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Executive Summary

I. Study Background

As of December 1994,441,528 cumulative cases of AIDS were reported to the Centers for
Disease Control and Prevention (CDC). Of these cases, 58,428 were women and 6,209 were
children under the age of 13. Youth between the ages of I3 and 19 accounted for less than
1% of the cumulative cases of AIDS reported. Despite intensive prevention efforts
nationwide, the number of cases of HIV infection and AIDS continues to grow. According
to CDC surveillance data, the growth is fastest among women and adolescents. The largest
proportionate increase in 1994 AIDS cases-- 17.1 percent--was attributed to heterosexual
contact. The second largest increase was a 13.4 percent increase in perinatal transmission.
Heterosexual transmission has overtaken injection drug use as the primary mode of
transmission for the disease among women. Moreover, heterosexual transmission accounted
for the greatest proportion of AIDS cases among women in their twenties, many of whom
were probably infected as teenagers.’

These trends, first identified in the early 199Os,  have translated into steadily increasing
caseloads for agencies serving women, children, youth, and families affected by HIV and
AIDS. At both the prevention and treatment ends of the HIV/AIDS continuum, these
populations have unique and complex needs that warrant rnore intense and more
comprehensive services. Women, children, youth, and families affected by HIV/AIDS are
disproportionately poor and minorities, with limited access to needed services. In addition,
many youth affected by HIV/AIDS are part of the growing population of runaway and
throwaway youth who live on and off the streets, exacerbating their poor health and fkther
limiting their access to needed services.

This report documents the efforts of the Ryan White Title IV Grants for Coordinated
Services and Access to Research for Children, Youth, Women, and Families. The program
is funded by the Maternal and Child Health Bureau of the Health Resources and Services
Administration (HRSA) to provide services that meet the complex and evolving needs of
women, children, youth, and families affected by HIV/AIDS. Reflecting the needs of
affected populations and an increased emphasis on research activities, the program’s current
goals are to:

. Foster the development and support of comprehensive care infrastructures,
including primary care, that increase access to culturally competent, family-centered,
community-based, coordinated care;

’ Centers for Disease Control and Prevention. 1994. HIV/AIDS surveillance report. 6(no.  1):s.
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’ Centers for Disease Control and Prevention. 1994. HIV/AIDS surveilIance  report. 6(no.  1):8.
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. Emphasize prevention within the comprehensive care system in order to reduce the -

spread of HIV infection to vulnerable populations; and
. Link comprehensive systems of care with HIV/AIDS clinical research trials and

other research activities, resulting in increased access for children, youth, women,
and their families.

The Title IV funds are used to support 39 Pediatric/Family AIDS Projects, which were the
subject of this evaluation. Title IV funds also support four additional types of projects that
provide or coordinate comprehensive, family-centered health, social, and support services.
The additional projects are:

. Eight planning and development grants to support needs assessment and initial
planning activities to develop a comprehensive care system, including one
Hemophilia/AIDS Special Initiative Project,

. Two cooperative agreements with national resource centers,

. Seven Women’s Initiative for HIV Care and Reduction of Perinatal HIV
Transmission projects (WIN), and

. Three adolescent clinical sites under NIH Adolescent Medicine HIV/AIDS Research
Networks.

In the first 6 months of 1994, these projects served 17,732. enrolled clients. In addition,
projects reached over 100,000 more individuals through HIV education and professional
education activities. The majority of the projects’ clients have been from poor, minority
families.

2. Obiectives
f

The purpose of this study was to assess the effectiveness of the Ryan White Title IV HIV
Program in initiating, improving, and expanding systems of care and linkages to research
for children, youth, women, and their families affected by HIV/AIDS. The elements of an
effective system of care include comprehensive services that are accessible and available to
families, coordinated, based in communities affected by HIV/AIDS, and responsive to
clients’ cultures and family structures.

The following research questions formed the centerpiece of the study design:

. Have systems of care been established, improved, maintained, or expanded?

. Do the systems have the desired attributes?

. Is the system reaching and serving intended unserved or underserved target
populations?

. Are multidisciplinary providers accessible, available and trained to serve the target
population?

. Are clients receiving the array of medical and social services they need?
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. Has the program had an impact on increasing participation in clinical drug trials? _

. Has the program had a positive impact on client and family life satisfaction?

3. Methods

In order to answer these questions, Macro applied an integrated, multi-method, multi-stage
approach to data collection. Key indicators were identified for each question, and multiple
data sources were used wherever possible to assess relevant aspects of existing programs.
An important characteristic of this approach was its capacity to generate necessary data,
while minimizing the burden on project sites. Existing data were used whenever possible,
and new data were sought from only as many sites as were necessary to reflect the range of
projects. The key data collection tools included:

. Reviews of existing grant applications

. Completion of self-study questionnaires by all current grantees

. Site visits to 18 grantees

. Focus groups of clients in 10 sites

Grant applications and data tables, available for all projects, were used to obtain baseline
information about the projects and to develop the self-study questionnaire and site visit
protocols. The self-study component was designed to yield a detailed, statistical portrait of
each project’s structures and functions. Site visits were used to corroborate and elaborate the
self-reported data from study guides and to obtain detailed qualitative information that could
not be colledted  through other means. Focus groups were held with clients in order to
ascertain how the system operates from the point of view of the consumer. This report
encompasses findings from the self-studies, site visits, and client focus groups.

Site visit reports and client focus groups were analyzed using Tally, a software package for
analyzing textual data. Tally allows the researcher to mark specific sections of text with
distinguishing codes, sort and extract the text associated with particular codes, and produce
numeric reports or matrices based on the encoding. Quantitative analyses of project self-
study guides were performed with the SPSS statistical package. Simple aggregate statistics
were used to determine the distribution of the different variables among the project sites.
The quantitative data presented in this report help verify and illustrate the detailed qualitative
information that describes project approaches and client perspectives.

4. Key Findings

Findings from this study confirm that the Ryan White Title IV HIV Program for Children,
Youth, Women, and Families has served as a catalyst for evolving systems of care. These
systems of care are in different stages of development, reflecting varied stages of the
epidemic in different communities. Additional sources of variation include the level and
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extent of existing community resources with which projects can collaborate, the _

organizational base for each program, and the length of time that projects have been in
operation. In general, the answer to the research questions posed above is overwhelmingly
affirmative. The program has established, improved, maintained, or expanded systems of
care. The systems have the desired attributes of providing family-centered, culturally
competent, and community based services. As intended, they reach unserved or underserved
target populations. Multidisciplinary providers are accessible and available, and are
specifically trained to serve the target population. Clients report that they generally receive
the array of medical and social services they need, although some gaps persist. The program
has had a dramatic impact on increasing participation in clinical drug trials. And most
importantly, the program has had a significant and lasting impact on client and family life
satisfaction.

More specific findings are highlighted below. The findings are organized according to the
most relevant study question, although many findings help answer more than one question.

Is the system of care reaching and serving the intended unserved or underserved
target populations?

. Increasing numbers of infants, children, youth, and women are receiving
comprehensive services in Title IV projects. Between January and June 1994,
projects served 17,732 enrolled clients--a 17 percent increase over the previous
6 months.

. The Title IV program is serving the traditionally unserved or underserved target
population. Eighty-three percent of clients are members of minority groups,
two-thirds of clients are Medicaid recipients, and 10 percent are uninsured.

. Outreach efforts are successful in increasing the number of adolescents being
enrolled in care. During the first half of 1994, nearly 30 percent of the 1,324
enrolled adolescent clients were newly enrolled.

. Women, including adolescent females and mothers under the age of 22 years,
represent only 29% of currently enrolled clients. Outreach efforts to this
population need to be increased.

. Injection drug use is prevalent and most likely to be underreported in the target
population. This aspect of clients’ lives has important implications for approaches
to service delivery, including not only access to drug treatment services but also
relapse prevention, support groups, and more intensive case management.
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. Title IV projects link clients together and help create a crucial network of peer _

support for clients who might otherwise be isolated.

. Beyond affecting clients’ basic survival, projects have helped many clients thrive--
some for the first time in their lives.

. Although individual services and staff members are important, projects as a whole
serve as an anchor and a safe haven in clients’ lives.

. No form of assistance or encouragement is too small to have an impact on clients’
lives.

. Resources devoted to both formal and informal peer support activities--support
groups, recreational activities, and other outings--have a tremendous payoff in
terms of clients’ life satisfaction.

. Clients’ participation in education, conferences, and/or
personal sense of accomplishment that has a similarly
satisfaction.

staffing contribute to a
dramatic impact on life

. Assistance with disclosure, death and dying, and answering questions about
medical issues are three key areas where support from project staff is particularly
meaningful, especially since few other sources of information and support are
available.

Have systems of care been established, improved, maintained, or expanded to meet
the needs of women, children, youth and families living with HIV?

. As a result of collaborative efforts, Title IV projects have expanlded  their systems
of care across cities and even states, creating a web of services and agency
networks designed to meet the current and changing needs of fiunilies  living with
HIV.

. Title IV projects have built on existing systems of care and have established
linkages with existing services, thereby increasing the number of services available
to clients and decreasing duplication of services and efforts across medical and social
service agencies.

. An increasing number of Title IV projects are expanding their systems of care by
extending their reach to more geographic regions and by increasing the number
of agencies in their funded networks in an effort to reach more clients.
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. Title IV projects have had the most success in developing strong collaborative
relationships with medical service providers, AIDS service organizations, and
social service agencies.

. Agencies with which Title IV projects have had difficulty collaborating--local
schools, housing agencies, mental health agencies, local churches, and substance
abuse treatment providers--have less experience and tradition in providing
services to persons living with HIV/AIDS. Some of these agencies, such as local
churches or schools, represent opportunities for outreach and prevention.

Are providers accessible and available who are multidisciplinary and trained to serve
the target population?

*

. Projects are staffed with a broad range of multidisciplinary personnel and are looking
beyond traditional disciplines in their efforts to respond to changing client needs. In
addition, the use of multidisciplinary teams (nurses, physicians, case managers,
etc.) provides a model of collaborative service delivery among various professions
with the potential for increased client access to needed services and decreased
duplication of efforts across various medical and social service agencies.

. The presence of knowledgeable, dedicated, and compassionate staff has contributed
a great deal to the success of the Title IV projects and the subsequent impact projects
have had on clients’ lives. Focus group participants across projects constantly
praised both the professional expertise of project staff as well. as their sense of
caring and understanding.

. - Staff turnover among Title IV projects is surprisingly low, given the inherent
diff%ulties  of providing services to persons living with HIV/AII>S.

. Project administrators have had more difficulty recruiring  experienced and
appropriate staff than they have had retaining staff--94 percent reported some
difficulties in hiring staff. Recruiting difficulties have been attributed to the complex
institutional and professional guidelines of hospitals, universities, and unions as well
as salary limitations and demanding job responsibilities.

. Case managers, social workers, and nurses are the most difficult staff positions
to both recruit and retain.

. In almost half of the Title IV projects, clients or family members are hired as paid
or volunteer staff and often serve as peer educators, advocates, and mentors.
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. Increased staff retention is linked to positive client well-being as clients grow
closer to project staff and often develop deep and trusting relationships with staff.
These types of relationships provide emotional and personal support to clients and
let them feel comfortable receiving services at the projects. As a result, clients
continue to access needed services, share pertinent information with project staff, and
have increased life satisfaction knowing that there are people who care about them.

Do systems of care have the desired attributes: are services accessible, family-
centered and culturally competent?

. Title IV projects have organized staff and service schedules to be convenient and
timely. Fifty-eight percent of Title IV projects can arrange client medical
appointments within 6 days and another 33 percent can arrange appointments within
1 to 2 weeks.

. One way that projects facilitate physical accessibility is by addressing
transportation issues. Forty-nine percent of Title IV projects provide public
transportation passes or tokens to all clients while the remaining projects (5 1 percent)
provide passes or tokens to some clients (based upon various eligibility criteria).

. To address other client needs and in response to expanding catchment areas, Title IV
projects use multiple approaches, ofien  simultaneously, to increase client access to
needed services. These approaches include:

. expansion of project service capacity by offering more services on site

. coordination of service schedules and client appointments with other service
providers

. establishment of referral relationships and information exchange between adult
and child medical providers

. establishment of flexible appointment scheduling policies

. establishment of satellite clinics that reach less accessible clients, such as
adolescents or persons who live in outlying areas

. concurrent clinics for adults and their children

. The level and depth of client involvement in task forces and advisory committees
varies greatly across Title IV projects. Mile  in many Title IV projects clients are
active participants in task forces and advisory committees, there are a few projects
in which client involvement remains somewhat pro forma. Al.though  clients may
hold a position on a task force or advisory committee, their role is minimal.
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. Projects that have had difficulty recruiting new clients to fill staff, advisory, or _

volunteer roles attribute this to client reluctance or disclosure and confidentiality
issues. The same client often serves multiple roles (advisory committee member,
peer educator, and volunteer). In such instances, projects may not be receiving an
adequate representation of client views and concerns if new clients are not being
successfully recruited.

_ . Title IV projects that have been successful in recruiting clients as staff, volunteers,
or advisors have developed a number of strategies to improve the quality and
quantity of client involvement. These strategies include:

. open, individual discussions with clients to assess their readiness to adopt more
active roles within the project

l client and family training in personal advocacy, HIV/AIDS policy, leadership
skills, and public speaking (provided by 64 percent of Title IV projects)

. use of more informal settings such as lunches or parties to elicit client
perspectives and opinions about project staff and services

l providing clients with the opportunity to decide when and how they wish to
participate in project activities

l hiring clients as staff (offered by 42 percent of Title IV projects)

. Sixty-one percent of Title IV projects provide staff training in developing
collaborative relationships with families.

. Sixty’-seven percent of Title IV projects provide cultural sensitivity training and
in-service sessions to staff. However, these trainings are generally offered only once
and without follow-up or educational reinforcement. Therefore, cultural competency
must be incorporated into sewice  delivery, project setting, and prqject  administration
if it is to be reinforced and effective.

. . In projects where client support groups have thrived, they have been client
initiated and/or led and have persevered despite periodic lapses in attendance.
Project staff and clients have worked together to maintain support groups throughout
the groups’ various stages of development.

Are clients receiving the array of comprehensive medical and social services that they
need?

1

. Projects are providing HIV outreach, education, counseling and testing services
by linking with existing community efforts or by developing their own efforts when
none exist. Over 17,000 clients and 54,000 other persons have been reached through
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individual counseling sessions. Over 115,000 people were reached through group _

sessions.

Peer educators are used by half of the projects for outreach/casefinding,  client
education, and community education.

Most projects are providing HIV testing, counseling, and referrals for ZDV treatment
for pregnant women and many have initiated community-wide planning efforts to
address counseling and testing issues. However, the traditional split between
pediatrics and ob/gyn  remains in most project sites, which could have implications
for the effectiveness of such efforts.

Title IV projects have provided training to more than 32,000 health and social
service professionals including medical staff, case managers, substance abuse
counselors, and outreach workers.

The majority of projects provide pediatric medical care in the same clinic space
or in the same general location.

The majority of projects have linked with outside medical care providers to
facilitate the integration of HIV testing and counseling into standards of care.
Clinic rotations and internships are increasingly being used as mechanisms to
accomplish this.

Project directors across Title IV sites described case management as the heart of
the projects and a focal point of project coordination and collaboration efforts.

Nearly two-thirds of project clients are assigned to higlh-intensity  case
management services because of the complexity of their service needs.

The majority of Title IV case managers interviewed report steadily increasing
caseloads that are beginning to require more staff time and project resources than
many projects can spare.

Faced with steadily increasing caseloads, Title IV projects are beginning to consider
(or already have implemented) more rigid limits on eligibility for case management
services. In addition, projects may also be forced to limit the intensity of case
management services provided to clients and reduce the number of home visits and
personal contacts.
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. Some of the services Title IV clients require are either not available or are _

culturally inappropriate or do not address the specific needs of adolescents or
women with children. The services most frequently described as unavailable or
inappropriate are:

Mental health services
Substance abuse treatment services
Child care services
Transportation assistance
Child welfare services

. In response to these gaps, projects are expanding their own array of services.
Twenty-three projects have added on-site mental health services to their mix of
direct services. Other mental health-related services provided by many projects
include client support groups, family counseling, and art therapy.

. In response to the increasing numbers of adolescents with HIV, Title IV projects
have developed services specific to the adolescent population. Projects treat
adolescents as a unique population with unique service needs rather than as
additional clients for existing services.

Has the program had an impact on increasing participation in clinical drug trials
31

. Title IV projects have been successful in enrolling nearly 1,000 children, youth,
and women in clinical trials.

. Title IV projects provide a bridge between services delivery and research through
. a range of approaches including conducting the trials on-site at the Title IV project

location, implementing the research in community-based settings, and providing staff
who have a linkage and educational role.

. Efforts to enroll and retain low-income, medically underserved families in clinical
trials are enhanced when the research is conducted within an established
comprehensive system of outpatient and family support services. such as those
developed through the Title IV program.
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5. Conclusion

It is clear from this evaluation study that the Title IV projects have increased access of
children, youth, women, and families to comprehensive care. The programs served 17,732
enrolled clients during the first half of 1994, representing a 17 percent increase over the
enrollment in the previous 6 months. The projects have been responsive to the growth and
trends of the HIV epidemic, evolving and expanding to serve new and emerging HIV-
affected populations, such as adolescents and women.

