
 birth and safer infant feeding is also promoted. This approach can almost 


eliminate the risk of transmission from mother-to-child transmission.      


 WHO identifies four basic strategies to prevent mother to child 
 transmissionas primaryprevention of HIV infection. Prevention of 
 unwanted pregnancies amongst HIV infected women, prevention of HIV 
 transmission from HIV infected women with their children, cares, support 
 and treatment of mothers living with HIV, their children and families.  


HIV infection in child progresses rapidly and most children affected die 
 by 4-6years. Some of them may remain asymptomatic for a prolonged 
 period of time and are called the long term non progresses. (IAP Action 
 Plan 2006). 


HIV disease is currently viewed as a chronic illness. The focus of 
 treatment of this disease is to identify and manage the symptoms. The 
 ultimate role is to delay progression of this disease and to maintain 
 optimal quality of life (Reilly et al., 2002). Because of the dynamic nature 
 of chronic symptoms, persons with symptomatic HIV disease could 
 become frustrated and distressed.. 


The advent of antiretroviral medicine means many children are 
growing older with HIV and having to deal with emotional issues where 
before ARVs few were expected to outlive their infancy. If the mother-to-
child transmission is the cause of the child’s infection it is possible they 
will see their parent or parents die from AIDS while at a young age. This 
is not only traumatic in itself but will take away perhaps the child’s 
strongest pillar of emotional support and exacerbate feelings of despair 
and loneliness. 



(23)       The     Family and community centered  approach to care for a 
 child affected by AIDS is the most beneficial for a child’s development  
 experts  emphasize that taking children away from their families should 
 be a last resort. The social protection schemes that provide external 
 assistance to poor families in areas where HIV prevalence is high are now 
 seen as a valuable part of improving the lives of children affected by 
 HIV. By reducing a household’s economic vulnerability, children benefit 
 from better nutrition, the opportunity to go to school instead of work and 
 better access to health care.  


According to Dykeman. W. and Wachfl et., (2001) many with HIV 
 disease has become a chronic illness with a progressive increase and 
 severity of  physical psychological, psychosocial and spiritual stressors, 
 all of which can impact the quality of their lives. According killian et al., 
 (2001) Health status is mainly associated with physical function while 
 quality of life more related to mental health. 


         Children with HIV have great emotional needs and require support 
for coming to terms with their infection. Some of the feelings that people 
with HIV will experience include shock or anger at being diagnosed, fear 
over how the disease will progress, fear of isolation by family and 
friends, and worries about infecting others. By bearing such a heavy 
emotional burden it is not surprising that depression is twice as common 
in people with HIV compared to the general population.As the survival 
period from the time of HIV diagnosis continue to increase, there is a 
growing concern for the quality of life that has to be extended children 
HIV infection who are well nourished have fewer infections and progress 
more slowly from HIV to AIDS. 



(24) Psychosocial support has been defined as an ongoing process of 
 meeting emotional, social, mental and spiritual needs, all of which are 
 considered essential elements of meaningful and positive human 
 development. It goes beyond simply meeting children’s physical needs. It 
 places great emphasis on children’s psychological & emotional, social, 
 marital and spiritual needs, all of which are considered essential elements 
 of meaningful and positive human development. It goes beyond simply 
 meeting children’s physical needs. It places great emphasis on children’s 
 psychological and emotional needs and they  need free social interaction. 


The  Families, friends, and the community are the first line of protection 
 and support for children, providing for their practical and material needs, 
 as well as social, psychological and emotional needs. In countries with a 
 high HIV prevalence, HIV places an economic burden on families and 
 communities, making it difficult for them to provide and support for their 
 children. Reduced household income combined with increased expenses 
 such as treatment, transport may push families into poverty, which has 
 negative outcomes for children in terms of nutrition, health status, 
 education and emotional support. Most children (9 out of 10) orphaned 
 by HIV.Still have a surviving parent, and if they are put into residential 
 care it is most often due to extreme poverty.  


HIV infection can occur in medical settings; for instance, through needles 
that have not been sterilized or through blood transfusions where infected 
blood is used. The most of infections among children resulting from 
contaminated injections and unscreened blood transfusion. HIV 
prevalence in children can be 1 to 3 times higher than that of pregnant 
women in antenatal clinics, and in one study says that many as a fifth of 
children who were not sexually active had HIV negative mothers.  



(25)Quality of life of HIV/AIDS patient is an important and interesting 
 field of study. As the quality of life varies and keeps moving up and 
 down in a continuum during pre diagnostic and post diagnostic phases, it 
 becomes all the more important to identify and study the quality of life 
 and psychosocial functioning  of those children. 


NEED FOR THE STUDY 


“Imagine a time when every human being is       
 treated with respect and dignity and has      


the opportunity to lead a full life”. 


When AIDS first emerged no one could have predicted how the 
 epidemic would spread across the world and how many millions of lives 
 would change. There was no real idea what caused it and consequently no 
 real how to protect against it. Now we know from bitter experience that 
 AIDS is caused by the virus HIV, and that it can devastate families, 
 communities, and a whole continent. 


The first case of HIV/AIDS was reported in India in TamilNadu in 
 1986. Since then the virus has spread from the high-risk groups to the 
 general population very fast.  Today, there are 5.7 million people living 
 with HIV/AIDS in India. 


