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ABSTRACT 

During the past two decades, major advances in the 

field of HIV/AIDS research have occurred. With advances in 

medications and treatments, children born with HIV/AIDS are 

experiencing greater life expectancies and beginning to 

enter the school systems. However, this new population of 

children with HIV/AIDS has a variety of new and unique 

needs that must be addressed by schools. Given the new 

needs, schools may have to re-examine present policies by 

eliciting the views of the people most affected by the 

policies. The purpose of the present study was to provide 

a preliminary opportunity for the families of children with 

HIV/AIDS to express their expectations and reservations in 

regard to school systems and policies related to 

disclosure. A multi-case study research design was used to 

learn more about the perspectives of four parents/guardians 

of school-aged children with HIV/AIDS. This study was 

intended to challenge the assumption that the issues facing 

families affected by HIV/AIDS today are the same as they 

were in the late 1980's and early 1990's by providing a 

voice to families of children with HIV/AIDS and 

recommendations for new policies. 
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chapter One 

INTRODUCTION 

There is a new population of children born with Human 

Immunodeficiency Virus/Acquired Immune Deficiency Syndrome 

(HIV/AIDS) on the verge of entering school systems. These 

children are at high risk for multiple forms of mental, 

physical, and emotional disabilities as well as 

deve1opmenta1 delays (e.g., Beverly & Thomas, 1997; Gerald 

& Brugel, 1993; Kalichman, 1995). Many of these 

disabilities will necessitate that special education and 

other services be provided by the school (e.g., Beverly & 

Thomas; Mialky, Vagnoni, & Rutstein, 2 001) . While it is 

important to ensure that the needed services and 

accommodations are in place, it is of greater importance to 

create a safe atmosphere in schools where families are more 

likely to disclose (i.e., inform others of) the child's HIV 

status and therefore receive said services. 

At present, however, it appears that most of the 

research being conducted is based on the assumption that 

the issues facing families affected with HIV/AIDS today are 

the same as they were in the late 1980' s and early 1990' s. 

For example, in the 1980's and early 1990's disclosure was 

a major concern due to the bias and prejudice that 
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surrounded the disease {Smith, 1990), especially in regard 

to schools. However, an aggregate of the recent research 

and literature indicates that scant research has been done 

to see if the past assumptions are still valid today. That 

is, there appears to be a dearth of research in gathering 

first hand knowledge of what families of children with 

HIV/AIDS are concerned with today. In short, there seems 

to be a lack of research aimed at identifying the 

expectations and reservations families of children with 

HIV/AIDS have in regard to schools. 

In this multi-case study research design, the broad 

query of what the present needs, concerns, and issues 

facing families with children who have HIV/AIDS was 

examined. This query was explored by examining two 

questions: (1) What are the present views of families of 

children with HIV/AIDS in regard to disclosure to schools?; 

and, (2) What are the present expectations and reservations 

that families of children with HIV/AIDS have in regard to 

schools? The answers to these questions will contribute to 

a stronger foundation from which to base future research 

regarding children with HIV/AIDS. The present study has 

the potential to serve as a valuable springboard for future 

research in education and rehabilitation in regard to 
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children born with HIV/AIDS who are entering schools today. 

Moreover, the potential to positively impact the lives of 

children faced with HIV/AIDS makes this study particularly 

germane. In the remainder of this chapter, the following 

topics will be addressed: (a) framing the problem; (b) 

statement of the problem; (c) research questions and 

research design; (d) rationale for the study; (e) 

definition of terms; (f) assumptions of the study; and, (g) 

significance of the study. 

Framing the Problem 

The world has known of HIV/AIDS for almost a quarter 

of a century (Keaster, Evans, Melville, & Cass, 1996). 

During this time the face of this disease changed 

dramatically. Multiple forms of medications, treatment, 

and research have greatly increased the life spans of 

people who are infected (Kalichman, 1995). In adults there 

have been significant increases in life expectancies after 

infection. With new medications and treatments, most 

importantly the introduction of protease inhibitors and 

combination therapies, contracting HIV no longer means life 

expectancies of three years post AIDS diagnosis (Beverly & 

Thomas, 1997; Southern Arizona AIDS Foundation [SAAF] , 

2001). Rather, people contracting HIV presently can 
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experience projected life spans of 20 plus years post AIDS 

diagnosis (Beverly & Thomas; Blackwell, Gruber, & von 

Almen, 1997) . There have been increases in life expectancy 

in the adult population, as well as among children with 

HIV/AIDS (e.g., Beverly & Thomas). 

Children who contracted HIV later in life, commonly 

defined as after four years of age, usually had similar 

life expectancy projections as adults with HIV (Blackwell 

et al., 19 9 7; SAAF, 2001) . These children have responded 

relatively well to the medications and treatments in the 

past and continue to do so presently. Also, many children 

who contracted HIV later in life often remained 

asymptomatic, or did not show signs of the disease, 

throughout their school experience (i.e., approximately 18 

years old) because HIV can be in a person's immune system 

for up to ten years before symptoms occur (SAAF). However, 

it is important to note that there are differences between 

children born with HIV and persons who are infected later 

in life. 

When dealing with children born with HIV, many new 

factors are now coming to light. In the first 15 years of 

the epidemic, children born with HIV/AIDS had life 

expectancies of only one to three years (Beverly & Thomas, 
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19 97; SAA.F, 2001) . While there were exceptions, most of 

the children who lived longer had very low viral loads (a 

measurement of the amount of HIV in the body) and high T-

Cell counts (a measurement of the immune system) (SAAF). 

In general, however, the projected life span was minimal. 

Presently, with the advent of new medications and 

treatments, these children may now have life expectancies 

exceeding 20 to 30 years (Beverly & Thomas; Blackwell et 

al., 19 97; Moss, Bose, Wolter, & Brouwers, 1998) . 

The increase in life span for children born with 

HIV/AIDS has made it possible for researchers to discover 

many aspects of HIV/AIDS that had not been previously 

known. Of central importance to the present study is the 

effect of HIV on development in children. Since the 

increase in life spans during the last five years for 

children born with HIV/AIDS, multiple forms of disabilities 

(e.g., Gerald & Brugel, 1993; Moss et al. , 1998; Wolters, 

Brower, & Moss, 1995) , delays, and loss of deve1opmenta1 

milestones (e.g., Blackwell et al. , 1997; Beverly & Thomas, 

1997; Keaster et al., 1996; Moss et al.) have been 

documented. HIV can have notable impact on the mental, 

intellectual, psychological, physical, and emotional 
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development of a child (e.g. , Gerald & Brugel; Moss et al. ; 

Wolters et al.). 

The impact on development in children born with 

HIV/AIDS presents many new challenges to the fields of 

education and rehabilitation. In the early days of the 

epidemic, a main concern was for children who contracted 

HIV later in life, mostly as a result of blood transfusions 

(SAAF, 2001). Since the blood banks began screening the 

blood supply in 1984 (SAAF) , there has been a marked 

decrease in the number of children with HIV/AIDS in school 

systems. Presently many children who contract HIV later in 

life do not begin to show symptoms until after they have 

reached high school graduation age (SAAF). Previously, 

children born with HIV/AIDS usually died before reaching 

school age. Therefore, school districts did not have as 

many students with HIV/AIDS in their system as they did in 

the 1980's (Beverly & Thomas, 1997) . However this 

situation is on the verge of changing and will necessitate 

increased attention by schools. 

Statement of the Problem 

The problem is twofold. First there is the potential 

increase in students with HIV/AIDS entering the school 

systems who could have differing educational needs than the 
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previous population of students with HIV/AIDS. It is not 

certain whether these students will be known to schools and 

receive needed services. 

The second issue is a lack of knowledge as to the 

expectations and reservations families of children with 

HIV/AIDS currently have. A review of the recent literature 

indicates that little research has been done to give a 

voice to the families about their views on the issues. A 

multi-case study was selected to provide an opportunity for 

several families to express their concerns, wishes, 

expectations, and desires of schools for their child with 

HIV/AIDS. 

Many of the children born with HIV/AIDS will now be 

living to an age at which they will enter schools. Given 

the multiple disabilities and deve1opmenta1 issues faced by 

these children, which will be examined in detail in Chapter 

Two, schools will need to be prepared with appropriate 

policies and accommodations. Some of these accommodations 

may include, but are not limited to, flexible scheduling 

(e.g., Prater, Serna, Sileo, & Katz, 1995) , confidentiality 

practices (Olenik & Sherrill, 1994 ; Prater et al.) , 

resource teams (e.g., non-school personnel such as doctors, 

social workers, and physical therapists)(e.g., Groze, 
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McMaillen, & Haines-Simeon, 1993), and preparation for the 

possible backlash that can occur from other families upon 

learning a child with HIV/AIDS is in the school with their 

children (e.g., Beverly & Thomas, 1997; Jones, Ellis, Tape, 

& Lindsay, 1991) . 

In addition to attending to accommodations, districts 

will likely need to revisit existing school HIV/AIDS 

policies. While it is assumed that most school districts 

have policies on HIV/AIDS, it is likely these policies were 

written in response to the large number of children with 

HIV/AIDS that contracted the disease through blood 

transfusions in the early and mid 1980's. Older policies 

present a unique challenge, since they may have been 

written for a population that no longer exists in large 

numbers. Based on the increase in life span (e.g., Beverly 

& Thomas, 1997) , in the next few years schools will be 

faced with an influx of children born with HIV/AIDS who 

will have very different needs than those who contracted 

the disease later in life. The current HIV/AIDS policies 

may not be adequate in terms of providing the services 

needed by this new population. 

Multiple issues are inherent in light of the predicted 

increase in children born with HIV entering educational 
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institutions (Beverly & Thomas, 1997; Blackwell et al. , 

1997; Moss et al. , 1998) , including whether the schools are 

prepared to deal with the needs of these children or not. 

While policy analysis and program development are of utmost 

importance for children with HIV/AIDS, it is also important 

to elicit the views, in regard to expectations and 

reservations, of the families to better create appropriate 

programs and refine the existing policies. Research has 

shown that bias and prejudice against people with HIV/AIDS 

still exists (Beverly & Thomas; Hemmeter, Grisham-Brown, 

Brady, & Harley, 1997) . However, this raises the issue of 

whether bias and prejudice still impacts children with 

HIV/AIDS and their families in terms of disclosing the 

child's HIV status to the school systems. 

Research Questions and Research Design 

The research questions were designed to explore the 

broad query of what are the present needs, concerns, and 

issues facing families with children who have HIV/AIDS. 

Research about the numerous new disabilities and 

deve1opment a1 delays associated with children born with 

HIV/AIDS, and the accommodations needed to better serve 

this population, is warranted. However, it is important 

and necessary to also gain insights into the views of the 
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families of children with HIV/AIDS, as well as test the 

validity of the assumptions on which present research has 

been based. 

Safe and voluntary disclosure is imperative since 

children born with HIV/AIDS cannot receive the services if 

the school is unaware of the HIV status. In the past, 

families in were les likely to disclose their child's HIV 

status due to the bias and prejudice that could result from 

disclosure (Smith, 1990) . However, it is uncertain what 

views families presently have regarding disclosure. This 

uncertainty led to the design of the first research 

question: 

1. What are the present views of families of children 

with HIV/AIDS in regard to disclosure to schools? 

The other issue explored in this study attempts to 

fill in the gap of information from the perspective of 

families of children with HIV/AIDS. This gap in information 

led to the design of the second research question: 

2. What are the present expectations and reservations 

that families of children with HIV/AIDS have in regard 

to schools? 

A multi-case study design (Bogdan & Biklen, 1992) was 

employed to answer the research questions. Multi-case 
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studies take a variety of forms and entail the study of two 

or more participants or deposits of data (Bogdan & Biklen) . 

This approach was selected for the present study because it 

allowed the researcher to gain deeper insights and 

understandings into participants' views. 

Rationale for the Study 

The rationale underlying this research is two-fold. 

First, it is of the utmost importance to determine whether 

or not the information driving current research in the area 

of HIV/AIDS is still valid. It is of critical importance 

to determine what the present views are of families who 

have children with HIV/AIDS with regard to disclosure to 

schools. Second, the present study is intended to explore 

what the family expectations and reservations of school 

systems are in regard to their child/children with 

HIV/AIDS. In terms of the first rationale, if disclosure 

is still an issue, then it will provide a stronger 

foundation and base for both future research and research 

currently being done in this field, particularly in terms 

of creating a more conducive and safe atmosphere for 

disclosure. In the event that disclosure is no longer an 

issue, then increased attention and research can be given 

to other areas, such as policy and program development. In 
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either instance, more solid information on parent/guardian 

views about disclosure is needed. 

The rationale for the second area of inquiry stems 

from the need to gain richer insights into the perspectives 

of families who have a child with HIV/AIDS. An aggregate 

of the literature indicated that there was a rather limited 

examination of family views and perspectives. This multi-

case study approach is aimed at gaining a preliminary 

understanding of the issues families of children with 

HIV/AIDS deem as important to them. This information will 

pave the way and provide the foundation for future research 

which is more germane to the population effected. 

Finally, it is important that I explain my reasons for 

conducting the present study, as well as furnish 

information about my experience in the field which has 

likely impacted my views. I have been involved in the 

field of HIV/AIDS since 1991. During this time I have 

served with multiple AIDS service organizations (ASO) as an 

educator, counselor, and trainer. I have had a long 

standing interest in the field, specifically in terms of 

the advances in both treatment and support. My interest 

originally started by noticing a lack of attention to this 
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population in rehabilitation and education settings, 

research, and practice. 

Currently there are increased numbers of children born 

with HIV/AIDS living to school-age and entering the school 

systems. However, when reading the research being done for 

these children and school systems, much of the research 

revolved around what experts and school administrators felt 

would best serve this new population. From my work with 

the various ASOs I began to see that a maj or voice and 

perspective was missing from the studies being done, that 

of the parent/guardian. 

Definition of Terms 

There are a number of terms that are central to this 

study which require clarification. Many of these terms 

have been used in previous articles, however, authors have 

differing definitions for the terms. For purposes of the 

present study, working definitions of central terms are 

provided. 

Acquired Immunodeficiency Syndrome (AIDS) : A result of 

Human Immunodeficiency Virus (HIV) infection, which makes 

the immune system less able to fight infection (SAAF, 

2001). 
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Antiviral Drugs: Drugs that slow the pace of HIV 

infection by suppressing the ability of HIV to replicate 

(SAAF, 2001) . 

Blood-to-blood contact: The mixing together of blood 

from "more and more" people. The primary ways HIV is 

spread is through blood-to-blood contact including the use 

of shared needles and syringes, blood transfusions, receipt 

of blood components or clotting factors, and organ 

transplants (all rare since 1985), and transmission from 

mother to child during birth (SAAF, 2001). 

Casual contact: Ordinary social contact, such as being 

around someone, sharing utensils, office space, bathrooms, 

phones, and swimming pools, shaking hands, kissing on the 

cheek. People cannot get HIV from casual contact (SAAF, 

2001). 

Combination therapy; Treatments, sometimes called 

"drug cocktails", involving a combination of three 

antiviral drugs that can dramatically inhibit HIV infection 

(SAAF, 2001) . 

Confidentiality: Used to describe keeping medical 

information private (SAAF, 2001). 

Human Immunodeficiency Virus (HIV) : The virus that 

causes AIDS. HIV weakens several body systems and destroys 
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the body's immune system, making it easier for life 

threatening opportunistic infections and cancers to invade 

the body (SAAF, 2001) . 

Opportunistic infections: A variety of infections, 

such as Pneumocystis carinii pneumonia, that occur in 

people whose immune systems are weak for various reasons, 

including disease, such as HIV infection. There are 

presently 23 opportunistic infections (SAAF, 2001). 

Protease inhibitors: A new class of antiviral drugs 

that suppress HIV by blocking infected cells from making 

copies of HIV (SAAF, 2001). 

T-cell: A type of white blood cell essential to the 

body's immune system. Helps regulate the immune system and 

control the functions of other types of white blood cells 

(SAAF, 2001). 

T-cell count (CD4 count): A marker that measures the 

effect of HIV infection on a person's immune system (SAAF, 

2001). 

Universal precautions: Guidelines used by health care 

providers (and school employees) to help protect them 

against blood borne germs, such as HIV (SAAF, 2001). 

Viral load: The amount of HIV RNA in one cubic 

milliliter of blood. As viral load increases, the chance 
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of illness increases (SAA.F, 2 001) . Having furnished 

working definitions of the terms, the assumptions of this 

study will be presented. 

Assumptions of the Study 

The author used a multi-case study research design to 

examine the broad query of what are the present needs, 

concerns, and issues facing families with children who have 

HIV/AIDS. In order to examine the query, five major 

assumptions were made in this study: 

1. AIDS affects people from all ages, ethnic groups, 

genders, and sexual preferences. 

2. In the near future, schools will experience a marked 

rise in the number of students with HIV in their 

systems. 

3. Children born with HIV/AIDS and/or their families will 

need to disclose the child's HIV status in order to 

receive all the services that will be required for the 

child in the school. 

4. The views, perspectives, expectations, and 

reservations of families with children with HIV/AIDS 

have not been examined in great detail since the new 

population of children born with HIV/AIDS has begun to 

enter the school systems. 
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5. A qualitative study of a limited number of 

participants can provide a rich data set from which to 

compare current beliefs and assumptions researchers 

have about parent/guardian views of school issues for 

their child/children with HIV/AIDS with previous 

beliefs and assumptions. 

Significance of the Study 

Given the apparent lack of research giving voice to 

the views and perceptions of families of children with 

HIV/AIDS, the present multi-case study may be a significant 

contribution to the current knowledge base. In light of 

the predicted increase of children with HIV/AIDS in the 

school systems (based on the increase in life span) (e.g., 

Gerard & Brugel, 1993; Wolters et al., 1995), schools will 

need to reevaluate their existing HIV/AIDS policies. Part 

of this reevaluation process should take into account the 

views and perspectives of the parents/guardians of children 

with HIV/AIDS. The present qualitative multi-case study 

was designed to provide rich insights into these views and 

perspectives. This research study is not only timely, but 

necessary. 
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Chapter Two 

REVIEW OF LITERATURE 

In order to frame this study, the following themes 

were examined: (a) history of HIV/AIDS; (b) overview of 

HIV/AIDS in school aged children; (c) HIV/AIDS demographics 

and incidence; (d) legal issues; (e) medical and 

psychosocial issues; (f) special education issues; (g) 

biases and barriers; (h) school policy, knowledge base and 

training level; (i) significance of the 1iterature to the 

study; and (j) qualitative research design. 

History of HIV/AIDS 

HIV and AIDS have existed for a generation. In 1981, 

according to Keaster et al. (1984) , "...the Center for 

Disease Control [CDC] in Atlanta received the first 

reported cases of severe immune systems suppression" (p. 

1) . It was another three years before the retrovirus HIV 

was isolated as the cause of AIDS (Beyers, 1989) . Since 

the early 1980's, there have been many changes in beliefs, 

advances in treatment, and increases in the number of 

infected individuals (e.g., Beverly & Thomas, 1997; 

American Academy of Pediatrics, 2 0 00; Gerald & Brugel, 

19 93; Kalichman, 1995; Mialky et al., 2001; Rehm & Franck, 

2000) . Beyers pointed out that AIDS, "...has become of 
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urgent concern to doctors, researchers, educators and lay

persons since 1984, when a virus was isolated and shown to 

cause AIDS" (p. 5) . It now is known that this virus is 

HIV. The virus is found in every country on the planet. It 

strikes all ethnic and cultural groups, all ages, all 

socio-economic classes, and all sexual orientations (e.g., 

Kalichman; SAAF, 2001) . It has also become one of the most 

controversial issues across the fields of medicine, 

religion, and education (e.g., Kalichman). A population 

that has started to receive more attention is children who 

have the HIV infection or AIDS. 

One issue, which has emerged with the increased lifespan 

of children with HIV/AIDS, is the education and placement 

of students who have not usually been served in schools. 

The first cases of pediatric AIDS were reported to the CDC 

in 1982 (Wolters et al. , 1995; SAAF, 2001) . Over a decade 

ago, before many of today's medical treatments were 

developed, Beyers (1989) suggested that schools would need 

to start addressing educational issues which may occur from 

a student population that included learners with HIV/AIDS. 

Initially educators were only concerned whether children 

with HIV/AIDS should be allowed to attend public schools 

(Beyers). An equally important issue, the effects of 
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HIV/AIDS on children's neurological development, has also 

appeared and presents multifaceted implications for the 

future (Beyers; American Academy of Pediatrics, 2000; 

Mialky et al. , 2 0 01; Wodrich, Swerdlik, Chenneville, & 

Landau, 1999). 

Overview of HIV/AIDS in School-Aged Children 

This study has at its core school-aged children with 

HIV/AIDS. As such, it is necessary to explain the 

infection process, course of the disease, and consequences 

of the disease. In addition, it is important for 

professionals in the fields of rehabilitation and education 

to understand how the virus is transmitted. Kalichman 

(1995) described eight common routes of transmission: 1) 

anal intercourse, 2) vaginal intercourse, 3) oral-genital 

contact, 4-6) perinatal transmission (transference of the 

virus from mother to child during gestation, 

labor/delivery, or breast-feeding), 7) intravenous drug 

use, and 8) blood transfusion, the last being most likely 

prior to 1984 when blood screening was implemented. In 

short, HIV can be transmitted only through four bodily 

fluids; blood, semen (including pre-ejaculatory fluid) , 

vaginal fluid, or breast milk (Kalichman; SAAF, 2001) . 
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While HIV has been detected in saliva and tears, 

(Smith, 1990; SAAF, 2001) there has yet to be a documented 

case of transference from one of those fluids. Rutstein, 

Conlon and Batshaw (1997) reported that, "HIV is 

transmitted primarily through contact with blood, semen, or 

cervical secretion of an infected person" (p. 166; see also 

SAAF) . The aforementioned point is of great importance 

when considering the risk children with HIV/AIDS pose to 

other students and faculty in schools. Due to the low 

frequency with which blood, semen, vaginal fluid and/or 

breast milk are transferred between children and/or staff 

at school, the risk of infection at school is relatively 

small. An aggregate of the literature indicated that no 

incidence of an infection of HIV has occurred at school. 

