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Executive Summary

as of June, 1993, a cumulative total of 98 Virginians under the age of 19 had
been reported as having AIDS. Forty-four of these young people have died. An
additional 166 persons, birth through age 19, had been reported with HIV
infection. Thus, 220 young people are currently infected with HIV or have AIDS.
The Eastern, Central and Northern Regions of Virginia had the highest prevalence
of these conditions.

Since perinatal transmission now accounts for most of the cases of pediatric
HIV/AIDS, many HIV-infected children have a mother who is also infected. Often,
her illness affects her ability to care for the child. The combination of
medical problems presented by this situation is best managed at a Family
Services Clinic where both mother and child can be seen in the same area and at
the same time by infectious disease specialists. Beyond the physical impact of
AIDS this combined family disease leads to unique psychosocial disorders
demanding a case management program and a multidisciplinary team.

The Children‘s Specialty Services (CSS) Program of the Virginia Department of
Health provides specialized medical and surgical care for handicapping
conditions. In order for the treatment of HIV/AIDS to be added to the CSS
network of clinics, additional funding is required.

The study team recommended to and received support from the Joint Subcommittee
Studying Acquired Immunodeficiency Syndrome the following:

A. Fund additional staff costs ($170,885) for the provision of case
management, patient education, social work and nutrition services at
the Family HIV/AIDS Services Clinics at the Children'’s Hospital of
The King‘s Daughters (CHKD) and the Medical College of Virginia
(MCV). These two medical centers already have Family HIV/RAIDS
Services Clinics in place, but need additional staff in order to
make the services more comprehensive. Both medical centers serve
geographic regions of Virginia with high prevalence of HIV and AIDS.
This will be a pilot project for family support services to 190
children and mothers who have their treatment costs covered by
Medicaid;

B. Phase-in funding for Family HIV/AIDS Services Clinics, as they are
established, in the Northern and Southwest Regions, and the
University of Virginia (UVA) Health Sciences Center.



INTRODUCTION

The 1993 General Assembly in House Joint Resolution (HJR) 691 (Appendix A)
charged the Virginia Department of Health with developing a phased-in plan for
incorporating HIV/AIDS treatment for infected children in the Commonwealth’s
Children’s Specialty Services Program. This report to the Governor and the 1994
General Assembly includes budget estimates for the phasing-in of services for
HIV/AIDS~infected children and their parents and describes the method and sites
for gradually introducing such services.

This study was staffed by the Division of Children’s Specialty Services of the
Virginia Department of Health, with participation by representatives of the
following:

Eastern Virginia Medical School

Children’s Hospital of The King’s Daughters

Medical College of Virginia

University of Virginia Health Sciences Center

Virginia Department of Medical Assistance Services

Parents of Children Infected with HIV/AIDS

District Health Departments, Bureau of STD/AIDS, and Division of
Women’s and Infants’ Health of the Virginia Department of
Health.

These persons also represented the five geographic regions of Virginia. The
study team held three meetings between June and August, 1993 in order to
incorporate their various perspectives of HIV/AIDS treatment for infected
children. 1In addition, firsthand information on Virginia‘s current system of
pediatric HIV/AIDS treatment was obtained via needs assessment questionnaires
completed by the work group for all areas of the state. Input was also obtained
from the following Virginia groups:

HIV Care Consortia

HIV Care Consortia Subcontractors

Regional AIDS Resource and Consultation Centers

AIDS Service Organizations

AIDS Task Force on Development of Comprehensive HIV/AIDS
Plan Pursuant to HJR 436, 1991 General Assembly

District Health Departments

Virginia Nurses Association

Virginia Chapter, American Academy of Pediatrics
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FAMILIES WITH AIDS

PEDIATRIC AIDS AND HIV IN VIRGINIA

As of June 22, 1993, Virginia Department of Health had received reports of 78
cumulative pediatric AIDS cases ages birth through 12 years. Thirty-seven
ofthese children have died. Of the 78 cases, 61 (78%) had the underlying risk
factor of HIV infection in the mother. The Eastern Region of Virginia had 25
cases which is 32% of the total cases. The Northern Region had 21 cases (27%)
and the Central Region had 18 cases (23%). The Northwest and Southwest Regions
had a lower number of cases, 6 (8%) and 8 (10%) respectively.

As of June 22, 1993, a cumulative total of 28 children, birth through age 12,
has been reported with HIV infection. Of the 28 cases, 18 (64%) had the
underlying risk factor of HIV infection in the mother. The Eastern Region of
Virginia had 9 cases, the Northern Region 6 cases, the Northwest Region 5 cases,
and the Central and Southwest Regions each had 4. (Appendix B.)

AIDS AND HIV IN TEENS IN VIRGINIA

As of June, 1993, Virginia had received reports of 20 cumulative cases of AIDS
in teens ages 13 to 19 years. Seven of these teens have died. Of the 20 cases,
3 (25%) had the underlying risk factor of heterosexual transmission. Half of
the 20 cases had hemophilia. The Northern Region had 6 cases, the Southwest
Region S5 cases, and the Northwest, Central and Eastern Regions each had 3 cases.

As of June, 1993, 138 HIV infected teen cases had been reported in Virginia. Of
the 138 cases, 37 (27%) had the underlying risk factor of heterosexual
transmission. Sixteen (12%) of the 138 cases had hemophilia as the underlying
risk factor. The Eastern Region had 64, the Central Region 33, the Northern
Region 20, the Southwest Region 14, and the Northwest Region 7. (Appendix C.)

AIDS AND HIV IN ADULT WOMEN IN VIRGINIA

In Virginia, women represent 11% (470) of the 4,311 cumulative adult AIDS cases
reported through June, 1993. The mode of transmission of AIDS for women in
Virginia is heterosexual in 42% of cases.

Women represent 23% (1,141) of the 4,870 cumulative adult HIV cases reporte~” in
Virginia through June, 1993. Heterosexual contact has become an increas...gly
prevalent mode of HIV transmission in women, accounting for 1£% of cuses in 1389
and 39% of all cases by 1993. (Appendices D and E.)

Seroprevalence studies have been conducted among women giving birth in Virginia.
Of the women testing positive, 45% resided in the Eastern Region, 19% in the
Northern Region, 17% in the Central Region, 10% in the Southwest Region, 4% in
the Northwest Region and 5% did not live in Virginia or their residence was
unknown. (Appendices F, G, and H.)
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FAMILY HIV AND AIDS SERVICES PROGRAM

HIV infection and AIDS in children cannot be separated from the disease problems
in the mothers, as the pediatric AIDS epidemic in the United States is one that
is rooted in the problems of HIV infection in women, intravenous drug use, and
male and female attitudes about sexual responsibility. A family-centered,
comprehensive, coordinated approach to service delivery is required. Such an
approach is spelled out in an August, 1991 report from the Surgeon General’s
office (Novello et al., A Guide: Family-Centered Comprehengive Care for Children
with HIV Infection, U.S. Department of Health and Human Services).

This approach is also described in Appendix I, Comprehensive AIDS Family Care
Center: A Model Treatment Program in the Bronx. Using these approaches as
models, the study team outlined the Conceptual Family HIV/AIDS Services Program
(Appendix J).

The Family HIV/AIDS Services Program deals with both the medical and psychosocial
issues associated with HIV/AIDS. It offers children and their parents
coordinated care in one treatment location, provided by a consistent group of
professionals with whom they may be able to build a level of trust. The
continuity of treatment providers is crucial. This program provides a
coordinated team effort among the pediatric and adult infectious disease
speclalty physicians, the obstetricians, nurses, social workers, mental health
courselors, educational consultants, nutritionists, respiratory therapists, and
clerks. The family has an assigned case manager to provide continuous
assessment, coordination and monitoring of services and needs; to assist the
family in problem-solving; to make referrals to local resources; and to provide
education to the family regarding HIV/AIDS, treatment, etc.