The study findings say that 88% of children in the state have not revealed 
their HIV-positive status in school for fear of dismissal or discrimination 
an HIV positive mother verbalized her feeling “My child was refused 
admission in a school six years ago because we (the parents) were HIV-
positive, but her younger sister, who is infected, is studying in another 
school without revealing her HIV status” 



(26)India has an estimated 220,000 children infected by HIV/AIDS. It 
 is estimated that 55,000 to 60,000 children are born every year to mothers 
 who are HIV positive.  Without treatment, these newborns stand an 
 estimated 30% chance of becoming infected during the mother’s 
 pregnancy, labour or through breastfeeding after six months.       


HIV epidemics are more severe in the southern half of the country 
 and the far northeast. The highest HIV prevalence is found in Andhra 
 Pradesh, Maharashtra, TamilNadu and Karnataka in the south; and 
 Manipur and Nagaland and in the northeast. 


Worldwide, 13.4 million children have lost one or both parents due 
 to AIDS. By 2010, the number of children who will have lost one or both 
 parents due to HIV/ AIDS is projected to reach 25 million. According to 
 AIDS data, In India, an estimated population of 2.5 million are living 
 with HIV of these an estimated 39% are female and 3.5% are children. In 
 Tamilnadu, 2007, 7.5 lakhs peoples are living with HIV of these an 
 estimated 17,799 are men, 14,000  are female and 1.167 are children. 


Previously it was thought that around 5 million people were living 
with HIV in India - more than in any other country. Better data, including 
the results of a national household survey conducted in 2005-2006, led to 
a major revision of the prevalence estimate in July 2007. It is now 
thought that around 2.3 million people in India are living with HIV. Of 
these, an estimated 39% are female and 3.5% are children. 



(27)GLOBAL HIV AND AIDS ESTIMATES, END OF 2009 


      The  latest  statistics  of  the  global HIV and AIDS epidemic  were 
 published by UNAIDS in November 2010, and refer to the end of 2009. 


Estimate Range 
 People living with HIV/AIDS in 2009  33.3 million  31.4-35.3 


million 
 Adults living with HIV/AIDS in 2009  30.8 million  29.2-32.6 


million 
 Women living with HIV/AIDS in 


2009 


15.9 million  14.8-17.2 
 million 
 Children living with HIV/AIDS in 


2009 


2.5 million  1.6-3.4 million 
 People newly infected with HIV in 


2009 


2.6 million  2.3-2.8 million 
 Adults newly infected with HIV in 


2009 


2.2 million  2.0-2.4 million 
 AIDS deaths in 2009  1.8 million 1.6-2.1 million 
 Orphans (0-17) due to AIDS in 2009  16.6 million  14.4-18.8 


million 


GLOBAL TRENDS 



(28)The number of people living with HIV rose from around 8 million 
 in 1990 to 33 million by the end of 2009. The overall growth of the 
 epidemic has stabilized in recent years. The annual number of new HIV 
 infections has steadily declined and due to the significant increase in 
 people receiving antiretroviral therapy, the number of AIDS-related 
 deaths have also declined.  


CDC estimates that approximately 50,000 people are newly 
 infected with HIV each year in the United States. In 2009, there were an 
 estimated 48,100 new HIV infections. 


In 2009, the estimated number of diagnoses of HIV infection in the 
 40 states and 5 U.S. dependent areas with confidential name-based HIV 
 infection reporting was 42,959. Of these, 42,011were in the 40 states 
 and948 were in the 5 dependent areas. In the 40 states, diagnoses of HIV 
 infection among adults and adolescents totaled 41,845with 
 31,872diagnoses in males and 9,973 diagnoses in females, Among 
 children under age 13 years, there were an estimated 166 diagnoses of 
 HIV infection in 2009.  


Women and children are increasingly becoming vulnerable to 
 HIV/AIDS. The new findings conclude that 38% of the infected persons 
 in India are women. This indicates the increasing feminization of 
 HIV/AIDS in India. This alarming trend is being observed closely as 
 more HIV positive mothers will unknowingly pass the virus on to their 
 children. 


The cumulative estimated number of AIDS diagnoses through 
2009 in the United States and dependent areas was 1,142,714 Of these, 
1,108,611were diagnosed in the 50 states and the District of Columbia  



(29)and 34,103were diagnosed in the dependent areas. In the 50 states and the 
 District of Columbia, 878,366cumulative AIDS diagnoses were among 
 adult and adolescent males, 220,795were among adult and adolescent 
 females, and 9,448were among children under age 13 years. 


In June 2001 the UNAID on HIV/AIDS set reduction targets of 20% and 
 50% for the numbers of children newly infected with HIV by 2005 and 
 2010 respectively. 


More  than 1,000 children  are  newly  infected with HIV every 
 day. Of these, more than half will die as a result of AIDS because of a 
 lack of access to HIV treatment. In addition, millions more children 
 every year are indirectly affected by the epidemic as a result of the death 
 and suffering caused in their families and communities. 


At the end of 2010, there were 3.4 million children living with HIV 
 around the world. An estimated 390,000 children became newly infected 
 with HIV in 2010. In that 1.8 million people who died of AIDS during 
 2010, one in seven were children. Every hour, around 30 children die as 
 a result of HIV/ AIDS. There are more than 16 million children under the 
 age of 18 who have lost one or both parents due to HIV/ AIDS.  