Title IV projects have enhanced access to clinical trials for children, youth, and women
living with HIV, populations that traditionally have had limited access to research. A wide
range of strategies has been employed to facilitate client participation in research, including
shared research and care staff, new linkages with research sites, and provision of family and
logistical support services. As a result of these strategies, nearly 1,000 clients participated
in research during the first 6 months of 1994, including over 300 clients who were newly
enrolled in a trial during this period.

From a client perspective, Title IV projects have had a tremendous impact. They have
improved access to an array of needed services, meeting the immediate medical and social
service needs of children, youth, women, and families. Beyond these services, Title IV
grantees have fulfilled their mandate of making a difference in clients’ lives by
demonstrating that project staff care about their clients’ overall well-being. Clients
continually praised the compassion and dedication of staff. The combination of services and
emotional support makes Title IV programs distinctive, and underlies the comment clients
made repeatedly:

“Where would I be without them?”

Interagency collaboration; new linkages among diverse medical, social service, and family
support providers; and innovations in service delivery among Title IV progmms  created new
and improved services for the populations served by Title IV. In addition, training and
professional education conducted by Title IV for community providers have resulted in
more qualified personnel to deliver services to HIV-affected populations. New approaches
to the organization of services, such as co-location of pediatric and adult care, has improved
services to families.

Projects have involved families in the development and implementation of programs,
with youth and family members as family liaisons, educators, and other support roles.
Family involvement has been enhanced through training opportunities and leadership
development sessions.

While this evaluation study has highlighted many project successes, it also provides insights
into future policy challenges at the national and local levels. As the program as a whole and
the individual grantees continue to grow and change to meet the evolving needs of their
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client populations within the context of their communities, they will need to be attentive to _

training and technical assistance needs, program priorities and future directions, and
opportunities for forging new relationships. Findings from this evaluation suggest areas for
focus in the immediate future, including:

. Training and technical assistance in such areas as cultural competency; staff
training and policy development; administrative roles, relationships, and authority
related to reporting, data collection, and overall service delivery policies of multiple
entities participating in funded networks of care; incorporating and maintaining
meaningful client participation in program development and implementation; service
provision to substance abusing populations; service provision to adolescents; and
outreach to women of childbearing age.

. Program goal and priority setting as demand exceeds staff and financial resources,
particularly related to relative emphasis on outreach versus direct services;
definitions of client eligibility for services in general and especially for case
management services; policies and procedures for transferring care to other service
systems when clients no longer meet defined eligibility criteria; and strategic
planning to address issues such as financial viability, service capabilities, and needs
assessment.

. Identifying and developing opportunities to forge new collaborative
relationships with such service arenas as housing, education, substance abuse
treatment, mental health, research, other components of the Ryan White CARE Act,
and managed care health care systems.

Addressing these issues requires complementary efforts at the local, state, and national
levels, since the expertise, responsibility, and resources rest at all three levels. Perhaps the
greatest challenge is to continue to build on evaluation and research findings such as those
presented in this report and to link system-level evaluation findings to client outcomes to
ensure that the evaluation feedback loop can continue to guide future directions.
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RYAN WHITE TITLE IV GRANTEES
FY 1995

GRANTEE/ADDRESS (YR. 1ST FUNDED) CONTACT
PROJECT PERIOD

Comprehensive Care/Research Grantees:

REGION I

Boston Pediatric AIDS Project
Dimock Community Health Center
55 Dimock Street
Roxbury, MA 02119

(1988)
8/l/94-7/31/97

Ruth J. Liberman
617-442-6758
6 17-445-009  1 (fax)

Family AIDS Center for Treatment and
.~~~~~fax)

+Division  for Children with Special (1991) Deborah Allen
Health Care Needs 8/l/94-7/31/97 617-727-6941
Massachusetts Dept. of Public Health 617-727-6108 (fax)
150 Tremont St., 7th Floor
Boston, MA 02111

Connecticut Primary Care Association
30 Arbor Street North
Hartford, CT 06106

REGION II

(1990)
8/l/95-7/3 l/96

Richard J. Jacobsen, PhD
203-232-33 19
203-236-0618 (fax)

Dominican Sisters Family Health Service (1993) Margaret Sweeney,
279 Alexander Avenue 8/l/93-7/31/96 718-665-6557
Bronx, NY 10454 718-2.92-9113 (fax)d

+New Jersey DOH Special Child Health
Services
CN 364
Trenton. NJ 08625-0364

(1988)
8/l/94-7/31/97

Diane DiDonato
609-2!92-1078
609-292-3580 (fax)



New York University Medical Center (1993) Keith Krasinski,  MD _

550 First Avenue 8/l/93-7/31/96 212-263-6427
New York, NY 10016

N. Manhattan Women and Children HIV (1988) Cheryl. Healton,  Dr. PH
Demonstration Project 8/l/95-7/31/97 212-305-3616
Columbia School of Public Health 212-305-6832  (fax)
600 W. 168th St., 7th Floor
New York, NY 10032

+Puerto Rico Pediatric AIDS Project (1988) Rolando Jimenez
Puerto  Rico Dept. of Public Health 8/l/95-7/31/97 Mercado
P.O. Box 71423 809-721-2000 x208
GPO San Juan, PR 00936 809-723-3565 (fax)

Bronx Pediatric AIDS Consortium (1989) William Caspe, MD
Albert Einstein College of Medicine 8/l/95-7/31/98 718-518-5764
1300 Morris Park Avenue 718-518-5124 (fax)
Bronx, NY 10461

The Family Center (1991) Barbara Draimin, DSW
Medical and Health Research 10/l/95-9130198 212-766-4522
Association, Inc. 212-766-1696 (fax)
66 Reade Street
New York, NY 1_0007

Adolescent AIDS Program (1989) Donna Futterman, MD
Montefiore  Medical Center 8/l/95-7/31/98 7 18-882-0322
111 East 210th Street 7 18-882-0432 (fax)
Bronx, NY 10467-2490

Brooklyn Pediatric AIDS Network (1989) Hermann  Mendez, MD
SUNY-HSCB 8/l/95-7/31/98 7 18-270-382513826
450 Clarkson  St., Box 49 7 18-270-3824 (fax)
Brooklyn, NY 11203

PediatriclAdolescentlFamily (1995) Gloria Maki
Comprehensive Center 9/l/95-8131196 518-473-7542
AIDS Institute (NY DPH) 5 18-474-0419  (fax)
Corning Tower, Room 321
Empire State Plaza
Albanv. NY 12237



REGION III

D.C. Pediatric AIDS Health Care (1990) Linda Jenstrom
Demonstration Project 8/l/95-7/31/96 202-673-6724
Dept. of Human Services 202-72’7-902 1 (fax)
1600 L St., NW, Suite 907
Washington, DC 20036

+AIDS Administration (1990) Julia Hidalgo, ScD
Maryland Dept. of Health and Mental 8/l/93-7/3  l/96 4 10-767-5087
Hygiene 410-333-6333 (fax)
201 West Preston Street
Baltimore, MD 21201

Circle of Care Project (1990) Alicia Beatty-Tee
Family Planning of Southeastern 8/l/95-6/30/96 215-985-2657
Pennsylvania 215-732-1252 (fax)
260 S. Broad St., Suite 1510
Philadelphia, PA 19102

REGION

Georgia Dept. of Human Resources (1988) Virginia Floyd, MD,
Division of Public Health 8/l/94-7/31/97 MPH
2 Peachtree St, NE, 8th Fl. 404-657-2850
Atlanta, GA 30303 404-657-2910 (fax)

Comprehensive Pediatric AIDS Project (1990) Susan M. Widmayer,
N. Broward Hosp. District 8/l/94-7131197 PhD
417 South Andrews Avenue 305-779-1955
Ft. Lauderdale, FL 33301 305-779-1957 (fax)

S. Carolina Children’s AIDS Care System (1993) JoAnn Lafontaine
S. Carolina Dept. of Health and 8/l/93-7/31/96 803-737-4016
Environmental Control 803-734-3255 (fax)
2600 Bull Street
Columbia, SC 29201

Pediatric HIV/AIDS Health Care (1990) Marilyn Crain, MPH,
Demonstration Program 8/l/95-7/31/96 MD
U. Alabama @ 3irmingham 205-934-7883
751 Children’s Hosp. Tower 205-934-865  8 (fax)
Suite 751
Birmingham.  AL 35222



U. of Miami School of Medicine (1994) Gwend.olyn  B. Scott, MD
Dept. of Pediatrics (D4-4) 8/l/94-7/31/97 305-547-6676
P.O. Box 016960 305-547-5562  (fax)
Miami, FL 33101

Tampa Bay Pediatric AIDS Project (1992) Jay Wolfson,  Dr. PH, JD
U. of South Florida 8/l/95-7/31/98 813-974-6643
13201 Bruce B. Downs Blvd. 813-974-6642 (fax)
MDC 56
Tampa, FL 33612-3805

REGION V

Family AIDS Clinic & Educational (1991) Michael T. Brady, MD
Services (FACES) 8/l/95-7131197 614-722-4451
Columbus Children’s Hospital 614-7;!2-4458  (fax)
700 Children’s Drive, Rm. 6072
Columbus, OH 43205-2696

Women & Children’s HIV Program @ (1991) Mardge Cohen, MD
Cook County Hospital 8/l/94-7/31197 312-633-5080
(a.k.a. Hektoen Institute) 3 12-633-4902 (fax)
1835 West Harrison Street
CCSN, Room 912
Chicago, IL 60612

Youth & AIDS Projects

+Great Lakes Hemophilia Foundation

Bureau of Child & Family Services (1989) Terri D. Wright, MPH
Michigan Dept. of Public Health 19951996 517-335-8969
P.O. Box 30195 517-335-9222 (fax)
3423 N. Martin Luther King Blvd.
Lansing. MI 48909



REGION VI

Tarrant  Co. Pediatric AIDS (1991) Sue Smith, LMSW-ACP
Demonstration Project 8/l/94-7/3 l/97 817-536-1160
(a.k.a. Catholic Charities) 817-536-4671 (fax)
Fort Worth, TX 76105

Pediatric AIDS Program (1988) Michael Kaiser, MD
Children’s Hospital - New Orleans 8/l/94-7/31/97 Beth Scalco, BCSW
Kingsley House, 2nd Floor 504-524-4611
914 Richards Street 504-523-2084 (fax)
New Orleans, LA 70130

Houston Regional HIV/AIDS Resource

7703 Floyd Curl Drive

Pediatric AIDS Network of Dallas (1989) Janet Squires, MD
(PANDA) _ 8/l/95-7/31/98 214-640-287 1
UT Southwestern Medical Center 214-640-5702 (fax)
1935 Motor Street
Dallas, TX 75235

REGION VII

Washington University (1995) Gregory A. Starch,  MD
Research Office 8/l/95-7/31/98 3 14-454-6079
724 S. Euclid Avenue 314-367-3765 (fax)
St. Louis, MO 63110

REGION VIII

+U. of Colorado Health Sciences Center (1995) Myron J. Levin, MD
4200 E. Ninth Avenue, Box A081 8/l/95-7/31/98 303-270-8501
Denver, CO 80262 303-1270-7909  (fax)



.

Alameda Co. Hlth. Care Services Agency (1994) Ivy Wagner
Office of AIDS Administration 8/l/94-7/31/97 5 10-873-6500
1970 Broadway, Suite 1130
Oakland, CA 94612

Los Angeles Pediatric AIDS Network (1988) Marcy :Kaplan
(LAPAN) 8/l/95-7/31/97 213-699-5616
Children’s Hospital of Los Angeles 213-46:1-1394  (fax)
6430 Sunset Blvd., Suite 1003
Los Angeles, CA 90028

Project AHEAD (1990) Janet Sihalwitz, MD
San Francisco Dept. of Public Health 8/l/93-7/31/96 415-487-5777
1242 Market Street, 3rd Floor 415-48’7-5771 (fax)
San Francisco, CA 94102

REGION X

Seattle - King Co. Pediatric AIDS
Demonstration Project
Northwest Family Center
1001 Broadway, Suite 210
Seattle, WA 98122

Cooperative Agreements:

Institute for Family-Centered Care

(1988)l
8/l/94-7131197

Julia Sarkissian
206-720-43  19
206-720-4302  (fax)

National Pediatric & Family HIV

Hemophilia Special Initiative:

Dartmouth-Hitchcock Hemophilia Center



.

Ventura County Public Health (Reg. rx)
3147 Loma  Vista Road

805-652-6617  (fax)

Orlando Regional Health Care Systems,

University Medical Center of Southern
Nevada (Reg. Ix>  -

HIV Wellness  Center
1800 W. Charleston Blvd.
Las Vegas, NV 89102

(1994) Ann Occhi, RN, MSN
1 l/1/94-10/31/96 702-383-2203

Research Foundation of SUNY (Reg. II)

Women’s Initiative for HIV Care and Reduction of Perinatal HIV Transmission:

Maryland Dept. of Health and Mental

Univ. of Texas Southwestern Medical
Center

214-640-5702  (fax)



Massachusetts Dept. of Public Health

Children’s Hospital - New Orleans

Family Planning Council of Southeastern

NIH Adolescent Medicine HIV/AIDS Research Network Sites:

Children’s Hospital of Los Angeles
Division of Adolescent Medicine
P.O. Box 54700

*Mail Stop 2
Los Angeles, CA 90054-0700

Marvin Belzer, MD
213-669-2390
213-913-3614 (fax)

Children’s Hospital National Medical
Center
111 Michigan Avenue
Washington, D.C. 20010

Lawrence D’Angelo,  MD

202-884-5685 (fax)

New York University Medical Center

New York, NY 10016

+ Denotes projects with state-wide service areas.
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Chapter 1. Introduction

A. HIV/AIDS Amona Children, Youth, Women, and Families

As of December 1994,441,528  cumulative cases of AIDS were reported to the Centers for Disease
Control and Prevention (CDC). Despite intensive prevention efforts nationwide, the number of cases
of HIV infection and AIDS continues to grow. According to CDC surveillance data, the growth is
fastest among women and adolescents. The largest proportionate increase in 1994 AIDS cases--l 7.1
percent--was attributed to heterosexual contact. The second largest increase was a 13.4 percent
increase in perinatal transmission. Heterosexual transmission has surpassed injection drug use as
the primary mode of transmission for the disease among women. Moreover, heterosexual
transmission accounted for the greatest proportion of AIDS cases among women in their twenties,

- many of whom were probably infected as teenagers.’

-

These trends, first identified in the early 1990s  have translated into steadily increasing caseloads for
agencies serving women, children, youth, and families affected by HIV and AIDS. At both the
prevention and treatment ends of the HIV/AIDS continuum, these populations have unique and
complex needs that warrant more intense and more comprehensive services. Women, children,
youth, and families affected by HIV/AIDS are disproportionately poor and minorities, with limited
access to needed services. In addition, many youth affected by HIV/AIDS are part of the growing
population of runaway and considered throwaway youth who live on and off the streets, exacerbating
their poor health and further limiting their access to needed services.

-

-

This report documents the efforts of the Ryan White Title IV HIV Program for Children, Youth,
Women, and Families. The program is funded by the Maternal and Child Health Bureau of the

i Health Resources and Services Administration (HRSA) to increase access to services and clinical
research in order to meet the complex and evolving needs of women, children, youth, and families
affected by HIV/AIDS.

1. HIV/AIDS Among Women

-

-

In 198 1, the first year in which cases of AIDS were reported to the CDC, the 6 women with
AIDS accounted for 3.2 percent of all cases. By December 1994, that number had increased
to 58,428 reported cases and accounted for 13.2 percent of all cases. While cases of AIDS
have been reported among all races, AIDS has disproportionately affected young women of
color in large metropolitan areas. Of the cases of HIV-infected women reported through
December 1994,25.3 percent of reported cases were among white, non-Hispanic women,
52.8 percent were among African-American women, and 20.9 percent were among Hispanic

’ Centers for Disease Control and Prevention. 1994. HIV/AIDS surveillance report. 6(no.  1):8.
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women.2 The vast majority of women with AIDS were of child-bearing age at the time of
diagnosis. Of all cases, half of the women with AIDS were infected through injection drug _
use, another 22 percent were sex partners of injection drug users, and 8 percent had high-risk
sex partners who were not IDUS.~ Women infected through heterosexual contact represented
the majority of new cases reported among women in both 1993 and 1994.

One of the many difficulties in preventing HIV is that an individual may be at risk due to
more than one risky behavior. In women most at risk, drug- and sex-related risks often occur
concomitantly, either through a woman’s drug use and sexual activity or because her sexual
partner uses drugs. In addition to the specific behaviors that place women at risk, the
circumstances of women’s lives may amplify the risk of infection to both women and their
children. Drug use itself is rooted in a network of other social and economic problems.
Poverty and lack of access to drug treatment and other health and social services can affect
women’s perceptions of their risk for HIV and their ability to reduce risk.

2. HIV/AIDS Among Adolescents

Youth between the ages of 13 and 19 accounted for less than 1 percent of the cumulative
total of AIDS cases reported to the CDC through December 1994. However, the 81,646
AIDS cases reported among the next two groups--people between the ages of 20-24 and 25-
29--accounted for 18.5 percent of reported cases. 4 Given the average 8 to IO-year period
between infection and onset of symptoms, the majority of these people were probably
infected during their adolescent years.