Teaching these patients takes a lot of time and is expansive. The focus is
everything about well-child care and sick-care to transmission of HIV and need
for birth control. Every teaching must be very explicit and given orally and in
writing. The parents are often sick themselves further limiting their ability to
listen and follow instructions. Without case management, families are lost to
follow-up, and children die early. These families are dysfunctional with very
complicated needs and limited skills to problem-solve. The Family Services
Program includes support services for the family, i.e., transportation to/from
medic~' care, resri+~ ~are and personal care in the home.

HIV infected patients are considered at risk for nutrition problems including
weight loss, lymphadenopathy, diarrhea and/or fever. Patirrts Jd..gnosed with
AIDS are typically malnourished due to poor oral intake; malabsorption; high
metabolic rates from infection, fever and/or pneumonia; developmental or
neurological impairment; and/or, side effects from medications.
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During the symptomatic period of HIV infection, a balanced diet for weight
maintenance and prevention of vitamin and mineral deficiencies is important.
Once a patient has developed AIDS, recommendation for enteral or parenteral
nutrition support is an important comporent of the treatment plan. Many of the
AIDS symptoms affect the nutritional status of these patients. Furthermore,
malnutrition may have a major affect on the disability of the patient and his/her
ability to function independently.

HIV infection can affect all members of the family, infected or not. Clinical
centers treating children with HIV infection and their families have found that
most infected women faced with conflicting demands on their time and energy will
take care of the medical needs of their infected children at the expense of their
own health. Ultimately, of course, the neglect of her own health reduces the
mother’s ability to care for her children. Experience and research have shown
that "one-stop shopping" medical care, in which all family members (including
fathers) receive coordinated care from the same source, is considered a
particularly useful way to structure clinical practice for children with HIV
infection and their families.

Access to care for adults is limited due to no health insurance coverage and few
specialists caring for adults with HIV/AIDS. The medical outcome for the child
is much enhanced when the parents are also receiving treatment.

One of the goals of the Family Services Program is to build a relationship with
the mother before the baby is born in order to enhance her knowledge of HIV
transmission, use of birth control and infectious disease treatment. The number
of HIV/AIDS children will continue to grow if we do not help the mothers.

The Conceptual Family HIV/AIDS Services Program (Appendix J) was utilized to
develop a needs assessment questionnaire. Firsthand information on Virginia‘s
current statewide system of pediatric HIV/AIDS treatment was obtained by the
study team. From this data, service and treatment needs were determined for
each region of the state.

Children’s Hospital of The King’s Daughters (CHKD), serving the Eastern Region,
and Medical College of Virginia (MCV), serving the Central Region, already have
a Family HIV/AIDS Services Program in place serving mothers and children. They
both need more staff and equipment to make the services more comprehensive as
described in the Conceptual Family HIV/AIDS Services Program. The majority of
the patients are covered by Medicaid for treatment costs. However, Medicaid does
not add additional staff to the clinic. The clinic’s caseload is increasing
daily. Many community care providers are not providing HIV/RIDS care, but are
referring patients to the tertiary center for the specialty care.
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The Northern, Northwest, and Southwest Regions do not have a Family HIV/AIDS
Services Program in place. University of Virginia Health Sciences Center (UVA),
serving the Northwest Region, has a limited caseload and no plans or interest in
developing a Family HIV/AIDS Services Program at this time. Both the Northern
and Southwest Regions were very interested in developing this type of program.
The needs assessment results and service and treatment needs of these three
regions are described in the section entitled "Cost Projections By Region For One
Year."

ADMINISTRATIVE AND ORGANIZATIONAL STRUCTURE

The Family HIV/AIDS Services Program will be an integral part of Children’s
Specialty Services Program (CSS). It will provide management and treatment
services to children and their parents living in Virginia with HIV infection or
AIDS with family incomes below 200% of poverty as determined by federal
guidelines. The sliding charge schedule approved by the State Board of Health
will apply. Children under age 21 years will be eligible. It is anticipated
that the majority of families will have low incomes and be eligible for Medicaid
coverage.

To protect the families from the stigma associated with HIV/AIDS diagnosis, each
clinic will be designated a “Family Services Clinic.” Regularly scheduled
clinics will meet to treat and manage the child and parents as a family unit.

The program will be coordinated with the public and private maternity clinics in
the geographic catchment areas of the Family Services Clinic. Free maternal
testing for HIV infection is offered on a voluntary basis to all women attending
maternity clinics in local health departments. The CSS program will not pay for
maternity care or delivery, but it will pay for infectious disease treatment of
the HIV positive pregnant women.

As the whole thrust of this program is early identification and intervention,
the HIV positive pregnant women will serve as the index case. She will be
counseled, monitored, and followed. If her immune system deteriorates, she will
be treated; otherwise prevention of transmission of infectious disease will be
stressed. If a live birth occurs, the infant will be tested and monitored
regularly in the Family Services Clinic to determine if a true HIV infection
results. The infant will be treated as indicated. The mother and infant will
be monitored and treated together in the same Family Services Clinic by the same
multic eclalty teaw. 15 cie cnild dies or becomes HIV negative, the mother will
be referred to another source of infectious disease treatment, and CSS wi) not
be a payor of these services. BAs total support is needed, patients wi.. be
instructed to notify the case manager for problems occurriug during the day and
facility emergency rooms at night. The case manager will have a direct conduit
to the physicians.
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The Children’s Specialty Services Program has a number of highly specialized
clinics located throughout the state. Children identified as HIV positive and
entered into the Family Services Program will automatically be eligible for
consultation and treatment by all CSS specialty clinics as indicated.

For some time, the CSS Hemophilia Clinics have been counseling, testing,
monitoring, and treating hemophiliacs who are HIV positive. These clinics have
health professionals with AIDS training who are an integral part of the
hemophilia team. Services include HIV-related medications. When AIDS develops,
the hemophilia patient will be referred to the Family Services Clinic for
treatment.

Children demonstrating developmental deficite will be referred directly to the
state’s network of 12 regional Child Development Clinics operated under the
Division of Children‘’s Specialty Services. Children demonstrating neurological
complications can be referred for consultation or treatment in the Neurology
Program. Other CSS programs available, if needed, include: Neurosurgery,
Surgery, Hearing Impairment, Eye Surgery, Plastic Surgery, Cardiology,
Endocrinology, Facial Deformities, Urology, Rheumatology and Orthopedics.

EXISTING RESOURCES

The Family Services Program will work closely with the following existing
resources:

1. Regional HIV/AIDS Resource and Consgultation Centers

Resource and Consultation Centers provide regional and local
training, consultation and support for local physicians, health
departments, schools, dentists, and public and private agencies
providing HIV-related care.

2. AIDS Service Organizations

The AIDS Service Organizations, which are community-based groups,
provide AIDS educational outreach and patient support services,
i.e., psychosocial counseling, legal assistance, and medical
referral.

3. Reqional HIV Care Consortia and Their Subcontractors

The HIV Care Conscortia and their community-based subcontractors are
located in every region of Virginia. These are funded by the
Virginia Department of Health with federal funding under the Ryan
White Comprehensive CARE Act. The many services provided by the
consortia include case management, primary medical care, case
finding, dental care, nutrition services, mental health services,
group and individual counseling, outpatient hospice care, respite
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care, transportation, child care, medical equipment and supplies,
lab services, outreach workers, medications, emergency funds, and
home health nursing services. These services vary from region to
region.