Nine out of ten children infected with HIV were infected through their 
 mother either during pregnancy, labour and delivery or 
 breastfeeding. Without treatment, around 15-30 percent of babies born to 
 HIV positive women will become infected with HIV during pregnancy 
 and delivery and a further 5-20 percent will become infected through 
 breastfeeding.  


Over 35% of AIDS cases reported, are under 25 years of age and 50% of 
new infections are between 15 and 24 years old. The current HIV/AIDS 



(30)programs are reaching only 15% of young people and 17% of high-risk 
 groups such as sex workers, men who have sex with men and injecting 
 drug users. It is estimated that there are 200 million young people in high 
 prevalence and vulnerable districts who need access to information, skills 
 and services to reduce their vulnerability to HIV infection. 


According to Avert Organization, (2007) caring for HIV/AIDS 
 patients involve an approach that must minister to their physical, 
 emotional, social and school needs. Also 34% they would not associate 
 with people with AIDS and one fifth stated that AIDS was a punishment 
 from God. 


During the investigator”s clinical posting at Meenakshi mission 
 hospital and  research center, Madurai, a child got admitted with the 
 complaints of viral fever. During the routine investigation, the child was 
 diagnosed as HIV positive, later on it was found that parents were also  
 positive for HIV. But the parents had not revealed their HIV status 
 previously. On discharge, the child was handed over to HIV center. 


HIV/AIDS is alaramily spreading in India. So, this is happening all over 
the area in our country.  Because of this reason  the investigator felt the 
need to assess the quality of life and the psychosocial functioning among 
HIV positive children. Hence, the researcher decided to choose this topic 
as a dissertation problem statement.  



(31)STATEMENT OF THE PROBLEM 


     A  Study  to  assess  the  quality  of life and psychosocial functioning 
 among  HIV positive Children attending  selected HIV care centers at 
 Madurai, Tamilnadu. 


OBJECTIVES 


•  To assess the quality of life among HIV positive children 


•  To assess the psychosocial functioning among HIV positive 
 children 


•  To find out the relationship between the  quality of life and 
 psychosocial functioning  among  HIV positive children 


•  To find out the association between the quality of life of  HIV  
 positive children and their selected demographic variables like 
 Age, Sex, Child Education, Type of family, No of siblings, parent 
 education,  parental status, health status of parent and siblings,  
 child is living with and treatment.  


•  To find out the association between psychosocial functioning  of  
 HIV positive children and their selected demographic variables like 
 Age, Sex, Child Education, Type of family, No of siblings, parent 
 education, parental status, health status of parent and siblings,  
 child is living with and treatment.  


HYPOTHESES 


•  There will be a significant relationship between quality of life and 
 psychosocial functioning  of HIV positive children 


•  There will be a significant  association between the quality of life 
of HIV positive children and their selected demographic   variables 
like Age, Sex, Child Education, Type of family, No of siblings, 



(32)parent education parental status, health status of parent and 
 siblings, child is living with and treatment.  


•  There will be a significant  association between the psychosocial 
 functioning of HIV positive children and their selected 
 demographic   variables like Age, Sex, Child Education, Type of 
 family, No of siblings, parent education, parental status, health 
 status of parent and siblings, child is living with  and treatment.  


OPERATIONAL DEFINITION 
 QUALITY OF LIFE 


Refers to the maximum attainment of satisfaction on life among 
 HIV positive  children between the age group of 8-12 years  as measured 
 by modified  Pediatric quality of life inventory tool. 


It focuses on 4 domains: 


a.  Physical function 
 b.  Emotional function 
 c.  Social function 
 d.  School function  
 Physical function 


Refers to the attainment of adequate nutrition, rest, sleep, and exercise, 
 and also capacity to work according to the age among HIV positive 
 children. 


Emotional function 


Refers to the love and security, joyful life, among HIV positive children. 



(33)Social function 


Refers to influence of housing facilities, healthy environment, 
 satisfaction with health services that ensures safety among HIV positive 
 children. 


School function 


Refers to ability of HIV positive children to get along with peer 
 group and enjoying in schooling , concentration on study and play 
 activities. 


HIV POSITIVE CHILDREN 


It refersto children of age between 8-12 years, who were diagnosed 
 and confirmed by consultant pediatrician after doing Elisa tests and 
 western blot test as a case of HIV positive who were attending/ residing  
 selected HIV care centers at Madurai. 


PSYCHOSOCIAL FUNCTION 


It   refers to the evaluation of children’s mental health, social 
 status, and functional capacity in the age group of 8-12 years as measured 
 by modified pediatric symptom checklist. 


ASSUMPTIONS 


¾ HIV Positive children will have a low quality of life.  


¾ All young children have a right to lead a good quality of life. 


¾ The HIV positive children tend to have altered psychosocial 
function and decreased self esteem due to social stigma and 
discrimination. 



(34)LIMITATIONS 


™ Study period is limited to 6weeks. 


™ Children who are willing to participate in the study. 


™ The children who live with HIV positive  children between the 
 age group of  8-12years. 


™ Sample size limited to 80. 


PROJECTED  OUTCOME 


9 Thestudy findings  help the health care providers especially 
 nurses to give more care with importance to their well being of 
 their all aspects of health. 


9 The findings of the demographic variables  help us in identifying 
 the factors that affect the quality of life and psychosocial 
 functioning of HIV children. 


9 The research findings give a broader view to  the quality of life 
 and psychosocial functioning  among the children living with 
 HIV 


9 The results of this study help the investigator to know the existing 
 quality of life and psychosocial functioning of HIV children. 