In contemporary America, the adolescent years represent a period of relatively high risk--a
risk that shows a particularly dramatic rise during the later teenage years5 Between the
years of early adolescence and late adolescence, mortality increases by over 300 percent;6
The trend is toward increased mortality even earlier in life. Higher rates of suicide and motor
vehicle accidents, earlier onset of alcoholism and other drug use, and earlier initiation of

4 Centers for Disease Control and Prevention. 1994 Ibid..-

5 Traditionally, the adolescent period has been considered to span the ages of 13 to 18. In recent years, this
defmition has been expanded to include the early 20s--often  up to the age of 24. This expanded definition reflects
developmental and cultural markers that place many people in their early 20s in the “youth” segment of the
population.

6 Irwin, 1990.
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sexual activity have contributed to this trend.7 Although there are gender and race
differences, the major risk behaviors that cause mortality and morbidity in adolescents are _

prevalent in all socioeconomic, racial, and ethnic groups in America today.

Unprotected sexual activity is a risk factor for HIV and other sexually transmitted diseases
(STDs). The majority of adolescents are sexually active by age 18, often with multiple
partners. Yet teens are unlikely to consistently use condoms or other methods of birth
control.8  Drug use, another factor that puts people at risk for HIV, is also prevalent among
teens. While only 3.1 percent of high school students use injection drugs, far greater
numbers use alcohol (93 percent), marijuana (59 percent), and cocaine (16 percent).g  Non-
injected drugs are implicated in HIV/AIDS by impairing judgment about safer sex practices.

As with women, adolescent health-related risk behaviors are interrelated. While young
people may be labeled or identified in terms of a particular set of behaviors, research data
confirm what service providers, parents, and teenagers have long known--that the adolescent
with the drug problems also may be the one with problems in school, a history of STDs,
contact with the juvenile justice system, and a tumultuous relationship with parents.

3. HIV/AIDS Among Children

As of December 1994,6,209 cumulative cases of AIDS had been reported among children
under the age of 13. Approximately 5,000 of these children are infants and toddlers under
5 years of age. The vast majority of these children--5,541, or 89 percent--had been exposed
to HIV perinatally. Over 80% of HIV-infected children are minority and, as the offspring
of the women described above, these children face many of the same problems their mothers
do, including low or nonexistent family incomes, poor access to health services, and
substandard or transient housing arrangements.

Despite such circumstances, today children with HIV infection are living longer than their
counterparts a decade ago. With improved medical treatment, many perinatally infected
children are living to the age of 10 and 12.

’ Earls, 1990.

’ Centers for Disease Control and Prevention. 1995. CDC Surveillance Summaries, March 24, 1995. MhfWR
1995 44(55-l).

9 Rotheram-Borus and Koopman, 199 1.
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B. History of MCHB: Response and Role

The focal point for the government’s HIV/AIDS prevention and service delivery efforts is largely
within the U.S. Public Health Service (PHS), which encompasses eight agencies with separate but
overlapping responsibilities for the public’s health. As part of PHS, HRSA is responsible for issues
related to health services access, equity, quality, and cost. Throughout its history, HRSA has had
a unique responsibility for filling gaps in the health care infrastructure.‘0 The agency’s
responsibilities encompass most Federally funded primary health care for underserved populations,
including the Maternal and Child Health block grants (Title V), the Community and Migrant Health
Center Programs, the National Health Service Corps, the Comprehensive Perinatal Care Program,
and the Health Care for the Homeless Program. ‘I Within this broad mission, HRSA administers the
Ryan White CARE Act and a variety of programs related to AIDS within its four bureaus.

Within HRSA, the Maternal and Child Health Bureau (MCHB) has played a key role in the agency’s
response to the HIV/AIDS epidemic since the early 1980s. In 1984, as the number of children with
pediatrics AIDS increased noticeably in several large cities across the country, MCHB held an ad
hoc meeting to discuss the nature of the problem in New York City. In the same year, MCI-E3  co-
sponsored the first National Meeting on Pediatric AIDS. At the meeting it became clear that AIDS
among children was seriously undercounted by CDC’s surveillance system and that many HIV-
infected children and their families were not receiving the services they needed. In 1986, MCHB
co-sponsored a second National Pediatric AIDS meeting. This meeting, attended by physicians,
other health care workers, social workers, and educators, helped to coalesce the burgeoning body of
knowledge about the etiology and transmission of AIDS, and demonstrated how many of the existing
approaches towards the treatment of children with special health care needs could be applied to the
care of HIV-infected children. Also, in 1986, HIV prevention and risk reduction was integrated into
the national hemophilia treatment center network, supported through an interagency agreement with
the CDC that is still in effect.

As both the epidemic and the state of knowledge about pediatric AIDS expanded, a third national
meeting was held, this time hosted by the Surgeon General. This 1987 conference, named the
Surgeon General’s Workshop on Children with HIV Infection and Their Families, involved a wide
range of government, professional association, and advocacy representatives. The conference proved
to be influential. Workshop participants developed 82 specific recommendations on future directions
in pediatric AIDS research, prevention, and services. These recommendations were later published
and became a framework for much of the government’s response to the problem. The MCHB has
played a key role in monitoring the implementation of these recommendations.

lo Harmon,  R.G., and R.H. Carlson.  1991. HRSA’s  role in primary care and public health in the 1990s. Public
Health Reports 106(1):6-15.

’ ’ Sundwall, D.N. and C. Tavani. 199 1. The role of public health in providing primary care for the medically
underserved. Public Health Reports 106( 1):2-5.
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The 1987 workshop also helped stimulate a dialogue among the various Department of Health and
Human Services (DH’HS)  agencies with a role in AIDS research and prevention and services. One -

result was the DHHS Secretary’s Initiative on Pediatric AIDS and HIV Diseases. In 1988, as part
of his overall AIDS initiative, the Secretary established an interdepartmental work group comprised
of representatives of all the major elements of the Department: the Office of the Secretary, the
Family Support Administration, the Office of Human Development Services (OHDS), the Health
Care Financing Administration (HCFA), the Office of Minority Health, and the Public Health
Service (PHS), including the National Institutes of Health (NIH),  the Centers for Disease Control
and Prevention (CDC), the Food and Drug Administration (FDA), HRSA, the Indian Health Service
(IHS), and ADAMHA (now Substance Abuse and Mental Health Services Administration,
SAMHSA). The 16-member  work group was given responsibility for making recommendations as
to how the Department could mount a more coordinated Federal response to pediatric AIDS. A final
report of the group was submitted to the Secretary in 1989.‘”

C. Evolution of the Title IV Program for Children, Youth, Women, and
Families

The 1987 Surgeon General’s Workshop helped provide direction for the Pediatric AIDS Health Care
Demonstration Program. Thirteen grants amounting to $4.43 million were awarded to organizations
in 11 states and Puerto Rico for projects beginning August 1, 1988. These projects were approved
for a 3-year period, and were to demonstrate new approaches and innovative models for providing
and coordinating health care and supportive services for women of childbearing age and children
infected or at risk of HIV infection.

- In particular, the projects were to:

-

-

_. l

.

demonstrate effective ways to prevent infection, especially through reduction of perinatal
transmission, and
develop community-based, family-centered, coordinated services for HIV-infected infants
and children.

-

In 1994, the program was transferred to Title IV of the Ryan White Comprehensive AIDS Resources
Emergency (CARE) Act. Title IV was authorized in 1990 as part of the Ryan White CARE bill,
although funds were not appropriated until FY 1994. The philosophy of care behind Title IV
funding is that the populations served by the existing projects should continue to receive family-
centered, community-based, coordinated, and culturally competent care that includes access to
clinical research trials. Moreover, participation in clinical research trials is considered to be most
successful when it takes place within an existing system of care that serves the patient and his or her
family.

I2 Novello, A.C., P.H. Wise, A. Willoughby, P.A. Pizza.  1989. Final report of the U.S. DHHS secretary’s
work group on pediatric HIV infection and disease: content and implications. Pediatrics 84(3):547-55.
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Title IV is administered by MCHB, with consultation and close collaboration from other HRSA and
Public Health Service AIDS programs. The Title IV HIV Program has also been greatly influenced -

by its proximity within MCHB to the Bureau’s Maternal and Child Health Service Block Grant
Program. Authorized under Title V of the Social Security Act and commonly referred to as Title V,
these programs provide health care to pregnant women and their children. The population of women
and children served by the program overlaps with the populations served by the Title IV HIV
Program. In some states, its administrative infrastructure of health departments and strong ties to
related agencies has enabled Title IV programs to be incorporated into the same structure, without
“reinventing the wheel.” Most importantly, the Title V program for children with special health care
needs (CSHCN) pioneered the development of family-centered, culturally competent, community-
based, coordinated systems of care for children with special health care needs and their families. The
comprehensive support for families as well as individuals has been a feature common to both the
Title V MCH services and the Ryan White Title IV HIV Program.

Reflecting the needs of affected populations and an increased emphasis on improving patient access
to research, the program’s current goals are to:

. foster the development and support of comprehensive care infrastructures, including
primary care, that increase access to culturally competent, family-centered, community-
based, coordinated care;

. emphasize prevention within the comprehensive care system in order to reduce the spread
of HIV infection to vulnerable populations; and

. link comprehensive systems of care with HIV/AIDS clinical research trials and other
research activities, resulting in increased access for children, youth, women, and their
families.

-

-

-

-

-
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Exhibit l-l
Ryan White Title IV HIV Programs for

Children, Youth, Women and Families

As of 8195

Fort Wmfn . A Dallas

’ Comprehensive Direct Service Projects
* Comprehensive Direct Service Projects and

Women’s Initiative for HIV Care and Reduction of Perinatal Transmission
n Hemophilia Special Initiative +
q Cooperative Agreements for Training and Technical Assistance
l Planning and Initial Development Projects
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. Three adolescent clinical sites under NIH Adolescent Medicine HIV/AIDS Research
Networks

In the first six months of 1994, these projects served 17,732 enrolled clients. In addition, projects
reached over 100,000 more individuals through HIV education and professional education activities.
The majority of the projects’ clients have been from poor, minority families. A more detailed
discussion of the projects’ clients is provided below.

D. Emerging Issues

The Title IV projects have responded not only to demographic changes in the epidemic, but also to
research results affecting the provision of care and services, to shifts in legislative AIDS policy, and
to reforms and changes in the health care system. Over the years, the Title IV projects have
remained flexible and fluid in adapting to the HIV/AIDS epidemic and the dynamic health care and
funding environment. As a result, the program continues to play a leadership role in the organization
and provision of comprehensive systems of care for children, youth, women and families affect by
HIV/AIDS.

Linking clinical care and research has always been integral to the Title IV concept of comprehensive
care. As a result of pending reauthorization of the Ryan White CARE Act, Title IV’s focus on
linking primary/community-based medical and social services with research has expanded to further
develop innovative models and to achieve the goal of increasing the access of infants, children,
youth, and women to research trials. Close collaboration between comprehensive care and research
not only enhances patient access to research trials but also enhances the ability to integrate the results
of research into the care system. This is currently a major emphasis of Title IV under the new
Women’s Initiative for HIV Care and Reduction of Perinatal HIV Transmission (WIN).

In February 1994, the National Institutes of Health (NIH) announced the fmdings of the 076 study
sponsored by the Pediatric AIDS Clinical Trials Group (ACTG), which found that a three-part
regimen of Zidovudine (ZDV)r3 reduced perinatal transmission of HIV by two-thirds in infants
whose mothers met specific eligibility criteria. I4 Many of the Title IV projects participated in
ACTG 076 and as a result were well positioned to play a leadership role in responding to this new
breakthrough. The Title IV program as a whole is positioned for a major role in incorporating the
076 findings into routine management and care of women at risk for and infected with HIV.

In addition to the role the Title IV program has played in participating the 076 trial, the program has
also been actively involved in follow-up, post-trial activities. Title IV program staff at the federal

l3 ‘Zidovudine (ZDV) is also commonly referred to as AZT. The terms are used interchangeably in this report.

I4 In order to be eligible for ACTG 076, HIV-positive women had to meet the following criteria: a) a CD4 T-
lymphocyte count above 200; b) no prior ZDV use during that pregnancy; and c) enrollment between 14 and 34
weeks gestation.
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and local level have provided extensive consultation to women with HIV, health care providers,
representatives of public and private national organizations, and state and local governmental -

agencies to further disseminate the trial results and develop strategies for public and provider
education on reducing perinatal transmission of HIV. In 1995 the Title IV WIN initiative was
launched in direct response to the need to enhance outreach and care to female adolescents and
women living with HIV so that increasing numbers of women can benefit from the trial results.

Ryan White Title IV HIV projects are also being impacted by broader changes in the health care
system. The growth of managed care organizations, such as health maintenance organizations
(HMOs), in Medicaid programs directly affects many of the populations served by the Title IV
projects. In geographic areas where Medicaid recipients are enrolled in managed care plans, Title

IV providers will need to develop new relationships with managed care companies in order to
maintain their current systems of care and continue to serve Title IV clients.

E. Purpose of This Study

The purpose of this study was to assess the effectiveness of the Ryan White Title IV HIV Program
in initiating, improving, and expanding systems of care and linkages to research for children, youth,
women and their families affected by HIV/AIDS. The elements of an effective system of care
include comprehensive services that are accessible and available to families, coordinated,
community-based, and responsive to clients’ cultures and family structures.

-

-

-

It is important to note at the outset that this study did not examine client outcomes. Desirable as that
might have been, during the design phase it was apparent that many grantees were not able to capture
valid and reliable data on client outcomes. HRSA continues to work with its grantees to identify
client outcome measures that are most appropriate for the Title IV program, to conduct special

i studies of outcomes, to incorporate the use of client focus groups as part of evaluation, and to build
grantee capacity to conduct outcome-related evaluations.

For this evaluation, it seemed most appropriate to focus on grantee success in meeting system-level
outcomes--especially the creation of systems of care that demonstrate desirable characteristics such
as family-centered, community-based, culturally competent, coordinated care. These systems of care
are deemed by experts to make an important contribution to achieving client outcomes. Creating
these systems was the major intent of the program’s early guidance to its grantees.

A system evaluation can rightly be viewed as both an outcome and a process evaluation. On the one
hand, the “system” is the intervention that is being implemented to achieve client outcomes. In that
sense, examining the system can be viewed as a process evaluation. Process evaluations examine
the actual implementation and delivery of an intervention as compared to the intent or program
goals. Process evaluations also identify the factors related to successful and unsuccessful
implementation of interventions. Additionally, process evaluations function as early warning
mechanisms that can identify potential hazards and obstacles to successful implementation as well
as validate and describe approaches thought to be effective.
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The creation of such a system can also be viewed as an outcome in its own right. While the ultimate
measure of program success is positive changes in the lives of children, adolescents, and women -

with or at risk of HIV infection, the nature of service delivery is the key tool at hand to achieve client
outcomes. Examining success in creating such systems is an important intermediate step towards
conducting an evaluation of client-level outcomes.

Consequently, the focus of the evaluation included the following:

. Description of the service population

. Description of the providers in the system

. Evaluation of system of care attributes

. Client perception of project impact on client and families

introduction and Background
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Chapter II. Methodology

A. Study Design

In October 1992, Macro International Inc. (Macro) completed a contract to develop an evaluation
design for the Ryan White Title IV HIV Program (formerly known as the Pediatric HIV
Demonstration Program). The study had several components. A logic model of the program
identified the key activities and the intended relationship between activities and outcomes at the
system and client levels (Exhibit II- 1) and guided the evaluation design. For each of the components
of the logic model, a list of indicators was developed and operationalized. Site visits to nine of the
originally funded Title IV projects assessed whether these indicators would yield relevant,
analyzable data. Site visits also helped develop an in-depth knowledge of the process by which the
sites developed and implemented systems of care for their target audiences. In this way the initial
sites served as methodological laboratories for conceptualizing the evaluation.

One of the key issues addressed in the design phase was the determination of the unit of analysis on
which the evaluation should focus--the client or the system. While clearly neither mutually
exclusive nor dichotomous, the choice between the client and system was driven by data availability.
Although a client-focused evaluation was preferred because it would it get to the core of the Title
IV projects’ mission and goals, valid and reliable outcome data at this level were not available across
all projects. Therefore, the focus of the evaluation design became the system of care of itself.

System-level data were accessible from all of the projects and the evaluation could be designed to
check the validity and reliability of those data. An additional strength of focusing on the system,
was that given certain methodological choices, such as focus groups with clients, it would still be
possible to gather some client outcome data concerning the interaction of the system and the client.
Given the goals of the Title IV programs to develop models of care, the emphasis on system-level
data was logical. Finally, a system based evaluation could generate information about what client
outcomes are most relevant and desirable, thereby leading to future evaluation efforts aimed at
measuring these outcomes.

Based on national program goals, findings from the nine initial site visits, and literature on health
care systems, the following research questions became the centerpiece of the design:

. Have systems of care been established, improved, maintained, or expanded?

. Do the systems have the desired attributes?

. Is the system reaching and serving intended unserved or underserved target populations?

. Are multidisciplinary providers accessible, available and trained to serve the target
population?

. Are clients receiving the array of medical and social services they need?

. Has the program had an impact on increasing participation in clinical drug trials?

. Has the program had a positive impact on client and family life satisfaction?

Methodology
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In order to answer these questions, the evaluation design included measures to capture information
about the system, providers, and clients at each grantee site, as well as measures to determine the .

degree to which systems of care meet a standard envisioned for Title IV HIV programs. Data
describing and evaluating systems were supplemented with client focus groups, which provided
textual detail about actual, everyday experiences with the system of care.