Bureau of STD/AIDS, Virginia Department of Health

The Bureau of STD/AIDS provides HIV prevention and health care
services throughout Virginia. With state and federal funding, the
bureau works collaboratively with public and private community
agencies to deliver prevention and education to the general public,
health care providers, and those at increased risk; to make
available free HlV-related medications; and to provide a range of
outpatient health care services.

Private Practitioners

The Family Services Program will include children who are HIV
positive and have private pediatricians or family practitioners. in
communities distant from the medical centers. The program will rely
on their 1local medical management under the supervision and
follow-up resources of the Family Services Program. After each
clinic wvisit, a typewritten <clinic report 1listing findings,
treatment plans, and instructions will be sent to the private
physician involved, the local health department and the CSS Central
Office.

Local Health Departments

All patients referred to the Family Services Program will be
admitted through their indicated local health department so that all
patients will have local public health nurse follow-up as required.
The nurse will contact the family to explain the treatment plan,
advise, and counsel. All drugs will be ordered by the clinic from
the Department of Health pharmacy and sent to the local health
department for distribution and instruction. The local health
department will notify the Family Services Program in each of the
treatment centers if problems develop in the field.

yo2ieaid

HIV/AIDS patients become Medicaid eligible when they become disabled
and have low enough income and resources to qualify for the fi lsrul
Supplemental Security Income (SSI) program. Patients who are not
financially or medically eligible for SSI benefits may qualify for
Medicaid as "Medically Needy." 1In addition, Medicaid recipients may
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become eligible for community-based services covered under the
Medicaid AIDS waiver. These services include case management,
personal care by aides in the patient‘s home, private duty nursing
in the patient‘s home, respite care for the caregiver and
nutritional supplements. "The United States Health Care Financing
Administration has estimated that nationally 40% of all persons with
AIDS and up to 90% of children with AIDS are enrolled in Medicaid.*!

COST OF TREATING PATIENTS WITH HIV/AIDS

Treatment modalities for persons with HIV/AIDS change rapidly. The number of
new drugs approved in recent years to treat persons with HIV has increased
(seven new drugs in 1991 and five new drugs in 1992). "Over the past decade,
HIV has transformed from an acute illness involving frequent hospitalizations
to an illness with long periods of low-intensity care interspersed among a few
periods of hospitalization...cost estimates of treatment should be updated at
regular intervals to reflect these changes."2 For this report, the average cost
of treatment was derived from an analysis done by Fred J. Hellinger in 1992 in
10 cities in multiple sites (hospitals, cliniecs, and physicians’ offices).
Estimates of the mean occupancy time in each of the four HIV/AIDS disease stages
were obtained during his study. The services included in Hellinger‘s treatment
cost include inpatient, outpatient visits, home health, drug costs and long-term
care. The average annual cost of treatment of HIV was $6,808. The average
annual cost of treatment of AIDS was $33,168. The average annual cost of
follow-gp services for an HIV-negative child of a woman with HIV/AIDS was
$1,812.

These annual cost calculations were applied to Virginia HIV/AIDS prevalence data
to determine cost of care estimates for one year. The national percentage of
HIV/AIDS patients covered by Medicaid also was applied to Virginia HIV/AIDS
prevalence data (40% of the adults and 90% of the children). Details of the
costs are described later in this report in the section entitled, "Cost
Projections By Region For One Year".

HIV/AIDS patients who will need financial assistance from CSS are those who are
not covered by Medicaid (60% of adults and 10% of the children) and those who are
uninsured or have limited health insurance. <SS will not encumber costs for
Medicaid patients since the health care providers will be billing Medicaid
directly for the costs. Patients with hemophilia will be eligible to apply for
health insurance coverage through Hemophilia of Virginia Inc., a nonprofit
organization that procures health insurance and provides legal and financial
assistance. CSS will be a payor for their services during the twelve month
waiting period of no coverage due to a pre-existing condition stipulation. CSS
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will obtain revenue from the CSS annual patient charge. This is a sliding scale
charge based on family income. The current annual charge for a full-pay patient
is $120, except for Northern Virginia where it is $136. It is anticipated that
the majority of families will have low incomes and that the revenue will be
minimal.

Thus, the cost presented in this report is for 79 patients who do not have
Medicaid coverage and would benefit from CSS coverage for these services. This
is total cost and does not reveal those costs that would be covered by private
health insurance which some patients may have. Historically, 16% of CSS patients
have had private health insurance. Also, CSS will be paying for services at the
Virginia Medicaid rate which will be lower than these national average treatment
costs. 1In addition, the cost and prevalence of HIV/AIDS have not been projected
for future years.

In summary, the cost of the treatment of HIV/AIDS is very dynamic. Research is
occurring in New York and New Jersey to analyze the current cost of the treatment
of children infected with HIV and thosge with AIDS. Further refinement will be
needed to make the costs in this study more timely to a specific budget period
and to the current standards of antiretrovial therapy &~ ° medical management of
the AIDS/HIV~infected child and adult.

The costs reflected in this study are for the first year of services. The
Department intends to conduct an additional study to further develop resource
rzqu'-ements for services in the phased-in plan for future years.

METHODOLOGY FOR PHASING-IN SERVICES

The first phase of the plan will include locations where a Family HIV/AIDS
Services Clinic is in place (Children‘s Hospital of The King’s Daughters and
Medical College of Virginia). Other areas will be phased in as a Family
HIV/RIDS Services Clinic is established (Northern Region, University of Virginia
Health Sciences Center, Southwest Region). The last phase will include
satellite clinics based on the growing number of patients and reimbursement to
community primary care physicians who are willing to treat HIV/AIDS patients
with consultation from physicians located at the tertiary medical centers.

HEALTH CARE REFORM

Health care reform will significantly improve access to health care by assuvring
comprehensive health coverage for all HIV/AIDS patients. Regional alliance and
health plans as proposed by President Clinton will make a fnlY range ¢l 3. ©ce.
available in the standard benefit package. The Ryan White CARE Act, which
furnishes federal funds for medical care and family support services for HIV/AIDS
patients, is retained in the President’s proposal. Since the costs of medical
care will be covered by the standard benefit package, Ryan White funds will
continue to fund family support services, i.e., case management, transportation,
respite care, counseling.
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However, universal coverage and reforms will not eliminate all barriers to
adequate, appropriate, and quality family-centered care for HIV-AIDS patients.
Some concerns are the limited coverage for home care and long-term care, no
subsidy for co-payments on HIV drugs and treatment, no coverage for experimental
drugs, no coverage for undocumented immigrants except for emergency-room care,
and the possibility that Congress may weaken financial support for HIV/AIDS
programe in order to balance budgets,

Current predictions indicate that the earliest date that a health reform plan
will be implemented is 1997. The role of CSS will likely shift from providing
direct service to improving thHe service system for all children with special
health care needs. A mission of CSS is to build and promote a system of care
that is comprehensive, family-centered, community-based, coordinated and
culturally competent. The access barriers that will not be eliminated by health
care reform will be addressed. Methods to monitor quality assurance and outcomes
of children’s health care will be developed and deployed.
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COST PROJECTIONS BY REGION FOR ONE YEAR

CHILDREN’S HOSPITAL OF THE KING’'S DAUGHTERS (CHKD)

CHKD has a Family HIV/AIDS Services Program in place serving mothers and
children. The hospital works closely with Children’s AIDS Network for Interfaith
Involvement which provides services such as respite care, transportation,
financial help and support groups. CHKD currently has clinic and office space,
physicians, nurse, patient care assistant, and social worker assigned to the
Family HIV/AIDS Services Program. In order to make the services more
comprehensive as described in the Conceptual Family HIV/AIDS Services Program
(Appendix J), CHKD needs the following:

Personnel % _Time Average Annual Salary Fringe Benefits
Social Worker 100% $ 32,829 (Gr. 10 Step 16) S 9,84? (30%)
*Nutritionist 100% $ 32,829 (Gr. 10 Step 16) S 9,849 (30%)

*To be assigned to Family Services Clinic and other
types of CSS Specialty Clinics at CHKD

Case Manager 100% $ 39,232 (Gr. 12, Step 16) $ 11,770 (30%)}
(Registered Nurse)

Clerk Typist 100% $ 18,397 (Gr. 05, Step 10) $ 5,519 (30%)

Data Entry Clerk 50% S 7,450 ($7.45/hr.) S 570 (7.65%)

Total 4.5 Full-time $ 130,737 $ 37,557

Equivalents (FTE)
Equipment - Colposcope and camera for pelvic examination $ 10,000
of mothers

Supplies - condoms $ 600
parent use

Education-inservices $ 1,500
and conferences

Travel-mileage for professionals $ - 880

Total $ 12,980
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CHKD CURRENT CASELOAD

Number Number Treatment Cost Total
Children % Medicaid =~ Medicaid Css Per Patient CSS Cost
Pediatric HIV = 49 90% 44 5 $ 6,808 S 34,040
Pediatric AIDS = 26 90% 23 3 $ 33,168 $ 99,504
Follow-up = 34 90% 31 3 $ 1,812 S 5,436
Adolgscent HIV = 1 20% 1 0
Adolescent AIDS =_ 2 90% __2 . _0
Total 112 101 11 $ 138,980
Parents
Mothers | HIV = 57 40% 23 34 $ 6,808 $ 231,472
Mothers AIDS = 14 40% 6 8 $ 33,168 $ 265,344
Fathers = _0 40% 0 _0
Total 71 29 42
Hemophiliacs
Hemophiliacs
AIDS = 1 actual # i 0]
Hemophiliacs
HIV = _4 actual # 1 3 $ 6,808 S 20,424
‘Total 5 2 3 $ 517,240
CSSs
Grand Total 188 132 56 Total Cost = $ 656,220
CHKD TOTAL COST
Personnel, Equipment, etc. $ 181,274
Patient Treatment Services S 656,220
Total = $ 837,494
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MEDICAL COLLEGE OF VIRGINIA {(MCV)

MCV has a Family HIV/RIDS Services Program in place serving mothers and children.
The hospital works closely with several local agencies which provide services
such as home health care, financial help and support groups. MCV currently has
clinic and office space, physicians, nurses, social workers and dietician
(inpatient only) assigned to the Family HIV/AIDS Services Program. In order to
make the services more comprehensive as described in the Conceptual Family
HIV/RIDS Services Program (Appendix J), MCV needs the following:

Personnel 2 Time Average Annual Salary Fringe Benefits
*Nutritionist 100% $ 32,829 (Grade 10, Step 16) $ 9,849 (30%)

*To be assigned to Family Services Clinic and other
types of CSS Specialty Clinics at McCV

Social Worker 100% §$ 32,829 (Grade 10, Step 16) $ 9,849 (30%)

Case Manager 100% § 39,232 (Grade 12, Step 16) $ 11,770 (30%)
(Registered Nurse)

Clerk Typist 100% $ 18,397 (Grade 5, Step 10) $ 5,519 (30%)
Data Entry Clerk 50% S 71,450 ($7.45/hr.) S 570 (7.65%)
Total 4.5 Full-Time $ 130,737 $ 37,557

Equivalents (FTE)

Equipment - Win Computer ($1,840) and Printer ($1,215) $ 3,055
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Children
Pediatric HIV
Pediatric AIDS

Follow-up
Total

Parents
Mothers H1V
Mothers AIDS

Fathers

Total

Hemophiliacs

Hemophiliacs
AIDS

Hemophiliacs
HIV

Total

Grand Total

23

12

49

27

lo

les

81

MCV CURRENT CASELOAD

90%
90%

90%

40%
40%

40%

Actual #

Actual #

Personnel, Equipment, etc.

Patient Treatment Services

% Medicaid Medicaid

Number Number Treatment Cost Total

Css ‘Per Patient CSS Cost

21 2 S 6,808 § 13,616

11 1 $ 33,168 $ 33,168

13 1 $ 1,812 S 1,812

45 4 $ 48,596

11 16 § 6,808 $ 108,928
11 16

1 1 $ 33,168 $ 33,168

1 2 s 6,808 $ 13,616

2 3 $ 155,712

CSS

58 23 Total Cost = $ 204,308
MCV_ TOTAL COST

$ 171,349

$ 204,308

Total = $ 375,657
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NORTHERN VIRGINIA

There have been 21 cumulative cases of pediatric AIDS and 6 cumulative cases of
pediatric HIV infection reported in Northern Virginia as of June 30, 1993. 1In
addition, there were 6 cumulative cases of teens (ages 13-19) reported with AIDS
and 20 cumulative cases of teens reported with HIV infection. The primary
provider of care for these children is the Children‘s National Medical Center
located in Washington D.C. where approximately 30 Northern Virginia children are
currently receiving care. The majority of these children have Virginia Medicaid.
Children’s National Medical Center is receiving $44,275 from Ryan White CARE Act
funds (Washington, D.C., Title I funds) for primary care, infectious disease,
outpatient treatment, case management and transportation for these Virginia
children. 1In addition, 15 children are receiving care at Georgetown University
Children‘s Medical Center located in Washington, D.C. and the majority of them
have Medicaid. Children are also receiving care from private infectious disease
physicians in the Northern Virginia area; this number is unknown.

Although all health departments in the Northern Region provide maternity care,
and family planning for HIV positive women and well-child follow-up for HIV
positive children, none provide medical care and case management for HIV
positive children.

The Office of HIV Services, Women and Children Program of the Inova Health
System at Fairfax Hospital is convening a task force to develop a Pediatric
HIV/AIDS Treatment Program. They are interested in developing a Family Services
Program to treat children and parents. )

Numbers of Women in Northern Virginia Health Departments’ HIV Case Management
Programs:

Arlington: Referral to medical care.
Caseload in past year: 18

Alexandria: Case management and medical care through health
department clinics.
Caseload in past year: 40 women

Fairfax: Case management and medical care.
Caseload in past year: 22 women

Prince William: Case management and referral for medical care from
private physicians.
Caseload in past year: 25 women
Loudoun: Not available
The Office of HIV Services of the Inova Health System at Fairfax Hospital

provides medical care and case management to women as well as men in the Northern
Region. Current caseload: 15 women.
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Numbers of HIV positive women and children receiving health department services
in the past year:

Arlington: Maternity Care: 5 - 7 HIV positive women
Well-Child Care: 5 HIV positive children

Alexandria: Maternity Care: 3 HIV positive women
Well-Child Care: 3 HIV positive children

Fairfax: Maternity Care: 3 HIV positive women
Well-Child Care: 0

Prince William: Maternity Care: 7 HIV positive women
Well~Child cCare: 7 children (primarily for

immunizations)
Loudoun: Not available

Children’s Specialty Services Hemophilia Clinic in Rorthern Virginia has two
patients with AIDS and three patients who are HIV positive. All five patients
have private health insurance.

In summary, collectively the cities and counties in Northern Virginia have a
high prevalence of HIV/AIDS. However, the impact on individual cities and
counties has been low. Currently, there is not a medical source located in
Northern Virginia that provides HIV/AIDS treatment to parents and their children
in a Family HIV/AIDS Services Program. Medical care is fragmented among
multiple primary care physicians, infectious disease specialists, and
obstetricians in the public and private sector. Many children are receiving
HIV/AIDS treatment in Washington, D.C. There is not a children’s hospital or a
public hospital located in Northern Virginia. Locally-based medical services
for children need to be established close to where they live. 1In addition,
transportation, child care/respite for HIV positive mothers and housing are
needed.