In short, "...no case of person-to-person transmission of HIV 

infection has been documented in child care centers or 

school..." (Rutstein et al. , 1997, p. 168) . Though there 

have been no cases of transmission in schools, there are 

children with HIV/AIDS in schools. 

There is a distinction between HIV infection and AIDS. 

This distinction is more of a marking of a milestone in the 

progression of the disease. While HIV is a tangible thing 

(e.g., it can be observed under an electron microscope, or 
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tested for in blood), AIDS is more intangible (i.e., a 

diagnosis given when certain criteria have been met) (SAAF, 

2001) . The criteria for moving from HIV infection to an 

AIDS diagnosis were first delineated in 1982 (Kalichman, 

1995). These defining criteria were written mainly for gay 

men, due to the high incidence of infection among this 

particular population, and concentrated on sexual 

practices, primarily anal sex. The criteria were not 

medically based, but rather relied on sexual history for 

diagnosing purposes. The criteria were then re-written in 

1985 and 1987 (Kalichman) . The revisions of the criteria 

moved away from the belief that it was a disease of gay men 

and began defining AIDS in medical terms (Kalichman). The 

major difference in the 1985 and 1987 rewrites, as compared 

to the initial 1982 definition, was the inclusion of 

opportunistic diseases to assist in diagnosing. Currently 

there are 23 opportunistic diseases (SAAF) , two of which 

needed to be contracted in order to meet the 1987 AIDS 

diagnostic criteria. The most common and known of these 

include Kaposi's sarcoma (a rare skin cancer), Pneumocystis 

carinii pneumonia and, in children, HIV-related 

encephalopathy (Kalichman; SAAF). 
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In 1993 the AIDS case definition was again re-written 

(Kalichman, 1995) . This major revision not only included ̂ ^ 

the opportunistic diseases, but also allowed for persons 

who did not have any of the diseases to receive a diagnosis 

if their T-Cell count fell below 200 per cubic millimeter 

(Kalichman; SAAF, 2001). This rewrite was significant 

because it allowed many who had been considered HIV 

positive to receive an AIDS diagnosis and thereby receive 

insurance and disability benefits. This new diagnostic 

classification is also important when examining the various 

statistics surrounding AIDS. 

HIV/AIDS Demographics and Incidence 

The statistics regarding HIV/AIDS infection are 

complex and often confusing. Presently there are two major 

organizations that track the incidence of HIV/AIDS: the 

World Health Organization (WHO) and the Centers for Disease 

Control (CDC) (SAAF, 2001) . However, there are many 

factors that make it difficult to determine the true number 

of infections. First, in some studies only AIDS cases are 

reported (SAAF), leaving a large number of HIV infected 

individuals unaccounted for in the research (SAAF). 

Additionally, in 1993 the AIDS criteria were altered 

(Kalichman) , leading to a false impression that there was a 
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sudden increase in AIDS/HIV infection (SAAF). In reality, 

the change simply allowed more HIV infected individuals to 

receive an AIDS diagnosis {SAAF). The third factor is the 

large number of HIV infected individuals who are unaware of 

their status (SAAF) . It has been suggested that for every 

reported case of HIV there are 5-15 cases that are either 

unreported or the infected individuals are unaware of their 

status (SAAF). Indeed, as Prater et al. (1995) purported 

"...most persons with HIV infection remain unreported" (p. 

69) . 

Yet, there are some notable reported statistics. In 

1994, the WHO estimated that 17 million individuals were 

infected with HIV worldwide (Prater et al. , 1995) . New 

figures from the CDC (2003) report that over 42 million 

people worldwide are living with HIV/AIDS. In the first 14 

years of the disease (1980-1994), 6,782 known cases were 

documented for children under the age of 19 in the United 

States (Prater et al.). By 1994 AIDS had become the sixth 

leading cause of death among 15-24 year olds (Cobia & 

Carney, 1998) . By 1996 the number had risen to 7,296 cases 

for children under the age of 13 (Riekert, Weiner, & 

Battles, 1999). As of 1997, there were over 8,000 cases of 

AIDS in children under the age of 13 (Wodrich et al. , 
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1999) . Presently, over 13, 000 cases of AIDS have been 

reported to the CDC for children under the age of 19 (SAAF, 

2001). Those with the highest infection rates presently 

are females, adolescents, and young adults; particularly 

Latinos and African Americans (Rehm & Franck, 2000). 

As noted previously, the majority of these statistics 

include only those who had received an AIDS diagnosis. HIV 

statistics and "unreported cases" were not included. 

However, the data show that there has been a marked 

increase in the number of cases of HIV/AIDS in children. 

In addition to the reported case statistics, there has also 

been documentation about the various demographics of 

children born with HIV/AIDS (e.g., Prater et al., 1995). 

Among children with HIV/AIDS under the age of 13, 89% 

were infected through their mothers, 6% were infected 

through blood transfusions, 4% were infected through 

treatment for hemophilia or other blood disorders and 1% 

had no identifiable risk factors (Prater et al., 1995) . 

With regard to race, Groze et al. (1993) found that 

approximately 53% of the children with AIDS in 1992 were 

black, 25% were Hispanic, and 20% were white. Presently 

African American and Latino children are still leading in 

infection rates (Rehm & Franck, 2000). 
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In summary, the changing criteria for AIDS, the 

increasing incidence, and the demographic information have 

many implications in regard to school-aged children with 

HIV/AIDS. First, the distinction between HIV and AIDS 

impacts the services and benefits, both insurance and 

medication, that the children can receive. Second, there 

is little doubt that the number of children who are HIV 

positive or have AIDS is growing. Many of these children 

are either in school now or at an age where they would be 

eligible to enter school. It is also possible that many 

more children who are infected but unaware of their status 

are in school presently. Finally, a high percentage of 

children who are infected are from minority groups. The 

issue of what type of schooling is available to these 

children comes to bear. Children from minority groups are 

under-represented in higher socio-economic school districts 

where systems and money may be more available to assist 

them. Yet, children with HIV/AIDS, regardless of whether 

they attend school in a privileged district, have legal 

rights. 

Legal Issues 

There are laws designed to protect children with 

HIV/AIDS. These laws are of utmost importance in the 
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creation and implementation of various school policies. 

The Individuals with Disabilities Education Act (IDEA), 

Public Law 99-457, and the Mental Health Administration Act 

(PL 102-321) all provide protection and services to 

children with HIV/AIDS (American Academy of Pediatrics, 

2 00 0; Phelps & Landau, 1995). Palfrey, Penton, Lavin, and 

Porter (1994) also discussed the Education of All 

Handicapped Children Act (PL 94-142) which, "...mandates that 

schools provide special education and related services to 

all children, no matter how severe their disability" (p. 

22; see also American Academy of Pediatrics; Gobia et al. , 

1998). Smith (1990) noted that Section 504 of the 

Rehabilitation Act of 1973 is also pertinent to children 

with HIV/AIDS in that it prohibits schools from 

discriminating on the basis of a person's handicap (see 

also American Academy of Pediatrics). More recent 

legislation has also provided protection for persons 

(including children) with HIV/AIDS, such as the Americans 

with Disabilities Act (Cobia et al. ) Even with all of the 

laws protecting children, many court cases have been fought 

to ensure that children with HIV/AIDS are allowed access to 

education. 
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Smith (1990) described many significant cases in the 

fight for education for children with HIV/AIDS. The first 

is the 1985 White vs. School Board of Hillsborough County 

case. Ryan White was a 14-year-old boy who contracted AIDS 

through a blood transfusion for hemophilia. His family 

sued the school board of Hillsborough County, Indiana 

because he was not allowed to attend classes. The court 

decided that he was protected under the Education for All 

Handicapped Children Act of 1973 because the Act declared 

that students with hemophilia were eligible for services 

(Smith). This case set the precedence for other decisions 

to provide more rights for persons with HIV/AIDS. 

Doe V. Dolton Elementary School District M. 148 in 

1988, "... prohibited the school district from excluding the 

student from attending full-time curricular and 

extracurricular activities with the exclusion of contact 

sports" (Smith, 1990, p. 16) . Parents of Child, Code No. 

870901W V. Coker in 1987 stated that students with 

contagious diseases could not be barred from schools 

(Smith). There are many other cases in which the schools 

were forced to readmit students with HIV/AIDS. Ray v. 

School District of Desoto County in 1987, District 27 

Community School v. Board of Education of the City of New 
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York in. 1986, and Thomas v. Atascadero Unified School 

District in 1986 all dealt with the courts allowing persons 

with HIV/AIDS the right to attend the schools (Smith) . 

Another legal issue surrounds the right of 

confidentiality. One act in particular, the Family 

Educational Rights and Privacy Act (FERPA) of 1974, also 

known as the Buckley Amendment, directly addressed this 

issue by including a "need to know" clause. This clause 

basically stated that only individuals who have a need to 

know should be given access to confidential material, such 

as HIV status. However, because this amendment was written 

long before HIV was discovered, the interpretation of who 

has a right to know has been greatly debated (Wodrich et 

al., 1999). This issue will be discussed in more depth in 

the section on confidentiality. 

There have been less of these court cases and 

legislative acts since the blood companies began screening 

in the late 1980's, resulting in decreased numbers of 

children with HIV in schools (Wodrich et al., 1999). 

However, with the changing medications, the number of 

children with HIV living to school age is beginning to rise 

again (e.g., Beverly and Thomas, 1997). Even with these 

laws and court rulings, children with HIV/AIDS still face 
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many challenges and biases in their pursuit of education. 

In particular, children with HIV/AIDS are faced with 

medical and psychosocial issues that impact their 

educational experience and quality of life. 

Medical and Psychosocial Issues 

Parents, teachers, school officials, and other 

professionals have great concern about the medical and 

psychosocial issues being faced by children with HIV/AIDS, 

both in school and out. It is important for all involved 

to understand not only what researchers, scientists, and 

medical professionals have discovered, but also to 

understand how the families of these children respond and 

adapt to these issues. 

The medical treatments to combat HIV/AIDS and its 

associated opportunistic infections have advanced greatly 

since the virus was discovered. Prophylactic drugs, anti-

retroviral medications (Blackwell et al., 1997; American 

Academy of Pediatrics, 2 0 0 0; Kalichman, 1995; Wodrich et 

al., 1999) and the newer protease inhibitors have all 

demonstrated the ability to slow the progression of the 

disease and to increase the life span of individuals who 

are infected (Kalichman). These advancements have resulted 

in an increase in life for both adults and school-aged 
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children with HIV (Mialky et al. , 2001; Rehm & Franck, 

2 000; Riekert et al. , 1999). Beyers (1989) purported that, 

"...an increasing number of children will live to school 

age..." (p. 5) . Beverly and Thomas (1997) reported that "The 

number of students surviving for longer periods of time is 

increasing due to such treatment advances as better 

nutrition and collaborative management of the virus" (p. 

33) . However, this increase in life span comes at a cost. 

These children are faced with many neurological and 

developmental problems, as well as financial and 

environmental burdens. In fact, Groze et al. (1993) 

estimated that in 1989 the cost for medical treatment was 

$526 per outpatient visit and $1,579 per day for inpatient 

visits for children with HIV. This price has surely risen 

in the last ten years when one considers inflation and the 

increased number of medications and treatments available. 

There are many neurological disorders that target 

children infected with HIV. The central nervous system 

(CNS) is especially vulnerable (American Academy of 

Pediatrics, 2 00 0; Wodrich et al. , 1999) . Wolters et al. 

(1995) stated, "...the CNS can be affected by either HIV 

itself or by other infections, strokes, or tumors since HIV 

significantly reduces their ability to fight infection or 
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cancer" (p. 308). HIV affects the brain "globally" and all 

structures of the CNS can be affected equally (Wolters et 

al. ) . One of the most common forms of CNS dysfunction is 

encephalopathy (generalized brain dysfunction) (American 

Academy of Pediatrics, 20 0 0; Mialky et al,, 2001) . 

Encephalopathy can be progressive or static and can cause 

"...deterioration in cognitive, motor, language, socio-

emotional, and adaptive function with the loss of 

previously acquired milestones" (Wolters et al., p. 310) . 

Gerald and Brugel (1993) added, "Most children show 

progressive apathy, loss of interest in the environment and 

have decreased gestures and vocalizations" (p. 37) . 

Wolters et al. noted that even children without 

encephalopathy show deficits in some cognitive abilities. 

Beyers (1989) estimated that 50% of children with HIV have 

a form of encephalopathy, and 50% to 90% of children with 

HIV have some form of CNS dysfunction. Beyers also 

speculated that "...calcification of the basal ganglia and 

possibly of the thalamus" (p. 8) might be responsible for 

loss of previously attained milestones. This information 

demonstrates that a large percentage of children with HIV 

have some physical form of neurological impairment due to 

their infection. These impairments can cause serious 



42 

developmental and cognitive delays and setbacks which must 

be considered in the educational setting. 

The deve1opmenta1 delays facing children with HIV have 

been the subject of many studies throughout the history of 

the disease. Beyers (1989) stated, "...HIV does affect motor 

function and intellectual ability and cognitive 

functioning, interfere with the attainment and maintenance 

of deve1opmenta1 milestones, and result in impaired brain 

growth" (p. 8) . Additionally, over 50% of children with 

HIV/AIDS have intelligence quotients that are in the 

borderline range or lower, as well as significant speech 

and language delays (Blackwell et al. , 1997) . Over 50% of 

HIV-infected school-aged children had abnormal intelligence 

scores and 44% exhibited speech, language, and articulation 

disorders (Blackwell et al.) . Attention can also be 

diminished significantly by HIV/AIDS (Gerald & Brugel, 

1993; Mialky et al. , 2 0 01; Wolters et al., 1995) . 

Additionally, when considering developmental delays one 

must take the stressors these children face into account. 

Beverly and Thomas (1997), who addressed stressors, noted 

that "Repeated hospitalizations; environmental deprivation; 

maternal, prenatal, psychosocial involvement; and such 

medical factors as nutritional deficiencies, toxicological 
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insults, repeated infections, or chronic hypoxia may all 

cause deve1opmenta1 delays" (p. 34) . 

A final issue surrounding the medical and psychosocial 

aspects of children with HIV/AIDS is the effect that the 

virus and stressors have on behavioral patterns (Mialky et 

al., 2001) . According to Beverly and Thomas (1997) , 

"...recurrent themes expressed by persons with chronic 

illness or HIV infection and their families include 

isolation, fear, depression, grief, anger, and guilt" (p. 

36). Moreover children with HIV had significantly higher 

rates of anxiety (Moss et al., 1998). However, studies on 

the levels of maladaptive behaviors of children living with 

chronic illnesses are not conclusive (Moss et al.). 

According to Moss et al. (1998), "Some reports showed 

evidence of increased occurrence of adjustment problems 

among children with chronic illness, whereas other studies 

indicated few, if any, aberrant behavioral patterns among 

children with chronic and life-threatening illnesses" (p. 

18) . Clearly, the medical and psychosocial effects of 

HIV/AIDS have multiple implications for the services these 

children may need; such as special education services. 
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Special Education Issues 

Because children with HIV/AIDS, who have developmental 

delays and other medical issues may have a need for special 

education services, an examination of such services is 

warranted. Children who have physical disabilities may 

require extended absences from school necessitating at home 

or in hospital education (Beverly & Thomas, 1997; Beyers, 

1989; Moss et al. , 1998) . The behavioral problems caused 

by various stressors (Beverly & Thomas) , discussed 

previously, may create the need for more in-school 

counseling and behavior modification programs. Prater et 

al. (1995) pointed out that children who have HIV/AIDS, 

with physical and/or cognitive deficits as a result, may be 

eligible to receive special education and related services 

(see also Mialky et al., 2001). This eligibility would be 

specified by federal and state legislation. Prater et al. 

also noted that: 

For students with HIV disease who are educated in 

inclusive environments, school personnel need to 

ensure (a) a supportive school climate, (b) 

safeguards that protect a students' and parents' 

rights to confidentiality, and (c) the health and 
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safety of the student with HIV disease as well as 

other students and adults (p. 70) . 

While school personnel need to be mindful of all three 

considerations put forth by Prater et al. , there is one 

that merits particularly careful attention. One of the 

major issues surrounding the education of the student with 

HIV/AIDS is that of confidentiality. 

There have been many debates concerning who has the 

right to be informed of the HIV/AIDS status of students 

(American Academy of Pediatrics, 19 99; American Academy of 

Pediatrics, 2 000; Wodrich et al. , 1999) . Olenik and 

Sherrill (1994) summed up the need for confidentiality by 

saying "Confidentia1ity regarding HIV status is paramount 

when fighting discrimination. Misinformation and prejudice 

often lead to discriminating behavior when none is 

medically warranted" (p. 51) . The American Bar Association 

(cited in Prater et al., 1995) established three major 

guidelines regarding confidentiality of students with HIV. 

The confidentiality guidelines are: 

1. All HIV-related information is confidential. 

2. Confidentiality policies include students with 

HIV, as well as their family members. 
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3. HIV-related information is confidential 

regardless of the source (regardless of whether 

the information was obtained intentionally or 

unintentionally) (p. 71). 

The aforementioned guidelines have led some researchers to 

suggest "best practice guidelines" in regard to schools 

working with students with HIV/AIDS (e.g., American Academy 

of Pediatrics, 2000). Crocker et al. (1994) suggested 

three best practice guidelines for addressing 

confidentiality in school policies, which are as follows; 

1. The parent, guardian, or student shall have control in 

deciding whether or not to disclose to the school 

system about HIV status or other health related 

conditions. 

2. Information on the student's HIV status shall be given 

to few, if any, school or school district personnel. 

3. Only the information, about the HIV status, that the 

parents, guardians or student have released will be 

included in the student's educational records, 

including school health records and all records that 

can be accessed by staff (p. 35). 

The aforementioned guidelines have sparked controversy 

among teachers and administrators who believe they have a 
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Olenik & Sherrill, 1994) . Lavin et al. (1994) examined 

this controversy and noted that while teachers and other 

school personnel may feel they have a right to be informed 

of the identity of students who have HIV/AIDS, this desire 

may not coincide with existing school confidentiality 

policies. . When policies emphasize confidentiality and 

stipulate that no school faculty or staff have a "need to 

know" the identity of students with HIV/AIDS, the school 

personnel may feel discomfort and anger. 

Olenik and Sherrill (1994) raised an argument used by 

many teachers, which stems from the issue of 

confidentiality. There are teachers who raise concern that 

students infected with HIV/AIDS pose a risk to others when 

they participate in physical education classes and sports. 

In other words, the teacher concern is that disclosure of 

HIV status is necessary because of the perceived risk to 

others. However, possible exposure through sport contact 

poses very little risk of transmission (Olenik & Sherrill). 

In fact, an aggregate of the literature found no case of 

HIV transmission from school related activities, sports or 

otherwise (American Academy of Pediatrics, 1999) . While 

there is controversy among many school personnel, 
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researchers have generally come to agree on the issue of 

confidentiality (e.g., American Academy of Pediatrics, 

2 000; Beverly & Thomas, 1997; Crocker et al., 1994; Lavin 

et al., 19 94; Olenik & Sherrill; Prater et al., 1995; 

Wodrich et al., 1999). There exists a pervasive belief 

that disclosure should be decided upon by students and 

their guardians, that disclosure is not mandated, and that 

students and guardians have a right to decide who receives 

this information (e.g., Beverly & Thomas; Crocker et al. ; 

Lavin et al.; Olenik & Sherrill; Prater et al.). 

Another special need of students with HIV/AIDS 

revolves around multi-care, which refers to a student with 

HIV/AIDS working with many different specialists. The 

array of specialists may include various doctors, speech 

and physical therapists, counselors, nutritionists, 

pharmacists, and educators (Groze et al., 1993). Groze et 

al. (1993) noted, "Many children with HIV infection who 

reach school age may require special education as well as a 

variety of deve1opmenta1 services such as evaluation, 

therapy and other special supports that promote 

developmental progress" (p. 70). Working with multiple 

professionals, all giving advice and treatment, can create 
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significant stress for children with HIV/AIDS and their 

families. 

The stress levels can be compounded by the time and 

financial costs involved in caring for a child with 

HIV/AIDS. There are routine and possible prolonged 

hospital visits, daily management of medications, and 

frequent insurance and benefits reviews (e.g., Beverly & 

Thomas, 1997; Groze et al., 1993). The child may also be 

involved in private nutritional, educational, and family 

counseling; speech and language therapy; as well as 

physical therapy (Groze et al.). The child with HIV/AIDS 

may also require special education programs and 

accommodations during times of extreme sickness, such as at 

home or in-hospital education (e.g., Groze et al. ; Moss et 

al., 1998) . Another potential stressor on the child and 

school district has to do with the balancing of medication 

regiments with various class and lunch schedules, though 

this issue has not yet been addressed in the literature. 

When the family faces stress due to the child's, and 

possibly the mother's, HIV status, another service 

professional may become involved; the child welfare worker. 

Groze et al. (1998) concluded that, "The social, economic 

and psychological difficulties that this chronic illness 
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precipitates make it difficult for the biological mother or 

father to care for these children and may result in contact 

with the public child welfare system" (p. 69) . It is 

estimated that 25% to 33% of children with HIV/AIDS enter 

substitute care, either foster home/parents, adoption, or 

living with grandparents or other relatives (Groze et al.)• 

Substitute care can represent a major stressor that the 

children with HIV/AIDS and their family may have to face. 

In addition to the stressors faced by children with 

HIV/AIDS and their families, there are many forms of 

discrimination, biases, and prejudices that the child and 

family will likely encounter. 