Throughout this study, an advisory committee provided conceptual guidance and feedback. The
advisory committee was convened prior to the start of data collection to contribute input to the
evaluation approach, and after data collection to help further refine the integrated data analysis. The
advisory committee included representatives from the Title IV HIV projects; other providers familiar
with HIV service delivery issues for children, youth, women, and families; experts in developing
coordinated systems of care; Federal program offices involved in evaluating HIV/AIDS programs;
and clients from the Title IV programs. A list of advisory committee members is included in
Appendix B.

B. Data Collection Methods and Sources

-

Macro employed an integrated, multi-method, multi-stage approach to data collection. Each
evaluation question was deconstructed  into a series of questions that could be operationalized and
indicators were identified so that there was more than one source for each aspect of the system being
studied. A complete list of evaluation questions, their components and indicators used to answer
these questions, and the data sources are included as Appendix C.

-

-

Exhibit II-2 depicts the integrated approach used for data collection. Each successive data collection
effort built on and filled gaps from the previous data collection. An important characteristic of this
approach was its capacity to generate necessary data, while minimizing the burden on project sites.

-

_ Existing data were used whenever possible, and new data were sought from only as many sites as
were necessary to reflect the range of projects.

Grant applications and voluntarily reported data tables, available for all projects (36 at the time this
study was conducted), were used to obtain baseline information about the projects. They also served
as a framework for constructing Macro’s instruments, which aimed to prevent duplication of data
reporting and to illuminate gaps in existing data. The self-study component was designed to yield
a detailed, statistical portrait of each project’s structures and functions. Site visits were used to
corroborate and elaborate the self-reported data from study guides and to obtain detailed qualitative
information that could not be collected through other means. Focus groups were held with clients
in order to ascertain how the system operates from the point of view of the consumer.

-

-
Because the information presented in this report is drawn horn  various sources, the time periods and
denominators vary. For each of the data sources, the data collection methodology, the time period,
and the number of projects from which data was collected is described in more detail below.
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I. Grant Application Narratives
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The Title IV HIV Program grant application requires projects to provide fairly extensive
information on approaches to service delivery for key systems dimensions such as family-
centered care, comprehensiveness, coordination, and collaboration. Additionally, basic
information on funding, staffing, service capacity and needs are included in the application.
The grant applications served as an excellent source of background information.

For each of the 36 Title IV HIV projects, content analyses of the open-ended questions and
summaries of other basic information contained in the 1993 grant applications provided
valuable initial information. Patterns in approaches to system development and service
delivery were identified and categorized. This information was used to provide background
information for each site to assist site visitors. In addition, the content analyses provided
data on the diversity of approaches being employed to address the key dimensions of service
delivery. Categories for each dimension contributed to the development of the closed-ended
questions and check-offs for the self-study.

2. Standardized Reporting Tables

Data on clients served in 1994 were voluntarily provided by the Title IV projects to MCHB
and were analyzed by LewinNHI. MCHB and Lewin/VHI  developed standardized data
reporting tables which provide information on the program’s progress in reaching and
serving women, children, adolescents, and their families. These tables provide information
on client characteristics such as age, race/ethnicity,  primary caregiver, clinical status, length
of time receiving services, and the number of family members receiving services, the range
of services provided by projects (either directly or by referral), and information on numbers
of clients in clinical trials among other data. The tables utilized for this report included
clients enrolled in a Title IV program between January and June 1994. For reporting
purposes, enrolled clients are individuals (not families) who consent to keep provider-based
clinical and demographic records and who receive ongoing services from the local provider
network.

Key highlights from the analyses of the data tables are presented in parts of this report to
help frame the evaluation findings. Non-client data also presented in this report cover the
second half of 1993 in some cases, and the first half of 1994 in other cases. Data are reported
by project, and the number of projects reporting varies by topic. The time period and the
denominator of projects reporting is referenced in the text.

3. Self-Studv Questionnaires

Self-study questionnaires were developed to obtain information that was not already
available through other sources. The key purpose was to document current activities of all
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projects. The questionnaire asked projects to reflect and report on their approaches to each
of the key dimensions of service delivery, and identify barriers and issues that they -

encountered.

The specific items for each dimension and response categories were developed using the
content analyses of the applications and the data tables for reference on already available
data. A copy of the questionnaire is included in Appendix D.

A total of 33 (of 36) projects completed the questionnaire during the time period spanning
September 1994 through March 1995. Data in this report is presented by project. The total
number of projects reported varies somewhat by specific topic on the questionnaire.

4. Site Visits

Additional data were collected during site visits to 18 projects. The purpose of these visits
was to gain a more extensive understanding of the dimensions of care provided at each site.
Sites visits clarified and amplified the self-study information through review of project
documentation and interviews with multiple project staff and representatives of the project
network. The information collected was qualitative in nature and provided a richer
understanding of how and why projects used particular approaches to developing their
systems of care. A copy of the site visit protocol is included in Appendix E.

The criteria used for site selection emphasized diversity across several key program
characteristics, including the following:

. Geographic location

. Institutional type

. Target population

. Service delivery approach

. Project size

The nine sites that were visited as part of the design phase of the study were excluded from
the pool of sites for the current study.

Site visit data were collected from September 1994 through March 1995. A map detailing
all project sites, projects site-visited, and client focus group sites is included as Exhibit 11-3.

5. Client Focus Grams

The availability of standardized data on client-level outcomes was very limited. Therefore,
client focus groups were used to provide proxy information on selected client outcomes.

Methodology
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Client focus groups were held at 10 of the 18 projects where site visits were conducted. An
average of 10 people attended each focus group. The dimensions explored and the focus of -

the questions for each included:

. Accessibility--how easy or hard it is for clients to get to the service locations.

. Cultural competency--ways that the project makes families feel welcome.

. Family-centered care--how the families’ needs are met, how the families are treated,
and what roles they have in shaping project policies as well as their children’s and
their own care.

. Family and individual outcomes--how the project has affected family members’
lives; for example, ability to continue daily activities.

. Prevention outcomes--how the project has affected clients’ behaviors.

A copy of the focus group discussion guide is included in Appendix F.

-

-

-

-

Since information from focus group discussions is not generalizable nor quantifiable,
findings from the focus groups are not expressed in terms of number of projects nor number
of respondents.

C. Types of Analyses Performed

This report encompasses findings from the self-studies and site visits (including the focus groups).
We employed a combination of qualitative and quantitative analyses, integrating the analyses of the
various data collections for each site to obtain a more complete picture.

Site visit reports and client focus groups were analyzed using Tally, a software package for analyzing

-

,. textual data. Tally allows the researcher to mark specific sections of text with distinguishing codes,
sort and extract the text associated with particular codes, and produce numeric reports or matrices
based on the encoding.

-

Quantitative analyses of project self-study guides were performed with the SPSS statistical package.
Simple aggregate statistics were used to determine the distribution of the different variables among
the project sites. The quantitative data presented in this report help verify and illustrate the detailed
qualitative information that describes project approaches and client perspectives.
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Chapter III. Title IV Evaluation Findings

Both client perspectives and staff perspectives have been a critical component of this evaluation.
The first part of this section presents demographic information on current Title IV clients, followed
by client perspectives on the Title IV projects derived from focus group discussions with clients at
ten project sites.

In the following sections of this report, there is a discussion of project approaches to developing
systems of care, staffing, ensuring accessibility, providing specific services, and linking clients to
clinical trials. Staff perspectives and issues regarding the provision and coordination of client
services are also presented, followed by descriptions of approaches developed by project staff to
overcome barriers or otherwise strengthen the system of care in their communities. Each section
begins with the research question that it addresses and ends with a discussion of the key findings.

A. Title IV Clients

Is the system of care reaching and serving the intended unserved or underserved
target populations?

I. Discussion-

The toll of HIV/AIDS has been felt in families and communities across the country. As it
has affected larger numbers of people, the disease has revealed the inadequacies of the health
system to provide both prevention and treatment services. The impact is particularly acute
among individuals with little or no access to both basic and HIV/AIDS-specific health care
and social services. Women, children, and adolescents affected by HIV/AIDS are among
those who traditionally have been unserved or underserved, despite the fact that escalating
rates of new infection indicate a continued and growing need for services. Indeed, the gap
between service needs and the availability of services was one of the catalysts for the Title
IV program.

Between January and June of 1994, Title IV projects served 17,732 enrolled clients--a 17
percent increase over the previous 6 months. Figure 1 shows the proportion of enrolled
clients by age, gender, and pregnancy status.
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111-I



Figure 1
Total Enrolled Clients Served

January -June, 1994
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/ Infants(O-2)  21.6% 3763

Adolescent Males 2.9% 512

Pregnant Women and Mothers 22+ 15.2% 2663

Other Women 9.9% 1731

*N=17,530.  Dat‘a  not available for 202 enrolled clients.
Source: Lewin-VHI Tables 3A,  3B,  and 4 data.

Larger numbers of individuals are served by Title IV projects, but are not reported as
enrolled clients, generally because they are recipients of outreach and education activities for
which individual records are not maintained. During the first half of 1994, Title IV projects
reached over 100,000 individuals through outreach, HIV prevention and education, and
professional education.

Reflecting the program’s origins as pediatric AIDS demonstration projects, infants and
children continue to constitute the single largest category of clients. For the first half of
1994, projects served 3,783 enrolled infants and 5,897 children who together accounted for
55.2 percent of the total number of enrolled clients. Vertical transmission accounts for
almost all of these cases. Among enrolled infants, 95.2 percent contracted HIV perinatally
(with another 2.9 percent of unknown transmission status). In addition, 87,3 percent of
children contracted HIV perinatally (with another 4.3 percent of unknown transmission
status). In terms of HIV status, the majority of enrolled infants (65.6 percent) had an
indeterminate HIV status (P-O). Older children between the ages of 7 and 12, however, were
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more likely to be in the later stages of the disease (17.4 percent P-2 AIDS and 17.2 percent
P-3). Despite this trend, 17.5 percent of children were HIV-negative, which probably _
indicates that siblings of infected infants or children are enrolled clients.

Most enrolled infants (72.9 percent) and children (54.3 percent) live with one or both of their
biological parents. Foster parents care for another 13 percent of infants and 15.1 percent of
children. Although most infants (8 1.2 percent) and children (9 1 percent) live in permanent
housing, this still leaves hundreds of HIV-affected infants and children in transient or
unstable housing.

During the first half of 1994, 5,206 women were enrolled clients of Title IV programs,
constituting 29 percent of all enrolled clients during that period. Of these, 325 (1.9
percent) were pregnant young women and mothers under 22 years of age, 487 (2.8 percent)
were other female adolescents, 2,663 (15.2 percent) were pregnant women and mothers aged
22 and over, and 1,73 1 (9.9 percent) were other adult women. Heterosexual contact accounts
for 12 percent of the known exposures to HIV among adult Title IV clients during this
period. In addition, 5.7 percent of clients reported unsafe sexual practices, defined as
unprotected sex, sex with multiple partners, and prostitution/hustling/survival sex. Another
4 percent of clients reported multiple exposures.

Injection drug use was reported by 990 clients. Although this represents only 0.6 percent
of all clients, it represents 13 percent of adolescent and adult clients. Moreover, this figure
probably underestimates the prevalence of drug use in the Title IV client population, since
it refers only to injection drug use, and drug using behaviors are underreported in general.

The younger women in this group are a testament to the convergence of two trends within
the spread of HIV/AIDS--escalating rates of heterosexual transmission, and escalating
infection rates among adolescents. Title IV programs have witnessed this change in the
epidemic firsthand, and many have responded by offering services specifically designed to
serve young people. During the first half of 1994, nearly 30 percent of the 1,324 enrolled
adolescent clients were newly enrolled--the largest proportion of new clients for any
population group. Another trend confirmed by the data is the poverty among program
clients. Two-thirds of the enrolled client population had medical services covered by
Medicaid, yet one in ten clients remained completely uninsured.

As noted in the introduction to this report, HIV/AIDS among women, children, and youth
has disproportionately affected members of minority groups. The racial/ethnic backgrounds
of Title IV enrolled clients reflect this national picture, as shown in Figure 2.

-
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Figure 2
Racial/Ethnic Background of Enrolled Title IV HIV Program Clients

January - June 1994

.2%
L-49.9
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Other

The racial and ethnic backgrounds of adolescent clients differed somewhat from those of
infants, children, and adults. Just over 20 percent of adolescent clients were white, compared
to 7.5 percent of infants and 10.8 percent of children. Hispanic/L,atino  adolescents accounted
for a smaller proportion of adolescent clients--24.1 percent of enrolled adolescents, compared
to 32.5 percent of infants and 32.8 percent of children. Nearly half of enrolled adolescents
(48 percent) were African-American.

Although over two-thirds of adolescents reported permanent housing arrangements when
they enrolled, young people as a group reported the least stable housing arrangements of any
enrolled age group. Almost 12 percent lived in a transient housing situation, and 4.7 percent
were homeless. Among adolescent males, 7.1 percent were homeless. For another 6.4
percent of enrolled adolescents, housing status was unknown. Nearly one of every five
pregnant young women and mothers under the age of 22 (19.1 percent) was living in
transient housing during this period.
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Title IV project staff and clients presented individual versions of these statistics during the
Macro site visits and focus groups. In personal anecdotes, case management examples, and
medical charts, the multiple problems faced by Title IV clients emerged repeatedly. Housing
problems, a history of past or intermittent drug use, and underlying health problems--linked
by the common risk factor of poverty--were often present before HIV was diagnosed. For
many clients, previous encounters with the health and social service systems had been
discouraging experiences. In fact, during focus group discussions, many clients pointed out
the virtues of Title IV programs in contrast to their experiences with other providers.

The challenge before Title IV grantees is to meet clients’ multiple needs, while encouraging
and respecting their own decisions about their care and that of their families.

2. Key Findings

. Increasing numbers of infants, children, youth, and women are receiving
comprehensive services in Title IV projects. Between January and June 1994
projects served 17,732 enrolled clients--a 17 percent increase over the previous six
months;

. The Title IV program is serving the traditionally unserved or underserved target
population. Eighty-three percent of clients are members of minority groups, two-
thirds of clients are Medicaid recipients, and 10 percent are uninsured.

. Outreach efforts are successful in increasing the number of adolescents being
enrolled in care. During the first half of 1994, nearly 30 percent of the 1,324 enrolled
adolescent clients were newly enrolled.

. Women, including adolescent females and mothers under the age of 22 years,
represent only 29 percent of currently enrolled clients. Outreach efforts to this
population need to be increased.

. Injection drug use is prevalent and most likely to be underreported in the target
population. This has implications for project’s approaches to providing services.

Evaluation Findings
Ill-5



-

-
B. Client Perspectives

Has the program had a positive impact on life satisfaction?

-

1. Discussion
-

-

-

-

-

-

-

-

-

-

-

-

-

Focus group participants highlighted two main areas of their lives where project staff and
services had made an impact on their general satisfaction with their lives. These were the
practical side of daily life on the one hand, and the emotional realm on the other--both of
which are an ongoing struggle for many clients. Practical support includes arranging
services as well as assistance with basic needs and transactions of day-to-day life, many of
which are financially or logistically out of reach. Emotional support, while less tangible,
seemed to play an equally important role in clients’ lives. This type of support includes
providing general encouragement and hope, an absence of judgment or criticism, reinforcing
health behaviors and outlooks, and creating a sense of a safe haven. Additional program
features that affect clients’ life satisfaction are discussed below.

Quality of Life

The message-  that a healthy life is .:
possible and even probable was “The day Ifoyid  out I was’.:HIV-posit@  ,~a$:‘~~

tremendously encouraging to focus j the worst  day ofr&Eife;  but rhen,,if:turrSd  out

group participants. In fact, some stated to be the best thi$ that eyq ftap&ed:to  me;, ?:
that by getting off drugs, paying more ::.. because:of  the, p$@e:  hece;::  :,,Thejlr  t+@Sd.  my ::j:;.
attention  to nutrition, and generally  iife &&$d_.” ‘f’Fj.1:  .I : .:L

.::..:..: :. :.
. . i::,.“.j ‘1.. :?:I’. :;~.‘,‘,,j.z:

taking  better care of themselves,  they  .; .. .’ .. : f.1 ::: i .;.: .... ‘1.’ ‘j,.f

actually felt healthier than they could ; : :.:, ,.. A:..: . . .:

remember. As the focus group quote

,.Focus  group par@pant $:I_:::. : ::;i_.:_

suggests, some clients, while devastated
by their HIV diagnosis, did see it as a catalyst for making the most of the rest of their lives.

As clients realized they may live longer and healthier lives, however, some were concerned
about how long they would continue to be eligible for services. Adolescent clients, in
particular, were concerned about aging out of services when they reached their early or mid-
twenties, and having to compete for services with a much larger pool of adults. Losing
eligibility for services was also a concern for parents of children who had died.

Evaluation Findings
III-6



-

-

-

-

-

-

-

-

-

-

-

-

-

-

In addition to improved health, Title IV sponsored activities have given clients a sense of
accomplishment. Representing their peers at national meetings, serving on advisory _
committees, and being trained (and training others) as peer educators are all examples of
leadership and accomplishment for which there were few other outlets in many clients’ lives.
A poignant example of this was a group of women who were trained to design and run their
own call-in cable television show, with project encouragement and financial sponsorship.
One participant said that this was the first time she had felt truly educated about something--
even to the point where she was teaching others something they did not know.