Hiring a Nurse Coordinator to assess, with representatives of the district
health departments, the collective needs of the parents and children in Northern
Virginia would be beneficial. In addition, the nurse would facilitate
activities to meet these needs, assist in the development of Family HIV/AIDS
Services Clinics in several locations throughout the region, and facilitate the
case management services for the families. This will be the first step in the
phased-in plan. The second phase would include funds to pay for HIV/AIDS
treatment services for those parents and children with no Medicaid or health
insurance coverage. Additional support services, i.e., transportation,
baby-sitter, would also be a part of the second phase funding.
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The Nurse Coordinator will be supervised by the Division of Children’s Specialty
Services (DCSS) Northern Virginia Nurse Supervisor and housed in the existing
DCSS office in Fairfax. Cost for the first year is as follows:

Personnel % Time Average Annual Salary Fringe Benefits

Public Health Nurse Senior 100% $44,841 (Grade 12, Step 16) $13,452 (30%)
Northern Virginia Salary

Total Cost = $58,293

UNIVERSITY OF VIRGINIA HEALTH SCIENCES CENTER (UVA)

UVA currently serves mothers and children in separate clinics. They have no
plans or interest in a Family HIV/AIDS Services Program at this time. They have
five pediatric HIV patients and 10 pediatric AIDS patients who have either
Medicaid or private health insurance. Funds of $1,000 would assist them in
professional education expenses on HIV/AIDS.

Children’s Specialty Services Hemophilia Clinic at UVA has one patient with AIDS
and two patients who are HIV positive. All three patients have Medicaid.

SOUTHWEST VIRGINIA

The Southwest Region has the lowest incidence of pediatric and teen HIV and
AIDS. CSS Hemophilia Clinic has one patient with AIDS in this region. He is
covered by Medicaid. A pediatric infectious disease specialist is providing
care to 12 to 14 HIV/AIDS patients from the Roanoke area at the Roanocke Memorial
Rehabilitation Center. She currently holds two clinics a month. The specialist
is very interested in developing a Family HIV/AIDS Services Program. She
indicated the hiring of a Nurse Coordinator to develop this program would be
beneficial. Cost is as follows:

Personnel % Time Average Annual Salary Fringe Benefits

Public Health Nurse Senior 100% $ 39,232 (Grade 12, Step 16) $11,770 (30%)

Total Cost = $51,002

The second phase of funding would include funds to pay for HIV/AIDS treatment
services for those parents and children with no Medicaid or health insurance
coverage. Additional support services, i.e., transportation, baby-sitter, would
also be a part of the second phase funding.

Page 18



SUPPORT SERVICES FOR CHKD AND MCV PATIENTS

Transportation

Payment of transportation will follow the Medicaid model. Costs of taxi, bus,
and designated driver for travel to medical services will be paid at the
Medicaid rate.

$ 640

Budget: Buses $4 x 20 patients x 8 trips

$ 1,200

Taxi $15 x 10 patients x 8 trips
Designated Driver $15 x 10 patients x 8 trips = § 1,200

Total = $ 3,040

Baby-Sitter

Payment of baby-sitter costs for siblings, while parents and HIV/AIDS child are
away from home receiving medical services, will be at $4.25 an hour.

Budget: $4.25 x 4 hours x 14 patients x 8 trips = $ 1,904

Support Services Total Cost = $ 4,944

OUTREACH/EDUCATION

Staff Needed: One Health Educator - STD/AIDS Program

Description of Need: Community misunderstanding and lack of support have been
identified as major problems for families affected by HIV/AIDS. Families
express a feeling of being isolated when they have an HIV positive child.
Schools must begin to understand and deal with this infection because children,
who a few years ago would have lived only a few years, are now attending school.

Job Responsibilities: This position would have a primary responsibility for
statewide coordination of community efforts around pediatric HIV/AIDS. He/she
would have a critical role in providing education to school personnel and PTAs
as requested. Close coordination would be maintained with other individuals and
agencies involved in pediatric HIV, including, but not limited to, the Department
of Education, the Bureau of STD/AIDS within the Virginia Department of Health,
and community-based organizations. This position will be housed in the Bureau
of STD/AIDS.

Budget: Salary and Fringe: §$ 35,000

Travel: 5,000
Supplies: 2,000

Total = § 42,000
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TOTAL COST PROJECTIONS BY REGION FOR ONE YEAR

Children’s Hospital of The King’s Daughters $ 837,494
Medical College of Virginia S 375,657
Northern Virginia S 58,293
University of Virginia Health Sciences Center $ 1,000
Southwest Virginia $ 51,002
Support Services S 4,944
Outreach/Education S 42,000
Total = $ 1,370,390

Projected Revenue from CSS S 2,820

Annual Patient Charges

General Funds Needed = $ 1,367,570

RECOMMENDATIONS

The study team report was presented to the Joint Subcommitte Studying Acquired
Immunodeficiency Syndrome on November 29, 1993. Three comments were received
from the subcommittee.

First, the number of personnel requested in the study demonstrated the ideal.
However, within the current economic climate, full funding is unlikely. The
study adequately justified the treatment costs, but the subcommittee questioned
the personnel costs. Recommendation was made to reduce the number of staff and
their costs.

The second comment questioned the ethicality of spending this much money for 15
children and 64 adults. To clarify, $95,380 covers treatment costs for 21
children (includes 6 pediatric hemophiliacs) and $605,744 covers the treatment
costs of 58 mothers. The remaining costs at CHKD and MCV are for personnel and
equipment that will benefit these 79 patients plus the 190 children and mothers
that have Medicaid coverage.

The third comment questioned why treatment of parents was included in this
program when CSS does not cover costs for parents in other programs. In response,
HJR 691 indicated that the Department shall develop this program in a manner
which includes the parents of the HIV-infected children in a family-oriented
system of care.

During the work session on December 14, 1993, the Joint Subcommittee endorsed the
funding of staff costs for the provision of case management, patient education,
social work and nutrition services at the Family HIV/AIDS Services Clinics at
CHKD and McCV. If funded, this will be a pilot project for family support
services to 190 children and mothers who have their treatment costs covered by
Medicaid. The cost of the pilot project is $170,885.
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The Joint Subcommittee Studying Acquired Immunodeficiency Syndrome recommends
the following:

A.

Fund additional staff costs ($170,885) for the provision of case
management, patient education, social work and nutrition services at the
Family HIV/AIDS Services Clinics at the Children’s Hospital of The King's
Daughters (CHKD) and the Medical College of Virginia (MCV). These two
medical centers already have Family HIV/AIDS Services Clinics in place,
but need additional staff in order to make the services more
comprehensive. Both medical centers serve geographic regions of Virginia
with high prevalence of HIV and AIDS. This will be a pilot project for
family support services to 190 children and mothers who have their
treatment costs covered by Medicaid;

Phase-in funding for Family HIV/AIDS Services Clinics, as they are
established, in the Northern and Southwest Regions, and the University of
Virginia (UVA) Health Sciences Center.
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APPENDIX A

GENERAL ASSEMBLY OF VIRGINIA-1993 SESSION
HOUSE JOINT RESOLUTION NO. 681

Requesting the Virginia Department of Health to develop. in coordination with the Joint
Subcommittee Studying Acquired [Immunodeficiency Syndrome. certain plans for
(ncorporating HIV/AIDS treatment for infected children in the Commonweaith's
Children‘s Specialty Program.