9 This experience would be the platform to conduct more research 
in this aspect 
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CONCEPTUAL FRAME WORK 


Conceptualization is the process of forming ideas, designs and 
 plans.  The conceptual model acts as a guide to the research process.  


According to Treece and Treece,it is an important process in the 
 formulation of plans for problem solving.  


The major goals of the conceptual framework are to clarify the 
 concepts used in the study to find the purpose and important process 
 between the concepts.  Further, the conceptual framework also provides 
 meaning within which to interpret the research findings (Burns of 
 Groove). 


The conceptual framework of this study is based on Rosenstock’s 
 and Becker’s(1974). It addresses the relationship between the persons 
 belief and behavior. It provides a way of understanding and predicting 
 how clients will comply with health care therapies. 


       It includes the following components: 


¾ Individual perception 


¾ Modifying factors 


¾ Likelihood of action 


INDIVIDUAL PERCEPTION 


The first component in this model involves  the individual perception  of  
susceptibility to an illness.  In this study individuals perception refers to 
demographic variables such as  Age, Sex, Child Education, Type of 
family, No of siblings, parent education parental status, health status of 
parent and siblings, child is living with and treatment.  



(36)MODIFYING FACTORS: 


       According to the author, the second component modifying factors 
 refers to the assessment of quality of life  and the factors can be modified 
 through education Quality of life assessed through  modified Pediatric 
 quality of life inventory, psychosocial functioning assessed through the 
 modified pediatric symptom checklist.  The level of quality of life and 
 psychosocial functioning was graded as low, moderate, high. 


LIKELIHOOD OF ACTION 


According to the author, the third component refers to the likelihood of 
taking action. It includes preventive and teaching action may include 
lifestyle changes and increase adherence to medical advice (or) treatment, 
exercise,  nutrition  so the quality of life and psychosocial functioning 
could be improved. 



(37)
(38)
CHAPTER – II 



REVIEW OF LITERATURE 


A literature review involves a systematic, identification, location, 
 scruting and summary of written material that contains information on 
 research problems. 


-  Polit and beck (2009) 
 Review of literature deals with related literature that was reviewed 
 to broader the understanding and to gain insight into the selected area 
 under study. Therefore literature was reviewed and relevant extract 
 pertaining to present study was presented under the the following area. 


™  Studies related to children living with HIV infection. 


™  Studies related to quality of life of HIV positive children. 


™  Studies related to Psychosocial functioning of HIV positive 
 children. 


I STUDIES RELATED TO CHILDREN LIVING WITH HIV 
 POSITIVE 


Punpanch W, et al., (2008)Founded that the children living with 
HIV/AIDS and their caregivers in a qualitative assessment to address 
psychosocial needs pertaining to this population. The needs and 
suggestions of the target groups provided the framework for improving 
the current services such as the provision of private sessions with children 
separated from their caregivers (especially for older children and 
adolescents), disclosure intervention, behavioral screening, life skills 
building, and empowerment mobilization. 



(39)Khan MA. (2007), conducted a study with two hundred and three 
 multi-transfused children with thalassemia attending the thalassemia 
 clinic of the CharakPalika Hospital, New Delhi were screened for human 
 immune-deficiency virus (HIV) antibodies by ELISA test. All positive 
 cases were confirmed by the Western blot test. Of the 203 children 
 screened, 17 (8.37%) were HIV seropositive and the other 3 children 
 referred to the AIIMS were from neighboring states. These children were 
 compared with 20 age matched HIV negative thalassemics as controls. Of 
 the 20 HIV positive children, four were diagnosed to have clinical AIDS 
 according to the WHO criteria This paper describes the clinical features, 
 behavioral problems, cognitive functions and developmental milestones 
 of the children with AIDS.  


Mendoza R, et al., (2007)Conducted a study to describe 
 behavioral problems encountered in a group of Dominican children living 
 with Human Immunodeficiency Virus/Acquired Immunodeficiency 
 Syndrome (HIV/AIDS) in the Dominican Republic. They were not 
 receiving antiretroviral treatment. They found that a high incidence of 
 behavioral and mood problems may be prevalent among Dominican 
 children with HIV. 


Rehm RS, Franck LS, (2006) conducted a study in decreasing 
morbidity and mortality of HIV/AIDS has created a growing population 
of parents and children who are long-term survivors. Findings indicate 
that treatment complexity and the need for stigma management prevent 
families from defining their lives as normal, but they do deliberately use 
normalization strategies to achieve the following goals: health 
maintenance for members with HIV, facilitation of children’s school 



(40)participation, and enhancement of the emotional well-being all family 
 members. 


Taylor B. (2004)  Investigated to explore individual concepts of 
 health and the role of stigma in human immunodeficiency virus (HIV) 
 and HIV disease. They found that stigma is a social construct which has 
 significant impact on the life experiences of individuals both infected 
 with and affected by HIV. The stigma experienced is unique to each 
 individual and changes dynamically throughout the course of the HIV 
 illness trajectory. 


Wiener LS, Battles HB, Heilman N, (2003). Found that an 
 increasing number of children infected with HIV live to older ages, the 
 question of disclosure of the diagnosis (to the child and to others) 
 becomes more crucial. One reason that families avoid disclosure is their 
 fear of the negative impact on the child and family that the stigma 
 associated with AIDS can bring. Findings and implications for future 
 research as well as interventions and strategies aimed at counseling 
 families considering “going public” and helping to normalize the public 
 child’slifeare discussed. 