Biases and Barriers 

One concern about disclosure many parents have 

revolves around the fear that their child with HIV/AIDS may 

be treated differently or unfairly. Biases on the part of 

school personnel and administrators, other students, and 

society as a whole merit consideration and will be examined 

in the ensuing section. Beverly and Thomas (1997) 

described the fears of teachers working with students who 

are HIV positive or who have AIDS. Teachers may experience 

a degree of fear due to the personal discomfort they have 

for the perceived lifestyle that has become associated with 
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people with HIV/AIDS, most notably sexuality and drug use 

(Beverly & Thomas) . Teachers may feel fear of "personal 

Stigmatization" (Beverly & Thomas, p. 37) from associating 

with people who have HIV/AIDS. "Finally, teachers may have 

the professional fear of being unable to adjust academic 

expectations, goals, strategies for students with HIV" 

(Beverly & Thomas, p. 37; see also Wodrich et al. , 1999) . 

Hemmeter et al. (1997) reviewed various surveys on the 

attitudes of professionals and teachers. The aggregate of 

the surveys indicated that subjects were fearful about 

having children with HIV/AIDS in school or daycare programs 

with other children who are not infected (Hemmeter et al. ) . 

This is not to say that all teachers and administrators are 

biased against students with HIV/AIDS. However, some 

school personnel are uncertain about the proper strategies 

with which to educate these children (Hemmeter et al.; see 

also Wodrich et al., 1999). 

Thus, it is evident that there continues to be bias on 

the part of some school administrators and personnel 

towards children with HIV/AIDS. The existence of bias is 

apparent in a finding by the American School Board Journal 

which runs a "Ballot Box" ("Finding: School boards", 1993) 

each month. In February of 1993, the Ballot Box asked the 
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following question: "What is your school board doing to 

stay informed about the progress of the AIDS epidemic?" 

The results indicated that only 15% of the responding 

school boards provided regular training on HIV/AIDS to 

their members. Twelve percent stated neither the board nor 

the school's teachers received training. Moreover, the 

following statement was made by a school director in New 

York who responded to the Ballot Box survey, "People with 

HIV should be quarantined so this epidemic may be 

contained—There is no need for * education' about AIDS or 

HIV. Unlawful behavior is the problem, and sin must be 

punished" ("Finding: School boards", p. 48) . Clearly there 

is still bias and prejudice from some educators toward 

children with HIV/AIDS. 

The attitudes of students without HIV/AIDS, towards 

those that do have the disease, are also of concern. Jones 

et al. (1991) found that while approximately half of 

students agreed with allowing students with HIV/AIDS to 

attend school, about 25% were unsure, and 12% were against. 

Thus, almost 40% of students were definitely or possibly 

opposed to having children with HIV/AIDS in their 

classrooms. Additionally, males were less supportive of 
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students with HIV/AIDS in school than females (Jones et 

al.) 

Spears et al. (1995) reported many students still 

consider AIDS a "gay" disease. A large number of students 

believed that lesbian sexual activities led to a higher 

risk of HIV infection (Spears et al.). Current statistics, 

however, show lesbian sexual activities have the lowest 

risk of HIV transmission of most sexual practices 

considering the low exchange of bodily fluids (SAAF, 2001). 

However, because lesbians are also homosexual, students 

perceive them to be at a higher risk (Spears et al.)• In 

addition, there are many social, religious, and media 

condemnations of the "homosexual lifestyle" to which 

children are exposed (Spears et al. ) . If AIDS is still 

thought by some to be a "gay" disease, then many children 

may feel fearful of being stereotyped by their illness. 

Children with HIV/AIDS may feel that others will ostracize 

them due to these widespread societal beliefs. 

The public controversy surrounding HIV/AIDS prevention 

strategies demonstrates bias. Differing views, from 

parents and communities, in regard to HIV, sexual 

education, counseling and testing, as well as distribution 

of condoms, raise issues for schools and school districts 
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(Lavin et al., 1994). The controversy about sex education 

has been ongoing for decades and has intensified since 

HIV/AIDS became a prevalent disease (Lavin et al.) . 

Students must develop their own beliefs after being 

presented with conflicting information from media, friends, 

family, church, educators and others (Lavin et al. ) . This 

contradiction in knowledge base can create an ongoing cycle 

of public myths and biases which will affect the students 

with HIV/AIDS. 

An effective way to combat the biases is with 

increased HIV/AIDS education (Keaster et al. , 1996) . The 

more accurate knowledge society has about the illness, the 

less support there will be for biases. Keaster et al. 

maintained that, "...a lack of knowledge affects the 

formation and adoption of a person's beliefs, attitudes, 

and conduct" (p. 5). Following are six suggestions for 

parents when they learn someone in their child's school has 

HIV/AIDS: 

1. Don't panic. 

2. Learn the facts about HIV and AIDS. 

3 . Talk to your child now about HIV and AIDS. 

4. Call your child's school and ask if AIDS 

education is being provided. 
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5. Find out whether your school district has a 

policy in place for dealing with students and 

staff infected with HIV. 

6 . If you are unsure whether your school has 

adopted procedures for dealing with cuts, 

nosebleeds and other minor emergencies, call 

and find out ("Six Things", 1991, p. 27) . 

The six suggestions not only can help to increase knowledge 

but also will allow parents and students to make informed 

decisions. The issues of knowledge and policies will be 

explored in the subsequent section. 

School Policy, Knowledge Base and Training Level 

It is important for families of children with HIV/AIDS 

to have an understanding of the school policies concerning 

HIV/AIDS. Of equal importance is an examination of what 

the knowledge base and training levels are of the school 

personnel. Children are becoming more knowledgeable about 

HIV/AIDS, particularly in regard to transmission routes and 

risk factors (Jones et al. , 1991; Singh, 1994) . However, 

there continue to be areas in which children demonstrate a 

misunderstanding of the facts. There is also variability 

in the knowledge level between children of different races 

and between children with and without disabilities (Singh). 



56 

With regard to race, Caucasian children appear to possess 

the highest knowledge level, with African-American children 

possessing the second highest level, followed by Hispanic 

and Asian children (Singh). However, children in 

corrective institutions and those with serious emotional 

disturbances, are found to have a lower knowledge level 

than their peers, regardless of race (Singh) . It is also 

important to note, however, that many students were not 

aware that HIV can be spread by a person that is non-

symptomatic (Singh) . This lack of awareness is grounds for 

concern since an infected person can be asymptomatic for up 

to ten years (SAAF, 2001). While differences between 

various ages and genders do exist, children's knowledge as 

a whole has increased (Singh; Spears et al., 1995) . 

There is also a lack of knowledge among school 

administrators (Keaster et al. , 1996; Palfrey et al . , 

1994) . Keaster et al. studied the knowledge base of rural 

school administrators in a southeastern state in the United 

States. The survey of administrators in rural settings 

found: "(1) Administrators lacked knowledge of AIDS/HIV; 

(2) they felt students and personnel would be at risk if a 

person with HIV/AIDS attended their school; (3) they 

objected to a person with HIV/AIDS attending public 



57 

schools" (Keaster et al. , p. 2) . Only 11% of these 

administrators had received more than three hours of formal 

training, 30% received all their knowledge from pamphlets 

and monographs, and 74% stated their [rural] districts had 

"no published HIV/AIDS policy" (Keaster et al. , p. 5) . One 

factor, identified by Keaster et al., that contributed to 

administrator's non-accepting or negative attitudes towards 

students with HIV/AIDS, was a lack of knowledge. 

There are differences, however, in the knowledge base 

of and training provided to school personnel and 

administrators across the country. Palfrey et al. (1994) 

compared districts with high AIDS prevalence to those with 

low prevalence based on a sample of the 100 largest school 

districts. There were two major differences between the 

two samples. First, the districts with a high HIV/AIDS 

prevalence were more likely to have advisory committees on 

HIV infection and many of these committees included parents 

and students. Second, high prevalence districts tended to 

have more health personnel to assist the schools and 

advisory committees. The health personnel helped institute 

educational programs for students with HIV/AIDS, prevention 

programs for non-infected students, and educational 
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programs for parents. These personnel also helped schools 

deal with issues such as confidentiality (Palfrey et al.) . 

Deyo (1994) studied the school policies 

surrounding HIV/AIDS in schools for the deaf and hard 

of hearing. Personnel, at least administrators, in 

most of the schools in the sample were aware of and 

concerned about the establishment and refinement of 

policies and procedures for managing students who have 

HIV/AIDS in an educational setting (Deyo). 

As a whole, schools in the United States are beginning 

to implement educational programs and advisory committees, 

as well as increase training opportunities, in order to 

increase the knowledge base of their staff and personnel. 

However, much more needs to be done in order to provide a 

safe and productive learning environment for students with 

HIV/AIDS; including, gaining insights into the views of 

parents/guardians of children with HIV/AIDS. Schools will 

also need to be cognizant not only of what the knowledge 

base and training levels of the staff and personnel are, 

but also of what the parents/guardians of children with 

HIV/AIDS perceive those levels to be. 
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Significance of the Literature to the Study 

Prior to discussing the significance of the literature 

to the present study, it is important to note some of the 

criteria for the aggregate source selection. Some of the 

articles reviewed for the aggregate of literature and 

research were excluded for particular reasons. While much 

has been written on HIV/AIDS, a large majority of it is in 

non-professional journals. Many articles, in both 

professional and non-professional j ournals, were identified 

as being biased or poorly researched. Consequently, a main 

selection criterion was that only articles from well 

respected j ournals with strong professional reputations 

that provided facts and research to support their positions 

were used. Additionally, opinion-based articles or 

position papers were avoided given the absence of sound 

factual research. 

The lack of attention given to prevention strategies 

in the present literature review was by design. There is a 

wealth of information and research on prevention, 

especially in regard to youth. However, the researcher 

deliberately focused on issues affecting children who are 

already infected. Still one issue regarding prevention 

does need to be mentioned. HIV/AIDS is most commonly 
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diagnosed in the 19-25 age-range (SAAF, 2001). Realizing 

that a person with HIV can be asymptomatic for up to ten 

years (Kalichman, 1995), it is reasonable to assume that 

infections occurred during adolescence in a majority of 

these cases, while persons were still in school. If 

students are being infected while school aged, but staying 

asymptomatic, a need for more aggressive AIDS prevention 

training in schools, for both the infected and non-

infected, is indeed needed. 

Children born with HIV/AIDS are faced with medical and 

psychosocial issues, and biases and prejudices (e.g., 

Beverly & Thomas, 1997; American Academy of Pediatrics, 

2 000; Gerald & Brugel, 1993; Kalichman, 1995; Mialky et 

al., 2 0 01; Wodrich et al., 1999). In addition, school-aged 

children who have HIV/AIDS may also encounter an 

educational system which may be inadequate despite the 

passage of several laws designed to protect their rights. 

Six maj or conclusions can be drawn from the featured 

research: (a) there has been and will continue to be an 

increase in the population of children with HIV/AIDS; (b) 

there is strong legal and legislative support for these 

children to attend school; (c) these children may be faced 

with multiple disabilities that require a variety of 
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accommodations; (d) there may be increases in stress levels 

for both the child and their family; (e) there is much bias 

and discrimination, both experienced and perceived, for the 

child and family; and, (f) there is a lack of training and 

knowledge of HIV issues in schools by administration, 

faculty, staff, and students. 

Population Increase 

First, there is an increase in the number of children 

with HIV/AIDS. While in the past many of these children 

died at a very early age, medical advances have greatly 

prolonged their lifespan (e.g., Beverly & Thomas, 1997; 

Mialky et al. , 2 001; Rehm & Franck, 2 000; Riekert et al. , 

199 9; Wodrich et al., 1999). Thus, an increased number of 

children with HIV/AIDS will be entering our nation's 

schools. In addition, since a majority of these children 

were infected through their mothers (e.g., American Academy 

of Pediatrics, 1999; Kalichman, 1995; Prater et al., 1995) , 

they may be living in families with multiple infections. 

Furthermore, a maj ority of children who have HIV/AIDS are 

from minority groups who attend schools in lower socio

economic districts (Groze et al., 1993). In short, schools 

will have to contend with an increased number of children 

with HIV/AIDS, and many lower socio-economic schools may 
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not have the necessary resources. Schools, however, are 

legally bound to educate all learners. 

Legal Support 

The courts and legislation support the rights of 

children v/ith HIV/AIDS to be educated in the public school 

setting (Smith, 1990). This legislative and legal support 

has been demonstrated in the various laws and court cases 

discussed previously. Increased attention to existing 

school HIV/AIDS policies and meeting the needs of learners 

with HIV/AIDS would likely positively impact their 

educational experience. Moreover, gaining further 

understanding of and appreciation for the views and needs 

of the parents/guardians is warranted in an effort to 

positively impact the learners' educational experience. 

Multiple Disabilities 

Children with HIV/AIDS have to contend with many 

medical and psychosocial disabilities (e.g., Beyers, 1989) . 

Major developmental delays and a possible loss of 

deve1opmenta1 milestones are of major concern. The medical 

and psychosocial disabilities, as well as the developmental 

delays and losses, will necessitate the need for special 

education and services for children with HIV/AIDS. 

However, special education services may not be enough. The 
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multitude of professionals working with a student with 

HIV/AIDS, including social workers, teachers, doctors, and 

counselors, must work together as a team to provide the 

best possible care and support for the child. 

Increased Stress 

In addition to coping with the aforementioned 

disability-related issues, children with HIV/AIDS are faced 

with an extraordinary amount of stress. Time management, 

hospitalizations, possible at home schooling, biases and 

prejudices, the possibility of foster care, and fear of 

death are only a few of the issues documented in the 

literature that may create stress for the child and the 

family. Clearly, a team approach among the professionals 

and parents/guardians caring for these children is 

essential to minimizing the stress these children 

experience. The team must be mindful of their own bias and 

prejudices, as well as the student' s right to 

confidentiality. 

Bias and Discrimination 

There are still many biases and prejudices against 

HIV/AIDS in this society, and many people continue to 

perceive it as a "gay" disease. Accompanied by the bias 

and discrimination that may exist towards children in 
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special education in general, the potential for the child 

with HIV/AIDS to experience or perceive bias and 

discrimination is increased. The confidentiality of the 

children with HIV/AIDS must be protected at all costs, in 

order to reduce the stress they will experience and to 

provide a safe environment for the child. 

Lack of Training and Knowledge in Schools 

The sixth and final implication evident in the review 

of recent research and literature is that there is still a 

lack of factual knowledge about HIV/AIDS among teachers, 

administrators, and students. There appears to be a need 

to better educate students and school personnel about the 

disease. More training for teachers and school personnel on 

what are the best practices to educate and work with a 

child with HIV/AIDS is needed. 

In conclusion, there are many challenges facing 

children with HIV/AIDS. However, additional research and 

education can remove many of these obstacles and barriers 

by decreasing bias and prejudice, as well as by developing 

educational systems to improve the quality of these 

children's lives. Children with HIV/AIDS are going to be 

present in classrooms in increased numbers. Consequently, 

it is imperative that the educational systems become better 
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prepared for these learners. While much research has 

already been done on the physical, mental, and psycho

social needs of children with HIV/AIDS and the impact of 

school systems, an aggregate of the literature shows that 

few, if any, of these studies examined the families' 

perspectives. 

Familial concerns, particularly surrounding the 

expectations and reservations families of children with 

HIV/AIDS have in regard to schools systems, is an area that 

has not been researched as of yet. Examining these areas 

will provide a more solid foundation for the direction in 

which schools need to proceed in order to better serve this 

population. In addition, researchers will benefit by 

having factual knowledge of the present day concerns and 

desires of families and what issues are most pertinent to 

them. Due to the changing nature of this disease, it would 

be unwise to operate under the belief that the issues 

facing this new population and their families are the same 

as the issues facing families in similar situations when 

the disease first appeared. Research in this arena is 

particularly germane given the projections for an 

increasingly diverse student population and the current 

rise in the number of students with HIV/AIDS that will be 
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served in the context of the general and special education 

classrooms. Based upon the six conclusions presented, 

research in this area can best be served by employing 

qualitative methods. More specifically a multi-case study 

design allows participants to not only express their views 

and opinions on a given subject, but to provide 

explanations and clarifications that are not possible with 

techniques such as surveys and Likert-type scales. 

Qualitative Research Design 

Qualitative methodology, which offers a research mode 

that emphasizes the in-depth study of important questions 

and issues in behavioral sciences and assists in developing 

answers for these questions (Jaccard & Becker, 1997), was 

employed in the present study. Specifically, a multi-case 

study approach (Bogdan & Biklen, 1992) was selected for 

this research because it allowed the researcher to gain 

deeper insights and understandings of participants' views. 

Multi-case studies take a variety of forms, entailing the 

study of two or more participants, settings, or 

depositories of data (Bogdan & Biklen). Qualitative 

methods allow for what Miles and Huberman (1984) described 

as "thick descriptions", which have more meaning. The term 

thick description comes from the anthropology field and 
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refers to a complete, rich description (Merriam, 1988). 

Heppner, Kivlighan and Wampold (1999) further described 

thick descriptions as "...an unadulterated and thorough 

presentation of the data" (p. 263) . Based on an aggregate 

of the literature, an in-depth study of family perspectives 

in regard to their children with HIV and school systems has 

not been done. Therefore, a qualitative study is warranted 

to create a more stable foundation for future research that 

also considers the perspectives, attitudes and beliefs of 

the families. Attitudes and beliefs, according to 

Richardson (1996) , are "...a subset of a group of constructs 

that name, define, and describe the structure and content 

of mental states that are thought to drive a person's 

actions" (p. 102). 

Qualitative methodology offers a viable means for 

gaining insights into attitudes and beliefs. Qualitative 

methodology offers a "...research mode that emphasizes...the 

study of people's understandings" (Bogdan & Biklen, 1992, 

p. ix) . In qualitative studies, "...the data collected are 

in the forms of words or pictures rather than numbers" 

(Bogdan & Biklen, p. 3 0; see also Merriam, 1988) . 

Additionally, qualitative studies require that 

"...researchers set up strategies and procedures to enable 
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them to consider experiences from the informants' 

perspectives" (Bogdan & Biklen, p. 32) . Since the 

researcher is the primary data collection and analysis 

instrument (Bogdan & Biklen; Merriam, 1988), the design of 

the strategies and procedures are of utmost importance in 

qualitative studies. 

In qualitative research multiple data sources are 

required in order to allow for triangulation (Cresswell, 

1994; Merriam, 1988) to be utilized. Lancy (1993) noted 

that, "Using multiple data sources allows one to fill in 

gaps that would occur if we relied on only one data source" 

(p. 20) . Triangulation requires that the data sources all 

attempt to retrieve the same information from multiple 

forms of inquiry. For example, in this study the six major 

categories allow the same general questions to be asked on 

three separate occasions, in three different formats. 

Interviews are a commonly used data-gathering 

technique in qualitative studies (Merriam, 1998; 

Richardson, 1996). Bogdan and Biklen (1992) concluded 

that, "The interview is used to gather descriptive data in 

the subj ects' own words so that the researcher can develop 

insights on how subjects interpret some piece of the world" 

(p. 96) . Interviews are commonly used in one of two ways, 
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either as the dominant data collection technique or in 

conjunction with other techniques (Bogdan & Biklen). In the 

present study, the interview was used in conjunction with 

both the demographic questionnaire and the sentence 

completion task to allow for triangulation of the resulting 

data. 

The different structures of interviews cover a wide 

continuum (i.e., ranging from highly structured to 

unstructured) (Merriam, 1998; Seidman, 1991). Semi-

structured interviews provide the researcher with a series 

of structured questions (Kvale, 1996) but also enable the 

researcher latitude to adjust or insert questions "...to 

respond to the situation at hand, to emerging worldview of 

the respondent, and to new ideas on the topic" (Merriam, p. 

74) . 

During a semi-structured interview, or any interview 

employed in a qualitative study, listening is critical on 

the part of the researcher (Kvale, 1996; Seidman, 1991). 

One technique that is imperative during the semi-structured 

interview is the use of probing questions (e.g., "Could you 

elaborate on that?") (Kvale; Merriam, 1998; Seidman). Also 

of import is the avoidance of leading or yes/no questions 

(Merriam). 
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Documentation sheets (Flick, 1998) and the process of 

briefing and debriefing (Kvale, 1996) are examples of other 

data gathering tools used by qualitative researchers. As 

part of the interview process, according to Kvale (1996), 

participants should be briefed and debriefed. In other 

words, prior to the beginning of the interview, the 

participant should be informed of the purpose of the 

interview and use of tape recorders, as well as asked if 

they have any questions. For debriefing, the researcher 

should summarize the main points covered in the interview, 

as well as provide an opportunity for the participant to 

discuss any issues he/she might have before concluding the 

interview (Kvale). The interview tape recordings are 

generally transcribed verbatim because "...verbatim 

transcriptions of recorded interviews provides the best 

database for analysis" (Merriam, p. 88). 

In most case-study models, codes are developed to 

serve as "...retrieval and organizing devices that allow the 

analyst to spot quickly, pull out then cluster all the 

segments relating to the particular question, hypothesis, 

concept or theme. Clustering sets the stage for analysis" 

(Miles Sc Huberman, 1984, p. 56) . Yin (as cited in 

Creswell, 1994) endorsed a specific type of analysis for 



71 

case studies or multi-case studies. Yin listed various 

forms of analysis of coding categories for case studies, 

including "...the search for 'patterns' by comparing results 

with patterns predicted from theory or the literature" 

(Creswell, 1994, p. 156). That is, once the information 

has been categorized into various codes, patterns are 

identified and the relationships of these patterns to the 

1iterature are evaluated. 
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Chapter Three 

METHODOLOGY 

In the present study, the broad query of what are the 

present needs, concerns, and issues facing families with 

children who have HIV/AIDS was examined. Qualitative 

methodology, which offers a research mode that emphasizes 

the in-depth study of important questions and issues in 

behavioral sciences and assists in developing answers for 

these questions {Jaccard & Becker, 1997), as well as 

provide a richer, contextualized data gathering and 

analysis option, was employed in the present study. This 

study, which involved four participants, was a multi-case 

study (Bogdan & Biklen, 1992). This author will address 

the following topics in this chapter: (a) statement of the 

problem;(b) research questions; (c) design of the study; 

(d) instrument development; (e) data collection; (f) data 

analysis; and, (g)limitations of the study. 

Statement of the Problem 

There are three major issues that drove this study. 