Connecting with Peers

Although clients appreciated the support
and concern they received from providers,
the friendship and peer support that evolves
among clients was also highly valued,
especially for those isolated from other
support systems. In one case, a group of
women who met through a Title IV
sponsored support group had eventually moved into housing near one another, creating what
one described as a dormitory setting where conversation, child care, cooking, and
transportation were more easily shared. Other clients described checking up on one another
when someone had not shown up for support group or another planned activity.

Some youth participants noted that they
enjoyed being with other HIV-positive YVe d&z ‘i ialk about dying-$e .~&fh_boW~
youth not only in support group settings, .. &rzg. ” ’ ‘.
but also in more recreational  s&ngs where .” : 1.: ,. . . :

. . ,, .;:.. .l!‘$;,
::.i..:.{ j ,.;y:‘::::. .,.. ...:::.

..I..:;  ,.:,:  j

they did  not  have to  ta lk  about  HIV.  ,,:Title  IVclient  :.

..:?fl.;!
:‘..::. :::.i

.-.:‘:.~:..:::...i:--.:,~:,~  :I ....:.:..., j:f: ::.:.:._. F.
Dtig hikes md movie outings, they could  .:” “’.:. .” : ‘0 .. . . ‘:::” : .:j;:::

relax with people who understood what
they were going through. Other clients echoed these sentiments. As much as clients
appreciated being able to talk about HIV with people who understood their situations, they
also wanted to get away from it whenever they could. Recreational events for children,
adults, and families were universally praised. Commemorating birthdays and holidays with
celebrations, food, and donated gifts understandably were emotionally significant events for
both staff and clients.

-

Disclosure Issues
-

-

Many clients discussed how their HIV status had created “a wall” between them and their
relatives and neighbors--the very people who might otherwise support them as their illnesses
progress. The fear of disclosing one’s HIV status was particularly acute among Haitian and
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Latin0 participants, many of whom said that they would be ostracized from families and
communities if their HIV status were widely known. These clients feared any inadvertent -
disclosure to neighbors or relatives, including visiting home nurses arriving in “white coats”
and causing gossip about what might be wrong. Assistance from project staff with this
difficult and ongoing issue was both needed and welcomed by clients.

Respite Activities and Support

Child care and child-centered activities such as art therapy provide desperately needed respite
to parents. In one project, art therapy had not only helped a little girl express her sorrow over
losing her mother, but also became a new and enjoyable hobby that she had not had access
to before. When her father mentioned how much his daughter looked forward to art therapy,
staff collected donations of art supplies so that she could enjoy creating artwork at home as
well.

For clients who had not felt comfortable disclosing to family and friends, the sense of safety
in discussing HIV issues with understanding providers and other clients took on added
importance. (The sense that outsiders could not understand what it is like to be HIV-
positive--even if they wanted to--was palpable during many of the discussions.) In a number
of groups, the “safe haven” aspect of the program attracted clients even when they did not
have official appointments. As one woman put it, “Sometimes I just come here to hang out
with my friends.”

Interaction with Project Staff
-

-

-

-

-

The personal impact of caring providers
was described in glowing terms by
participants in every focus group. Often,

,“From the,  Very beginningl  jh& *iiite~.~i’~~.~~~:I:
.‘m$  like ..a: $ar~&_,., : They::a~wayssh~~::me.:.:....:.:.~,~~

clients made the point that they had never
:.

#int~the~  care. .” ..:::
.:: :: . . . . . . .:A:.
::::: ..I::... ::I~.; I$$:.: ... -. :.:;;:;::

been treated with as much respect and .I.‘: .‘. .. .... : .. ..I..; !:::.: :
.:..  .’ . . . . . : . ..:.,..‘I . . . . . . . _.. . . . . ‘. . . . . . .. .:- . . ..: .:.;:.::j:.

dignity as they had been by Title IV project : ~$~,~us  group. participam::
staff. (In addition, they pointed out how .. .‘.

.I..: ,,,’ : :: -_. .,,:;:;;:ij _.:~~.$i.~l~~~~.~

.. .. ” .. ..“....

poorly they had been treated in other
agencies.) The concern that providers show by asking about how things are going, by
noticing and praising small changes or accomplishments, and by interacting with clients’
children all elicited praise from clients. In terms of life satisfaction, this caring and concern
made clients feel that someone was looking out for them and taking their needs seriously--for
many, a novel experience.

-

Overall, clients were tremendously appreciative of how Title IV project staff had helped
them and their families in obtaining needed services. A typical comment was, “I can’t
imagine where I’d be without them.” In some cases, clients noted that their case managers
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were overly dedicated--that is, that they did not modulate their efforts when client needs were
less intense. In general, however, clients appreciated their case managers and wanted more .

time with them, not less. Many expressed sympathy for how overworked their case
managers were.

Death and Dying Issues

-

-

-

,-

-

-

Many focus group participants spoke of going through at least a short period when they tried
to convince themselves that their HIV test results had been wrong. Others spoke of how hard
it was to believe that they could be so ill, when they felt fairly healthy. As they grappled
with the disease and its implications for their own survival, many clients found the peer
network and staff support from the projects helpful in both practical and tangible ways.
Access to counseling and pastoral care were cited as significant supports for addressing death
and dying issues with children and other family members. Practical support provided in
some Title IV projects, such as assistance with permanency planning for surviving children,
funeral expenses, and legal documents was also mentioned by many clients. In one project,
members of a family network sponsored by the project helped each other develop videotapes
and other mementos for surviving children and partners.

Addressing Medical Concerns

f

Clients appreciated the time that Title IV project staff spent explaining medical procedures
and medications. Although some clients felt that case managers and medical providers could
do a better job-of this, most felt comfortable asking questions “even of doctors,” as one client
said. Having access to medical information by phone was very important to many clients,
especially those with small children. One father mentioned how much he appreciated being
able to have the pediatrician prescribe medications for his child’s ear infection over the
phone, without having to bring the child in every time.

In general, clients expressed a high  level of interest in their medical condition and in
medications. Several clients mentioned that their physicians let them make informed
decisions about whether and when to start a course of medication; as one client put it, “he
treated me like an intelligent person capable of making my own decisions.” In another focus
group, clients wanted to know their T-cell counts after the visit, without having to wait until
the next visit.

2. Key Findings

. Title IV projects link clients together and help create a crucial network of peer
support for clients who might otherwise be isolated.
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l Beyond affecting clients’ basic survival, projects have helped many clients thrive--
some for the first time in their lives.

. Although individual services and staff members are important, projects as a whole
serve as an anchor and a safe haven in clients’ lives.

. No form of assistance or encouragement is too small to have an impact on clients’
lives.

. Resources devoted to both formal and informal peer support activities--support
groups, recreational activities, and other outings--have a tremendous payoff in terms
of clients’ life satisfaction.

. Clients’ participation in education, conferences, and/or staffing contribute to a
personal sense of accomplishment that has a similarly dramatic impact on life
satisfaction.

. Assistance with disclosure, death and dying, and answering questions about medical
issues are three key areas where support from project staff is particularly meaningful,
especially since few other sources of information and support are available.

C. Systems of Care Development

Have systems of care been established, improved, maintained, or expanded to meet
the needs of women, children, youth and families living with HIV?

I

1. Discussion

Title IV projects have created,
sustained, and expanded systems
of care to address these issues
through combined and
complementary approaches to
configure their own services
and to coordinate and
collaborate with other
community agencies. Title IV
projects provide a wide range of

otbei ~SjeliosOcial  .::: .. l ,Substance  ‘abuse ..:
-0 D+iy ancl  respite.care: .: Watmt$:;~ervice~~

.. l . . Legal  Sr+i&s~
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services to families living with HIV. These services include medical care, case management,
mental health services, and a variety of other needed services. The broad spectrum of .

medical and social services required by families living with HIV is rarely available within
one program or project entity. Financial, geographical, and staffing restraints often limit the
range of services individual Title IV projects can directly provide. In addition, clients may
require a level or type of assistance that is beyond the scope of a particular project’s
capability or expertise. Increasing numbers of women and children with HIV infection
create a higher demand for such services as foster care, child care, and general family
support. And with increasing numbers of HIV-infected adolescents, there is a greater need
for mental health services, housing for runaways, and assistance accessing entitlements.

Service Configuration

Title IV projects have configured both their programs and the services through several
different approaches. While Title IV projects’ service delivery approaches are unique to their
respective geographic location, administrative base, and client population, these systems of
care share numerous similarities in organization and service configuration.

One-third (6/18)  of the site-visited projects have developed their programs to serve one
designated service or catchment area. Each of these projects is located within one
geographic service area, is self-managed, and administers one or more programs (e.g.,
an adolescent HIV program, pre-natal care program, pediatric AIDS program). Four of these
projects try to provide a “one-stop shopping” approach to service delivery. They offer a
comprehensive array of services which are directly provided in the project setting. For
services not available on-site, referrals are made to outside service agencies.

In contrast to the “one-stop shopping” approach, the other two single-service area Title IV
projects are comprised of multiple programs. These programs or service components are part
of the single Title IV project, both administratively and geographically. In addition, these
programs are generally interrelated or connected, such as a pediatric program and an
obstetric/gynecology program or an HIV medical care program and a case management
program. This type of configuration requires an added level of coordination and
administration.

In their dual roles as service providers and program administrators, these projects place a
strong emphasis on providing and coordinating client services at the service delivery level.
They are very aware of the many issues facing clients as they try to access services and know
first-hand the difficulties associated with both delivering and coordinating services for their
particular client populations.

Alternatively, the majority of Title IV projects visited, 67 percent (12/18),  act as lead
agencies over several different, autonomous projects and therefore do not act as a direct
service providers. In some cases, the lead agency ,has brought together various
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projects/service agencies to form a more comprehensive group of services. These programs
represent different service components within the system of care, such as a medical care -

program, a case management program, and a substance abuse treatment program. Thus,
clients move between various programs according to their service needs. In other cases, the
lead agency has brought individual projects together to provide similar services but to
different populations. Each project serves a particular population, such as pregnant women,
while other projects serve adolescents, families, or children.

These individual agencies hire their own staff, design their own programs and deliver
services in accordance to their respective agency mission and policies. In some cases, the
lead Title IV agency exercises little influence over the hiring of staff or determining where,
when, and how services are delivered. Instead, the lead agency works to form new
collaborative relationships with outside agencies, seeks additional sources of funding, and
works to increase the visibility of the project as a whole. Alternatively, some projects in
their lead-agency role exercise a larger degree of influence over individual projects. They
are more proactive in developing policies and protocols for service delivery, convene regular
meetings with individual projects, and act as an umbrella organization under which projects
deliver services according to established and consistent philosophies and procedures.

Of those Title IV projects which act as lead agencies, there are four which oversee a much
more extensive and intricate system of care. These projects are characterized by several
different service locations spanning across several different city or county boundaries.
In most cases, these projects have been developed to address a number of issues on a much
broader level, such as underserved subpopulations, lack of s&vices in outlying or rural areas,
or simply the expansion of the system of care to reach more populations in need. The
individual projects/service components which comprise this expanded systems of care are
autonomous in both administration
and service delivery. In all cases
however, the lead agency has
established a formal agreement with
individual projects to serve a
particular client population or to
provide a particular type of service.

Collaboration

While the configuration of Title IV
projects reflects a number of
different service delivery models
and administrative styles, all of the
projects can be described as the
central point from which systems of
care have been established. Title IV

..-.
. sociaj’$&&~ +e@i+jz: ..J:;. ‘. ‘.; ..’ 1 .. :77_7O/d-  ...
. local and state-health.d&partments  .A.:.. :. -66;6%  .+
l T&le vage&i&  .., ....I .~~~_::.::.!;~~55_5%
* child services-&d welfke zxg&ci+~, :. 50%
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efforts have brought together key service agencies, such as child welfare agencies, medical
care providers and social service agencies, and have highlighted the many commonalities and -
areas of shared and overlapping expertise that exist among agencies. These agencies range
in type fi-om  service providers to state and local health departments. In this organizational
role, Title IV projects have demonstrated the many ways in which agencies can work
together in a complimentary manner through coordination. Coordination is particularly
important to ensure that the broad range of services needed by families affected with HIV
are available and to avoid duplicating existing services and efforts. This type of coordination
occurs at two levels: coordination at the service provider level and collaboration at the
agency or institutional planning level. This section focuses on collaboration at the agency
level, especially as it relates to the development and expansion of systems of care. Section
F (page 111-34) fin-ther describes coordination at the service provider level.

Collaboration entails a variety of formal and informal agreements between agencies to
provide certain services, establish referral relationships, share client information, and cross-
train staff. Collaboration also provides a forum for agencies within a system of care to
explore common issues and overlapping concerns through joint conferences, joint
committees, and task forces. Thus, the degree to which Title IV agencies and other agencies
collaborate impacts systems of care as whole. It affects the availability of services by both
directing the use of scarce resources and by increasing referral linkages with key service
providers. It also affects how well services are coordinated between agencies in the system
of care by establishing consistent policies and procedures, by preventing the duplication of
services, and by ensuring that services are complimentary.

The nature and extent of the collaborative relationships formed by Title IV projects varies
greatly and are affected by numerous factors. For example, although it cannot be replicated
or even well-documented, it is worth noting that the force of individual personalities plays
a key role in effective collaboration. In the majority of Title IV projects visited, the project
director aSsumes leadership and responsibility for collaboration activities. These project
directors possess the tangible skills required of effective collaboration, such as knowledge
and experience of the local service delivery system, effective communication skills,
networking skills, and organizational skills. In addition, they also possess intangible skills
and qualities such as creativity and determination. In most Title IV projects, it has been this
individual determination, creativity, and perseverance that has helped to erode departmental
turf boundaries and foster linkages among agencies that were historically suspicious of each
other’s motives. For example, in an effort to meet more outside agency staff, one Title IV
project has sponsored social activities such as luncheons or dinners. These social activities
provided Title IV project staff with an opportunity to forge informal relationships with
invited guests upon which more formal relationships can be built. In addition to these more
informal efforts, Title IV projects have developed innovative, more formal approaches to
coordinating client services and collaborating with outside agencies. These approaches
reflect not only the type of relationships projects seek to establish with these agencies, but
certain issues they wish to address.
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Routine meetings with outside agencies. Routine meetings with outside agencies have
helped Title IV projects establish formal working relationships, develop procedures for
exchanging information, and identify opportunities for staff across agencies to work together.
In addition, these meetings provide projects with an opportunity to develop funding
strategies, conduct needs assessments (both client-level and project-level) , and strategically
plan for future project growth and development. These meetings are typically in the form
of advisory groups and task forces that include several key community agencies. For many
projects, the same groups that were formed to respond to the epidemic in its early stages
continue to have a role in shaping policy as the service needs evolve.

Moving beyond task force meetings. Many Title IV project staff serve on task forces and
other collaborative groups that bring together agencies working with similar client
populations. Moving beyond general information-sharing at monthly meetings, some
projects have taken these alliances a step further by formalizing client referral procedures,
cross-training each others’ staff, and sharing relevant client information, where appropriate.
These alliances have been triggered by collaborative relationships at the policy level and/or
by coordination among providers, such as case managers.

Joint appiicationsforfunding. Several Title IV projects reported that strong collaborative
relationships were formed during the grant application process, when some groups opted to
join others in a collaborative bid rather than competing for the same funds. Also, projects
reported that joint application efforts have helped to uncover supplemental funding sources
of common interest. Sharing or yielding financial and administrative control is a big step for
any organization and, according to project staff, tends to accelerate the collaborative process.

Information-sharingprotocols wiilzin and across agencies. Title IV projects reported that
they have developed protocols for sharing client information both within the project as well
as with outside agencies. These protocols have been developed mainly to ensure client
confidentiality and obtain client consent. Policies or protocols for sharing client mental
health, home health, or substance abuse information to facilitate coordination of services
were reported as very informal. This level of client information is most often shared on an
as-needed basis or per client request.

Single point of contact across agencies. The designation of a single point of contact has
been used by projects to reduce the likelihood of duplication of services and clients getting
“lost in the system.” Such an approach increases the likelihood that clients will access the
services that they need. Projects reported that the benefits of single point of contact are two-
fold: it allows for the provision of leadership to other agencies in the system and offers a
system-wide perspective on client services. *
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Title IV projects have demonstrated great success in forging new collaborative relationships
as well as maintaining and improving existing relationships. However, various factors
continue to impede efforts. While many of these factors are unique to specific agencies and
often reflect the political and cultural milieu in which agencies are located, staff across Title
IV projects identified common issues of concern.

Stigma associated with mental illness and substance abuse. Project staff expressed
reluctance to share client information about mental health and substance abuse with medical
and social service providers, particularly those outside of the project. Staff fear that such
information could have a negative impact on clients and their families, particularly
substance- abusing pregnant women and women with children. Consequently, coordination
and collaboration efforts have been impaired as Title IV projects are forced to carefully
choose both the agencies with which it is safe to share client information and the client
information which is safe to be shared.

Philosophical differences. Staff across Title IV projects expressed concern that many
outside agencies such as child welfare agencies, substance abuse agencies, and mental health
agencies, are either child-focused or adult-focused and do not offer family-centered services.
As a result, Title IV projects have found it difficult to negotiate services for families.
Projects are forced to refer adult family members to one agency and children to another, thus
further complicating coordination efforts and further fragmenting systems of care. In
addition, outside agencies are often less likely to actively involve families in developing
service plans or eliciting client input. Thus, Title IV project staff face the difficulty of not
only ensuring‘that service needs are met for all family members, but also ensuring that the
needs of the family as a unit are being appropriately addressed.