Agreed to by the House of Delegates, February 9, 1993
Agreed to by the Senate, February 23, 1993

WHEREAS, in Virginia, the response to the AIDS epidemic has been carefully developed
to provide appropriate education, care, and treatment, within appropriated funds, to citizens
infected with human immunodeficieacy virus; and

WHEREAS, In the early stages of the HIV epidemic, almost all of the individuals
infected were adult men; and

WHEREAS, the demographics of the HIV epidemic have changed over the last 10 years
and will continue t0 change; and

WHEREAS, the number of women infected with HIV has increased significantly over
the last several years; and

WHEREAS, in 1990 and 1991, the Centers for Disease Control have noted statistics
indicating the greatest proportion of increase in the number of reported cases of AIDS was
among women, with a fifteen percent increase; and

WHEREAS, this increase in women has been primarily among womea of child-bearing
age; and

WHEREAS, among children born to HIV-infected women, approximately 30 percent
develop the infection through perinatal exposure; and

WHEREAS, a few children also contract HIV through other modes of transmission, such
as sexual activity; and

WHEREAS, the number of children who are HIV infected appears to be increasing in
the Commonwealth; and

WHEREAS, no state funds have been specifically earmarked for services to HIV-infected
children in Virginia; and

WHEREAS, primary care provided in a timely and cost-effective manner can assist such
children in remaining stable and increase the quality and length of their lives; and

WHEREAS, although services are being delivered to childrea in the Commoaweaith
through the already existing clinics and other resources, the Children’s Specialty Program,
with its sole focus on children needing intensive services, appears to be an ideal vehicle
for delivery of primary care to these childrea in an efficient and effective manner; and

WHEREAS, every expansion of an existing program or proposal for a new program
mxtjlst be based on sound data and careful planning, especially during this time of fiscal
exigency; and

WHEREAS, in order to deliver such services through the Children’s Speciaity Program,
the Department of Health would have to develop a plan to phase in the services and the
required budget estimates; now, therefore, be it

- RESOLVED by the House of Delegates, the Senate concuriing, That the Department of
Health be hereby requested to develop, in coordination with the Joiat Subcommittee
Stud% Acquired Immunodeficiency Syndrome, a phasedin plan for Iincorporating
HIV/ treatment for infected children in the Commonwealth's Childrea’s Specialty
Program. Insofar as possible, the Department shall develop this program in a manner
which includes the parents of the HIV-infected children in a family-oriented system of care.

The Department shall collaborate with the joint subcommittee on development of this
plan and shall provide the joint subcommittee with interim reports oa its progress as
deemed n s

By November 1, 1983, the Department shall complete its plan, which shali include
budget estimates for the phasing In of services to HIV-infected children, and shall be
specific as to the method and sites for gradually introducing such services. The Department
shall report its findings and recommendations to the Governor and the 1994 General
Assembly in accordance with the procedures of the Division of Legislative Automated
Systems for the processing of legislative Jocuments.
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Year of Diagnosis
Before 1931
1991
1992

Year of Report
’ Before 1991
1991
1892
1993

Risk
Hemophilia
Transfusion/Transpiant
Mother at Risk
Undetermined

APPENDIX B

Virginia Pediatric HIV and AIDS
BIRTH THROUGH 12 YEARS OF AGE

HIV
Number Percent
11 39.29
8 28.57
9 32.14

THROUGH JUNE 22, 1993

AIDS

Year of Diagnosis Number Percent
Before 1987 12 15.38

1987 11 14.10

1988 6 7.69

1989 7 8.97

1990 9 11.54

1991 13 16.67

1992 16 20.51

1993 4 5.13

10.71
46.43
28.57
14.29

46.43
46.43
7.14

10.71
17.86
64.29

714}

Year of Report
Before 1987

Northwest ] 17.86
Northern 6 21.43
Southwest 4 14.29
Central 4 14.29
Eastern 9 32.14
TOTAL 28

Risk
Hemophilia
Transfusion/Transplant

Northwest
Northern
Southwest
Central
Eastern

TOTAL

VIRGINIA DEPARTMENT OF HEALTH, BUREAU OF STD/AIDS

6/22/93
PEDAIDS.XLS
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7.69
5.13
12.82
6.41
15.38
20.51
24.36

34.62
58.97
6.41

6 7.68
21 26.92

8 10.26
18 23.08
25 32.05
78



APPENDIX C

Virginia Teens HIV and AIDS

13 - 19 YEARS OF AGE
THROUGH JUNE 22, 1993

HiV AIDS
Year of Diagnosis
Before 1931 55 39.9% Before 1991 9 45.0%
1991 40 29.0% 1991 4 20.0%
1992 34 24.6% 1992 7 35.0%
1993 9 6.5% 1993 0 0%
Year of Report .
Before 1991 31 22.5% Before 1992 8 40.0%
1991 42 30.4% 1992 5 25.0%
1992 31 22.5% 1993 7 35.0%
1993 34 24.6%
Gender v , e '
Male 64 46.4% Male 15 75.0%
Female 74 53.6% Female 5 25.0%
Race. R GETARs SR R s il oy _.:::5‘:"5”
White 42 30.4% 12 60.0%
Black 94 68.1% Black 6 30.0%
Other 2 1.4% Other 2 10.0%
Risk: .o o AL R
MSM 29 21.0% Hemophilia 10 50.0%
Hemophilia 16 11.6% Heterosexual 3 15.0%
Heterosexual 37 26.8% Other** 5 25.0%
Other* 3 2.2% Undetermined 2 10.0%
Undetermined 53 3B.4%
Region :
orthwest 7 5.1% Northwest 3 15.0%
Northemn 20 14.5% Northsm 8 30.0%
Southwest 14 10.1% Southwaest 5§ 25.0%
Ceontral 33 23.9% Central 3 15.0%
Eastern 64 46.4% Eastern 3 15.0%
TOTAL 138 TOTAL 20

* Other Risk HIV may include MSM/AVDU, IVDU, and Transfusion Blood/Products.
** Other Risk AIDS may include MSM, MSMAVDU, IVDU, and Transfusion Blood/Products.

VDH, Bureau of STD/AIDS
TEENS.XLS 6/93
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APPENDIX D

HIV Reports in Adult Women in Virginia

by transmission mode 1989 1990! 1991 1992{1993* |TOTAL
IDU 6 69 97 76 37 285
Blood/Blood Products <3 10 13 7 5 35
Hemophilia <3 <3 <3 <3 <3 3
Heterosexual Contact 4 85 132 173 52 446
Multi-Heterosexual 7 56 83 -35 8 189
Unknown 3 42 48 55 32 180
*reported through June 30, 1993
AIDS Reports in Adult Women in Virginia
by transmission mode 1982-89 | 1990 1991 1992(1993*|TOTAL
DU 34 18 18 42 49 161
Blood/Blood Products 211 13 8 10 12 64
Hemophilia <3 <3 <3 <3 <3 <3
Heterosexual Contact 41 22 35 34 64 196
5 7 8 10 18 48

Unknown

*reported through June 30, 1993

Bureau of STD/AIDS

Virginia Department of Health
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APPENDIX E

HIV and AIDS Transmission Among Women
U.s. Data
Nationwide, women represent 11% of the 284,840 adult AIDS cases reported through
March 1993. A total of 32,477 adult women have been reported with AIDS. The
primary mode of transmission reported for women is injecting drug use, with 49% of
the U.S. cases. Heterosexual transmission accounts for 36% of the AIDS cases among
women. Receipt of blood or blood products accounts for 6%, less than 1% are
associated with hemophilia, and 9% are NIR.

Virginia AIDS Cases

In Virginia, women represent 11% of the 4,311 adult AIDS cases reported through June
1993. A total of 470 adult women have been reported with AIDS in Virginia. The
primary mode of transmission for women in Virginia is heterosexual transmission
(42%), followed by injecting drug use (34%), receipt of blood or blood products (14%),
hemophilia (<1%) and NIR (10%).