First, there is a potential increase in students with 

HIV/AIDS entering the school systems that could have 

differing educational needs than the previous population of 

students with HIV/AIDS (e.g., Beverly & Thomas, 1997; 
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Blackwell et al., 1997; Moss et al. , 1998) . Second, it is 

not certain whetKer these students will be able to be 

identified by schools and receive needed services. And 

finally, there is a lack of knowledge as to the views, 

opinions, expectations, and reservations families of 

children with HIV/AIDS currently have. The three issues 

led to the possibility that in the next few years schools 

will be faced with an influx of children born with 

HIV/AIDS, based on an increase in life span, and children 

who will have different needs than those who contracted the 

disease later in life (e.g., Gerard & Brugel, 1993; Wolters 

et al., 1995) . The current school HIV/AIDS policies may 

not be adequate in terms of providing the services needed 

by this new student population. 

Multiple issues are inherent in light of the predicted 

increase in children born with HIV entering educational 

institutions, including whether or not the schools are 

prepared. While policy analysis and program development are 

of utmost importance for better serving children with 

HIV/AIDS and their families, it is imperative to elicit the 

expectations and reservations of the families to create 

even better programs and refine the existing policies. Due 

to the bias and prejudice against people with HIV/AIDS 
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which still exists (e.g., Hemmeter et al., 1997; Jones et 

al., 1991; Spears et al., 1995), percieved bias and 

prejudice and it' s impact on children with HIV/AIDS and 

their families in terms of disclosing the child's HIV 

status to the school systems was studied. 

Research Questions 

The following research questions were the focus of the 

present study: (a) What are the present views of families 

of children with HIV/AIDS in regard to disclosure to 

schools?; and (b) What are the present expectations and 

reservations families of children with HIV/AIDS have in 

regard to schools? 

Design of the Study 

In this section, information about the (a) selection 

process and (b) participants is presented. 

Selection Process 

Five participants were selected to examine the two 

research questions. For both research questions, specific 

selection criteria were used for participation in the 

study: 1) the participants had to be parents/guardians of a 

child who has HIV/AIDS; 2) the child had to be school-aged; 

and 3) the child had to have been born with HIV/AIDS, or 

contracted it within the first year of life before many 
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deve1opmenta1 stages had occurred. A local AIDS service 

agency (ASO), which provided services that cover the 

several counties around a large city in a Midwestern state, 

was used in the identification of the participants. In 

order to respect confidentiality, the counselor at the ASO 

was provided a suggested script to use in recruiting 

clients who have children with HIV/AIDS (see Appendix A). 

This script provided an explanation of the study and asked 

for volunteers to participate. The counselor used the 

script as a recruitment letter that was sent out to all the 

ASO clients who had children with HIV/AIDS, in an effort to 

cast an initial wide net (Bogdan & Biklen, 1992). 

It should be noted that the researcher originally 

intended to recruit participants from a local ASO in a 

Southwestern state. After repeated unsuccessful attempts 

to solicit participants, the researcher widened his search 

for participants to neighboring states. After contacting 

four ASO's in three other states, the researcher was able 

to recruit the participants from a Midwestern state. 

Reasons for the difficulty in recruiting participants will 

be presented in Chapter Five. 

Participants were originally going to be selected 

randomly from the volunteers. It should be noted, however, 
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that only five volunteers, representing four families, 

agreed to participate in this study. Due to the limited 

number of volunteers, all were invited to participate in 

the study. It was at this point that the researcher was 

provided with the participant's contact information. At 

the time of data gathering, however, one of the volunteers 

became sick and was not able to participate. Thus, four 

participants, representing three families, completed the 

entire research process. 

Participants 

A brief demographic profile for each of the 

participants is provided in this section. A more in-depth 

profile will be provided in Chapter Four. All four 

participants met the previously described selection 

criteria. As was noted, five people volunteered for this 

study, but one of the volunteers became ill and was unable 

to participate. The researcher made one attempt to contact 

her to make alternate arrangements and give her the 

opportunity to tell her story, however, the researcher was 

not able to reach the volunteer. 

The first two participants, who will be referred to by 

the pseudonyms Betty and Tom, were a married couple who 

were the biological parents of a nine year old Caucasian 
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male born with HIV/AIDS. Betty was a homeraaker and Tom 

worked as a customer service representative. 

The second participant, who will be referred to by the 

pseudonym Kay, was a widowed female who was the biological 

grandmother of a 12 year old African-American female born 

with HIV/AIDS. Kay was a retired nurse and had full legal 

custody of the child. 

The third participant, who will be referred to by the 

pseudonym Louise, was a married female. She was one of the 

adoptive parents of an eight year old African-American male 

who was born with HIV. Louise was a homemaker who was 

active in volunteer work and advocacy. 

All participants in this study were residents of large 

cities, or surrounding areas, in a Midwestern state. The 

participants resided in three different school districts in 

the same metropolitan area. All participants were involved 

with an ASO and had a school-aged child who had HIV/AIDS. 

All participants completed the instrumentation designed for 

this study. 

Instrument Development 

The instruments used in data collection for this study 

were developed by the researcher and consisted of: (a) a 

demographic questionnaire (see Appendix C) ; (b) a sentence 
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completion task (see Appendix D) ; and (c) a semi - structured 

interview (see Appendix E) . Qualitative studies require 

that "...researchers set up strategies and procedures to 

enable them to consider experiences from the informants' 

perspectives" (Bogdan & Biklen, 1992, p. 32) . Since the 

researcher was the primary data collection and analysis 

instrument (Bogdan & Biklen; Merriam, 1998), the design of 

the strategies and procedures were of utmost importance. 

Following is an explanation of the development of each of 

the three instruments. 

Due to both the nature of the research questions and 

the desire to account for as much researcher bias as 

possible, the researcher took particular care in the 

development of the instruments to ensure triangulation and 

to reduce the research bias as much as possible, while 

still obtaining valuable and rich data. To accomplish this 

task, it was necessary to first determine the pertinent 

areas previous research had already identified. As can be 

seen by the review of the literature, certain issues have 

existed for a long period of time (e.g., disclosure, bias 

and discrimination) and some issues, in the researcher's 

opinion, were more of a prediction of things to come or 
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issues that were just beginning to occur (e.g., special 

education needs, unique medical complications). 

The following areas cover the majority of the issues 

identified by the literature: (a)disclosure/confidentiality 

(e.g., Crocker et al., 1994; Olenik & Sherrill, 1994; 

Wodrich et al. , 1999) ; (b) bias and discrimination (e.g. 

Beverly & Thomas, 1997; Hemmeter et al. 1997; Wodrich et 

al.); (c) school services available, including special 

education (e.g., Beverly & Thomas; Groze et al., 1993; 

Mialky et al. , 2001; Moss et al., 1998) ; (d) the level of 

involvement by the parent/guardian in school decisions 

concerning the child (e.g., Beverly & Thomas; Lavin et al., 

1994); (e) beliefs, expectations and reservations in terms 

of school policy (e.g., Beverly & Thomas; Crocker et al.; 

Lavin et al.; Prater et al., 19 95; Singh, 1994); and, (f) 

the effectiveness of school personnel training on HIV 

related issues (e.g. , Beverly & Thomas; Keaster et al., 

1996; Singh). These six issues, as well as demographic 

information, encompassed the issues past researchers have 

identified as the maj or concerns of parents/guardians. With 

the six major categories for examination identified and the 

research questions as a guide, specific research 

instruments were developed for the study. 
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Demographic Questionnaire 

The demographic questionnaire (see Appendix C) was 

developed with two goals in mind. First, the questionnaire 

was designed to provide necessary demographic information 

needed for the study (e.g., age of child, marital status, 

etc.), and second to gather short answers to questions 

surrounding the six major categories (e.g., "List services 

the child is receiving:"; "Are you familiar with the 

school's HIV/AIDS policy") reported in previous literature. 

All questions on this form were developed to allow the 

participant to complete them with short answers. This 

instrument, which was used as the initial data source in 

the study, allowed for the gathering of general demographic 

information, as well as to provide a foundation for the 

data obtained in the subsequent instruments. 

The demographic questionnaire, which was designed to 

be completed in approximately 15 minutes, was the first 

data source employed in this study. The three page 

questionnaire required the participant to respond to a 

series of short answer questions in written form. Items on 

the que s t i onna ire clustered around the following areas: 

general information about the parent(s)/guardian(s) (e.g. , 

marital status, occupation); base information about the 
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child with HIV/AIDS (e.g., age, medications, services 

received); school-related information (e.g., school type, 

academic performance); and school policy information (e.g., 

disclosure). 

Sentence Completion Task 

The sentence completion task (see Appendix D) was a 

paper and pencil activity designed to gather more in-depth 

data related to the two research questions. The sentence 

completion task was administered after the participant 

completed the demographic questionnaire. This instrument 

was designed to be completed in approximately 30 minutes. 

The five page instrument, which was a data tool idea 

borrowed from Kropid (1999) and McNamara (2002), consisted 

of fifteen items written by the researcher. Each item had 

a forced choice (affirm or deny) and a fill-in-the-blank 

choice component in the beginning of the statement. This 

forced choice was particularly important because it helped 

to reduce the leading or biased questions within the study. 

Reducing leading or biased questions also was accomplished 

by allowing the participants the opportunity to complete 

each of the sentences with an explanation by means of a 

trailer at the end of the sentence prefaced by the word 

"because". The trailer allowed the participant to provide 
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justification or reasoning as to why he/she chose the 

particular forced choice. The instructions were as 

follows; "Please complete each statement. Where 

applicable, please circle your choice in the parenthesis. 

Please use your own words to complete the sentence whenever 

a blank line appears. You may add in additional sentences 

after responding to an item, if you wish." By framing the 

questions in this fashion, the participant had both the 

opportunity to agree or disagree as well as to explain 

his/her choice. Thus, much of the problem of "leading the 

participant" was accounted for and participants were 

provided with an opportunity to freely express their views. 

The questions in this instrument allowed for more in-

depth examination of the research questions, as well as 

provided an opportunity for the participants to ensure they 

were able to tell their story with their own words. Each 

of the 15 questions used in the instrument was based on 

existing literature (see Chapter Two) . For example, the 

question "I did/did not inform the school of my child's HIV 

status because..." allowed the participant to agree or 

disagree, explain his/her choice in his/her own words, and 

add to the information obtained in the demographic 

questionnaire. The questions are based on research 
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previously published demonstrating disclosure as an issue 

for families of children with HIV/AIDS. 

Interview 

The development of interview questions (see Appendix 

E) was guided by the research questions. In the present 

study a semi-structured interview (e.g., Seidman, 1991), 

which shares components of both highly structured and 

unstructured interviews, was employed. Twenty-one 

questions were developed by the researcher to address the 

issues inherent in the six major categories and explore the 

research questions in this study. These questions, some of 

which had sub parts, were designed to both build upon the 

data and information gathered in the first two instruments 

(ensuring triangulation) , as well as provide an open 

environment for the participants to go into more detail as 

they expressed themselves. Again, care was taken to avoid 

leading or biased questions. The interview also included 

two additional characteristics. First, time was allotted 

to allow the researcher to deviate from the questions to 

ask additional questions for clarification or expansion on 

an idea. Second, the final question on the interview was 

"What other information would you like to share?" This 
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question allowed the participant to address any issues that 

may not have been covered in one of the three instruments. 

Documentation sheets (see Appendix F) were used as a 

supplement to the interview. Documentation sheets can 

provide important contextual and situational information 

about the interview (Flick, 1998). A documentation sheet 

was completed by the researcher for each of the interviews. 

The main purpose of the documentation sheet was to provide 

the researcher with general information about the interview 

(e.g., date, length of time, the identification code of the 

participant) . These documentation sheets also allowed the 

researcher to record any peculiarities of the interview 

that may have occurred. 

Once all three instruments were developed, each 

instrument was again examined in light of the other two. 

Of particular importance was the assurance that the same 

general questions or ideas were being addressed in each of 

the instruments. Wording changes and changes in the order 

of questions were made as appropriate. Having furnished 

information about the development of the instruments, 

attention will now be given to data collection. 
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Data Collection 

Due to the nature of the research questions and the 

exploratory nature of the study, it was decided that a 

multi-case study qualitative research design could capture 

the initial thoughts, feelings and beliefs of families with 

children who are infected with HIV/AIDS more effectively 

than traditional quantitative research designs. In any 

study, obtaining participant consent is among the critical 

first steps. Once the subjects for the study were 

selected, the researcher contacted each of the 

participants, by phone, as an initial contact. This first 

contact entailed further explanation of the study to the 

families and having the families verbally agree to 

participate in the study. This initial contact was also 

used to determine a convenient time and location for the 

data collection. 

The data collection meeting was scheduled with the 

participants for a time and location that was mutually 

convenient (Seidman, 1991). Each participant, with the 

exception of Betty and Tom, had his/her own private data 

collection meeting. The meetings for Betty and Tom, the 

married couple, were done concurrently. The first task of 

the data collection meeting was to obtain signatures on the 



86 

Participant Consent Form (see Appendix B) . Written 

consents were obtained from all of the participants. The 

participants were informed that while there would be no 

compensation (e.g., monetary) for their participation in 

the study, they would be welcome to review a copy of the 

completed study if they wished. An explanation of the 

purpose of this study, as well as an opportunity for the 

participants to ask questions, was provided at this time. 

The participants then completed the data collection 

instruments. 

As noted earlier, the first data source to be 

administered was the demographic questionnaire. While this 

activity was designed to be completed in approximately 15 

minutes, participants were allowed to take as much time as 

necessary to complete the activity. When the questionnaire 

was completed, the participants gave the completed 

questionnaire to the researcher. At this time the 

researcher answered any questions the participants had. 

After completing the demographic questionnaire, the 

participants were asked to fill in the sentence completion 

task, which was designed to be completed in approximately 

30 minutes. Again, participants were allowed to go beyond 

the 30 minutes in order to complete the activity and ask 
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questions of the researcher if any items were unclear. The 

researcher presented the five page sentence completion task 

to the participants and verbally stated the directions, 

which were also printed at the top of the form. Once the 

sentence completion task was finished, the participants 

were again offered an opportunity to ask questions on the 

activity if desired. 

After the participants finished the sentence 

completion task, an interview was conducted by the 

researcher. As discussed previously, the interview process 

entailed briefing and debriefing. In addition, 

documentation sheets were utilized as a supplement to the 

interview to record any unique situations that might occur 

in the interview. Briefing was performed by explaining the 

purpose of the multiple sources, triangulation, and again 

explaining the purpose of the study. Permission was also 

asked of the participants to tape record the interviews. 

Tape recording of the interview process, including briefing 

and debriefing, was done in order to ensure the integrity 

of the information verbalized by the participants for 

future analysis (Merriam, 1998). To provide backup in case 

of technical difficulties, two tape recorders were utilized 

for each interview. 
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The interviews were allotted approximately 90 minutes 

for completion, which according to Seidman (1991) is a 

reasonable length of time for an interview. There were 21 

questions for the semi - structured interview (see Appendix 

E) . Clarification and probing questions were also asked 

when needed (Kvale, 1996; Merriam, 1998; Seidman). 

Upon finishing the interview, the researcher debriefed 

the participants. The debriefing included answering any 

questions the participants may have had about the study, 

the data collection, or other issues. Each of the 

participants requested a copy of the finished study, so 

addresses and other contact information were gathered at 

this time as well. The researcher then thanked the 

participants for their cooperation and ended the data 

collection meeting. 

Having described the data collection (i.e. , 

demographic questionnaire, sentence completion task, and 

semi-structured interview), the methodology for the 

analysis of the data is presented next. 

Data Analysis 

One of the characteristics of qualitative methodology 

is that data analysis essentially begins from the time that 

the first pieces of data are collected (Bogdan & Biklen, 
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1992) and continues throughout the analysis process (Miles 

& Huberman, 1984). In the present study, the researcher 

engaged in the aforementioned process as each data source 

was collected. This is to say that the information that 

was gathered in the demographic questionnaire and the 

sentence completion task was reviewed and influenced the 

semi-structured interview. 

The methodology of qualitative research, using 

multiple data sources for collection (e.g., Lancy, 1993), 

allowed for triangulation (Cresswell, 1994; Heppner, 1999; 

Merriam, 1998) to be utilized in this study. Developing an 

appropriate system for the organization of the data was a 

must, due to the importance of continual revisiting of the 

multiple sources of data. 

The first task in the organization of the data was to 

ensure that each data source was properly labeled to 

clearly distinguish and identify each of the respective 

participants. This task was accomplished by ensuring that 

the participant identification number was clearly labeled 

on each completed instrument. 

The next task was to create photocopies of the 

demographic questionnaire, the sentence completion task, 

the interview documentation sheet, and the transcripts of 
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the interviews of each participant, so unmarked versions of 

the originals would be on file. The photocopies were then 

written on as the various coding strategies were developed. 

The coding process began with a review of the existing 

literature to reaffirm the six conclusions set forth in 

Chapter Two, which impacted the development of the 

preliminary codes. These conclusions were also verified to 

address the research questions. Creation of a list of 

starting codes drawing from a variety of sources, such as 

the literature and research questions, before repeated 

reviews of the data, is a viable beginning to the coding 

process (Miles & Huberman, 1994). Given the nature of this 

study, the coding was to be done by categorizing according 

to perspectives held by subjects, a coding categorization 

endorsed by Bogdan and Biklen (1992). Throughout this 

process it was understood that new and emerging themes 

would develop, which would become codes for analysis as 

well. 

The data sources were then repeatedly reviewed and 

notations in the margins of each source were made. The 

notations were used to assist in the development of initial 

broad coding categories, both the coding categories for 

addressing the research questions and for addressing 
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emergent themes. Once the initial categories were 

developed, these categories were then refined and subcoding 

occurred. Throughout this process, various notes were 

taken and filed to assist in the organization and handling 

of the data. Finally, each of the notations was color 

coded using Post - it® notes. These color codes were each 

assigned a category (e.g., disclosure, demographic, bias) 

stemming from the research question it was addressing. The 

use of color coding enabled the researcher to easily 

organize the various information into the respective 

categories and sub categories. This coding system, which 

stems from the Yin process (Creswell, 1995) , allowed for 

efficient and effective analysis of the various data 

sources. 

It would not be feasible to present all the data 

verbatim that were collected. Therefore, according to 

Heppner et al. , 1999) , data need to either be sifted for 

important material and themes/relationships, or summarized 

and interpreted by the researcher. In this multi-case 

study, the researcher made use of both strategies suggested 

by Heppner et al. Selected quotes are presented in 

Appendixes G, H, and I. The maj or themes and 
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relationships from the data analysis will be presented in 

Chapter Four. 

Limitations of Study 

A potential limitation of this study is the small 

sample size. One reason for this is that the date of the 

introduction of protease inhibitors was only six years ago 

(e.g., SAAF, 2001). It is possible that the increase in 

school enrollment of children with HIV/AIDS will not become 

evident for a few more years. However, this study was 

designed to allow the current families who are at the 

beginning of this process to "tell their stories". A 

smaller sample allowed for richer and deeper insights into 

the families views and perceptions. In addition, the 

sample size allowed for more time to be spent gathering the 

data from the families, via multiple data sources, to gain 

this insight. 

Another potential limitation of this study is that all 

the participants were residents of a Midwestern state. The 

geographic residency of the participants could be a 

limiting factor in that the information gathered in this 

study may not be reflective of other parents/guardians or 

generalized to parents/guardians in other parts of the 

country. However, it is hoped that the present study will 
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contribute to the existing knowledge base and offer 

springboards for future research efforts in the area of 

HIV/AIDS. 

Another possible limiting factor has to do with the 

age of the children with HIV/AIDS in this study. All of 

the children were elementary aged in the present study and 

their responses may not generalize to secondary aged 

students. Clearly, continued research efforts in this 

arena are warranted to follow the development of this 

population through the various stages of their lives. 

There is also the possibility of researcher bias. 

While the present study involved a single researcher, 

multiple data sources were employed that were aimed at 

providing the parents/guardians with different formats for 

self-expression. The multiple data sources drew from 

scholarly efforts in the field of HIV/AIDS and in 

qualitative research methodology. Due to the bias and 

discrimination that exists towards families of children 

with HIV/AIDS, it was decided that confidentiality would be 

served by the protocol used in this study. The researcher 

has both disclosed his reasoning and interest in doing this 

study (see Chapter One), and also developed the instruments 

to avoid leading or "one-sided" questions to the greatest 
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extent possible, as referenced to in the instrumentation 

development section of this chapter. Furthermore, the use 

of multiple data sources was employed in the present study 

for purposes of triangulation (e.g., Creswell, 1994). 

Finally, there is the possible limitation of all the 

participants being served by an ASO, especially the same 

ASO. While this was again a necessity of the study, 

because it was the only way to recruit participants and 

still respect confidentiality, it does call to question if 

clients of a different ASO or individuals not being served 

by ASO's would have produced different results. Again, 

continued research efforts are warranted to give a more 

complete vision of this population. 
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Chapter Four 

FINDINGS 

Before presenting the findings, a more in depth 

introduction to the participants is necessary. Having a 

sense of the participants' demographic information and 

their experiences is important given the foci of the 

present study. Thus, demographic information about the 

participants is furnished within the scope of the first 

main section of this chapter. After introducing the 

participants, information from the multi-case study 

analysis of the multiple data sources is presented. 

However an overview of the information obtained from the 

multi-case study analysis is presented in this chapter. 

More in-depth passages or quotes from the participants, 

obtained during data collection, can be found in Appendixes 

G, H, and I. These appendixes contain rich and direct 

quotes from participants Tom and Betty (see Appendix G) , 

Louise (see Appendix H) and Kay (see Appendix I). 

Demographics 

All of the participants met the previously described 

study selection criteria and are referred to by pseudonyms. 

Following is more specific information about each of the 

participants drawn from the multiple data sources used in 
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the study. The data were collected during the second week 

of February in 2003. 