Philosophical differences also impede project efforts to collaborate with key agencies such
as schools or churches. Local controversies have prevented many projects from providing
HIV/AIDS education, prevention, testing, and counseling services in schools.

Increasing caseloads. As Title IV client caseloads increase, less staff time can be allocated
to collaborative activities such as strategic planning, inter-agency meetings, or policy
development. Rather, project directors reported that they are often forced to re-distribute
staff time to direct service delivery and coordination of care in an effort to meet the plethora
of service needs presented by each new client case.

Turf issues and increasing competition between agencies. As more agencies become
involved in providing services for persons living with HIV/AIDS, there is increasing
competition for a limited amount of resources among agencies which serve a specific
population such as gay men, women and children, or minorities. Title IV projects have
found this increasing competition and “turfism”  particularly destructive to collaborative
relationships as agencies grow more fearful of losing their funding to others. Thus, projects
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have had difficulty establishing referral linkages, obtaining needed client information, and
coordinating services as agencies have begun to safeguard their staff, resources, and even .
their clients.

Fear and insensifivity  about HIV. Title IV projects frequently mentioned that collaborating
with community organizations has at times been difficult due to fear and insensitivity
surrounding HIV. Projects report that community-based organizations often fear being
identified as an “AIDS” agency while others simply do not wish to be associated with
persons who are HIV-infected and thus do not wish to establish any type of formal
relationship with an “AIDS” project. This fear and unwillingness to collaborate with Title
IV projects has hampered projects’ efforts to coordinate client services within their
communities as well as increase project visibility and acceptability within certain
communities.

2. Key Findings

-

. As a result of collaborative efforts, Title IV projects have expanded their systems of
care across cities and even states, creating a web of services and agency networks
designed to meet the current and changing needs of families living with HIV.

. Title IV projects have built on existing systems of care and have established linkages
with existing services, thereby increasing the number of services available to clients
and decreasing duplication of services and efforts across medical and social service
agencies.

. An increasing number of Title IV projects are expanding their systems of care by
extending their reach to more geographic regions and by increasing the number of
agencies in their funded networks in an effort to reach more clients.

. Title IV projects have had most success in developing strong collaborative
relationships with medical service providers, AIDS service organizations, and social
service agencies.

. Agencies with which Title IV projects have had difficulty collaborating--local
schools, housing agencies, mental health agencies, local churches, and substance
abuse treatment providers--have less experience and tradition in providing services
to persons living with HIV/AIDS. Some of these agencies, such as local churches
or schools, represent opportunities for outreach and prevention.

-
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D. Service Delivery Staffing

Are providers accessible and available who are multidisciplinary and trained to serve
the target population?

1. Discussion

Given both the
diverse population
served by most Title
IV projects (women,
children, adolescents)
and the medical and
social complexities
of HIV, it is
imperative that
clients have access to
a wide range of staff
from multiple
disciplines. Core
stafftypically include
nurses, physicians, and social workers. Title IV projects also employ a large range of other
disciplines. Most common were mental health professionals and health educators. Projects
indicated that Title IV funds are used most often to fund case managers, nurses, and health
educators/outreach workers.

In their continuing efforts to provide services to meet the evolving needs of persons living
with HIV/AIDS, Title IV projects have added less traditional staff disciplines to their
projects, such as alternative medicine, pastoral care, and art therapy.

The employment of a wide range of medical and social service disciplines is just as
important as the ability of these disciplines to work together in a coordinated and efficient
manner. Historically in the broader health care arena, it has been common for many medical
and social service disciplines to strongly adhere to their own professional liaisons and roles
with little effort or incentive to coordinate their efforts with those of other providers to serve
a client in need. Often, referrals or consults are made to other providers and there is little,
if any, discussion or follow-up between providers. However, the model of service delivery
employed by many of the Title IV projects (along with some other MCHE3 programs) has
brought together physicians, nurses, case managers, and mental health professionals in the
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form of multidisciplinary teams. These teams function in unison to address several aspects
of a client’s or family’s medical and social well-being. Within this model of service -
delivery, each team member provides professional services to clients and shares professional
expertise with other team members, resulting in comprehensive, coordinated, and efficient
client care. As a result, clients not only have access to a wider range and type of services,
but they have access to more coordinated services. The coordination of these services by
multidisciplinary provider teams reduces the number of referral appointments clients must
attend and duplication of effort and services across agencies, and increases clients’ well-
being as their various needs are addressed and coordinated within one model of service
delivery.

Hiring appropriate staff

Client focus group participants were
asked about their opinions and .‘f
experiences with Title IV staff.

Doctors:are~adzi~t~..~~,can.be  inti@h&$ &k~:-.

Across sites, participants indicated
.’ not fij-docto~., .:ke eq&&s &&ythfng~ j@,,,&& <:?%!!

_:a;nLZ:gives.young?eople.thepo~er.ta.mhke,,their  I;:$
:
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They also expressed great
appreciation for the time staff devoted to talking with them, answering their questions, and
helping them make informed decisions. Title IV projects have concentrated on staffing their
projects with-experienced, compassionate people who can respond to clients’ emotional
needs, as well as their medical and social service needs. They recruit staff with experience
in HIV disease or other chronic and terminal illnesses and also seek staffwith  experience
working with culturally diverse populations, as well as staff who are comfortable working
with different populations and types of people. A key indicator of availability of staff is their
access via beeper and 24-hour call services, which are standard practice across most projects.

Project directors across several sites reported that in interviews they always ask potential
hires about their level of comfort in working with people infected with HIV. Also, project
directors reported that they look for staff who have a “fit” with the project and its clients.
These individuals may be HIV-infected, or may share common cultural backgrounds or
experiences with the clients served by the project. In almost half of the Title IV projects,
clients or family members are hired as paid or volunteer staff and often serve as peer
educators, advocates, and mentors. More detailed findings about cultural competency of
project staff are presented in Section E (page 111-21).
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Equally, if not more invofimt  than . . . . . . . . ., .::.
experience or common backgrounds, (” ‘j-”

: :

project directors report that they look
,,:,  .: +q$en~ ii:.@e $%$%&&ion;..  . fhsjltioj.&'T

“’‘~~~~h@@ne.~to..  work t&ye  c&here  becm.t$~  theJI::‘.‘:
for staff who will be dedicated to the :ilYant.io:be.he~~;.no;t:16ecause-theyh~e  to’.  :Ii:~~:,‘,

project and its clients. The vast ,::I &&&&&$~&~,  of&&p2&+~  f&j &&’ f. j Il,__,j.

majority of the projects (94 percent) ‘,’ &j~~ii:~I_:~; .. ,:,:i,.,:.:l, y:(: ;;:;,;:j;,:;:::~.  .I,:;. . . .. :...:  “. ; :y.:$y -_i_::[::;:::j

have experienced some difficulties in ,.I::::‘;: i!;, f..i.‘.:.. :_I..‘..“,‘:,,:,:,;:::_.  >;‘,::.._
. . . . . . . :.. :‘.. ..: . . . . . ::j

hiring staff. Many projects cannot <Z~f~j&$;&+~~&:; .:_:-_::I”~,~:.,~._:

,. ,, :. ,: ,j,
: _i .i;,,

.: .. .I::::. .=-:; :...:::I :‘:.

afford to pay staff at salary levels . . :.I, :.;j:j:,  :, ,., ,:. .‘:.‘. ,, ,:..:.:. ,... ..::jj ::::;. j:.
:: : ‘!’ ‘. ..I? :.;;:I:“<: :~~I:_:;-;-:;~::~:

,,, :.,,‘: .:,. .

comparable to other agencies or a salary
commensurate with the demands of the job. In most cases, physicians and nurses can only
be hired part-time because the projects cannot afford to pay them a competitive, full-time
salary. In addition, those Title IV projects which are based in public health agencies,
hospitals, or academic institutions must often adhere to hiring and pay scales established by
the institution in which they are based or pay scales established by professional unions.
Thus, hiring becomes a more burdensome and complex process as projects have less
flexibility in hiring and paying staff at levels to meet both project, staff, and client needs.

As a result of the inherent difficulties in both hiring staff and paying staff, a crucial quality
in selecting staff is a desire to work in the field of HIV/AIDS and improve the lives of those
infected with the illness. In addition, it has become a prerequisite, given the emotional strain
staff endure as they work with a chronically ill population.

Retaining and supporting staff

While dedication helps carry many
Title IV staff through physically Commonly.used’staffkupport  gecha+sms~”  ’ :. 1’:
and emotionally trying times, it is ,,.. .+;. : ,., ; ‘.. :.:: ,I..,. .. :.... ., ,; ‘. . ..:.:i’ zj(j:ii::
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percent of the projects had
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particularly case managers, social .I: .,
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relea+ time +G’i+$etary sup$rt for’&nferentie$::l:

workers, and nurses between 1993 ” .. .’ ‘(
: .:::

and 1994. In an effort to ease the
physical and emotional burdens of HIV-related work, projects have adopted a number of
staff support strategies. Some projects have initiated support groups for staff to help them
deal with client deaths, increasing caseloads, and everyday job frustrations. Despite the
difficulties of dealing with death and dying issues on an ongoing basis, some staff noted that
they feel particularly useful to families as they help them cope with these difficult issues.
Project staff also indicated that opportunities for professional development are important
staff support mechanisms as well. Release time and/or tuition reimbursement for continuing
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education provide staff with opportunities for career advancement. Additionally,
opportunities to publish or present at professional conferences help staff keep up with
innovations within their fields and network with colleagues and maintain professional
affiliations.

Although retaining appropriate staff at appropriate levels was recognized as an important and
crucial element to the success of the Title IV projects as well as the improvement of client
well-being, several Title IV project directors noted that in some cases a small degree of staff
turnover is good and even desired. New staff, according to these directors, often bring a
fresh perspective to projects, including creative ideas about improving client services. In
addition, new staff bring with them their previous knowledge and background as well as
prior relationships with outside agencies and providers.

The staff who have dedicated ,,,: . . :.,, . . :.. . . .

themselves to working with the Title IV “They  changed~~~:l~~;..~~~~ed  ~~>&..it '. A:,,:

projects and their clients are the heart a~&&~~~:.  ..:.I 'I: . . . :;;.f . . ,:ii,<'.lT  .::' ..lj;:jl
. :.

and soul ofthe projects_  Their level of .: :. .:::i : :.%:I::  ‘2, ,:ij.’ ..:: ; : :,:...  j ‘:;:. x,;,jj’:. : ’ .II’:: ;.;j: ::I :~;I~~ J,
.::,,:.  ‘,

commitment and sense of compassion 2%~ sfiow+$  me h-,d@&+nt  worl~~‘Sut::there,-i.:,-.:.
and understanding, coupled with their outside.$$+w&re’  ive-‘ti  jFom.”  .:: ., : ::. z..

:. ,,.,:.
professional expe&e,  have not only .: .,...: :,:, : .‘. :? ..I ,. .-.:::.:.,:....:.:::i._.--;. .:. ..:::;i:~

contributed to the success of the Title Two adolescent :focusgroup participants’ : ...-i.  ‘.

IV projects, but also to the success of
‘..,.::

Title IV clients.

2. Key Finding-s
-

-

-

-

-

. Projects are staffed with a broad range of multidisciplinary personnel and are looking
beyond traditional disciplines in their efforts to respond to changing client needs. In
addition, the use of multidisciplinary teams (nurses, physicians, case managers, etc.)
provides a model of collaborative service delivery among various professions with
the potential for increased client access to needed services and decreased duplication
of efforts across various medical and social service agencies.

. The presence of knowledgeable, dedicated, and compassionate staff has contributed
a great deal to the success of the Title IV projects and the subsequent impact projects
have had on clients’ lives. Focus group participants across projects constantly
praised both the professional expertise of project staff as well as their sense of caring
and understanding.

. Staff turnover among Title IV projects is surprisingly low given the inherent
difficulties of providing services to persons living with HIV/AIDS.
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. Project administrators have had more difficulty recruiting experienced and
appropriate staff than they have had retaining staff--94 percent reported some .

difficulties in hiring staff. Recruiting difficulties have been attributed to the complex
institutional and professional guidelines of hospitals, universities, and unions as well
as salary limitations and demanding job responsibilities.

. Case managers, social workers, and nurses are the most difficult staff positions to
both recruit and retain.

. In almost  half of the Title IV projects, clients or family members are hired as paid or
volunteer staff and often serve as peer educators, advocates, and mentors.

. Increased staff retention is linked to positive client well-being as clients grow closer
to project staff and often develop deep and trusting relationships with staff. These
types of relationships provide emotional and personal support to clients and lets them
feel comfortable receiving services at the projects. As a result, clients continue to
access needed services, share pertinent information with project staff, and have
increased life satisfaction knowing that there are people who care about them.

E. System of Care Attributes

Do systems of care have the desired attributes: are services accessible, family-
centered and culturally competent?

1. Discussion

Title IV clients, 83 percent of whom are minorities, represent a traditionally underserved
population. Needed medical and social services historically have been unavailable and
inaccessible, mainly because of the fragmented system of services provided by different
agencies and organizations, each of which is set up to serve a specific and usually narrowly
defined target population. These multiple service agencies often are not prepared to respond
to the complexity of issues brought by families affected by HIV/AIDS. Consequently, a
primary focus of the Title IV projects is to improve and maintain the accessibility of services
by addressing two dimensions of accessibility: physical accessibility--the ease with which
clients can physically reach and obtain services; and acceptability--the degree to which
services and the manner in which they are provided are perceived by the intended clients as
responsive to their needs.
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Although a broad range of services may be available in a community, clients must be able
to make their way to the service locations. Given the fragmentation and segmented nature
of many services, families affected with HIV/AIDS find themselves going to different
service locations in different parts of their communities, depending on which family member
is being served. For families living in urban settings, this usually means traveling by bus or
other forms of public transportation (and sometimes making multiple transfers) with one or
more small children in tow. In rural areas, these issues can be compounded by a lack of
services and public transportation. And in all cases, the illness of a child or caregiver further
exacerbates any travel that must be endured.

Even when clients are able to get to the service locations, the final test of accessibility is
acceptability--the degree to which clients feel welcome and respected and the extent to which
services meet their needs within the context of their cultural and family values. A system
of care that seeks to meet the service needs of such a population must not only attempt to
provide needed services, but provide these services in an environment and manner that is
accessible to clients from a variety of different backgrounds.

Title IV projects have addressed issues of client eligibility, physical accessibility, and client
acceptability of services through a number of different approaches. While these approaches
may differ across project sites, in general, projects have responded to issues of accessibility
by developing approaches reflective of geographic location, surrounding cultural milieu, and
client input.

Project’s approaches to easing physical accessibility, providing family-centered care, and
ensuring cultural competency in their service provision are described below.

a. Physical Accessibility

Title IV projects have taken various approaches to easing physical access to services
for their clients. Key strategies include expanding service capacity by bringing
services on-site, reorganizing service locations and coordinating service schedules,
establishing flexible appointment scheduling policies, and providing transportation
assistance.

Expanding Service Capacity and Reorganizing Service Locations and
Schedules

Of the 18 projects visited, 7 offer mothers access to medical care during the same
clinic visit and in the same clinic space as their children, an approach often referred
to as “one-stop shopping.” The family stays in the same examination room while the
physicians rotate visits, and child care is provided while the mother is being seen.
Two of these projects are located in children’s hospitals which have expanded the
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traditional definition of service population from children to children and their
mothers. Both have arranged for the adult physicians from affiliated hospitals to _

attend the clinic. To accomplish this, these projects had to address logistical issues
such as scheduling across institutions and billing and record-keeping procedures.
Project staff indicated that once they had agreement on the concept, these issues were
fairly easy to resolve.

Coordinating medical appointments for several family members so that they are
scheduled for the same day at convenient times is another way Title IV projects have
improved access to medical services. Of the projects that responded to the self-study,
46 percent indicated that they offer concurrent medical services or coordinated same-
day appointments at all of their medical care locations. However, some project staff
cautioned that some families prefer spreading out medical appointments over several
days to avoid a long day with back-to-back appointments. In response to client
complaints about long appointment days, one site that previously offered concurrent
appointments has reverted back to separate appointment schedules.

For projects that only provide medical services for infected children, infected adult
family members must seek care elsewhere. Strong referral relationships and
information sharing between the child and adult medical providers have helped
enhance access to services for adults at the few project sites which have adopted this
approach. Medical information pertinent to the health of the family as a whole is
coordinated, and clients get a strong message that the health of each family member
is of concern to providers. The majority of the site-visited projects that provide
medical care directly only to children had established referral relationships with adult
medical care providers, but few had established strong linkages that included routine
exchange of information.

areas where public
-[&qje&]  ‘& t&&it$W&it cf ftiic’tq  ~~~~~~~~l_l_::

.::;&+I~ are._‘,?( .‘j ~YT:..:---:~..: : . .

t ranspor ta t ion is  witbin :.ll,;: : :.j 1:;: .:j .:: ;.!. . . . . :j:.

..:.. : ~ :j::).i:i...l;  .:..i5:: .- ::; ::i ::i:;;:;:
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walking distance, sharing :, &olesce~t..fo&~  g&up~:$&ic~~~~.  :.,.:‘.. .:.. :. ‘.; ;,lj?.
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medical departments or
projects to expand the number of available clinic rooms, and establishing satellite
clinics in different locations across a city or state to reach clients who cannot travel
to the main clinic site.
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The ability to arrange medical appointments within a few days helps convey to
clients the importance of their health. The ability to respond quickly to clients’
requests for appointments is even more critical, given the ambivalence that often
follows a diagnosis of HIV/AIDS. Denial, fear of disclosure, and other issues can
easily translate into missed appointments, especially if clients have a long time to
think about these issues before the appointment. On the self-study, 58 percent of the
projects indicated that they were able to arrange medical appointments within 6 days
and another 33 percent were able to arrange appointments within 1 to 2 weeks.