Kmita G, Baranska M. (2003)Did an explorative study to 
describe the process of disclosing HIV/AIDS problem in the family for 
children and to explore its possible determinants. The process of 
disclosing the HIV / AIDS problem in the family by parents to children 
requires taking into account many different factors. Providing 
professional psychological services may be of great importance in many 
instances. 



(41)Lee MB, Rotheram-Borus MJ. (2002)Mentioned that the Parents’ 


disclosure of their HIV serostatus to all of their children is described over 
 time and the impact of disclosure is examined for their adolescent 
 children. Parental disclosure of HIV status is similar to disclosures by 
 parents with other illnesses. Clinicians must assist patients to make 
 individual decisions regarding disclosure. 


II STUDIES RELATED TO QUALITY OF LIFE OF HIV 
 POSITIVE CHILDREN 


According to Zhan.L the concept of quality of life can be traced back to 
 the Greek philosopher Aristotle. He described this as a “Certain kind of 
 virtuous activity of the soul, a happy mind works well and does well.”  


In the not – too distant past, “Palliative” care was given to 
 HIV/AIDS patients because there was no other option. “Palliative” means 
 to reduce the violence of the disease” most effective treatment in recent 
 years has greatly increased the life span of people HIV/AIDS in the US. 


As patients live longer, health care practitioners are planning more 
 emphasis on enhancing the quality of their lives by treating HIV/AIDS as 
 a long term chronic condition. Reducing pain and providing comfort are 
 still important but no longer always in the same content as but term 
 palliative care when death is imminent.  


Costa hs et.al., (2011) Conducted the study, which is used to 
measure health related quality of life (HRQH) in Brazilian children aged 
between 5 and 11 with HIV/AIDS. Four of seven domains showed 
internal consistency above 0.70 (α: 0.76-0.90) and five of seven revealed 
extra-observes reliability (ricc: 0.41-0.70). 



(42)Kuntawee C, et.al (2010) A cross-sectional study was conducted 
 to determine the social factors and quality of life HIV infected children 
 attending the Pediatric infectious Disease Clinic, Thailand.The HIV 
 infected children’s quality of life needed improvement (78.7%). The 
 factors associated with quality of life included having the others as main 
 care takes (OR 4.64, 95% CI 1.45-14.78), Parental death (OR 4.10, 95%, 
 CI 1.55-11.31), age of caregivers above 45 years above 45 years old (OR 
 5.25, 95% CI 2.62-34.53) and family income less than THB 5,00 per 
 month (OR 5.25, 95% CI 14-23.39). 


PininnahOberdosfer et.al., (2010) Conducted the study was to 
 measure quality of life in human immunodeficiency virus-infected 
 children. This is a cross-sectional study among main caregivers of human 
 immunodeficiency virus-infected children. The questionnaire consisted of 
 5 main domains: general health, physical functioning, symptoms, 
 psychological well being, and social and role functioning. A total of 131 
 main caregivers (21% males, average age 42.5 years) of human 
 immunodeficiency virus-infected children (28% male, average age 10.1 
 years) answered the questionnaires. Four out of 5 domains showed that 
 children without immune suppression had a significantly higher quality of 
 life than children with immune suppression. There was a significant 
 correlation between health care utilization and physical functioning, 
 symptoms, and social and role functioning. The instrument had 
 acceptable internal consistency and was a feasible measure of quality of 
 life among human immunodeficiency virus-infected children. 


Greene S et.al (2010) conducted in the first longitudinal 
community – based research (CBR) imitative in Canada to examine 
housing stability and its relationship to health related quality of life for 



(43)people living with of HIV/AIDS. As part of our mixed method data 
 collection strategy in-depth, semi-structured interviews were conducted 
 with 50 PHAS across Ontario to provide a deeper understanding of the 
 impact that housing stability has on their mental and physical health. 


Banerjee Total (2008) study was conducted Dr. Ram 
 Manoharhohia Hospital, New Delhi. India at the HIV pediatric outpatient 
 department, it was administered to 100 HIV – infected and 200 
 uninfected children aged 8-12 years and their primary caregivers. Internal 
 consistency reliability exceeded 0.7 for both proxy reported and self-
 reported scales. Interclass correlation coefficient demonstrated mainly 
 larger values for parent proxy-report (interval of 0.926-0.952 with 95% 


confidence) than for child self report (interval of 0.891- 0.928 with 95% 


confidence). HIV infection was associated with a negative impact on 
 among children with lower scores for physical, school and emotional 
 functioning and health symptoms.  In contrast, uninfected children had 
 lower social functioning scores. Our results showed antiretroviral 
 treatment to be associated with improved QOL among HIV – infected 
 children. We even identified infected children living at home to be at a 
 higher distress of psychosocial functioning and health symptoms when 
 compared with children living in care homes.  