As described in the previous chapter, the data sources 

for the demographic information included: demographic 

questionnaire (see Appendix C); sentence completion task 

(see Appendix D) ; an interview (see Appendix E) ; and an 

interview documentat ion sheet (Appendix F) that was to be 

used as a supplement to the interview. From these data 

sources the following participant demographic profile 

information, encompassing caregiver, student health, 

schooling issues, services, and other pertinent 

information, was gathered. 

Participants Betty and Tom 

Caregivers. Betty and Tom were a middle class married 

couple who resided in a large city in a Midwestern state. 

Betty was a 36 year old, Caucasian, stay-at-home mom and 

Tom was a 37 year-old, Caucasian customer service 

representative. Betty was HIV positive. They were the 

primary caregivers for their biological son, John, who was 

also HIV positive. 

Student health. Their son, John, was a Caucasian 

nine-year old male, who was Betty and Tom's only child. He 

was born HIV positive and had not progressed to AIDS at the 
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time of the interview. John had the co-existing conditions 

of asthma and Attention Deficit Disorder (ADD) . He was on 

various HIV medications, including Kaletra, Videx, and 

Sustiva, as well as nutritional supplements, including 

Ensure, to "assist in weight gain." 

Student schooling. John was home schooled by his 

mother. He was in the third grade and was described by his 

mother as performing at an "honor roll" level in academic 

performance. Furthermore, both parents indicated that his 

academic performance was "above average" in the home school 

setting. He attended public school until the fourth week 

of the first grade. While in the public school setting, he 

did not receive special education services. Betty 

commented John was missing "...so much school for doctors 

appointments and feeling ill..,and we have to have him eat 

every couple of hours". At that time the school became 

"...very insistent about why he was missing school." 

However, "...at no time whenever John was missing school did 

anybody ever suggest that he needed special services." The 

school was very adamant in wanting to "...know what disease 

he had." Betty and Tom did not want to disclose their 

son's HIV status because, as reported by Tom, "...they didn't 

have a need to know. We felt if universal precautions are 
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applied equally to all children and staff, that is enough 

to protect our son and others." 

Betty and Tom were informed by the local ASO worker 

that it was "required" by their state law that "...a parent 

has to inform the school district that your child is HIV 

positive." Betty and Tom were also informed by the school 

nurse "...if there was some kind of disease that could be 

passed that they [the school] would have to be informed" . 

At that time Betty and Tom were "...legally obligated to tell 

them." Because the parents could then be held "legally 

liable" , Tom commented that the option of home schooling 

"...solved all our issues" . 

Services received. John was receiving services from 

the local AIDS service organization, a psychologist, and a 

neuropsychologist. He also had been on various medication 

protocols with the National Institutes of Health. He 

attended a camp once a year for children who are infected 

or affected by AIDS. His family also participated in an 

open camp for families of children with HIV/AIDS. 

Participant Louise 

Caregiver. Louise was a 72 year-old, African-American 

female who lived in a large city in a Midwestern state. 

She was a retired nurse. She was the legal guardian and 
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primary caregiver of her granddaughter, Katherine, who had 

AIDS and attended a local public school. Louise worked as 

both a registered nurse (RN) and a licensed practitioner 

nurse (LPN) until health issues forced her to retire. 

After nursing she returned to school to become a social 

worker. She worked as a social worker for "...almost a year 

and then I had another heart attack. They told me that 

would be the end of my working." 

Caregiver school relationship. Louise has been very 

insistent on being in contact with Katherine's primary 

teacher. "I guess she is tired of me. I call her all the 

time. Because if they don't call me, I call them. Then I 

will just pop up." Her own continuing health issues had 

resulted in her needing to make most contact with school 

personnel by phone. She noted "...now that my leg is getting 

bad, I use the phone a lot." 

Student health. Katherine was a 12 year-old, African-

American female who was born with AIDS. She had two 

sisters and a brother. One sister died at the age of 13. 

At the time of this interview, she and her brother, who was 

15, lived with Louise. Katherine had co-existing 

conditions of rule/out arthritis, which had resulted in 

"..knees [that] now are swollen", vision problems and 
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hearing problems. Katherine had Pneumocystis carnii 

pneumonia (PCP), an opportunistic disease, at the age of 

four months. Just prior to the time of this study she also 

had viral pneumonia and high fevers of unknown origins. She 

also experienced "frequent nosebleeds". She was on various 

medications that her grandmother described as the 

"cocktail" for AIDS. She was also on the nutritional 

supplement Ensure. All of her medications were taken at 

home because "...If she takes them to school, she is going to 

forget to bring it home." Her grandmother stated Katherine 

seems "...to know quite a bit about her disease." 

Student schooling. At the time of the study Katherine 

was enrolled in public school and received special 

education. She was in sixth grade. Her grandmother 

described her academic performance as "excellent for her 

level." In her latest progress report "...she had all A's 

and B's". Katherine "...mostly stays in the resource room. 

But she changes classes like everybody else." As a whole 

her grandmother stated that Katherine enj oyed school, but 

"...Katherine does have an attitude...She likes all her 

teachers so far, but the kids are so mean". During the 

past two years, as reported by Louise, students have begun 

to be "...really rude" . Katherine was once confronted about 
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having AIDS by a fellow student and responded, "You better 

tell your mother to take you and get you tested because you 

could have it too." 

Services received. Katherine received services from a 

food outreach program, the local AIDS service organization, 

and the National Institutes of Health. At the time of this 

study, Katherine was being treated by various medical 

professionals including medical doctors and psychologists. 

Her grandmother described her as receiving the "full 

gamut". 

Participant Kay 

Caregiver. Kay was a 3 7 year-old, married, Caucasian 

female. She described herself as a "professional parent, 

HIV/AIDS Health Educator" . She was "...legally disabled, but 

for the last four years [has] been an advocate for people 

with HIV/AIDS." She also served on an AIDS-related 

national government committee. She and her husband were 

the primary caregivers of two biological children and five 

adopted children. Her youngest adopted child, Robert, was 

HIV positive. 

Caregiver school relationship. Kay reported that she 

was very involved with Robert's education, but felt she was 

not included in important school decisions concerning him. 
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She stated "I have a gag over my mouth as to who I can 

speak to and who I can not." She was warned by the 

superintendent that "...if word got out [about Robert' s HIV 

status] there would be a panic...they wanted him to appear 

normal so they don't allow him to have certain behaviors." 

She did not go to parent teacher conferences because she 

did not want to be put "...in the position to be a liar." 

Student health. Robert was an eight year-old, 

African-American male who was born with HIV. He had not 

progressed to AIDS at the time of the study. He also had 

co-existing conditions of Attention Deficit Hyperactivity 

Disorder (ADHD), reactive attachment disorder, vascular 

necrosis of the right hip, learning disabilities, 

deve1opmenta1 delays, and Fetal Alcohol Syndrome (FAS) . 

Three of his adoptive siblings also had FAS. Short term 

memory also seemed to be an issue for Robert. He did not 

"...remember—you know I can tell him 'No, the stove is hot, 

don't touch it' ...He is going to touch it and he knows it is 

going to hurt, but he is going to go back and do it again." 

He has also had PCP in the past. Kay and her husband first 

served as foster parents for Robert when he was about three 

years old. She indicated, "He had a lot of delays when we 

got him. He could barely hold a Crayon. Never allowed to 
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color in a coloring book. He came from a foster home where 

he was hidden. " He was taking a variety of medications 

including Ziagen, Viracept, Sustiva, Adderral XR, Rerneron, 

daily vitamins and Pediasure for weight gain. 

Student schooling. Robert was enrolled in the second 

grade at a public school. He was receiving special 

education services. When asked about his performance in 

school, Kay stated "..Academically bad. He cannot keep up 

with the other kids...He was starting to attend where he was 

doing really well with letters and numbers and then all of 

the sudden he couldn' t remember any of them...Then it was 

like this year it is like somebody just turned a light on 

in his head. He can sit down and read a chapter book now. " 

However, he still had difficulty with math. She reported 

that, "He will guess...It will take him an hour to do one 

sheet of math paper." During the beginning of his 

schooling "...he could not write his name. He could not 

recognize numbers, letters. He was never exposed to 

anything." 

This was Robert' s second school he had attended in the 

public school setting. When the family first tried to 

enroll Robert in school they disclosed the HIV status of 

Robert. The family pointed out that "...He should have been 
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in early childhood placement right away. They had his 

placement..All of the sudden there was not placement. There 

was no bus. He could not come to school until there was a 

full review." A meeting was called to discuss the matter, 

but "I was being told by DCFS [Department of Child and 

Family Services] that I was not allowed to attend" . Later 

a town meeting was convened. When "word got out" at the 

first school about Robert's HIV status "It all went 

downhill from there. People threw things at our house. 

Our kids were harassed. We ended up moving. Picking up 

everything and moving." 

Services received. Robert was receiving services from 

the local AIDS service organization, a family physician, 

infection disease specialists, pharmacists, 

nutritionalists, personal assistants, a psychiatrist, a 

learning center, and an occupational therapist. 

Social issues. Robert had some "impulsivity" issues 

as well. His mother reported that "Socially at school he 

fights a lot with kids...It wasn't until this year he 

actually bit two kids at school." Other examples included 

when he was "...standing up on the bus and got in trouble and 

she [his sister] said ' I am going to tell Mom' and he 
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picked a scab open and said 'you tell and I will wipe this 

blood on you'." 

Socialization issues also arose due to the race 

difference between Robert and his adoptive parents. The 

mother observed, "The kids pointed it out to him...That can't 

be your mom, she isn't the same color as you. And then it 

got really hard. He started even having more issues and 

more problems. Where did I come from? What happened to 

me?" Kay also related that this issue has resulted in 

Robert having very few social contacts. He doesn't "...have 

friends that come over to our house and play. He has no 

friends whatsoever." 

Summative Remarks 

There are some commonalities between the participants 

in this study. All the participants resided in a 

Midwestern state and were clients of the same local ASO. 

Each of the participants had a school-aged child with 

HIV/AIDS. All of the children were either presently 

enrolled in the public school or had been enrolled in the 

past. Each of the children was receiving services from 

multiple providers and was taking multiple medications. 

There were some differences between the participants 

as well. Each child had a different primary caregiver 
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situation. That is, one child had his biological parents 

as primary caregivers, one child had her biological 

grandmother as primary caregiver, and one child had his 

adoptive parents as primary caregivers. Also two children 

were enrolled in public schools, while one child was home-

schooled. In addition, there were racial differences 

between the participants' families. One child was 

Caucasian in a Caucasian household, one child was African-

American in an African-American household, and one child 

was African-American in a Caucasian household. Other 

differences included one child who was HIV positive while 

the other two had AIDS; one child did not have an 

opportunistic infection, while the other two did; and one 

child's family had not disclosed, while the other two had. 

The following sections include information from the multi-

case study data sources that relate to the specific 

research questions. 

Research Question One 

The following consideration is a reporting of the 

participants' views related to Research Question One: What 

are the present views of families of children with HIV/AIDS 

in regard to disclosure to schools? More precisely, this 

section provides information on the participants' 
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(parent/guardian) feelings and opinions on disclosure of 

the child's HIV status to school systems. All of the data 

sources were reviewed for this particular research 

question. Three common themes emerged in regard to 

disclosure; (a) confidentiality issues; (b) the vagueness 

of the policies on who has a right to know; and (c) the 

legal requirement to disclose. 

Confidentiality 

In terms of confidentiality, regardless of whether or 

not the families had disclosed, all the participants 

expressed concern that the HIV status would not be kept 

confidential. Each participant related how the 

confidentiality had been broken or there was a fear of the 

confidentiality being broken. Tom stated, "...they [the 

school personnel] don't respect confidentiality." He 

continued "...the contact we have had with other parents that 

have kids [with HIV/AIDS] in different school systems...there 

always seems to be a leak." Louise felt that 

confidentiality was not observed because if it had been, 

"...then the whole school wouldn' t know." Kay agreed with 

confidentiality being an issue. She had seen first hand 

the results of confidentiality being broken. "They did not 

seal his [Robert's] file at the special ed district and 
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during one of his lEP [Individualized Education Plan] 

meetings they just kind of blurted it out." 

Policy Vagueness: Right to Know 

Each of the participants expressed concern over the 

lack of parental/guardian input into who in the school 

system would be informed of the child's HIV status after 

disclosure. It was apparent that once disclosure was made, 

the parents felt that the schools were the ones to 

determine who "had a right to know". Parents reported that 

the policies on disclosure provided no guidelines as to who 

would or could be informed, it was the sole decision of the 

schools. This impression came up multiple times during the 

interviews with each of the participants, even when 

questions were not dealing directly with this issue. Betty 

stated that when they discovered that disclosure would be 

required they also learned that they "...had no choice in who 

was going to be disclosed to from that point on." Kay was 

told that the school would inform those who the school felt 

had a need to know. She pointed out "Since then I have 

found out it was every teacher, every janitor, the school 

lunch ladies, the secretary. Everybody knew." Kay went on 

to say "They [the school system] didn't have to ask me if I 

felt they [personnel the school informed] were essential." 
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Legal Requirement 

The third theme to be revealed was the participants 

understanding of the legislative requirements of the 

participants' state regarding disclose. At the time of the 

present study, each of the participants reported that they 

understood that they must disclosure to the schools or be 

held liable. As Tom stated, "legal action could be held 

against you..." if the parent/guardian did not disclose 

his/her child's HIV status to the school. Louise was 

informed by her local ASO worker that she was mandated to 

disclose. Kay believed that she not only had the 

legislative mandate to disclose, but because of the 

foster/adoption rules, she understood that the Department 

of Child and Family services also required her to disclose. 

Participants noted that this perception of the requirement 

for mandatory reporting removed decision making power from 

them. From the participants' perspectives, their 

understanding of the mandate to disclose left them with 

only three choices: (a) to disclose to the school system; 

(b) to not disclose and risk legal action; or (c) to remove 

their child from the school systems. 
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Research Question Two 

The information presented in this section is a review 

of the participants' views related to Research Question 

Two: What are the present expectations and reservations 

families of children with HIV/AIDS have in regard to 

schools? More precisely this section provides information 

on each of the participants' (parent/guardian) views 

related to the following themes: (a) bias: perceived and 

experienced; (b) school services; (c) parental/guardian 

involvement in school decisions concerning their 

child(ren); (d) school policy; and (e) school personnel 

training. It should be noted that during data collection, 

new and emerging themes and issues became apparent as well. 

The new and emerging themes are discussed in Chapter 5. 

All of the data sources were used to gather information 

related to this particular research question. 

Bias: Perceived and Experienced 

With regard to bias, both in terms of experienced and 

perceived, all the participants had experienced bias from 

teachers, administrators and other families in the school 

systems. Two of the three families expressed that their 

child with HIV had experienced bias from other students. 

Each family reported similar incidents of perceived or 
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experienced bias, however, there were some instances that 

were unique to the individual families. For example, Tom 

and Betty experienced bias from school personnel based 

solely on the belief that John was HIV positive. Tom 

stated "...a child is not accepted by the school personnel 

simply because they were having indications that he was HIV 

positive." Tom continued that the school then began 

"...following up on that [trying to find out the HIV status] 

without your permission." Both Betty and Tom reported that 

the school contacted John's physician, without their 

consent, to discover the status. Louise felt the most bias 

towards Katherine came from the other students and noted 

"She likes all her teachers, but the kids are so mean." 

Kay's family seemed to have experienced the most overt bias 

as a result of Robert's HIV status. Incidents included 

being excluded from the town meetings involving decisions 

on their child, harassment by the police department, 

vandalism, and attempts at keeping Robert out of school. 

As a whole, the bias perceived and experienced by the 

participants seemed to cover a continuum from overt (e.g., 

garbage being thrown at the house, family being forced to 

move) to subtle (e.g., pretend the issue of HIV doesn't 

exist). 
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School Services 

With regard to school services, all the participants 

had similar expectations. All three families had issues 

with scheduling (e.g., absences, medical treatment) and 

would have liked to see homebound services being made 

available. Due to the bias encountered from students, 

families, teachers, and administrators, all three families 

would have liked to see inclusion for their child in all 

school activities. To help combat the bias experienced, 

education of school personnel across the board was desired 

by all participants, to hopefully increase understanding 

and acceptance. This education should include, as Louise 

stated "...teachers, principals, students, families, and 

anyone else working with the child." The main focus for 

all participants was a hoped for increase in understanding 

for both the child with HIV and his/her family. With 

increased understanding children with HIV/AIDS can have, as 

Tom stated, "...inclusion in all activities without 

prejudice." 

An examination of school services also needs to 

include a consideration of the perception the participants 

have of special education. Each of the families had 

different perceptions when it came to special education. 
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For Tom and Betty special education was not a concern for 

two reasons. First, John was home schooled. Second, Betty 

reported that John was performing at an "...honor roll..." 

level. Louise was happy with the special education 

services that Katherine received. She observed "Now she 

mostly stays in the resource room. But she changes classes 

like everybody else...So they change classes like other 

people. I think that is one of the other reasons that made 

her [Katherine] happy." Kay's perceptions were a little 

different. Kay recognized that there is a continuum of 

special education services. There was much pressure placed 

on her by a teacher in their school to move Robert to a 

special education room, simply because of the HIV status. 

Kay stated, "...she wanted him in a class with kids [who are] 

in wheelchairs and drools and need to be changed. He is 

not like that. He is developmentally delayed. He has 

learning disabilities. He is not severely, moderately, 

profoundly mentally retarded and that is where she felt he 

needed to be." 

Parental/Guardian Involvement 

In terms of parental involvement, all 

parents/guardians felt they were involved with all 

important school decisions, with the obvious exception of 
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disclosure. This mostly positive response was expressed 

because the families either were home-schooling their child 

and had control of school decisions; or, in the case of the 

other two families, had taken a strong position and stance 

to be involved. In the past, however, one participant felt 

that she had a "gag" placed on her and was not able to be 

as involved as she wished. Also, each participant reported 

how he/she had "fought" to be included in as many school 

decisions as possible. 

School Policy 

With regard to school policy, all the participants 

felt the policy was not adequate because it was too broad, 

too general, and too vague. All the participants felt the 

policy was more concerned with protecting the school and 

not the child with HIV/AIDS. This idea was demonstrated by 

Betty's reporting that the policy "...doesn't provide 

protection for my son." Kay reinforced this belief by 

stating "...they [the school] just want to cover their butts. 

They don't want what's best for him [Robert] . " 

Also all the parents/guardians felt that 

confidentiality was an issue with the existing school 

policies for various reasons (e.g., other policies made it 

difficult to ensure confidentiality) . Tom provided the 
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following example, "Well, at any school now and days, if a 

child is taking medicine at school, they have to go to the 

nurse's office", which, with the name of the medicine, is a 

form of disclosure in and of itself. 

Two main issues all participants had with the policies 

were that 1) the policies did not specify who had a right 

to know the child's HIV status, and 2) the policies were 

not enforced, especially in terms of confidentiality and 

universal precautions. The issue of enforcement of 

universal precautions was a theme that both emerged and was 

continually returned to by the participants, even when the 

interview questions were on different subjects. Each 

participant recounted many instances where he/she had 

either observed or heard of universal precautions not being 

used at the schools. In fact, all participants were hard 

pressed to remember an occurrence of universal precautions 

being used appropriately. 

School Personnel Training 

With regard to school personnel training, none of the 

participants believed the personnel received adequate 

training, both in terms of time and quality. The families 

also did not feel that the training that was being provided 

was being used or enforced. Evidence of this lack of 
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enforcement was partly apparent in the lack of use of 

universal precautions (including glove use) by the school 

personnel. 

Areas in which the families would like to see 

increased training included conf ident iality, universal 

precautions, and general HIV/AIDS education, all with an 

emphasis on understanding and emphasizing understanding for 

the child with HIV/AIDS and his/her families. All of the 

participants shared this view and saw the need for an 

overall increase in training, both in terms of time and 

quality, in all areas of HIV/AIDS, for all students, 

families, staff, teachers, and administrators. 
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Chapter Five 

SUMMARY, DISCUSSION, AND RECOMMENDATIONS 

Summary and Conclusions 

Children with HIV/AIDS will be entering the school 

systems in greater numbers over the next decade (e.g., 

Beverly & Thomas, 1997; Mialky et al. , 2001) . This 

increase in numbers, along with changes in the nature of 

the disease, may present new challenges for schools to 

address (e.g., Gerald & Brugel, 1993; Keaster et al. , 1996 ; 

Moss et al. , 1998) . Given the bias that can exist towards 

children with HIV/AIDS (e.g., Hemmeter et al. , 1997; 

Wodrich et al., 1999), the possible need for special 

education services (e.g., Mialky et al.; Moss et al.), and 

the legislative protection these children have (e.g., 

American Academy of Pediatrics, 2 00 0; Gobia et al. , 1998; 

Phelps & Landau, 1995), schools will need to examine and 

adjust their policies. One important factor in this 

examination and adjustment is to elicit the views of 

parents/guardians of children with HIV/AIDS. The present 

study was designed to give a voice to those families who 

have a child with HIV/AIDS by eliciting their views on 

school related issues, most particularly regarding 

disclosure, as well as their expectations and reservations 
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of school systems in regard to their child. The following 

section presents conclusions derived from the data gathered 

to answer Research Question One. 

Research Question One: Disclosure 

The first research question examined was "What are the 

present views of families of children with HIV/AIDS in 

regard to disclosure to schools?" The participants were in 

agreement that disclosure was still an issue for families 

of children with HIV/AIDS. They identified as the primary 

concerns: the lack of confidentiality once disclosure had 

occurred; lack of input into who has a "right to know"; and 

lack of choice in disclosure due to legal mandates. 

Conclusions. The three issues discussed in the 

preceding section led to certain conclusions. First, 

disclosure is still an issue of concern for families of 

children with HIV/AIDS, at least in this sample of the 

population. While many of the reasons for disclosure being 

a concern are similar to concerns parents/guardians had in 

the past (e.g., discrimination, fear), new concerns have 

developed that were not as prominent when the disease first 

appeared. For instance, the need for mandatory reporting, 

less control over who is informed, and a lack of choice are 

all issues that literature in the past did not specify. 
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This leads to the conclusion that not only is disclosure 

still a concern of families of children with HIV/AIDS, 

disclosure has become a more complex issue than it was in 

the past. 