Similarly, the ability to provide medical services in a timely manner that minimizes
waiting conveys respect to clients. Most projects (54 percent) indicated on their self-
studies that they schedule medical appointments for a specific time rather than for an
appointment block. This scheduling method has resulted in shorter waits than
appointment block scheduling. Thirty-three percent of the projects indicated that
they were able to keep clinic waiting times to less than 15 minutes, and another 29
percent indicated that they were able to keep this time to between 15 and 30 minutes.

Transportation Assistance

In an effort to further improve
client physical access to medical
and social services, Title IV
projec‘ts  also focus on clients’
transportation needs. Many
Title IV clients do not have cars
and have difficulty keeping
appointments with both medical
and social service agencies; they
may be too sick to take public transportation or live in areas where public
transportation is poor or does not exist.

Parents or guardians with .: ..: :;.., ..:. .: _-“.  ., .:, .::.
several children in their care “Ispqx.~!  hours..in..t&  bar-yfth my..c(~~&  j .:... :I:~?::

also have difficulties with
transportation.

driving ihe& ~~~&d, ,-.lrt $&n. bp~@$ty:  t&:-  ;:j ::;  :..I:  :.
Public

transportation is often difficult
-real&  talk with,&em;  .:so I?@ tuke$& .ctilling .:.I...

,.

children in tow and Medicaid
transportation will only

Case manage;  .;.;I ,,:..‘. .y .-:y ...I : I .>.; ._: ,.:’ ‘.i’-1::;

transport those family members
with medical appointments. Thus, Title IV projects have developed a number of
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different strategies to address transportation issues. Ninety-nine percent of Title IV
projects reported that they provide clients with tokens or passes for public -

transportation. In cases of emergency, a number of the hospital-based projects have
arrangements with their affiliated medical institutions to provide van or shuttle
service to clients in need. Projects located in outlying areas have had to rely on
Medicaid transportation as public transportation is either non-existent or limited.
Thus, these projects provide taxi vouchers, have established formal cooperative
agreements with Medicaid transportation agencies, or directly provide transportation
through staff.

b. Family-Centered Care

The concept of family-
c e n t e r e d c a r e
encompasses a broad
range of activities and
attitudes that together
ensure that services are
focused on the needs of
the family, The Institute
for Family Centered Care
describes family-centered
care as “a system-wide
approach to pediatric care
based on the assumptions
that the family is a child’s
prim&y source of
strength and s~pport.“‘~
In family-centered care,
families and providers are
partners in program and
policy development.

I5 Hanson, et al. 1994. Hospitals: moving forward with family-centered care. Institute for Family Centered
Care. Bethesda, MD
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Including families on advisory
boards and governing bodies is one
m e c h a n i s m f o r
involving clients in project planning
and oversight activities. Title IV
clients were most often represented
on interagency task forces (75
percent) or advisory committees (68
percent). Site visits illustrated a
range of involvement including
clients holding several seats on
groups that have voting
responsibilities and active subcommittees, to a single client holding a position on a
group that meets infrequently and has no planning or policy-setting authority.

Many projects also involve clients as volunteer or paid peer educators and mentors.
Projects that have developed such roles emphasized their importance in providing
clients and families with an easily accessible source of information, education, and
support. Employing clients as staff or volunteers also gives other project staff
insights into the needs of families living with HIV. These clients’ perspectives have
helped projects identify ways to make their services more responsive to family needs.

In various advisory, planning, and staffing roles, clients have established and
organized fundraisers, have helped projects institute child care during clinic visits,
and have started family support groups. In addition, several clients have participated
in national meetings and training sessions sponsored by agencies such as the Family
Leadership Conference sponsored by the Institute for Family Centered Care, to
increase both the type and quality of input clients can provide to their respective
projects.

Title IV projects that have been successful in achieving client involvement
emphasized the importance of providing clients with the tools to adopt a meaningful
role in the project. Sixty-four percent of Title IV projects indicated that they provide
families with training in personal advocacy. These trainings focus on educating
clients about the types of services available to persons and families living with HIV
as well as their legal rights. In addition, projects train clients in local, state, and
federal HIV/AIDS policy, public speaking, and rules for conducting formal meetings
of advisory boards and executive committees on which clients might serve. Through
personal advocacy training, clients have an opportunity to expand their roles within
systems of care from consumer to educator, advocate, and leader.
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Above all, however, project staff
consistently stressed the importance of
relying on clients to determine when
they want to take on more
responsibility. Circumstances that
prevent involvement at one point can
change; at another time, a client may
feel more comfortable or have more
time to take on a more involved role.
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Client involvement in Title IV project ,..
activities  provides not only m ::::;!T
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opportunity for the clients. A number
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consistently stated that by helping
others they have helped themselves. The sense of accomplishment and pride that
clients have received from serving others has, for many, renewed their belief and
faith in themselves and has provided project staff with an added level of insight into
current and changing client needs. More importantly, however, such volunteer,
advisory, and staffing opportunities have allowed many clients to, in their own
personal way, make a difference and a lasting impression. In the memories of staff
and other clients, client volunteers have the chance to be remembered as more than
just a client receiving services, a person with HIV, or a person in need, but rather, as
a friend, a provider, a mentor, and a colleague.

Creating an Environment That is Responsive to Family Needs

An equally important element :.. .:: ::,.:. :.

in family-centered care is that On@:;.~  .@rtj&-.  .. developed.-];:,  ;a &@Gst  .. .:df-.s: : :. .:
ser;ic’elil;formatidnneeds  fk&faniilie~  to Eqnpkte,,;,services are provided in an ::::.  :...:: ..:.. ...::

environment which is warm,
:-&t& begrnni@  .of every  cliiiic,,vjsit..:.:~~allowsiil:

welcome, and responsive to
,~fa$il@$i-  to.i.set:!theii.  .o~.~~~orities:::.ana.~:~:helpiilj

’ providerg’focus  t~eir:discusSions.on:‘.:~~~i~~:  rn&+
families. The vast majority of ::::, : :’ ..:;;qjpQ+nt..to .&&&. ./--I:;;  ..;:;.:;.;
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.:

Title IV projects have , . . :.‘. Y.’ :..

incorporated into the intake

:’ ....‘.. : ::’
.:+

and case management process a client/family-identified needs assessment which
provides clients with an opportunity to identify their service needs as a family and
tailor their case management plan accordingly. As a result, the Title IV projects can
be more responsive by addressing those issues of more pressing concern to clients
and their families.
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recreational activities to occupy
their time while waiting for clinic appointments. These activities serve the dual
purposes of keeping children preoccupied so that they do not focus on being sick or
become nervous about the doctor’s appointment, and giving parents/caregivers a
chance to relax and focus on information being provided by project stafX In addition,
Title IV projects frequently  sponsor luncheons, picnics, or “pot luck” dinners to
provide clients with an opportunity to socialize and get together with other clients.
These family social events not only foster and support client relationships, but
demonstrate the projects’ commitment to families and family-to-family support.
Projects that have been successful at developing and maintaining family support
groups also emphasized the importance of having participants determine the focus
and agenda of the gatherings so that clients’ and families’ issues are specifically
addressed.

Staff Training

Creating an environment which is responsive to families’ needs also requires staff
orientition  and training in the various philosophies and dimensions of family-
centered care. Sixty-one percent of Title IV projects indicated that they provide staff
training in developing collaborative relationships with families. These trainings
focus on family systems theory, recognizing the needs of both the family as a unit
and individual family members, and working to preserve families and assist them
with becoming more self-sufficient.

Issues

Title IV project staff cautioned
that numerous issues influence
their ability to involve clients
and families as partners. In
some projects these issues
represented barriers that prevent
family involvement, while in
others they represented issues to
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be sensitive to in developing successful approaches.

DiscZusureIssues.  Projects identified clients’ varying levels of disclosure about their
HIV status as a potential barrier to participation on advisory boards, advocacy
groups, and support groups. Clients who are uncomfortable discussing their HIV
status may not be motivated or ready to participate in a group setting. Project staff
emphasized two important points: disclosure needs to be approached cautiously and
clients need help in assessing their readiness to disclose their HIV status as well as
the likely reception of the person or persons to whom they plan to disclose.

ConfzdentiaZity  Issues. Project staff expressed concern over the inherent difficulty
in ensuring client confidentiality outside of project-provided services. As a result,
participation in advocacy groups, interagency committees, or even support groups
sponsored by outside agencies represents a potential threat to client confidentiality
as a client’s HIV status is disclosed to more individuals through participation in such
meetings.

Lack of transportation and child care assistance. Transportation and child care
assistance is rarely available for non-medical appointments such as support groups
and advisory group meetings. Project transportation funds are limited and are
reserved for emergencies and assistance with social service appointments. Thus,
clients, the majority of whom lack cars or transportation resources, cannot participate
in support groups or advisory group meetings. Focus group participants reiterated
the importance of transportation and child care assistance to increase client
participation in project activities outside of clinic and social service appointments.

Client discomfort. Project staff at several sites commented that clients are often
reluctant to attend advisory meetings or to become client advocates because they feel
uncomfortable speaking about HIV outside of the clinic setting. Staff at these sites
reported that clients also feel overwhelmed at the idea of participating in a meeting
with “professionals” such as doctors, nurses, case managers, or administrators.

-

C. Cultural Competency

-
Project settings and services that are ,. : ...
reflective and respectful of clients’ cultural

,..,...  .,,:,

“.Z’T&y -jq,yi  f frie ‘$.y$jj  ~q&_&;:, ..jjilji
and ethnic backgrounds are also an integral
part of the design and development of a
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comfortable project environment. Ensuring
,. .: . . . . _..:_.

;.Focus group  .p&@ipam  .:.I  .:;)~~~:.  .. .,.
that a project and its services are culturally ..... .. .. :L:
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competent involves formal efforts such as
recruiting culturally competent staff; offering staff training in cultural competency;
minority input in decision-making; developing appropriate educational materials; and
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developing and institutionalizing policies and procedures that address cultural
competency. Other less tangible aspects of providing services include creating an -
atmosphere of respect and acceptance and an environment that feels welcoming and
comfortable to clients of different cultural backgrounds.

-

Recruiting Culturally Competent Staff-

-

-

-

-

-

Title IV projects identified several strategies they have used to ensure cultural
diversity among staff. One project recruited staff from client communities or from
ethnically and culturally diverse universities or organizations. Several projects
incorporate into their hiring process routine questions about experience and level of
comfort with people of various ethnic and cultural backgrounds; they also asked
candidates to respond to various scenarios with cultural themes. While project
administrators indicated that they work very hard to recruit culturally competent
staff, they often must compete with other medical and social service providers from
a sometimes limited pool of applicants.

Project staff also emphasized that to ensure cultural competency of staff and services
requires not only attention to hiring practices, but also to promotion practices and
levels in the organization at which minority staff are placed. Staffing configurations
that include stafY who mirror the predominant culture being served in administrative
and decision-making roles convey cultural respect to clients. Sixty-four percent of
projects indicated that they have minority staff in decision-making roles.

Projec‘t  staff also indicated that the use of clients as paid staff and peer educators
effectively responds to clients’ needs as well as conveys respect for their views and
beliefs. Forty percent of the projects reported the use of clients/peers on staff.

-

Staff Training in Cultural Competency

-

-

-

-

-

Recruiting staff who share the same ethnic or racial backgrounds of the client
population cannot alone ensure cultural competency. Nor should it be assumed that
a staff person from a different ethnic/racial background cannot be culturally
competent in their approach to providing care. Similar to maintaining a family-
centered care approach, ensuring culturally competent care is an ongoing process.
Periodic staff training in cultural competency is one way to ensure that the process
continues. Sixty-seven percent of projects reported that they have provided cultural
sensitivity in-service sessions to staff. However, it was clear from interviews with
staff that many projects view such training as a one-time effort and have not built in
ongoing training in cultural competency.

,
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Creating an Atmosphere That Respects Cultural Diversity

Projects have also implemented additional strategies to create an atmosphere
respect for various beliefs and cultures, including:

. celebrating cultural holidays in the service setting

. active staff participation in community cultural events

of

. decorating clinic rooms and waiting areas with art, posters, and literature
reflective of the client population served

. developing partnerships with minority and culturally diverse organizations

Developing Appropriate Materials/Communicating in the Client’s
Language

The availability of
cu l tu r a l l y and
l i n g u i s t i c a l l y
appropriate materials is
another a spec t  o f
cultural competency.
Title IV projects have
developed a variety of
approaches to assure
that communication
with L clients is
appropriate. Projects
have purchased or

~~iimltilingual  instructions/forms .” 72%
,multilingual  post&G/signb .6O%
,,non&hnical instn@ion&mat+4s,  ,. .G : : :60%:’ :..

developed educational materials and posters that represent clients’ languages as well
as their ethnicity and culture. In addition, projects reported that they have geared
their educational and reading materials to reflect clients’ reading levels. Over half
of the projects reported that their reading materials are geared to a 6th grade reading
level or lower and another 25 percent of projects have materials geared to 7th through
9th grade reading levels.

Policies and Procedures

-

-

More formal efforts to creating and maintaining a culturally competent project,
services, and staff include the adoption and institutionalization of policies and
procedures regarding cultural competency and cultural sensitivity. Forty percent of
Title IV projects reported that they have developed cultural competency policy
statements. However, when asked to describe or provide copies of cultural
competency statements, in many cases projects cited their Equal Employment
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Opportunity (EEO) regulations. This could indicate that projects are mistakenly
assuming that minority staffrepresentation is synonymous with cultural competency. _

With regards to hiring practices, more than half of the site-visited projects (1 O/l 8)
have formally incorporated cultural competency requirements into their job
descriptions. Of those projects that do not include cultural competency requirements
in job descriptions, again, Affirmative Action or Equal Employment Opportunity
regulations were most frequently cited as the official cultural competency statement.

-
2. Key Findings

-

-

-

-

-

-

-

-

-

-

-

. Title IV projects have organized staff and service schedules to be convenient and
timely; 58 percent of Title IV projects arrange client medical appointments within
6 days and another 33 percent arrange appointments within 1 to 2 weeks.

. One way projects facilitate physical accessibility is by addressing transportation
issues. Forty-nine percent of Title IV projects provide public transportation passes
or tokens to all clients while the remaining projects (51 percent) provide passes or
tokens to some clients (based upon various eligibility criteria).

. To address other client needs and as a result of expanding catchment areas, Title IV
projects use multiple approaches, often simultaneously, to increase client access to
services. These approaches include:

. expansion of project service capacity by offering more services on-site

. coordination of service schedules and client appointments with other service
providers

l establishment of referral relationships and information exchange between adult
and child medical providers

. establishment of flexible appointment scheduling policies

. establishment of satellite clinics to reach less accessible clients such as
adolescents or persons who live in outlying areas

. concurrent clinics for adults and children

. The level and depth of client involvement in task forces and advisory committees
varies greatly across Title IV projects. While in many Title IV projects clients are
active participants in task forces and advisory committees, there are a few projects
in which client involvement remains somewhat profirma.  Although clients may
hold a position on a task force or advisory committee, their role is minimal.

. Projects that have had difficulty recruiting new clients to fill staff, advisory, or
volunteer roles attribute this to client reluctance or disclosure and confidentiality
issues. The same client often serves multiple roles (advisory committee member,
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peer educator, and volunteer). In such instances, projects may not be receiving an
adequate representation of client views and concerns if new clients are not being -

successfully recruited.

. Title IV projects that have been successful in recruiting clients as staff, volunteers,
or advisors have developed a number of strategies to improve the quality and
quantity of client involvement. These strategies include:

. open, individual discussions with clients to assess their readiness to adopt more
active roles within the project

l client and family training in personal advocacy, HIV/AIDS policy, leadership
skills, and public speaking (‘provided by 64 percent of Title IV projects)

. use of more informal settings such as lunches or parties to elicit client
perspectives and opinions about project staff and services

l providing clients with the opportunity to decide when and how they wish to
participate in project activities

l hiring clients as staff (offered by 42 percent of Title IV projects)

. Sixty-one percent of Title IV projects provide staff training in developing
collaborative relationships with families.

. Sixty-seven percent of Title IV projects provide cultural sensitivity training and in-
service sessions to staff. However, these trainings are generally offered only once
and without any follow-up or educational reinforcement. Therefore, cultural
competency must be incorporated into service delivery, project setting, and project
administration if it is to be reinforced and effective.

. In projects where client support groups have thrived, they have been client initiated
and/or led and have persevered despite periodic lapses in attendance. Project staff
and clients have worked together to maintain support groups throughout the groups’
various stages of development.
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F. Services

Are clients receiving the array of comprehensive medical and social services that they
need?

-

I. Discussion

-

-

-

Women, children, and adolescents, despite their unique medical and social service needs,
share a need for a comprehensive range of services. This spectrum of services ranges from
HIV prevention/education and outreach to medical care and ancillary services. As described
in the previous section, Title IV projects not only provide these services, but have improved
the ways in which these services are delivered by addressing issues of accessibility,
acceptability, coordination of services, and collaboration with outside service agencies.