Heterosexual transmission accounts for the highest percentage of AIDS cases among
women in Virginia, regardless of race. Thirty-seven percent of white, 4% of black, 42%
of Hispanic and 50% of Asian women report heterosexual transmission. Blood .
transfusion and injecting drug use as transmission modes differ among races, however.
Injecting drug use accounts for 22% of white, 39% of black and 42% of Hispanic cases.
Blood transfusion accounts for 30% of white, 6% of black, 5% of Hispanic and 25% of
Asian cases. The percentage of cases reporting receipt of blood or blood products as a
risk has decreased since 1986. Prior to 1986, 50% of all AIDS cases reported in women
were associated with receipt of blood or blood products. Since 1986, only 13% have
been associated with the receipt of blood or blood products. Both injecting drug use
and heterosexual transmission have remained the primary modes of transmission for
women in Virginia since 1986; injecting drug use and heterosexual transmission account
for 76% of the total AIDS cases reported in women.

Virginia HIV Cases

Women represent 23% of the 4,870 adult HIV cases reported through June 1993. A total
of 1141 adult women have been reported with HIV in Virginia. The primary mode of
transmission for women in Virginia is heterosexual transmission (39%) followed by
injecting drug use (25%), multi-heterosexual contact (17%) receipt of blood or blood
products (3%), hemophilia (<1%) and undetermined (16%). The transmission mode
does not differ significantly by race.

Because HIV reporting did not begin until 1989, the percentage of cases reporting
receipt of blood or blood products as a risk is low. The percentage was the highest in
1989, when 9% of the HIV cases reported in women were associated with receipt of
blood or blood products. Since 1990, this percentage of HIV cases associated with the
receipt of blood or blood products in women has remained between 2% and 4%.
Injecting drug use has remained steady at approximately 25% of each year's HIV
reports in women. Heterosexual contact has become an increasingly prevalent mode of
HIV transmission in women. Eighteen percent of the cases reported in 1989 indicated
heterosexual contact, while 50% indicated heterosexual contact in 1992. When those
cases indicating multi-heterosexual contacts are included as heterosexual transmission,
this category accounts for 56% of the total HIV cases reported in women in Virginia.
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APPENDIX F
Survey of Childbearing Women

Regional Data
Phase 1
Testad o B S = ISera+ eated T
Nwo 1 4,689 110 2 L.Le )| 0.04%311,273
Neth | 9,818 22.77 0.11%]21,013 4
sw | 6,005 1422 0.08%]13,597
Comtel o 0.11% 15.228
Eest | 13,039 30, 0.15%§26,550
vaus | 933 221 O ] 0.00% 144
NotvA | 1,077 286 0.09%] 2,627
Unk 280 0.66 5 3,231 0.20%F 1,104
ToTAL | 42,232 100.0_ 48 100.0] 0.11%}86, ossfswé’! 93 100,0] 0.11%§91,434 3
i l
N f}a;e; ‘ii;:;is .f.i_zsso Jul 1990 - Jun 1991 Oct 1991 - Sep 1992 Oct 1992 - Mar 1983
TOTAL
Tested % Pos %N |Seropositivity
MW 32,640 12.36] 12 23.64] 0.04%
New | 59,895 22.67] 64 19.38] 0.11%]
sw 39,252 14.86 33 10.00| 0.08%
Centrat ‘33 3?‘ ‘6 "Q 57 f? 27 9]3% .
77,317 29.27| 147 44.55] 0.19%
1, 284 0.48] 0 0.00] 0.00%|
7,215 2.73] 9 ‘2.13| 0.12% ma
3 226 1.22 8 2.421 0.25%
vorar 264,150 100.0! 330 100.0} 0.12% o
Virginis Dtpanmama% Hcsi!hiluum; é(sfiii}iibé' o l i
i
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APPENDIX G

Virginia’s Survey of Childbearing Women

HIV Seroprevalence by Region

025 ¢(
0.2 Bl Northern
B Northwest
0.15 BASouthwest
EACentral
0.1 Eastern_ |
0.05
//

0
1991-92 1992-93

Burcat 1 of STD/AIDS: June 22,1993
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APPENDIX H
Virginia's Survey of Childbearing Women

Virgima's Survey of Childbcaning Women 1s currently in its fourth ycar of data collestion. Survey

dates and types of sampies included are as follows:

Phase 1: August 1989-February 1990: Full term births normal on all newbom screening.

Phase 2: July 1990-June 1991: Full term and premature births normal on newborn screening.

Phase 3. October 1991-September 1992: All births including those abnormal on newbom
screening.

Phase 4: October 1992-September 1993:  All births including those abnormal on newbomn
screening. (Data for this time peniod is complete from Oct 1992 - Mar 1993)

Phases 3 and 4 follow the CDC protocol for collecting data on all births in the state and can be
compared. Phases 1 and 2 are not directly comparable to phases 3 and 4 without accounting for
_ the differences in sample collection.

Race: The racial group at highest risk throughout the survey has been black. A total of 58,540
samples from black women have been tested with 224 samples (0.38%) testing positive for
HIV antibodies. This compares to a seropositivity rate of 0.13% for the entire sample and
0.04% (66 positive out of 166,831 tested) for samples from white women. While the rates
for whites have been consistent (or declined slightly) over the four survey phases (0.06,
~0.04, 0.04, 0.03), the rates among blacks increased significantly during the first three

phases and the rates during he fourth phase are currently similar to phase 3 (0.24, 0.35,
0.45, 0.43).

Age.  While there have been no significant changes with regard to mother’s age during the
survey, phase 3 should be noted for two trends that were not evident in the first two
phases. First, the total number of HIV positive 15-19 year old women bearing children
during phase 3 exceeded the total number of 15-19 year old women reported positive in
both phase 1 and phase 2, and the Seroprevalence rate for this age group exceeded the
rates for all age groups except the unknown and under 15 age groups. Secoand, the phase 3
trend towards younger HIV positive females was enhanced by the rate within the “under
15" age group (0.43%).

Region: The HIV seroprevalence rate has consistently been highest among women residing in the
Eastern Region, although this difference is directly associated with race.

Birth Type:  Since the inclusion of premature births duning phase 2 and the inclusion of all
births during phases 3 and 4, information on type of birth (full term vs. premature,
newborn screening (NBS): normal vs. abnormal) has been collected. The HIV
seroprevalence rate has been significantly higher among women giving birth to premature
babies during phases 2-4; and the rate among women giving birth to babies testing
abnormal on onc or more of the newborn screening tests was significantly higher than the
rate among women giving birth to babies testing normal on NBS during phase 3. Again,
however, this difference was associated with race.
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E by Chrisdne Voael

APPENDIX 1

COMPREHENSIVE AIDS FAMILY CARE CENTER:
A Model Treatment Program in the Bronx

A diagnosis of AJDS hits all families hard. But it's especiaily
difficult for families who have lived with loss. poverty. and 2 sense of
depression and hopeiessness even before the HIV or AIDS diagnosis.
Agditiony problems of aingle parent famulies, widespread drug use.
and the fact that many of the children may also sutfer from cancer or
remophilia (if they acquired HIV from contaminated blood products)
present program providers with a complex range of issues that must be
addressed, both medicaily and throuzh supportive efforts on behalf of
the families.

In 1981, Dr. Arve Rubinstein. Director of Allergy and Immunology,
at Yeshiva University's Albert Einstein College of Medicine in the
Bronx. New York, diagnosed the first suspected case of pediatric
AIDS in the United States. Three vears later, he established the
nation’s first pediatric AIDS center. And later, the Comprekensive
AIDS rarmiy Care Center gevelopea as the complexuties of dealing
with both the medical and psveho-social issues associated with
pediatric AIDS became manifest. A coordinated team effort among
pediamc immunologists, social workers. nurses. and health planners,
the family-centered program has been recognized as a model for the
care of AIDS-affected families.