A second conclusion that can be drawn regarding 

disclosure is the need to examine and make clear the 

rationale and justification for disclosure. If a school 

places a blanket mandate on disclosure, families may feel 

they have not been given the chance to make their own 

choices. In this study, the reason given for having to 

disclose is, as Tom stated, "It's the law." 

These observations led the author to conclude that a 

serious examination of disclosure, and all its' sub-issues, 

needs to occur. Legislation needs to be based on sound 

medical information and feedback from persons most impacted 

by decisions. State lawmakers should review their 

legislation, examine their laws on disclosure, and evaluate 

if the laws are still serving their purposes. This need to 

review applies to policies within school systems as well. 

School administrators need to examine who they inform, why 

they inform those individuals, and under what situations 

breaking of confidentiality is necessitated. Finally, 
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families should be involved in all these decisions and 

informed of the final outcome. 

Research Question Two: Expectations and Reservations 

The second research question was "What are the present 

expectations and reservations families of children with 

HIV/AIDS have in regard to schools?" The participants had 

many expectations and reservations in regard to schools. 

They identified as the primary concerns: the continual bias 

and prejudice experienced and received; a desire for 

increased education and training for faculty, staff, 

administration, as well as for other families and students ; 

and policies that appeared to be too vague, provide more 

protection for students, and were difficult to understand. 

Conclusions 

Several broad conclusions can be drawn from this 

research. The first conclusion that can be drawn is that 

many of the issues of the past are still issues that are of 

concern for families of children with HIV/AIDS, though the 

issues are more complicated now. The second conclusion is 

that policies need to be re-examined in light of the 

information gathered during this study. Policies should be 

examined to detect any inherent bias or discrimination, be 

kept up to date, and incorporate the views of all 
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individuals involved. The third conclusion is that 

school systems need to address the concern policies must be 

implemented and enforced. 

Discussion 

Emergent Themes 

Throughout the data collection and analysis, 

particular emerging themes developed that were not 

specifically targeted within the study. For disclosure, 

the main emergent theme was confusion about the reasons for 

disclosure. While all the participants had reservations 

regarding disclosure, they all agreed that disclosure is 

appropriate in certain situations. Of particular note were 

observations made by Tom and Betty. While they removed 

their son from school because of the demand to disclose, 

they did state that they had disclosed to John's pre

school . Their reasoning for this disclosure was that there 

was a child that liked to bite other children in the class 

and Tom and Betty felt that disclosure was necessary for 

the safety of both John and the other students. What this 

possibly demonstrates is that the participants were not 

necessarily against disclosure, but rather wanted to have 

more justification for disclosure than an arbitrary rule. 
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The first emergent theme for the second research 

question was related to universal precautions. Throughout 

the participant discussions, the theme of universal 

precautions arose in almost every category. Participants 

returned to universal precautions as a solution to a 

multitude of concerns. There were two main concerns 

regarding universal precautions. First, the universal 

precautions were not being used. Each participant could 

easily identify multiple occasions where they had witnessed 

or had reported by their child that gloves were not being 

used, nor were gloves even in the classrooms. In one 

instance the participant reported that none of the boxes of 

gloves she saw in various classrooms had ever been opened. 

The lack of use of universal precautions led to the second 

concern about universal precautions. If the schools 

enforced their policies of universal precautions, the risk 

of transmission of HIV would be minimal to non-existent. 

If universal precautions were consistently enacted and 

enforced, one could wonder if there would even be a need 

for disclosure. 

This leads to the second emergent theme, policy versus 

implementation. This theme became apparent in the analysis 

of the data surrounding policy and school personnel 
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training. While there seemed to be valid concerns over 

both of these areas, the observation that the participants 

did not feel the majority of the policy guidelines and 

training activities were being implemented gives reasons 

for concern. One could conclude that many of the concerns 

and reservations the participants had could be addressed by 

adherence to the existing policies. It also brings to 

question if the training and policies were re-examined and 

updated, would there be a noticeable change in the actual 

environment of the school. This apparent lack of 

enforcement of policies and training places even more 

stress and burden on the families of children with 

HIV/AIDS. As an example, parents reported that they were 

required to disclose the HIV status of their child, 

presumably for the protection of staff and students. If 

universal precautions were enforced, the risk of 

transmission would be almost removed. Thus, the 

responsibility of disclosure was placed on the families, 

due to an apparent lack of enforcement of a district policy 

on the school's part. 

A final theme emerged surrounding the participants' 

views of special education. Given that each of the 

families had very differing views of special education. 
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varying from pleased with the services to resistant to 

having their child in special education, it brings to light 

the need to examine parents/guardians perceptions of 

special education. Questions that may need to be asked 

could include, are the parent/guardian views accurate, are 

children with HIV/AIDS being placed in special education 

simply due to their HIV status, and what specific training 

might special education instructors need to appropriately 

work with children with HIV/AIDS. 

Participant Recruitment 

One issue that needs to be addressed is the difficulty 

in procuring participants for this study. Originally this 

study was designed for participants from a local ASO in a 

southwestern state. When no one volunteered for the study, 

I went to the ASO to talk to the counselors to stress the 

importance of the study. At that meeting, counselors 

stated that while they had clients that were interested in 

the findings, the clients did not wish to participate in 

more studies. This difficulty in finding participants 

continued through three other states and seven other ASOs. 

The most common reasons given for not wanting to 

participate included: (a) the clients were tired of being 

"guinea pigs"; and, (b) the clients had been misrepresented 
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in many previous studies. This resistance to 

participation, and the reasons given, can lend support to 

the belief that the parents/guardians voice is not being 

correctly conveyed through research in the recent past and 

may have contributed to their hesitation to participate in 

current research. 

Implications 

The present study presents implications not only for 

school systems, but also for teacher preparation and for 

present and future research in both education and 

rehabilitation. Children with HIV/AIDS with unique 

challenges will be entering the school systems and the 

vocational rehabilitation system in increased numbers over 

the next decade. As was evident in this study, disclosure 

is as much of an issue for families of children with 

HIV/AIDS today as it was in the past. Given that all 

participants expressed concern, not only with the mandatory 

disclosure but also the lack of control over who would be 

informed once disclosure occurred, it is essential that 

policies, procedures and practices be examined more 

closely. This is particularly important, given that the 

participants all demonstrated that bias and discrimination 

still exists against families of children with HIV/AIDS. 
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In addition to presenting implications in terms of 

disclosure, the present study also has implications for the 

operation of school systems, including policy development 

and implementation. Each of the participants expressed 

concern that the present policies were too vague and seemed 

to be more for the protection of the schools and not the 

child. Therefore, it would seem reasonable, if not 

imperative, that parents/guardians of children be more 

involved in the development and refinement of school 

policies concerning children with HIV/AIDS. The families 

could be a valuable source of information as they might 

have the most accurate knowledge of not only the needs of 

the child, but also the issues that are facing these 

children. However, policy deve1opment is only part of the 

issue. 

School personnel training is an area that the 

participants felt was inadequate. Not only does this imply 

a need to increase, both in time and quality, the training 

school personnel receive, but also to address the need to 

ensure these trainings are implemented. Of particular note 

is the issue of universal precautions. Universal 

precautions are a necessity, not only to prevent the 

transmission of HIV, but also a host of other communicable 
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diseases, such as hepatitis. Even if HIV/AIDS never 

existed, universal precautions should be implemented in our 

nation's schools. If the schools enforced policies of 

universal precautions, the risk of transmission of HIV 

would be minimal to non-existent. 

Moving beyond school systems, this study also has 

implications for counselors. This study offers a 

springboard to identify issues that may be important to 

individuals who may be in need of counseling services. If 

the counselor has an existing knowledge base on the issues 

facing children with HIV/AIDS, then he/she will be better 

able to facilitate services and mediate in times of 

confrontation between the families and the school systems. 

Counselors working with students with HIV/AIDS should 

gather information from them on disclosure, types of bias 

or discrimination they are experiencing, what complications 

they may have due to the illness, and a multitude of other 

concerns. 

Finally, this study provides an idea of areas that 

need to be addressed when developing school policies, 

procedures, and guidelines. As was shown, there are many 

areas of concern to the parents/guardians of children with 

HIV/AIDS (e.g., disclosure, training, policy development 
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and implementation) . There are many areas that need to be 

examined in terms of policy, procedures, and guidelines, 

and families of children with HIV/AIDS should be involved 

in all stages of the examination of old policies and the 

development of new ones. Furthermore, schools need to 

critically evaluate how effectively existing policies are 

being implemented before any change can occur. 

Recommendations 

Linking Present Study to Past Research 

In chapter two, six conclusions were drawn from 

previous research: (a) there will be an increase in the 

population of school aged children with HIV/AIDS; (b) there 

is legal support for these children to enter and 

participate in schools; (c) children born with HIV are at a 

higher risk for multiple disabilities; (d) children with 

HIV/AIDS and their families are at risk for higher levels 

of stress; (e) bias and discrimination still exist towards 

this population; and (f) there is a lack of training and 

knowledge on HIV issues by schools and personnel. It is 

important to examine how the present study compares with 

the previous findings. 

Population Increase. This study did not specifically 

examine the predicted increase in children with HIV/AIDS. 
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However, during the recruitment stage of the study, while 

many did not choose to participate, the eight ASOs 

originally contacted all had a minimum of five families 

with children with HIV. This figure is only considering 

those families that may have been associated with the local 

ASO for a particular city. Whether or not the increase in 

school aged children has begun to the extent predicted, 

this preliminary study shows that there are children with 

HIV who have unique needs and are entering and 

participating in school systems. 

Legislative Support. The conclusion that there is 

adequate legislative support is more difficult to examine. 

On the one side, legislation is still protecting the rights 

of students with HIV to receive education in schools. On 

the other side, new legislation appears to be removing the 

right of choice of disclosure for families. This would 

imply that while there is still legislative support, 

families may have new legal issues and concerns. 

Multiple Disabilities. The participants in this study 

would seem to support the conclusion that children born 

with HIV are at risk of having multiple disabilities. Two 

of the three children in this study had many co-existing 

disabilities, both physical and cognitive. The third 
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child, while not having as many co-existing disabilities, 

had asthma and ADHD. In addition, each child was taking a 

number of medications, at least four, and receiving 

multiple services, at least three. This appears to be 

congruent with previous research that many of the children 

born with HIV are at a higher risk of having multiple 

disabilities. 

Increase in Stress. This study supports the 

conclusion that children with HIV/AIDS and their families 

have higher levels of stress. Each of the families 

reported numerous occasions of increased stress. This 

stress was as mild as frustration over receiving services 

to as significant as having to move to a new town to escape 

discrimination or fear of legal action. As shown, the 

stress and the factors contributing to the stress can have 

significant impact on the families. The support of this 

conclusion would suggest possible research in stress 

reduction measures for these families would be beneficial. 

This research could be done and enacted by schools, local 

ASOs, and other researchers and health care practitioners 

in the field. 

Bias and Discrimination. This study has shown that 

bias and discrimination are still major concerns of the 
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families of children with HIV/AIDS that participated in 

this study. The findings of the present study reveal that 

the bias and discrimination can be very subtle to extremely 

overt. Given the significant consequences that can occur 

from this, methods of reducing bias and discrimination 

should be a priority for systems working with this 

population. 

Lack of Training and Knowledge in Schools. While this 

study did not specifically examine what training is being 

provided in schools, each of the participants perceived the 

training, and more importantly the implementation of the 

training, to be inadequate. This conclusion supports the 

findings of the research in this area. Since previous 

research stated there is a lack of training and knowledge 

(e.g., Deyo, 1994; Keaster et al., 1996; Palfrey et al. , 

1994; Singh, 1994), and the participants in this study 

supported this opinion, there is a need for schools to re

examine both their training programs as well as policy 

enforcement. 

Future Research 

The present study opened avenues and presented 

multiple considerations for future research efforts. One 

area in particular involves disclosure. The researcher of 
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the present study did an extensive literature search to 

determine how many states presently mandate disclosure of a 

child's HIV status to schools. The author was unable to 

find any study related to this question. Thus, an 

interesting exploration would be to conduct a study to 

identify which states mandate disclosure, as well as the 

reasons for such legislation, as this would provide 

valuable information to the field. Another intriguing 

avenue in terms of disclosure would be to perform a deeper 

examination into the concept of the "right to know". Such 

research would provide information necessary to more 

clearly and fairly refine school policies. 

The present study presented the views of families of 

children with HIV/AIDS in regards to school systems, in 

hopes of providing information and data for use in 

development of school policies on this issue. This study 

could provide a springboard for continued research to 

increase the knowledge base. One particular avenue would 

be to replicate this study to include not only other states 

and regions, but to also target other demographics such as 

differing socio-economic populations and other categories 

of school systems (e.g., private schools). Another avenue 

for future research would be to replicate this study to 



133 

gain deeper understanding of the views of the school 

administration, staff and faculty. This would give a more 

balanced view of the issues surrounding children with 

HIV/AIDS in school systems, as well as provide information 

as to common ground that can be built upon. The call for 

future research presented here could potentially have 

positive implications for school systems, children with 

HIV/AIDS, and their families. 

Closing 

The present study began with the desire to give the 

families of children with HIV/AIDS a voice. From an 

examination of an aggregate of the previous research, it 

appeared that while much research had been done on the 

needs of children with HIV/AIDS, most of it had been 

clinically based and there was a dearth of research that 

had elicited views of the families and children themselves. 

I feel this study has begun the process of providing a 

voice to the families, and much has been gained in the way 

of insights into the views and perspectives of these 

families. I feel this research will not only benefit the 

families of children with HIV/AIDS and schools, but has 

also assisted in further developing my own beliefs and 

views on these issues. I have gained both a better 
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understanding of the issues facing families of children 

with HIV/AIDS and an appreciation for the complexity of 

these issues. However, this study does not mark an end to 

this research, but has rather provided me with a solid 

foundation upon which to build. There are now many avenues 

in this area from which to base future research. 
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APPENDIX A: RECRUITMENT SCRIPT 

Dear parent/guardian; 

Evans Spears, a doctoral student at the University of 

Arizona, is conducting a study to examine the current 

beliefs, views, and perspectives about school systems of 

families of children with HIV/AIDS. You are being 

contacted to see if you would be interested in volunteering 

to participate in his study. It will require approximately 

two (2) hours of your time. The time will be spent 

completing two short paper and pencil activities and one 

verbal interview. The location and date/time can be 

arranged so that it is convenient for you. 

Your name and your child's name will be kept confidential. 

Any information that you share will be reported using 

fictitious names. Four families will be chosen from those 

that volunteer to be a part of this study. Only the names 

of those chosen will be given to Evans. There will be no 

compensation for your participation in this study, however, 

all results of this study will be made available to you. 
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It is hoped that this study will positively impact the 

lives of children with HIV/AIDS in schools. 

Your participation in this study would be greatly 

appreciated. By volunteering to participate in this study, 

you will be adding an unheard voice to the development of 

school HIV/AIDS policies. The voice of the parent/guardian 

needs to be taken into account when school policies are 

developed. If you would like the opportunity to express 

your opinions and views by participating in this study, 

please reply to XXX XXXX at XXX-XXXX, by XX/XX/200X. If 

you have questions regarding this study, please feel free 

to contact me at XXX-XXXX. 

Sincerely, 

XXXX xxxxx 
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APPENDIX B: PARTICIPANT CONSENT FORM 

Participant's Consent Form 

For Participation in the Research Study Entitled: 
Current perspectives of families of children with HIV/AIDS 
in regards to school systems 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE 
THAT I AM INFORMED OF THE NATURE OF THIS RESEARCH STUDY AND 
OF HOW I WILL PARTICIPATE IN IT, IF I CONSENT TO DO SO. 
SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO 
INFORMED AND THAT I GIVE MY CONSENT. FEDERAL REGULATIONS 
REQUIRE WRITTEN CONSENT PRIOR TO PARTICIPATION IN THIS 
RESEARCH STUDY SO THAT I CAN KNOW THE NATURE AND RISKS OF 
MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT 
PARTICIPATE IN A FREE AND INFORMED MANNER. 

PURPOSE 

I am being invited to participate voluntarily in the above-
titled research project. The purpose of this project is to 
examine the broad query of whether the needs, concerns, and 
issues facing families with children who have HIV/AIDS are 
the same presently as in the past. 

SELECTION CRITERIA 

I am being asked to participate because I am the 
parent/guardian of a child who has HIV/AIDS who is either 
school-aged or approaching an age to become enrolled in 
school. Approximately 4 subjects will be enrolled in this 
study. 

PROCEDURES 

If I agree to participate, I will be asked to consent to 
the following: (1) a short demographic questionnaire 
(approximately 15 minutes); (2) a sentence completion task 
activity (approximately 20 minutes) ; and (3) a face-to-face 
interview consisting of 13 questions (plus clarification 
questions) that will be tape recorded (approximately 1-1^ 
hours) . I may be asked to participate in a short follow-up 
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interview to clarify certain answers. I may participate 
even if I do not allow my interviews to be tape recorded. 

I allow my interview (s) to be tape recorded: yes no 

RISKS 

There are no known risks to the subjects, however some 
emotional responses (e.g., sadness) may occur due to the 
nature of the subj ect matter. 

BENEFITS 

There are no immediate benefits to the individual subj ects. 
The information from this study will provide a broader 
knowledge base from which more research into the field of 
children with HIV and school systems can be done. 

CONFIDENTIALITY 

Only the principal investigator will have access to the 
data collected during the study. Pseudonyms will be used 
throughout the reporting of this study to maintain the 
confidentiality of the subj ects. 

PARTICIPATION COSTS AND SUBJECT COMPENSATION 

There are no costs to the subj ects aside from travel to and 
from the interviews (which can be arranged to be located in 
a convenient location) and approximately m. hours of their 
time to complete the data collection. No compensation will 
be provided for the subj ects, however, a copy of the study 
and report can be provided to the subj ects upon request. 

CONTACTS 

I can obtain further information from the principal 
investigator, Evans H. Spears, Ph.D. Candidate, at 
(806)543-1105 or Dr. Les McAllan at (520)621-5167. If I 
have questions concerning my rights as a research subj ect, 
I may call the Human Subj ects Committee office at (520)626-
6721. 
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AUTHORIZATION 

BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE METHODS, 
INCONVIENCES, RISKS, AND BENEFITS HAVE BEEN EXPLAINED TO ME 
AND MY QUESTIONS HAVE BEEN ANSWERED. I MAY ASK QUESTIONS 
AT ANY TIME AND I AM FREE TO WITHDRAW FROM THE PROJECT AT 
ANY TIME WITHOUT CAUSING BAD FEELINGS. MY PARTICIPATION IN 
THIS PROJECTS MAY BE ENDED BY THE INVESTIGATOR FOR REASONS 
THAT WOULD BE EXPLAINED. NEW INFORMATION DEVELOPED DURING 
THE COURSE OF THIS STUDY WHICH MAY AFFECT MY WILLINGNESS TO 
CONTINUE IN THIS RESEARCH PROJECT WILL BE GIVEN TO ME AS IT 
BECOMES AVAIL I ABLE. THIS CONSENT FORM WILL BE FILED IN AN 
AREA DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS 
RESTRICTED TO THE PRINCIPAL INVESTIGATOR, EVANS H. SPEARS 
OR AUTHORIZED REPRESENTATIVES OF THE SPECIAL EDUCATION, 
REHABILITATION AND SCHOOL PSYCHOLOGY DEPARTMENT. I DO NOT 
GIVE UP ANY OF MY LEGAL RIGHTS BY SIGNING THIS FORM. A 
COPY OF THIS SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Subj ects Signature Date 

INVESTIGATOR'S AFFIDAVIT 
I have carefully explained to the subject the nature of the 
above project. I hereby certify that to the best of my 
knowledge the person who is signing this consent form 
understands clearly the nature, demands, benefits, and 
risks involved in his/her participation and his/her 
signature is legally valid. A medical problem or language 
or educational barrier has not precluded this 
understandi ng. 

Signature of Investigator Date 
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APPENDIX C: DEMOGRAPHIC QUESTIONNAIRE 

Demographic Questionnaire 

Please answer the following questions with short answers. 

ID #: Date: 

Marital Status: 

Who are the child's primary caregivers: 

Caregivers occupation/s: 

Annual family income (optional): 

# in your family that are HIV+: 

Age of child: 

Age of diagnosis for child: 

HIV status of child (circle one): HIV+ AIDS 

List the opportunistic infections that the child has had: 

List any other disabilities the child has: 

List services the child is receiving: 

List agencies working with the child: 

List professionals (e.g., psychiatrists, physicians) 

currently working with your child: 



List medications the child is taking: 

Is the child enrolled in school? (yes / no) 

Is the child in special education? (yes / no) 

Child's grade level: 

School district of child (for comparison only): 

Please rate your child's performance in school (circle 

one) : 

a. Poor 

b. Below Average 

c. Average 

d. Above Average 

e. Excellent 

Type of school (circle one): 

a. Public 

b. Private 

c. Home schooling 
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Has the school been informed of the child's 

HIV status? (yes / no) 

If so, do you feel your child has been treated 

differently, and in what ways: 

Who have your given permission, in the school system, to 

know your child's HIV status: 

Are you familiar with the school's HIV policy? 

Do you feel the school HIV policy is adequate? (yes / no) 

Why or why not: 
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APPENDIX D: SENTENCE COMPLETION TASK 

Sentence Completion Task 

ID #: Date: 

Instructions: Please complete each statement. Where 

applicable, please circle your choice of the bolded terms 

in the parenthesis. Please use your own words to 

complete the sentence whenever a blank line appears. You 

may add in additional sentences after responding to an 

item, if you wish. 