McInerney PA, et al. (2008). This study was conducted in 28.7% of the 
HIV infection total and one-third of  infections among youth and children 
in South Africa. The purpose of this study was to examine the variability 
of HIV/AIDS symptoms, social support, influence of Co morbid medical 
problems, quality of life, adherence to antiretroviral medications, and 
physical functioning in HIV infected individuals. These results indicate 
that  those individuals who reported a greater length of time on 



(44)medications, fewer Co morbid health problems, and greater social support 
 had better physical functioning. 


oberdirfes et.al., (2008) Conducted a study to measure the QOH 
 among HIV infected children in Thailand.  This is a cross-sectional study 
 among main caregivers of HIV infected children.  The questionnaire 
 consisted of 5 main domain general health, physical functioning, 
 symptoms, psychological well being and social and role functioning.  The 
 instrument and accepted internal consistency and was a feasible measure 
 of QOL among HIV infected children.  The information obtained will 
 enable health care providers to establish comprehensive health care 
 services to serve the needs of these children and their families.  A total of 
 131 main caregivers (21%) males, average age 42-50 years) of HIV 
 infected children (28% male, average age 10-11 years) answered the 
 questionnaire four out of 5 domains showed that children without 
 immune.  Suppression had a significantly higher QOL than children with 
 immune suppression.  There was a significant correlation between health 
 care utilization and physical functioning, symptoms and social role 
 functioning. 


Sebi Das  et.al., (2007) conducted the study was a comparative, 
cross-sectional survey conducted in the clinic of a tertiary care hospital in 
north India from  Children suffering from cystic fibrosis (CF) were 
chosen as a comparison group. Children (3) 6 yr of age with HIV 
infection or Cystic Fibrosis, with no acute illness at the time of the survey 
were included in the study.   Forty one HIV infected and 30 children with 
cystic fibrosis were enrolled. According to the child self - report in the 
PedsQL 4.0, the difference of perceived physical health status between 
the two study groups was statistically significant (p=0. 04), with HIV 



(45)infected children demonstrating a better QOL in this domain. A 
 significantly greater number of children with cystic fibrosis (8/30 or 
 26.67%) suffered from psychosocial problems as compared to HIV 
 children (3/41 or 7.32%) [p=0. 026].  The quality of life and psychosocial 
 functioning is reasonably good with children with HIV infection. 


Howland et.al., (2007)  Conducted a study of negative life events; 


risk to health related quality of life in children and youth with HIV 
 infection.  The authors conducted a cross-sectional analysis of data 
 determined in 1999 from 1, 018 children and youth 5 to 21 years of age 
 enrolled in a longitudinal follow-up study.  Multivariate logistic 
 regression estimated the odds four worse HIV outcomes.  Children and 
 youth with one or more NILES may present a significant non disease risk 
 for diminished HRQOL among children and youth challenged by HIV 
 disease.  Nursing efforts to support these younger patients and their 
 families sustaining major family discipline caused by NLCs may improve 
 overall health outcomes in this vulnerable population. 


In the psychological domain, Gore – Felton (2006) described as 


“the usual suspects” were considered when assessing the well being of 
 HIV / AIDS patients.  It includes at depression, anxiety, substance use 
 and cognitive functioning, which is a particularly big area of concern for 
 people living with HIV.  In general terms, society is still more judgmental 
 about others with chronic illness, which has a direct impact on the QOL 
 of the individual. 


Chergl Gore – Feltan (2006) said that we tend to look at two 
different domains, physical quality of life and psychological QOL, also 
stated that regular communication is a critical element in Dealing a better 



(46)quality of life for patient with any chronic condition.  It is becoming more 
 important to HIV patient as the prospects for changing the status to 
 improve. 


Storm D.S et al., (2004)Examine the quality of life among school 
 aged children with perinatally acquired HIV infection compares QOL 
 outcomes between treatment groups among 940 children 5 to 18 years of 
 age. When treatment groups were compared children receiving PI therapy 
 (72%) was having lower CD4+ cell percentages and had lower height and 
 weight scores than did those receiving non – PI therapies. Almost one 
 half of  the children had at least some limitations in energy demanding 
 activities (46%) than in basic activities of daily living (32%) one or more 
 limitations in social / school functioning were reported for 58% of 
 children. 


Gaughan DM et.al., 2002 Quoted thatas the life expectancy of 
 children with human immunodeficiency virus (HIV) /acquired 
 immunodeficiency syndrome (AIDS) increases, quality – of – life 
 outcomes are of increasing concern.  The prevalence of pain in adults 
 with AIDS ranges from 40% to 60% depending on stage of illness.  There 
 is limited research concerning pain in HIV – infected children and youth.  


The general Health Assessment for children was administered to 
 caregivers of HIV – infected children and youth enrolled in the Pediatric 
 Late outcomes study. A total of 985 HIV – positive participants had a 
 baseline pain evaluation in 1995.  The prevalence of pain remained 
 relatively constant during each year of observation, averaging 20% 


CD4+T – lymphocyte percentage, female gender, and an HIV / AIDS – 
related diagnosis was highly associated with an increased risk of reported 
pain. 



(47)Tozzi. V et al., (2002) Conducteda  cross sectional study to examine 
 the impact of HIV related cognitive impairment of health related quality 
 of life among 111 subject, in that 70 of them on HAART in Rome. 


Cognitive impairment was documented in 37/111 patient (33.3%) and in 
 32.9% on HAART. Cognitive impairment was significantly associated 
 with poorer QOL scores in all domain physical health (p<0.005), mental 
 health (p<. 003), pain ( p<. 03),  physical function (p<. 007), role function 
 (p<. 03), social function (P<. 03), energy (p<. 03), health distress (p<. 02) 
 And QOL (p<. 02). Among the 70 children on HAART, cognitive 
 impairment was also significantly associated with poorer score in all 
 specific domains (p<. 05).  