As of October. 1992. there were 242,146 diagnosed cases of AIDS
nationwide, according 1o the Center for Disease Control; 4,051 of these
were among children under the age of 13. The number of people

estmated to be HIV-infected is about four times that number — neary

one million.

The number of HIV-positive newborns is the highest in the country -

in the Bronx, where the AIDS Family Care Center is located. Defining

family members as “anyone who has close social contact with an HIV- |
infected woman or child.” the Center treats patients referred by all the: -

surrounding hospitals and community agencies. :

To datz, the Center has treated more than 3,000 HIV-dmgnosad
individuals. Currently, there are 350 children in treatment at the
Center, as well as 150 pregnant wornen involved in federally spon- .
sored experimental drug trials (since 1989, the Center has housed the
National Institute of Health’s AIDS Clinical Trial Group).

A child with AIDS signals an entire family at risk, says Anita
Septimus, M.S.W._, the Center’'s Director of Social Services.

Inravenous drug use is assoctated with over 70% of the families,
i ~mnon‘tonon-mfecmdsiohn gs, since they're going (0 lose a brother

often simultaneously discovers that she is also infected, and that she ""-Z’pointsm:om ——

many of whom are at the poverty level; 80% are from minority .
backgrounds. When an HIV-positive infant is identified, the mother

nas infectea ger cniid. Sometimes, We aduirs are as sick or sicker hai
their children. The Center offers them all coordinated care under one-
rcof. provided by a consistent group of professionals wuh whom t.hey
may be cble to build some level of trust.

“People are reluctant to divulge the fact that they have AIDS as
they might be willing to do if thcy had cancer,” says Sepdmus. The
sugma associated with an AIDS diagnosis breeds isolation among a
greup that is already isolated and vulnerable. “A family-centered
approach helps minimize isolation, and the continuity of treatment
providers is crucial — the same doctor, nurse and social warker may
serve the endre family. These fa.rmhes don't want to have to repeat
thetr stones over and over again.”

The Family Center’s multidisciplinary staff consists of an adminis-
trator ( Septimus); 8 pediatric immunologists; 6 nurses; 4 social
workers: a pregnancy smdy coordinaror and three support staf.
Bacause the Center serves a multi-cultural community, Septimus
strives for the same diversity in the statf and as many bilingual heaith
professionals as possible. “We are sensitive to cultural issues, and that
helps us serve the communtity better,” she says.

The Center's family support component consists of eight major
service areas:

+- Information and referral services idenufy the appropriate medical
and mental health care treatrnents for a tamuiy.

+- Psychosocial assessments evaluate the type and number of mental
health care services a family may need.

+ Crisis intervention provides immediate services for suicidal paticaits.
help for emergency shelter needs, and gnef counseling.

-~ Weekly sup?ort groups provide mothers, primary caregivers, and
siblings withr support and problem-solving techmiques.

o~ Family therapy is d:sxgwd to help families improve commuricaticn
and develop-adaptive ways of operating as a unt. It helps famulies to
" restructure themselves, whije respecting the pr:v;ulmg lunshxp

. systcm, sxbhng mlcs and genemuonal h1emchy

Otmeach and advomcy pmgr:m:s hclp families negotiate public
assistance agencies, and provide school advocates. legal interven-
tions, substance abuse outreach, protective and t‘ustu- care, and

L neossry soc:a} and ﬁnancxal suppons

. -"l'mnnu;rmdmanon msurts tha: pauem.s will Lecp the.lr medical

appommlems and followups

fI'heCénxer.aisoorgamm summ:r can:lp pmgram.r :u-mngcs for
...members of the hospitals Clown Care Unit to visit weekly the
inpatient ‘children who are receiving [V Gamma Globulin treatments;

. takes partin funerals and memornial services; and organizes holiday

* celebrations: These effors help bmh pauems and hm]th pmfcssxonals
't ses:one:anotheras people. <™ o
Spendmgamcwgedwralso g:vs the pmfmmonals more opponu

s mty 10 educate: parents and caregivers in chc compiex tasks of helping

issues to cnnﬂdcr conc:mmg

- Septimus emphasizes sonie ky i
‘upport for AIDS-affected fusnilics. “We need 1o pav particulag

and m-ome) support for the
. grandmothers “who are-supporting both 2 dymg daughter and -
g:mdnhﬂd. ThaLway; they’llbampmpared wh:n thc umecomes.

Tbe.Cbmpx:h:mwa AlDS‘Famﬂy Can: Cemer chaxgu o service
fa:. Most panmnan: on Medicaid or receive aid through a variety of -
social services in the commmnity (the state Human Resource Adminis-
‘tration,.for exampie; provides housing entitlernents for individuals with
AIDS). The Centerreceives finding from a number of federal, state
and city sources, inclding the New York State Department of Hexlth.
the National Institute of Health, and COBRA, a case management
refund program. In New-Yark City; AIDS has becoree the leading
cause of death for women aged 25 10 35. Since women are more hkely
to contract AIDS heterosexually than men, the averall implications for
the futare of pediatric AIDS are alaming. Septimus urges couaseling
and AIDS awareness. ““An effort must be made to lessen the stigma so
people can seek the care they need. We can’t afford the luxury of
ignoring AIDS.™ .

Chrisrine Vogel is swaff writer for the Familv Resource Coulition.
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APPENDIX J
CONCEPTUAL FAMILY HIV/AIDS SERVICES PROGRAM

HOSPITAL OUTPATIENT AND INPATIENT SERVICES

PHYSICIANS

Pediatrician with Infectious Disease Specialty
Adult Infectious Disease Specialist

Obstetrics and Gynecology

NURSES

Clinic Nurses (1 or more)
~ Perform patient treatments, etc.

Inpatient nurses
Clinical Nurse Specialist
- Provide patient education, i.e., transmission
birth control, etc.
SOCIAL WORKER

Medical Social Worker (1 or more) mostly for outpatient services

SUBSTANCE ABUSE COUNSELOR

Counselor during clinic (Utilize counselor from Community Services Board
in geographic area in which the patient lives).

EDUCATIONAL CONSULTANT

Liaison between the multidisciplinary medical team and the school in which
the patient attends. Arranges training of school personnel and students
on HIV transmission, universal precautions, etc.

NUTRITIONIST

Clinic nutritionist
Inpatient (Hospital) nutritionist

RESPIRATORY THERAPIST
Therapist during clinic to teach family

CLINIC AIDE

Page 31



CHILD CARE

- Volunteers to watch siblings while mother is being examined and while
patient getting treatments.
- Play Therapist for inpatient services

CLERKS
- Register clinic patients
- Maintain patient records

- Schedule tests/hospitalization/etc.

NOTE: Clinic space must have enough rooms to house the multidisciplinary
team and to have an isolation area.

CASE MANAGEMENT SERVICES

Health Care professional with clinical knowledge of HIV/AIDS
Provides continuous assessment, coordination and
monitoring of services and needs
- Is available to family for problem~-solving
- Makes referrals to local resources
Provides education to family regarding HIV/AIDS, treatment, etc.

SUPPORT SERVICES

Transportation to/from medical care (payment of tolls, taxi/bus/train fares)

Therapist for family coping/emotional/psychological care/group dynamics/support
groups.

Respite care

Personal care in the home when at-risk for hospitalization
Private Duty Nursing in the home

Nutritional supplements

Bereavement Counselor

Hospice

Developed July/August, 1993 by HJR 691 Study Team.
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