1. I did/did not inform the school of my child's HIV status 

because 

2. I do/do not think that the following school personnel 

should be informed of my child's HIV status because 

3 . I feel my child is/is not accepted by other students in 

his/her school because 
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4. I feel my child is/is not accepted by school personnel 

in his/her school because 

5. I do/do not feel my child is treated differently since 

disclosure by other students in the school because 

6. I do/do not feel my child is treated differently since 

disclosure by school personnel in the school because 

I do/do not believe that schools should provide_ 

services 

for my child with HIV/AIDS because_ 
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8. The areas of support from the school, for my child with 

HIV/AIDS, should include 

because 

9. I feel that I am/am not included in all important 

school decisions concerning my child because 

10. I do/do not feel the teachers are properly trained to 

work with my child who has HIV/AIDS because 

11. I do/do not feel the school staff is properly trained 

to work with my child who has HIV/AIDS because 



146 

12. I do/do not feel the administration is properly trained 

to work with my child who has HIV/AIDS because 

13 . I am/am not aware of my child's school' s HIV/AIDS 

policy because 

14 . I agree/disagree with my child's school' s HIV/AIDS 

policy because 

15. I would like to see 

added 

to my child's school's HIV/AIDS policy because 
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16. I would like to see 

removed 

from my child's school's HIV/AIDS policy because 
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APPENDIX E: INTERVIEW QUESTIONS 

Interview Questions 

ID #: Date: 

1. Please tell me a little bit about yourself. For 

instance, your age, occupation, etc. 

2 . How long have you been the primary caregiver (s) ? 

3. Please tell me a bit about your child? For instance, 

how old is s/he? What grade is s/he in? What school 

district? Where is s/he educated? 

4. Can you describe the current and past health of your 

child? 

5. How is your child doing in school? 

6. What, if any, services is your child receiving from 

the schools? 

7. What services outside of school is your child 

receiving due their HIV status? 

8. What, if any, scheduling conflicts have you 

experienced with the schools due to your child's HIV 

status? How would you describe that experience? 

9. How would you describe the acceptance level of your 

child in the schools from: 

a. Teachers? 

b. Students? 
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c. Administration? 

d. Staff? 

10. How much contact do you have with your child's 

primary teacher(s)? Describe the type of contact 

(e.g., phone calls, parent/1eacher conference) . 

11. Are you involved in all school decisions 

regarding your child? 

a. Do you wish to be? 

12 . Who, if anyone, in the school have you informed 

of your child's HIV status? Why them? 

a. Who have you given permission to be informed of 

your child's HIV status? Why them? 

b. Has the school informed anyone of your child's 

HIV status without your permission? Who? 

13. Are you aware of the training provided to school 

personnel in regards to HIV? 

a. Do you feel it is adequate? 

b . Why/why not? 

14 . What expectations do you have for the schools in 

regards to your child with HIV/AIDS? 

15 . What reservations do you have about the schools 

in regards to your child with HIV/AIDS? 
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16. What, if anything, do you think the schools are 

doing effectively for your child with HIV/AIDS? 

17. What, if anything, would you like to see the 

schools change in regards to HIV/AIDS? 

18 . Are you familiar with the school' s HIV/AIDS 

policy? 

a. How did you learn about the policy? 

19 . How would you describe the school's HIV/AIDS 

policy? 

20 . Do you feel the policy is adequate or inadequate, 

and how so? 

21. What other information would you like to share? 
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APPENDIX F: INTERVIEW DOCUMENTATION SHEET 

Interview Documentation Sheet 

Date of interview: 

Location of interview: 

Duration of interview: 

Interviewer: 

Identifier for interviewee: 

Gender of interviewee: 

Age of interviewee: 

Peculiarities of interview: 
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APPENDIX G; SELECTED COMMENTS OF TOM AND BETTY 

Child health: Tom "Well, we just got news today that 

he is still on protocol at NIH and we got news today that 

his CD4 count has dropped far enough that he is getting 

booted off the protocol. So...superficially he is climbing, 

I guess you would say, but we are not sure what the cause 

is. It might be the protocol medicine he is on." 

Confidentiality: Tom "Well at any school now and days 

if a child is taking medicine at school they have to go to 

the nurse's office. I mean that is just the reality of the 

age we live in. Which is fine, if there was 

confidentiality between the nurse and, you know, the child 

and that was it...But I did not see that with the school." 

Tom "He was in because the nurse was probably the main 

one other than the principal. She was the main one trying 

to get this information. Trying to find out why he wasn't 

in school. I think one of the statements that she made was 

'Well if it is something that somebody else can catch, we 

need to know.'" 

Tom "Well, just from our—the contact we have had with 

other parents that have kids in different school systems, 

different school districts, there always seems to be a 

leak. That is where other kids in the class find out. And 
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it is not from the child themselves telling anybody. It is 

from a nurse or an administrator or principal saying 

something to a teacher and a child overhears and that child 

tells another child. It just ends up being devastating for 

the child themselves that has it." 

Betty "But at no time whenever John was missing school 

did anybody ever suggest that he needed special services. 

They knew he was missing because of medical reasons." 

Tom "I don't think there would be so much talk about 

it [confidentiality] if they were just educated on 

universal precautions." 

Tom "If you don't have an exposure risk why do you 

have a need to know. So I don't think there is the need for 

anybody to know. Unless the parents decided to include 

somebody in the school or school district or somebody in 

the school chain about what is going on." 

Betty "And when he [John] was in daycare, I would like 

to add that, when he was in daycare and there was a child 

that was a biter in the class, we notified the staff of 

that j ust because we felt like that was a need to 

know...There has to be a reason." 

Disclosure: Tom "My understanding is that in [the home 

state] by law a parent has to inform the school district 
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that your child is HIV positive...This is something that we 

got an excerpt for [the home state] . Now that was one of 

the things that helped get us motivated by getting out of 

the public school system as well. Because that alone 

didn't do it, but whenever the nurse at the school told us 

that if there was some kind of disease that could be passed 

that they would have to be informed and then the principal 

sent us a letter, something about that law. I don' t 

remember exactly what it was. But she [Betty] called me at 

work the day she got it. I said that was it, now they have 

a paper trail informing us that we are legally obligated to 

tell them..Uow we have a choice. If something would happen 

at school we are seriously liable. So we need to get him 

out of school. Now I never had a worry about there being a 

liability issue, but the point was that she sent us 

notification officially in the mail. So there was not way 

around not being able to tell her anymore...Now from that 

point though, I mean who do you tell. Well, obviously if 

you are a concerned parent and you are concerned about the 

other children and concerned about your own child's immune 

system issues and that, you want to tell the people that 

are closely related. The teacher and the nurse." 
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Tom "So, then as a concerned parent, you would tell 

the teacher and/or the nurse. Well then they have the 

right to tell anybody else who has * a need to know' ...So it 

leaves it very open. You are told by law what you are 

obligated to do, which people but from there it can spread 

all over the school because they thing somebody else has 

the need to know. All stemming from peoples uneducated 

fears about HIV. And it is such a small minute issue 

about-put on a pair of gloves." 

Tom "When we pulled John out of the public school 

system, the principal of the school district—the principal 

of the school rather, that controlled the school, sent a 

letter to our house that we had to inform the school of why 

we were pulling him out of public school, out of that 

school. And in [home state] a child under the age of seven 

doesn't have to be in school. So we didn't have to inform 

them why he wasn't in school. Because he wasn't seven 

years old yet. So we ignored it and didn't reply and she 

called the Division of Family Services..." 

Betty "...Well they followed up with a phone call 

wanting to know why he wasn't in school. I sent them a 

letter saying that he would no longer be attending school 

there... Other than that, I didn't need to let them know that 
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we were home schooling. At that point, it is just a 

courtesy to let them know. There is nothing in [home 

state] law that says you must notify them of what you are 

doing with that child." 

Tom "But they took it one step further and called the 

division of family services on us. And a social worker 

came out to the house...The school was definitely pushing." 

Expectations: Betty "Educat ion...f or the staff, for the 

parents, for the children—across the board education...! 

think third grade is not too young," 

Reservations: Betty "And as far as our child being 

safe at school from other illness, they are not very good 

about sending information home until it is a big 

problem..After the fact. After your child has already been 

exposed." 

Betty "Even their lEP, their individual education 

programs for the kids, I feel like—they basically do not 

let the kids do anything. They are j ust sitting there in 

class and they are not really pushing them to do anything. 

They are just like letting them go. Because they feel like 

they have no future." 

Bias and Discrimination: Tom "I don't think anybody 

does need to know if they are using universal precautions. 
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That is it. That covers- the main reason that people don't 

want- or us- I will say us- the main reason we wouldn' t 

want anybody to know about our son's HIV is because we 

don't want him being treated differently." 

Tom "The reality is you have kids being excluded or 

made fun of or tormented or whatever by classmates and 

teachers and adults and everything else. If you can remove 

that from happening - them having the knowledge and them not 

able to put that into their head and consider it for 

whatever activity is going on, you don't have to work about 

that happening with your kid. Well then you have the other 

issue, what about exposure. Well if they are using 

universal precautions they are not exposed." 

School palicy: Betty "It's vague. It protects the 

school district and I don't think there is enough emphasis 

on protecting the child." 

School performance: Betty "He is definitely on the 

honor role." 

School understanding: Betty " His kindergarten year 

they were very helpful although he missed a significant 

amount of school because of doctor's appointments. He was 

already being seen at NIH and at various times we were up 

there for at least two weeks at a time. So that is a 
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significant amount of school for a child to miss. I did 

not feel like we were supported with him being able to make 

up work." 

Betty "But first grade was actually when we ran into 

the most roadblocks with him. They [the school] were very 

insistent about why he was missing school. They wanted to 

know what he had." 

School attitudes: Tom "They were very suspicious of 

about what his illness was and attitudes definitely changed 

towards us and John." 

Betty "...the teacher was a different teacher. She had 

a different attitude. I need to know. I need to know why 

he is out. And that trickled down to the school nurse. 

She wanted to know. Then the assistant principal wanted to 

know. The principal wanted know. All four people were 

new." 

School Personnel Training: Tom "I don't know about 

school personnel but..." Betty "...we know what should be 

provided but we are not sure that they are getting that." 

Betty "I know that John came home several times saying 

that people were bandaging children from the playground 

without using gloves." When asked what training should 
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encompass both participants have said "Universal 

precautions...across the board. " 

Universal Precautions: Tom "...you have to use universal 

precautions to take care of the situation. That any 

exposure to any body fluids if they just use the universal 

precautions there is not a risk of transmission. And then 

it is not an issue of knowing what kid has HIV and what one 

doesn' t or what kid has TB or any other communicable 

disease." 

Tom "...use universal precautions if you are going to be 

exposed to anybodies body fluids, child adult it doesn't 

matter. Just put gloves on. From that small issue stems 

all these more complicated issues from the people pulling 

their kids out of school. Kids being tormented in school 

by classmates. Just all kinds of hideous things happen. 

All because either the staff isn't being taught universal 

precautions or they are being taught once and that is it. 

And it falls by the wayside and it is not being enforced. 

And a little education about HIV would not hurt but I mean 

universal precautions should be used regardless, as if HIV 

wasn't even there." 
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APPENDIX H: SELECTED COMMENTS OF LOUISE 

Louise health: "Well, I was a registered nurse. 

First, I was right from school I was as an aid and from LPN 

and from LPN to RN. The RN came after my kids got older. 

Then I worked about 8 years, I had a heart attack. I had 

rheumatic fever. In fact I ended up having three heart 

attacks . I had to retire from nursing." 

" I had to retire. I went back to school and I took up 

social work and I lasted in social work. Then I started 

backing to work. I worked almost a year and then I had 

another heat attack. They told me that would be the end of 

my working." 

"So after that I took care of the family. So every 

time somebody got sick they would call me. So, I ended up 

taking care of my mother, my son and now a friend of mine 

and that was - - she had cancer and my mother had cancer. 

And my one son had HIV, I mean AIDS." 

Contact with Teacher: "I guess she is tired of me. I 

call her all the time. Because if they don't call me, I 

call them. Then I will just pop up..; and now that my leg is 

getting bad I use the phone a lot... But with this teacher I 

haven't been because she is concerned. She was concerned 

to the point that she came up to the house. She said 



161 

because she feels that some of the other teachers just let 

her slack when they could have worked harder with her. And 

she is trying to make up for that. Now she is pregnant. 

And Katherine knows about that too. She came home and said 

Ms. [teacher's name] is pregnant. She is going to have a 

baby. And she is going to name him in June and she is 

going to find out what it is. She spends a lot of time. 

There are only six students in her classroom. And she got 

two other teachers so I think they spend a lot of time with 

those kids. Because they are the happiest bunch that I 

have seen yet. And they are not really -- you couldn' t 

tell by looking at them, you know. Just one in there you 

could tell." 

In describing Katherine; "She is twelve years. She 

will be 13 years old on August the 7th. And she is really 

happy. She gets into everything that a normal child would. 

She seemed to know quite a bit about her disease. From 

going and talking and asking questions. If she had been 

here she would have been asking you questions. She has a 

brother that I keep and does have other siblings that I 

don' t know. She has got a brother. She had two sisters 

and now she has one. She had a sister get killed at twelve 
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years old. And she may have been 13. She died at twelve 

or thirteen. Somewhere in there." 

Katharine's Health: "up until she was about ten she 

was in and out of the hospital here two or three times 

every month. Until they got a new protocol for her. 

Until they got a new medication for her. Something came 

out, I forgot what it was. It came out and they started 

her on that and she went a whole year without coming to the 

hospital. But this year she has been in twice. Not 

because of -- well she had pneumonia once this year, viral 

pneumonia and a fever unexplained. And then she had - - oh 

she had a button put in for feeding because she is not 

feeding well. And she is gaining weight now... well her 

knees now are swollen and they are working on that through 

the rheumatoid arthritis. Otherwise you just can't look at 

her and tell that she is ill." 

About Medication Delivery: "It is fixed so that she can get 

them at home. And I know she will have them if she gets 

them at home. If she take them to school, she is going to 

forget to bring it home. Unless, you know. I really 

depend on myself to get them to her." 

Disclosure: "I informed the nurse and I was going to 

inform the principal and she said that you don' t have to. 
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But he wasn't here anyway. He was out on leave..JVnd [I 

informed] the teacher... Because I felt like if she were to 

hurt herself they should know. I know they are supposed to 

use precautions. But you don't see a glove anywhere. So, I 

asked where do you carry your gloves in your pocket? One 

of them asked me for what? I said what do you do when a 

child falls out on the playground. Call the nurse. Okay. 

What if he was bleeding what would you do. Call the nurse. 

And so I told the principal about that. That all schools 

are supposed to have that. And so I notice when I went back 

they had gloves taped up on the wall. Box closed." 

"Katherine does have nose bleeds quite frequent. And 

I told her that she could send her to the nurse and she 

said Ashley told her if she wanted to give Ashley some 

Kleenex. Ashley told her you give it to me and I will put 

it there. She got sick in her room one day. She told the 

teacher not to clean it up that she would. There was some 

blood and she would clean it up. She didn't want nobody 

else to get it. I told her you they could. If they didn't 

know it and had cut themselves on the hand." 

Expectations; "Well like for the teachers know that 

they might need a little more time. And they might have 

to go out to the nurse a little more that is for a normal 
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child. And some kids that are really sick. If they are 

sick and don' t feel like going to school then they should 

put into effect where the teacher can out...home-

schooling...Like you know they are going to be out a week. 

And the doctor says take her home and let her go back to 

school in two weeks. Let her go back to school in three 

days. You know she should have her teacher. Even if it is 

one they could come out. If she was really sick she would 

be in the hospital." 

On school: "She is in the 6th but not be cause she is 

6th grade material. But because they wanted her to keep up 

with her friends. And she get special. She is in the 

regular class but she goes to what they call...resource 

room." 

"Now, she is mostly stays in the resource room. But 

she changes classes like everybody else. Then she has a 

resource person in that room or either the resource person 

from the first class goes to that class. So they change 

rooms like other people. I think that one of the other 

reasons that made her happy. At the first school that she 

went to for a while she was happy there... Until the kids 

started calling her names..JVnd she didn't like the school 

after that. Oh, one of the teachers called her dumb. So, 
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she came home and told me. So, I went back up to the 

school and she apologized to me and also to Ashley. She 

told Katherine because she thought that she called her 

dumb. She was very sorry. She said that it just slipped 

out of her mouth. And she started giving her lessons at 

home. Tutoring her at home. Ashley accepted that. Other 

than that. She likes all her teachers so far but the kids 

are so mean. At the new school she -- they wanted her to 

be her friends. She has friends there. She actually has a 

boyfriend, She say but he comes from here. We know him 

from here." 

School Policy enforcement; "But if they are not doing 

-- if they are not even doing that much putting on their 

gloves. You know that they are not doing the rest of it." 

School performance "She is doing very good. She was 

so excited when she came home and she brought her report 

card. It wasn't a report card. It was a progress report 

and she had As and Bs on it. All As and Bs. She was the 

happiest child that you had seen in your life. And she 

said she was going to bring that and show it to the nurses. 

She is crazy about the nurses out here. She had to bring 

that out here and show it to the nurses." 
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Effective school things: "With this teacher I have to 

say yes. Because she spends time with Katherine. She 

sends extra material home with her. And she gives her books 

and things that will help her. And she talks to Ashley and 

tells her she has to do it over and over. It is alright 

you forget. But if you go back and pick the book up and go 

over it again you might remember. Just keep going. And 

just like you remember your name. You will get to know 

that and you will get read. And she has been doing that 

extremely well. She picked up a book and I thought she was 

really reading and she was just looking at the pictures but 

she was on the contents." 

"She had another teacher at the school that was good 

with her and spent a lot of time with her. She said what 

she didn't want to do was spend so much time with her that 

the other kids would notice. She explained that Katherine 

just needs a little more time and I wish you all would be a 

little more time and let me give her that time. She said 

she didn't say why that she was ill or anything." 

School scheduling/understanding: "Oh, they complain 

because she was out of school just this past week. They 

were saying that she was out of school 25 days. I say 

anytime that she is ill. She will be out of school. I 



167 

always call. They said -- one time she was in the hospital 

and I called the first day and told them she was in the 

hospital. I didn't think that there was any need to call 

everyday. They said they wanted me to call everyday. I 

said I call you when she go [es] in and I will call you when 

she come out. If you don' t know how to count from that day 

to that one I am sorry. I am not going to promise you that 

I will call you everyday." 

Acceptance Level: Teachers "They love her. She is 

will accepted." Students: "Well, the students after they 

got older they were mean. I think that came from the 

parents. Somebody told in the parent teachers meeting. 

And then the parents didn' t want their kids playing with 

her. And things like that. That is where I feel that it 

came from. I don' t know. It could have been somebody that 

mentioned it in there. I don' t know how it got started. It 

was just in the 4th or 5th grade that she started having a 

problem...really rude... She was walking last year and one 

little girl said she' s got AIDS. And -- But one day 

Katherine was playing with this little boy and [her 

brother] was out of the house. ' Katherine, I heard you 

have AIDS. ' And she said yeah. Have you been tested. I 

thought I was going to fall down. He said what is that. 
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She said that is when you go and they put a needle in you 

arm and they draw some blood out and they put it on a piece 

of glass and they stick it in a machine and it tells you 

whether you got AIDS. You better tell you mother to take 

you and get you tested because you could have it too." 

Principal/Administration: "No problems with him. She told 

me that he said to her Ashley get out of this hall. Ashley 

what are you doing in the hall. Get out of this hall. I 

said to her what did you say to him. She said I didn't say 

nothing. I just got out of the hall. I said what were you 

doing in the hall anyway? She said I had to stop and use 

the bathroom. So, I said okay. You could have told him 

that." 

School Personnel Training: "I don't believe that they 

have any." 

"Should know how to treat a child. Because a kid can 

get sick anywhere. You know. You got to go find a glove 

or something. And to know that you can't get AIDS just 

from touching him." 

"Because when they are aware -- when they know about 

something then the fear of the unknown. You don't know 

what it is and you are afraid of it." 
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Universal Precautions: "If she gets sick or something 

she will tell them to go put your gloves on... One teacher 

did ask. why did she tell me to put my gloves on. She asked 

Ashley that. Ashley said you want to handle somebody's 

[blood] without putting gloves on. She said okay Ashley. 

I am putting the gloves on." 

"And they will tell you that they have it. Once you 

ask. Well naturally going to say that they got it. But 

they didn't have. Do teachers take and put the gloves in 

their pocket or something. They said no. I said well I 

didn't see any of them. You know." 
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APPENDIX I : SELECTED COMMENTS OF KAY 

Kay: "I am a professional parent of seven children. 

Two biological and five adopted. I am legally disabled but 

for the last four years have been an advocate for people 

with HIV and AIDS. I am a family worker. I am on a 

government affairs committee in Washington, D.C. with the 

AIDS Alliance. I am a planning council member. I am 

everything that you can think of I am there. I put out - -

I work with two other people to put out a newsletter for 

positive families. I travel all over the country." 

"I have one child - my youngest adopted child is HIV 

positive. And that is why I have gotten into the fields 

that I have. And do the work that I do...We got our son when 

he was three and a half. He is now eight. So, he was a 

foster child for almost the first year that we had him. We 

adopted him a within that last year...He is eight years old. 

He is in his second school since we took him on. Since we 

opened our home. He was in early childhood. He had a lot 

of delays when we got him he could barely hold a crayon. 

Never was allowed to color in a coloring book. He came 

from a foster home where he was hidden. Nobody even knew 

he existed. And we decided we wanted to bring him home 

with us. Not knowing what we were getting into and I 
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wouldn' t change it. I mean it has been a roller coaster 

ride but he was in an early childhood program. He was in 

like a Headstart program. And he has been this school he 

is now. We did kindergarten. We tried him in regular 

classes but immediately moved him to special ed. And he 

has been in first grade in special ed and he has been with 

the same teacher in his second grade year and probably will 

be with her for another year." 

"He really -- he could not write. He could not you 

know legibly most children his age could write their name. 

He could not write his name. He could not recognize 

numbers, letters. He was never exposed to anything. I 

think if he had been it would be different. He was sick a 

lot as an infant prior to him going into foster care. ??? 

several times. Chicken pocks, very very sick baby. Matter 

of fact when we got him his counts were so low it just 

wasn't looking good. But he also has other issues. 