3. STUDIES RELATED TO PSYCHOSOCIAL FUNCTIONING OF 
 HIV POSITIVE CHILDREN 


Puffer Es et.al., (2011) Conducted a study Associations between 
 individual – and family – level psychosocial factors and sexual behavior 
 were examined among 325 adolescents ages 10-18 in rural Kenya.  


History of sexual activity was reported by 51% of males and 30% of 
 females.  Multivariate logistic regression modeling demonstrated sexually 
 active adolescents were significantly more likely to be older, male, more 
 accepting of risky behavior, and have greater perceived HIV risk, 
 caregiver social support, social support related to HIV, and emotional 
 problems. 


Zhzo G et.al (2011) conducted a study.  The relationship between 
perceived social support (PSS) and psychosocial well-being has been well 
documented in the global literature.  The current study, utilizing data 
from 1299 rural children affected by HIV/AIDS in central Chinna.  The 
findings of the study suggested the roles of specific social support 
functions or resources may need to be assessed in relation to specific 



(48)psychosocial outcome and the context of children’s lives.  The strong 
 association between PSS and psychosocial outcomes underscores the 
 importance of adequate social support to alleviate stressful life events and 
 improve psychosocial well-being of children affected by HIV/AIDS.  


Meanwhile, the study findings call for gender and developmentally 
 appropriate and situation specific social support for children and families 
 affected by HIV/AIDS. 


Zhao Q, et.al., (2011) Conducted a study assessed the prevalence 
 of childhood sexual abuse (CSA) and its association with psychosocial 
 outcomes among children residing in communities with a high prevalence 
 of HIV in rural Chinna.  Data were collected from HIV orphans (n=417; 


children who had lost one or both parents to HIV), vulnerable children 
 (n=326; children living with HIV – infected parents), and comparison 
 children (n=276; children who had not experienced HIV – related familial 
 illness of death).  Approximately 30% of the children reported having 
 experienced at least one form of CSA; boys (37%) reported more cases of 
 CSA as compared with girls (24%); 24% reported experiencing only 
 nonphysical CSA, 5% reported both physical and nonphysical CSA, and 
 2% reported only physical CSA. 


Mary. C et.,al (2010) conducted a study   is an analysis of baseline 
 data from a pilot psychosocial support intervention for HIV-affected 
 youth and their caregivers in Haiti . Participants were recruited from a list 
 of HIV-positive patients receiving care at PIH/ZL. The baseline 
 questionnaire was administered from February 2006 to January 2007 with 
 HIV-affected youth (nԜ=Ԝ492), ages 10–17, and their caregivers (n=330). 


According to findings at baseline, the youth reported high levels of 
anxiety, including constant fidgeting (86%), restlessness (83%), and 
worrying a lot (56%). Their parents/caregivers also reported a high level 



(49)of depressive symptoms, such as low energy (73%), feeling everything is 
 an effort (71%), and sadness (69%). Parents' depressive symptoms were 
 positively associated with their children's psychological symptoms (odds 
 ratio [OR] =1. 6–2.4) and psychosocial functioning (OR =1. 6 according 
 to parental report). The significant levels of anxiety and depression 
 observed among HIV-affected youth and their caregivers suggest that 
 psychosocial interventions are needed among HIV-affected families in 
 central Haiti and other high HIV burden areas. 


Haven B Battles et.,al  (2006) To examine the psychosocial 
 factors associated with long-term survival of pediatric  human 
 immunodeficiency virus (HIV) infection : Children infected with HIV 
 enrolled in clinical trials at the National Cancer Institute and their 
 caregivers were interviewed and completed self-report measures 3 times, 
 approximately 12 months apart, using the Child Behavior Checklist, 
 Social Support Scale for Children, Self-Perception Profile for Children 
 and Adolescents, and a structured interview designed by the investigators. 


: Pearson  product-moment  correlations revealed that disclosure was 
 found to be positively related to social support, self-competence, and 
 decreased problem behavior, except in the case of public disclosure, in 
 which an independent-sample Student’s t-test revealed that it was 
 negatively associated with global self-competence. Social support was 
 significantly negatively correlated with problem behavior. Chi-square 
 analyses of the 5-year follow-up data indicated that participants aged 18 
 years and older were less likely to complete their academic education 
 than their healthy peers 


      Forehand    et.,al  (2004)  conducted a study, the psychosocial 
adjustment of 87 inner-city African American children 6–11 years old 
whose mothers were HIV infected was compared with that of 149 



(50)children from a similar socio demographic background whose mothers 
 did not report being HIV infected. Children were not identified as being 
 HIV infected. Mother reports, child reports, and standardized reading 
 achievement scores were used to assess 4 domains of adjustment: 


externalizing problems, internalizing problems, cognitive competence, 
and pro social competence. The results indicated that, on average, 
children from both groups had elevated levels of behavior problem scores 
and low reading achievement scores when compared with national 
averages. Relative to children whose mothers were not infected, those 
whose mothers were HIV infected were reported to have more difficulties 
in all domains of psychosocial adjustment.  



(51)
CHAPTER –III 



RESEARCH METHODOLOGY 


The research methodology indicates the general pattern of 
 organizing the procedures of gathering valid and reliable data for an 
 investigation. 


This chapter deals with the research methods used to assess the 
 quality of life and psychosocial functioning of HIV positive children. 


Research frame work encompasses  research approach, research design,  
 sampling technique, criteria for selection of samples, setting of the study,  
 selection of tool, development of tool,  population, data collection 
 procedure, description of the tool, pilot study, plan for data analysis and 
 protection for human rights. 