Reactive attachment disorder where he has a real problem 

with women. Mother figures. Both with his biological 

mother and his past foster mother that he had. There was 

no relationship and with myself we - he allows me to come 

close to him but when I get too close he pushes me away. 

He does harmful things to himself and the house to push you 
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away. He has a lot of behavior issues. Destructive 

behavior issues. Very destructive behavior issues. Which 

has enabled us to get a personal care assistant for him 

seven hours a day seven days a week because he will break 

things, redecorate things. He gets along with the kids at 

school because he doesn' t want them to see that he has 

problems. He wants to be like everybody his age now that 

he is understanding what HIV is because we are educating 

him and he is not handling it very well. He -- matter of 

fact he is too super real. It is like I am HIV man and he 

wants everybody to know that he has this special disease. 

He is not taking it the way he should even though. He has 

moments where I will sit down and talk to him and I will 

say do you understand what it means. How do you think 

people will treat you. And one time he looked at me and 

said people are going to be mean to me. I asked him why 

and he said that people aren' t going to like me and are 

going to be afraid of me. But he used that. He used that 

against his sister. We always talk about blood and how you 

are not to let anybody touch your blood and ??? was 

standing up on the bus and got in trouble and she said I am 

going to tell mom and he picked a scab open and said you 

tell and I will wipe this blood on you. He knows. " 
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Parental involvement: "Well we are getting more vocal 

and more -- we were interviewed on TV at Christmas time in 

our house. It was on the local channel news four times, as 

the cover story. I told them that the more visible I get I 

have interviewed in the paper and I am now on a government 

committee, you know, I am going to get more and more 

visible and they are going to have to deal with it." 

"I mean there really isn't a lot of decisions and 

because he has an lEP I have to be hundred percent 

informed. That is the law." 

With Primary Teacher: "I hate to say this but she 

really acts like she doesn't like kids. And the more she 

has to do with them the less she likes them. And I have 

gotten the same vibes from my children who have had her. 

And I saw -- during Christmas break she was somewhere and 

he said mom I saw her today and she was about to be nice to 

me. And the way he said that just broke my heart. That 

she is the special ed teacher and these kids can even feel 

-- I have mentioned it to other teachers and they said that 

she doesn't even get along with staff. Why is she in this 

capacity...! personally do not like her. I asked this week 

if he was going to have to spend another year with her. 

Because I think he would grow -- I don't -- they said he 
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would probably have to spend another year with her. But I 

think he would grow a lot more if he were in a better 

environment." 

Child's Health "I was allowed the records when I 

adopted him and from -- it is kind of like a passport that 

CPS hands out with each foster kid and it goes wherever 

they go. There was a lot of times listed that he had 

pneumonia but I don' t think it was the PCP pneumonia that 

more or less the opportunistic one. But he had chicken 

pocks. He has some kind of infection in his hip. I am 

trying to remember. It was osteomyelitis of the right hip 

and because it was left untreated it went into a vascular 

necrosis which is death of the hip. So his leg does not 

grow. It is not going to grow from like the hip to the 

knee. So most of the time that we have had him he has had 

a lift on his shoe. A one inch lift because the one leg is 

one inch shorter than the other. But he is followed for 

that regularly. He was not taking meds like he should and 

what I found out was that the past foster home, all of his 

meds and putting them in a blender with these high fat 

shakes and then putting like cake and peanut butter 

anything high fat like that and grinding it up and he would 

have to drink the whole shake to get all of the meds. He 
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didn't get all the meds and his viral loads were going up 

and down and really wacky. Then she also told me at the 

time that his medicine ran out it will be here in a couple 

of days everything will be fine. So, I was on the 

understanding that it was okay to miss a dose here and 

there. When I was bathed by fire when I was first taken to 

the clinic and was told no, no, no. You never miss it. 

That is when we discovered was a lot of his problem was he 

wasn't getting his meds like he should. Nor did the 

biological mother give them. But since we have had him 

and we have kept him on medication 24-7 for the last four 

and half years, he is non-detectable." 

"Yeah. And he has also a possibility of fetal alcohol 

syndrome with -- he was also exposed to crack." 

Confidentiality: "They did not seal his file at the 

special ed district and during one of his lEP meetings they 

just kind of blurted it out. What is his viral load. I 

fell over backwards in my chair. Because at this meeting 

was allowed to discuss it. Nobody knew other than the 

nurse and the superintendent who always insisted on setting 

in on his meetings but never sits in on any of my other 

kids...I have six kids with lEPs in my house. Four of them 

were in his district. Not one time does he sit in on their 
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meetings. But they are always there to make sure that I 

keep my mouth shut -- till this week." 

Disclosure: "It was in the beginning when we switched 

over to his school. And he should have started early 

childhood right away. Then they had his placement. You 

might want to use this in another place too. They had his 

placement bussing was scheduled for the next day and I 

revealed. All of the sudden there was not placement. 

There was no bus. He could not come to school until there 

was a full review. And that took months.„He was kept out of 

school for months, upon months. That caused him to regress 

so badly that I think that is why I think he is in special 

ed." 

"State law in [home state] says that you have to 

reveal the school superintendent -- the school 

principal...That is what I did. I revealed to the principal 

at the early childhood program. Who in turn spoke to the 

superintendent of our district. And all hell broke 

loose...It was like everything came to a grinding halt. I 

was taken out of the picture and then they called me and 

said we need to talk to his doctor. We need to see his 

medical records. I was not informed at this point that 

they had hired an outside pediatrician, lawyers and there 



177 

was a review board. A psychologist, school nurse. Once 

again she has not clue. My team of people from here went 

over with his file which was probably that thick. They 

wanted -- like they had the right to go back from birth and 

decide if he was risk to other children. I was no happy 

with that. Then -- I was not allowed to attend this 

meeting either. I was completely taken out of the picture. 

They were allowed to be there as my representatives but I 

could not personally be there. Neither myself nor my 

husband could be there...That is the way it was. That is 

right. Then I was told the principal knew and he went 

right to the superintendent. The school nurse had to know 

because of medication issues. Because I asked them flat 

out and you take that enrollment card and you suppose to 

list the meds you kids are on. People are going to know 

what these meds are...He told me to see the school nurse or 

see the principal. I can' t even write on there what he 

takes because that enrollment card goes in the file with 

everybody else' s. So, anything that says do they have any 

medical conditions that we need to be aware of I have to 

put see school principal." 

"The special ed co-op that was suppose to seal his 

records didn't do it. So whoever got into his records 
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whether it be speech therapist, occupational therapist 

whatever through special services saw this information on 

his medical records. It was supposed to have been sealed 

and it wasn't." 

"The first school it was suppose to be essential staff 

only, which was like principal and nurse. Then I was told 

that they felt that they had the right to tell anyone that 

they thought was essential. They didn't have to ask me if 

I felt they were essential...Since then I found out it was 

every teacher, every janitor, the school lunch ladies, the 

secretary. Everybody knew." 

Expectations: "I think they need to deal more with the 

psycho-social issues of a child. This is a child coming 

into adolescence. When -- here is Valentine's Day is 

coming up when everybody else is going to have a boyfriend 

or a girlfriend how is he going to deal with thing to help 

him deal with the fact that some girl may never want to be 

his girlfriend because of what he has. Is that fair? Are 

they going to be there when he is having a nervous 

breakdown because all of sudden nobody wants to play sports 

with him because he fall and bleed. They don' t think of 

these things. Because he has to be knowing these things, 

more and more this is what this is for. You know how I 
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see him. How he accepts himself. And loves himself and 

sees himself the way other people are going to see him. 

Are they going to be able to deal with that. I don' t think 

they care. He is there just eight hours out of the day and 

that is the biggest social part. Because he doesn't have 

friends that come to our house and play. He has no friends 

whatsoever. You know, our friends might have kids his age 

and they play that is about it. You know, you don't have a 

best friend. Are they going to be there to help him deal 

with this? Go to the office Mel and tell me what you are 

feeling, what are you ?? right now. Or is he going to want 

to hurt himself. Is he going to rather not be here. You 

know I think that they should be ready and I think they 

should teach more awareness for children. Instead of fear. 

If they are going to hear from their parents, they are more 

likely going to want to be his friend and help him out." 

Reservations; "I don't think they don't really see 

kids for what they are. I -- not just dealing with him but 

other kids. They see piece of their day and they make 

assumptions. You know, oh it looks like he has a lot of 

friends. He looks like he gets along with everybody. But 

they don' t see when he is sitting in the corner on the 

playground because nobody wants to play with him. Or you 
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know -- it might not be just because of that. It could be 

because of something else. They don't see. I am loved. 

They don' t see what is going on. They just see that little 

itty bitty piece. They don' t see when they are at home and 

they are falling apart. Or you know asking why did this 

happen to me?" 

"I will tell you at the first school he -- the skin on 

his fingernails was splitting all the way up and I couldn' t 

figure out what was going on. And come to find to out from 

another person that he was washing his hands up to twenty 

to twenty-five times a day. And he was half a day. Any 

time he touched his nose, touched his ear, touched his 

mouth, he had to wash his hands. One day he came home with 

twenty some odd band-aids on his body and I asked him what 

the heck was going on. That is when the nurse told me that 

if they found an opening in his skin, lets say it was just 

an old mosquito bite. If they poured peroxide on it and it 

bubbled. It was opened and it had to be covered. You can 

pour peroxide on dirt and it will bubble...He even had them 

on his buttock and I want to know why they were there. Why 

were you in my son's pants...So, they carried it to such an 

extreme that his skin -- they were making him bleed. His 

skin was dried out that it was splitting and cracking and 
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then it was like if he oozes he can' t come to school 

today." 

Bias & Discrimination; "With the special emotional 

problems from this. Whether it is the lounge talk. 

Evidently it is not. I do know one teacher when I walk 

down the hallway makes a point to walk down the other side 

of the hallway. And not make eye contact with me. I know 

two summers ago that my son revealed to her. During a 

summer art class. Because I was writing a book at the time 

and he wanted to paint a picture about it." 

"I think during this meeting where the therapist 

blurted this out. She [the primary teacher]literally 

sitting right here and slowly kept moving her chair away 

from me. And when the superintendent said to me that they 

don' t know what a viral load is. I said you are dealing 

with a bunch of teachers. If they don't know what 

something is they are going to go home and find out and 

they are going to research until they do find out." 

"I don' t know that for fact. But she wanted him in a 

class with kids in wheelchairs and drools and needed 

changing. He is not like that. He is deve 1 opmentally 

delayed. He has learning disabilities. He is not 

severely, moderately, profoundly mentally retarded and that 
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is where she felt he needed to be. And that is when it 

hit me that she knows what is going on. But she is not 

going to tell me. She is going to say anything to me 

because she can't. 

"I would say his own age group they have no idea. 

Some of the other kids who are the same age as my other 

children they have come to my house, I have talked to them 

and I have talked to their parents. Just like really close 

friends. They are not afraid because I have assured that 

they can' t play with him and get HIV... They come to my house 

and still play. We have not lost our friends because they 

were educated. I actually had an HIV 101 in my living room 

with the kids and their parents. Because they were 

educated and empathetic they don't have any problems coming 

around." 

During the town meeting: "And at that point, I was 

being told by DCFS that I was not allowed to attend. When 

they had the town meeting and [the local ASO worker] went 

over to answer any questions of the city. They literally 

opened up the high school gym and asked the whole town to 

come in and ask questions. Of course, as long as they 

didn't reveal his name they were covered but at the same 

time I have a little girl that was appeared to be a lot 
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sicker than Robert. She was on oxygen. She was two weeks 

away from death when we finally got her into the school 

system they automatically assumed it was her. And they 

were the only two black kids in school...It wasn't her. 

Robert was the picture of health. But she wasn't. So that 

is where the issue started coming in and DCFS would tell us 

you cannot go. I sat in the parking lot. They said I 

couldn' t go in the building. I sat in that parking lot..JVt 

that time we were being told to keep our mouths shut and 

then because of his right -- of his mother's right because 

we could not expose her. And if they said that he was 

prenatally exposed we were exposing her." 

"And when all hell started breaking loose and we were 

getting harassed by the police department, people were 

calling saying that our kids have gone to this house and 

played. We want to know -- we have heard there is a kid 

there who has AIDS. The police were stupid enough to call 

us and say do you have a kid a DCFS ward - - I am 

suppose to go yes. So when I told him that it was none of 

his concern. He called the county DCFS department and of 

course they said get off the phone. It is not your 

business...It went downhill from there. People threw things 

at our house. Our kids were harassed. We ended up moving. 
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Picking up everything and moving..And then the guy we rented 

the house from destroyed the whole entire inside of the 

house and sued us for it. Because nobody would rent that 

house now. He replaced the toilet, the wallpaper, the 

carpeting and sued us for over twelve thousand dollars...! am 

telling we have had big Ryan White issues." 

School issues "Well, I will tell you that when Robert 

started kindergarten we had the open house and I went to 

the principal are you and I going to go and talk to his 

teacher. He said about what. I said about his status. 

And he said no absolutely not. So, I said so should I talk 

to her. No you are to keep your mouth shut. I was just 

devastated. I couldn't believe -- right at this meeting 

you know all these parents are running to and fro and 

he is telling me to keep your mouth shut. She doesn't need 

to know. And when I bring in a case of Pedisure shakes for 

him to drink and he has got other problems and she doesn't 

need to know. I am supposed to tell her that he takes 

medicine for ADHD. And that he has a hip problem and he 

doesn't eat as much as he should so that is why I bring in 

the shakes. And I bought this for the last year and a 

half, two years. And after the meeting -- the 

superintendent was half asleep in his chair until the 
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occupational therapist said and his viral load is and he 

fell out of his chair. Then I looked at him and he looked 

at me and said can I see you in the hall. I went out into 

the hall and he said did you tell them. I said you told me 

to keep my mouth shut. I didn't tell anybody. He was very 

confrontational. I was sort of warned if word got out and 

did I want them to do the same thing that the last district 

did to me be sending out a letter to everyone in the 

district. They were scaring me and using what that 

district did to us to scare me to keep my mouth shut. This 

week I go in and confront him. I have another child that 

is very very sick and has been out for a month. And they 

are sending a psychotherapist to the house to talk to him. 

You know one thing that motivates this child is that he 

wants to find a cure for AIDS. And he is going to tell 

them that. Are you ready to deal with that. Because I 

have told my kids under no circumstances is anybody going 

to tell you to shut up. If you feel comfortable to talk to 

a teacher, a staff person do it. They can tell me to shut 

up but they can't tell you to shut up. And he said well 

we have never told you that you couldn' t say anything. 

That you couldn't disclose. Two years later. Like yeah 

you did. No. No. We are not allowed to tell anybody. So 
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we never told -- they asked my why I never attend any of 

his teacher conferences. I refused. I said you are 

putting me in the position to be a liar. You are asking to 

sit at a table with a teacher that goes why is Robert doing 

this. Why is Robert acting this way? I am supposed to go 

I don' t know. What type of parent does that make me look 

like." 

"So he said so if you choose to tell this lady there 

isn't anything we can do to stop you. So for the last two 

years I have been led to believe that I had a gag on my 

mouth, to shut my mouth and not say anything or we will do 

this to you. Because at this school only essential staff 

was suppose to know. And it was -- I called the school one 

day and talked to the secretary and said Mel is not coming 

in today he is sick. Oh is this due to his illness. And I 

said what illness would that be. I went to the 

superintendent. I called him right away and I said what is 

going on -- the school secretary. Well, we figured that 

she would be fielding phone calls all week so it would be 

better off for her to know." 

"I have a strong dislike of the school nurse 

there. And she would like to think that she runs things 

and she knows everything about everything. She doesn't. 
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As a matter of fact she has done things that have harmed 

my children, switching medications and things like that. I 

try to get her out of there. I don' t know she must have 

some heavy tenure. I don' t know. I will do everything to 

make sure that their schedules are at home. I won't allow 

her to administer to any of my children." 

School Policy: "Too much legalese. I couldn't make 

heads or tails out of most of it. There was so much 

legalese in it that I just -- it was like 6 pages long 

the main - the gist of it was don' t ask, don' t tell. 

Okay, we are not telling anybody. So, we are going to deal 

like - -we spend big bucks to get the legal part that said 

we are not allowed to tell anybody. We will not disclose 

to anyone. If you choose to -- like the school 

psychologist when I disclosed to her, she went back to the 

superintendent and said thanks a lot for telling me. He 

said you know what, deal with it." 

"It is to protect our [school' s] butts. We don't care 

what happens to the child or the child's family." 

School Decisions "When I was informed that they hired 

a pediatrician, who didn't know anything about my child or 

this house was going to look at some files and make a 

decision...Never examine my child and then you have got 
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lawyers from at the table going we are dealing with HIV. I 

really don' t know much about it. I don' t know what the law 

is but I have been hired to be here. Okay...They are making 

the decisions as to whether or not my child will put other 

children at risk and whether they can be sued and held 

responsible because they didn't disclose to the entire 

district—These people do not know -- they can look at some 

numbers in a book you know -- I even asked this 

pediatrician that they supposedly hired. Did he specialize 

or did he have any special training in pediatric HIV and 

AIDS, he didn't." 

School Performance: "Academically bad. He cannot keep 

up with the other kids. He does have occupational therapy 

that does come into help him learn how to write and you can 

now read his name. We have had an MR I done. We thought 

may be he was getting lesions in his brain and that is why 

you know couldn' t. He was starting to attend where he was 

doing really well with letters and numbers and then all of 

a sudden he couldn't remember any of them. He couldn't 

even write them on a piece of paper. Then it was like this 

year it is like somebody just turned a light on in his 

head. He can sit down and read you a chapter book now. It 

is unreal. But he is still -- if you try to do math facts 
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and things like that with him. He will guess. He will 

whine and cry. It will take him an hour to do one sheet of 

math paper... He may learn something and then lose that... and 

he is diagnosed with Attention Deficit Hyperactive disorder 

which you will find I guaranteed in everyone of these kids 

that have been diagnosed with it...He is going to touch it 

and he knows it is going to hurt but he is going to go back 

and do it again. I mean that is one thing that I have 

learned and I have four kids with fetal alcohol syndrome. 

So, they don't learn from their mistakes. Nothing stays 

with them. You can discipline them and two minutes you are 

going to be disciplining them again because they just don' t 

remember. It just doesn't stick with them. There is not 

short term memory. But they can remember long term things. 

Because he can tell me about abuse that has happened in his 

home when he was three years old that you wouldn' t think 

that a three year old would remember. Except five years 

later. No he has pretty much turned all that out. There 

was a time and ??? he would look at me and say did it hurt 

when you had me. Because he hears me talking about giving 

birth to my son. And I would put my hand next to his and 

say do you see any difference in your hand and mine. He 
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would say no the size. You know but then when he started 

school everything changed." 

School Acceptance: "The kids pointed it out to him. 

The other kids did. That can' t be your mom she isn't the 

same color as you. And then it got really hard. It got 

really difficult. He started even having more issues and 

more problems. Where do I come from? What happened to me? 

Why do I have to take all this medicine. You know, a lot of 

issues. Socially at school he fights a lot with kids. I 

mean literally will fight. It wasn't until this last year 

that he actually bit two kids at school. I mean this 

school year. I mean he never bit before..At this school 

they sent me a note home saying that he got in trouble at 

school for biting. And he had a lunch time detention the 

end of it. I was totally freaking out. I was waiting for 

the phone call that he can' t come back to school. And I 

asked him why he did it and he said I just felt like it. I 

said did the child push you or cut in line in front of you 

anything. Nothing. He just felt like doing it." 

Services: "Psychiatric services for the attachment 

disorder, ADHD a lot of anger issues. He gets services 

through Proj ect ARK here. As a matter of fact, ARK and I 

are starting a new support group for infected kids his 
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age. A adolescent support group. It is just for the 

infected kids. At the same time, we will be able to have a 

care giver support group going on...He gets a lot of 

activities. There is camp. The kids stay active 

throughout the year with the child-life specialist. He 

doesn' t actually get his case management from here. 

Because we live in [a neighboring state]." 

"So we have a case manager in [home state] but there 

are very small handful of [home state] kids that we know 

of. So he has a case manager in [home state] . She helped 

us get the personal assistant. We get very little in the 

way of food help or utility help. It is like $20 every 

two months for food...But still he is supposed to live on 

$20 . " 

"He gets his medicines -- his IV specialists are at 

Children's. We have our family physician but I rarely use 

him for Robert. I would prefer that they know what they 

are doing. These rural doctors -- I don't consider myself 

to be rural but because we don't live in a big city. We 

live in a big shopping town but -- I don't -- they just 

basically read something in a book and they think they know 

it and they don't." 
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"I have talked to the school psychiatrist and the 

school psychologist...! enrolled there help because my two 

biological sons have had serious issues with this. With 

death and dying more than the HIV. The fact is that they 

have been asked questions, open-ended questions -- my now 

twelve year old was asked two years ago where do you see 

your family in five years. He said missing one child. I 

didn't realize that it was bearing so hard on him. Then my 

other son has decided that he has to find a cure. He is 

going scientist and this little boy has absolutely dove in. 

He has severe obsessive disorder and anxiety and I am 

wondering oh my gosh what is driving him to do what he is 

doing. When most people are telling him that he is never 

going to make it out of high school. You know I knew I 

needed the help of them there." 

Administration: "This school basically. They don' t 

even give him special allowances. Like if he is having 

behavior problems I think they should. I think they should 

know where he is coming from and they treat him like every 

other kid. And you know you might hear somebody say that 

they do but it is harmful too...But they basically treat him 

like everybody else . They act like they don ' t know. " 
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School Personnel Training: "The only thing that I am 

told that they do any different than anybody else is just 

re-enforce the universal precautions. That is it. There 

are no special trainings." 

Universal precautions; "No universal precautions. I 

have mentioned that to the superintendent, the nurse and 

the principal. And they reassure me that they will go over 

it again. And Mel will tell me whether somebody put gloves 

on or not. For the most part if it is not the school nurse 

they don' t do it. They don' t take the time . And it is 

just as much risk to him if they have something on their 

hands as he is to them." 
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