RESEARCH APPROACH 


Quantitative approach was   adopted in this study. The purpose of 
 the study is to assess the quality of life and psychosocial functioning of    
 HIV positive children.   


RESEARCH  DESIGN 


A descriptive design  was used to reveal the quality of life and 
 psychosocial functioning of HIV positive children.   


SETTING OF THE STUDY 


The  setting of the study was HIV care centers in Madurai. The 
names of the centers were  community development care center, Madurai 
and St. Anns  care center at Thirunagar. Prof. Raju is the community 
development director. Approximately 260 to 270 HIV positive children 
coming to care centers. The community development care center is 
providing support such as financial and counseling support to children. 



(52)St. Anns care center is providing care and treatment for children with 
 HIV infection. The community development care center  is located at  a 
 distance of about 55- 60km from the Matha college of Nursing, 
 Manamadurai. 


POPULATION 


      The target population  of  this study is the children  between the age 
 group of  8-12years  living with HIV infection. 


SAMPLE AND SAMPLE SIZE 


         The  sample selected were 80 children having HIV positive 
 attending at community development HIV care center, Madurai and St. 


Anns care center, Thirunagar.      


Sampling technique 


      Purposive sampling technique was  used to select 80 samples from 
 the community development care center, Madurai and St. Anns care 
 center, Thirunagar  who came to care, counselling and treatment. 


CRITERIA FOR SELECTION OF SAMPLES 
  INCLUSION CRITERIA: 


•  Children who were willing to participate in the study. 


•  Children in the age group of 8-12 years.  


•  Children who were attending/ residing at HIV care centers. 


  EXCLUSION CRITERIA 


•  Children below 8 years of age. 


•  Who are seriously ill with HIV/AIDS  


•  Children who are in the acute stage of HIV/AIDS. 



(53)SELECTION OF  THE TOOL 


ModifiedPediatric quality of life inventory was used to assess the quality 
 of life of HIV positive children & Modified pediatric symptom checklist  
 was used to assess the psychosocial functioning of  HIV positive children. 


The selected tools were printed both in Tamil & English. 


DESCRIPTION OF THE TOOL 
 The tool consists of three sections. 


™ Section –I        Demographic data 


Section – I deal with demographic variables. The 
 Demographic data consist of baseline information of children such 
 as age, Sex, Child Education, Type of family, Number of sibling, 
 Health status of sibling & parents,  Parents’ education, parental 
 status, the child is living with, receiving ART treatment, & 


duration of treatment.  


™ Section- II  ModifiedPediatric quality of life inventory  


Section –II  consists of 30 items to assess  the quality   of life 
 of HIV positive children.  


™ Section-C   Modified pediatric symptom checklist 


Section – III Consists of a 30 items to assess the 
 psychosocial functioning of HIV positive children.  


SCORING PROCEDURE 
 PART- I 


Part-1 the demographic data was not scored, but used for 
descriptive analysis. 



(54)PART-II 


Modified Dr. James W. VarniPediatric quality of life inventory was 
 used to assess the quality of life of HIV positive children.  The tool 
 consists of 30 items. Each item was prepared with five options. A score 
 of 4 was fixed for almost always, a score of 3 was fixed for often, a score 
 of 2 was given for sometimes, a score of 1 was given for almost never 
 and score of 0 for never. The score was given according to the child 
 response against each item.  


       The  maximum  possible  score was 120, minimum score was 0. 


According to the total score, they were categorized as follows:  


SCORE CATEGORY 
       0 -37     HIGH 


      38 - 80      MODERATE 


>81      LOW    


 PART -3   


Modified Gardner W, Murphy M, Childs G, et al. The pediatric symptom 
 checklist  was used to assess the psychosocial functioning of HIV 
 positive children. The tool consisted of 30 items, the response may be  
 0,1& 2.  A score of 2 fixed for often, a score of 1 given for sometimes 
 and score of 0 for never. 


         The  maximum possible score was 60, minimum score was 0. 


According to the total score, they were categorized as follows: 


SCORE CATEGORY 
        0 – 14       HIGH 


      15 - 27        MODERATE 


> 28        LOW 



(55)TESTING OF THE TOOL 
 Validity 


The validation of the modified  standardized tool was obtained by 
 submitting the Inventory & checklist  to the experts in  pediatric Nursing, 
 and a pediatrician. The language, content & format of the tool were 
 revised on their suggestions. 


Reliability 


The  modified pediatric quality of life inventory and pediatric 
 symptom checklist was prepared to assess the quality of life and 
 psychosocial functioning of HIV positive children. Test and retest method 
 used to find out the reliability (r= 0.74). So the tool was accepted as 
 reliable.    


PILOT STUDY 


A pilot study was conducted with the view of assessing the 
 feasibility of the study and to determine major flaws in the study design 


& to decide a plan for data analysis. Prior administrative permission was 
obtained from  the Director of community development care center, 
Madurai.   8 children were  selected from the community development 
care center by purposive sampling technique. The tool was administered 
to each child with the guidelines. It took almost 30-40 minutes for the 
children to complete the questionnaire. The samples were inadequate to 
conduct the main study. Hence under the guidance of  community 
development   care center, the main study samples also were  collected 
from St. Anns care  center, Thirunagar .   The subjects who were included 
in the pilot study were excluded from the main study. 
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