There are individual service needs however, that cannot be addressed with a universal or
broad approach. Rather, a more specific delivery approach is required which addresses the
accessibility, acceptability, coordination, and collaboration issues specifik  to the individual
service need. Title IV projects have developed a number of creative approaches to address
the obstacles presented by individual services. These approaches take into account client
needs, characteristics of the individual service, and the system and environment in which the
service must be delivered.

-

-

Yet, despite even the best efforts, there remain specific challenges related to individual
service needs that cannot be addressed within the scope of Title IV projects. Some services
may be hard for clients to access without transportation assistance, while other services may
not be culturally appropriate. And in some cases, some services may simply not be available.
Thus, it becomes imperative to highlight the challenges that remain in providing these
services so that future efforts, program developments, and policy changes can address these
issues.

This section describes each of the key service needs of Title IV clients, along with the
common approaches and successful strategies used by projects to improve these services.
Additionally, the remaining issues and challenges specifically related to each service are
described as well.
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a. HIV Outreach, Education, Counseling and Testing

-

-

-

-

-

-

In the absence of a vaccine or cure, HIV/AIDS has highlighted the importance of
prevention, education, early intervention, and outreach efforts as our only methods
of controlling the spread of the disease. These efforts encompass individual
counseling sessions and peer-to-peer outreach, as well as group education sessions
and mass media campaigns. Early intervention efforts involve identification of
persons with HIV infection early in the stages of the disease so that both treatment
can be initiated and so that these individuals can learn ways to reduce further
transmission of the illness. Title IV projects have incorporated HIV outreach,
education, counseling, and testing into systems of care through strong linkages to
existing HIV prevention efforts or by launching their own new and innovative
prevention programs where they are needed.
Approaches

Community education. To enhance community understanding about HIV/AIDS and
build collaborative relationships with community agencies, Title IV projects,
including clients, have engaged in broad-based community education. Such
educational efforts include seminars and workshops, lectures, special presentations,
radio and television public service announcements, and even call-in television talk
shows.

Staff participation in “Speakers’ Bureaus. ” Speakers’ bureaus, roundtables, and
other public speaking forums provide Title IV projects with an opportunity to raise
awareness among community groups (especially those outside of the health/social
services professional community) about the many issues surrounding HIV. These
forums highlight the efforts of individual projects, provide opportunities for future
collaboration with community agencies, expand possibilities for volunteers, and
inform communities about the various services that projects provide.

Outreaclhzsefinding.  Outreach/case finding includes numerous strategies such as
HIV testing and counseling of runaway youth, injection drug users (IDUs),  and the
homeless in their neighborhoods. Collectively, 32 of the Title IV projects, either
directly or through agreements with local HIV/AIDS outreach agencies, have
provided education, counseling, and referral services to 17,732 enrolled clients and
54,677 individuals between January and June of 1994. Through group
encounters/educational sessions, these projects also reached 115,820 individuals,
approximately one-third of whom were adolescents (Lewin-VHI, Inc.).

Title IV projects and collaborating agencies have provided education, counseling,
and testing in substance abuse treatment centers, emergency rooms, and other arenas
where high-risk populations might be found. Individuals who have agreed to be
tested and have tested HIV-positive have been referred to Title IV projects and other
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AIDS service organizations for assistance in accessing and coordinating the medical
and social services they need.

Peer education. Peer education efforts employed by Title IV projects generally
describe one-on-one education and counseling services provided to clients once they
have been enrolled into the project. Such efforts usually emphasize transmission
prevention, healthy lifestyles, and personal support and education and are usually
offered by a trained client already enrolled in the project. Half of the Title IV
projects that were visited (9/l 8) currently use peer educators as a method of client
education, outreach/case finding, and community education. The use of clients or
“peers” as educators offers several advantages. Peers can serve as role models and
a source of social support to new clients. Peers also can more readily relate to the
many issues new clients face, since they share common concerns. Peer education
was a key feature of projects serving adolescents.
Early intervention and the WIN initiative. As a result of the findings from the
ACTG 076 clinical trials, it has become increasingly important that women who are
HIV-infected and are either pregnant or are thinking about pregnancy have access to
ZDV during pregnancy and labor and for their newborns. Thus, 6 1 percent (1 l/l 8)
of the site-visited Title IV projects have taken formal, proactive steps in reducing
perinatal transmission of HIV. These projects provide HIV testing, counseling, and
referrals fbr ZDV treatment to pregnant women in emergency rooms, family planning
clinics, public health clinics, and pre-natal clinics. Several projects also described
community-wide strategic planning processes they have initiated to establish
guidelines for testing and counseling of pregnant women as well as educating women
and the surrounding community about the importance of early ZDV treatment during
pregnancy.

P r o f e s s i o n a l
education. To Participants in Title IV professional.education  aeti~ities:y~z:TL.,~. :. .:
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. . cultural~c&m&ency  . .

and education to .psychosocial,issues.”  “.:j $&&&+&e :. : .: :.

both inpatient and ? .‘(famify_  an< i~d&idu$j,  ..I:, y
:.

..‘qjd&eS.  .. ‘1,:
:.

# :l.:..

outs ide-agency . . ,’

medical staff.
,.(source: &*i~-JJHI,~I~.)  ;.::  I,\ .:Y : _~:i;{+‘:_  .I.... I: I ‘. ...

:

Evaluation Findings
III-36



Additionally, Title IV projects provide educational opportunities to allied health
professionals such as case managers, substance abuse counselors, and outreach .

workers. According to data collated by Lewin-VHI, Inc., between January and June
of 1994,32,406  health and social service professionals received HIV/AIDS education
and training across 32 of the Title IV projects. Approximately one of every four
participants was a nurse.

Professionals received training in the form of seminars, site visits to Title IV clinics,
training courses, and grand rounds. The topics of these training sessions covered not
only HIV education and prevention, but psychosocial issues of individuals and
families, child development, tuberculosis testing and treatment, and current research
findings.

-

Issues

-

-

-

-

-

-

Reluctance to provide HIV education. Title IV project staff have consistently
reported that certain local organizations, particularly local schools, are reluctant to
provide students with HIV/AIDS prevention and education information.
Controversies center on the type of education that children and youth should receive
and who should provide this education. These controversies have galvanized
communities along religious and political lines and have hampered projects’ efforts
to educate young people about HIV/AIDS and how to protect themselves.

Lack of routine HIV testing and counseling in the private medical community.
Title IV medical and outreach staff frequently raised concerns that private providers,
especially obstetricians and gynecologists, are not routinely offering HIV testing and
counseling services to their patients. They worry that private medical providers
perceive “high-risk” individuals as poor and minority and thus do not consider their
own patients as being at risk. As a result, this segment of the population does not
have adequate access to HIV education, testing, counseling, and early intervention.
Furthermore, physicians are missing opportunities to identify cases of HIV infection
earlier in the course of the disease.

Lack of universal HIV testing of pregnant women in hospitals. Several Title IV
medical and outreach staff have expressed concern regarding a common hospital
practice of only offering HIV testing and counseling to women perceived to be “high
risk” and not to all women. This practice has led women to feel singled out and has
unfairly excluded other women from receiving information about HIV/AIDS, ACTG
076 results, and other available treatment and service options. Project staff also
emphatically cautioned that outreach and testing strategies related to ACTG 076 be
carefully considered and that providers have clear guidelines on how to counsel
women on this issue.
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b. Coordination of Medical Services
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providing clients with a range
of services, emphasizing
quality outpatient care and the reduction of hospitalizations and emergency room
visits. Title IV projects have also designed outpatient and ambulatory care services
to emphasize health maintenance by providing clients with prophylactic care such as
bactrim to prevent pneumocystis pneumonia, immunizations for children, and
isoniazid @NH)  to prevent tuberculosis. Guidelines and support for proper nutrition,
exercise, and general healthy living are also offered to clients in the outpatient clinic
settings.

In addition to delivering medical services, Title IV projects have participated in the
designhand  development of services and models of service delivery. As a result of
their vast experience in providing medical services to women, children, and
adolescents, Title IV projects have provided leadership, direction, and insight and in
many cases have pioneered efforts to establish state and national guidelines for the
care of persons living with HIV.

Approaches

Adult andpediatric HIV care. Sixty-one percent (1 l/l 8) of projects visited provide
adult and pediatric medical care either in the same clinical space or in the same
general location. Pediatric medical services include immunizations, well baby care,
and developmental assessments. Adult HIV care provided by Title IV projects
commonly consists of primary care, including gynecological care, HIV care such as
preventive therapies for tuberculosis and pneumonia, immunological treatments, and
HIV treatment.
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Establishment of referral linkages with local health care providers for HIV
specialty care. Referral linkages with local health care providers assist Title IV -

projects in increasing client access to needed medical services that cannot be directly
provided. Persons living with HIV/AIDS require not only basic primary medical
care, but at times, specialized HIV-related care that is not always available at Title
IV project sites.

Linking HIV counseling and testing with medical care. Sixty-one percent of the
site-visited Title IV projects (1 l/l 8) have established collaborative relationships with
outside agency medical staff to facilitate the integration of HIV testing and
counseling into medical standards of care, particularly obstetric care. Such efforts
provide opportunities for early intervention and treatment for persons who may not
come into contact with Title IV projects until much later in disease progression.
Subsequently, in this population, access to ZDV during pregnancy may reduce the
risk of perinatal transmission of HIV.

Joint case conferences. In an effort to bridge the gap between adult and pediatric
HIV care, increasing numbers of Title IV medical staff have begun to coordinate
adult and pediatric care through joint case conferences. Some projects have
established formal case conferences to share adult and pediatric medical care
information, while other projects maintain frequent but informal contact with adult
care providers on an as-needed basis. This strategy not only has implications for the
improvement of family health and well-being, but bridges the sometimes wide gaps
between adult and pediatric HIV care.

Inq&es  about the health of adult caregivers. Pediatric care providers across Title
IV projects are more frequently inquiring about the health of the parents and
caregivers of pediatric clients. Even the most informal inquiries about the health of
the entire family can help alert health care providers to possible crisis medical
situations that will ultimately affect the health of the family, including the children.

Internships and medical rotations through Title IV clinics for primary care
providers. Increasing numbers of Title IV projects located within academic medical
centers have formally established clinic rotations and internships through their Title
IV clinics. Approximately 40 percent of Title IV projects are based in academic
medical centers, which gives them potential access to a constant pool of primary care
medical staff and residents. Projects have numerous opportunities to add to a
resident’s or intern’s cadre of medical knowledge, thereby increasing awareness and
understanding of the many medical and social aspects of HIV throughout the medical
community.

Shared and donated nurse and physician staff with other clinical programs.
Across Title IV project sites, medical resources in the form of nursing or physician
staff are either donated or shared with other programs in the same clinical setting or
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system of care. These shared and/or donated resources increase client access to
needed medical services and reduce financial strain on project budgets.

Development of adolescent-focused service components. Several project sites have
focused attention in recent years on enhancing adolescent services. Approaches
varied and included:

. Establishing linkages with the adolescent department within the project
clinical/hospital setting

. Developing an adolescent HIV clinic that is separate from the adult and
pediatric clinic and staffed by a specialist in adolescent medicine

. Providing services to adolescent women within the adult clinic but with
specialized, youth-focused outreach efforts and a focus on adolescent issues.

Issues

Lack of concurrent or co-located services. Providing services for adults and
children in the same clinic space or even the same building can ease a family’s
access to medical care. Due to financial and staffing constraints, concurrent clinics
or co-located medical services for adults and children cannot be offered at most Title
IV projects. While the scope and quality of medical services available for children
may be quite exceptional, medical staff at these sites frequently expressed frustration
that they are not able to provide such care to HIV-infected parents. Adult focus
group participants in several sites also expressed their frustration in trying to obtain
needed medical services for themselves at other service locations.

Lack of pediatric and o&‘&w  linkages. Four of the sites visited have established
formal linkages and coordination with ob/gyn and pediatrics, and one project is
attempting to forge stronger linkages. However, most projects reflect the historical
split between the two professions and had only ad hoc relationships. This schism
has implications for effective application of the PHS recommendations for perinatal
ZDV therapy since HIV counseling, testing, and ZDV treatment for pregnant women
and their newborns require staff coordination on behalf of both obstetricians/
gynecologists and pediatricians.

Insensitive staff at outside medical agencies. Focus group participants commonly
reported that medical staff at outside agencies, particularly inpatient and emergency
room staff, tended to be insensitive to their situation. This insensitivity intimidates
many clients and they are reluctant to seek medical assistance from agencies outside
the project. This situation hinders coordination with outside medical agencies and
impedes client care.
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C.

Lack of services for the uninsured. Clients who do not meet the financial eligibility
criteria for entitlement programs are also not eligible for entitlement-funded services. -
In the fast half of 1994, 11 percent (2,240) of the clients served by 27 of the Title IV
projects were uninsured. This lack of financial coverage for needed services greatly
impedes access to needed medical and social services. Clients must either pay for
services themselves or rely on project staff to try to arrange for access to pro bono
medical and social services from local agencies or provide the services themselves.

Lack of services focused on adolescents. Two of the eighteen visited projects are
entirely youth-focused and include on-staff specialists in adolescent medicine.
However, several staff in other project sites have expressed concern about the lack
of services specifically for youth. Staff emphasized that adolescent service needs and
issues are substantially different than adults and pediatric clients because of the
convergence of developmental and physical changes that require specialized medical
approaches.

Case Management Services

Case management has long been
used by social service providers
to help link clients to the
services they need. There is no
single definition or approach to
case management, but in
general it is a process to help
individual clients and families
identify their service needs,
determine how these needs can
be met, and to help assure that
services are delivered.

Case management services are a
particularly critical component
of the Title IV projects because
of the array of medical and
social services needed by persons with HIV/AIDS. Typically these services are
provided by multiple service agencies, each with its own eligibility requirements,
administrative protocols, and funding streams. Navigating through these various
systems of care often requires more skill, time, and resources than many individuals
and families have. The challenge is even more daunting for clients served by the
Title IV projects, given the chronic and debilitating nature of HIV/AIDS and its
impact on multiple family members. Further, many non-HIV community agencies
have been slow to accept their responsibility to serve the HIV-infected population.
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clients to case managers based
on various criteria, including level of client need, client-to-case manager ratios, and
the availability of outside case management services. Project staff in one of the sites
visited pointed out that not all clients accept case management and it is not a
requirement for receiving other services provided directly by the project. Projects
also reported in their self-studies that clients are likely to have at least one other case
manager from an outside agency in addition to the Title IV case manager (reported
by 75 percent of the projects), and sometimes as many as two case managers
(reported by 2 1 percent) or even three (reported by one project). These outside case
managers rarely address the breadth of issues that HIV-affected families bring, but
represent an additional coordination challenge for the Title IV case managers, who
typically assume the lead role.

Approaches

Because Title IV projects bring .:.... .: ,..
different orientations to case ‘X& approach ‘to case rnatiige&$t &~~~~Y:
management and have varying goals to-give myclients hope... ” ..I ‘,, : .!!...

and objectives, the range of activities .. .. ..,.:: ,:,:.,. :,ii..:.

involved in case management vary Case manager--:. : :‘.j..  .: ...l.....  ‘.:,.I

widely across projects. Also, the level
of service integration in a community,
the range of services that are available and part of an integrated network, and the
goals and objectives of a particular Title IV project impact the roles and activities
required of case managers. In addition, the setting in which the case management
services are based and the intensity of services required by clients impact the ultimate
design and shape of case management models currently in use by the Title IV
projects.

-

Setting

-

-

Clinical or hospital-based case management. Within this approach, clients are
assigned to a clinical social worker or a nurse case manager for coordination of
medical services within the clinical setting. Client medical referrals, appointments,
inpatient care, home health care, and other needed medical services are coordinated

Evaluation Findings
11142



-

-

-

-

-

-

-

-

-

-

-

by this staff person. Clients are referred to community-based organizations and other
social service agencies for assistance with social support needs.

Community-based case management. In a community-based approach to case
management, clients are assigned to a social worker or case manger within the
community or outside of the clinical setting for coordination of social services needs.
This approach emphasizes coordinating services with community-based social
support agencies in the clients’ communities. Community-based case managers also
serve as liaisons between Title IV projects and community-based agencies, thus
improving collaboration between the two entities.

Clinical trials case management. Clients enrolled in clinical trials may be assigned
to a specific case manger who coordinates trial visits and any services that clients
require related to their participation in the trials as well as their own health needs.
In conjunction with other clinical trial staff, these case managers educate clients
about trial requirements, benefits, and disadvantages, and address any concerns
clients have about participating. They also help ease the burden of other case
management staff by addressing client needs specifically related to the clinical trial,
such as transportation or child care during trial visits.

Level of Inter&v

High-intensity case
management. Many clients
and families are in crisis when
they enter a Title IV project and
as HIV disease progresses.
They require such basic
services such as food, housing,
money, and emergency medical
care as well as assistance with
mental health and substance
abuse problems. Often, clients

The community-based organization, that p+vides
case management services for one project recently
developed- ‘an intensive .case management
compcnent  patterned  after  the family preservation
model.‘--:..Fam&s  -in cris,is.are assigned t&r case
nianager~hSm&es  frequent hom&visits:.for  a
peri&$.~about:  6 weeks;  +nde the famity  is;
stabilized ‘t&y. are then. transitioned.  backto  the.

and their families have multiple problems which each require immediate attention.
And, in addition, the urgency with which clients require these services is often
exacerbated by their HIV infection. After initial and recurring needs assessments,
those clients/families who are found to be in crisis often are assigned to a “high
intensity” case manager or “family case manager.” This staff person helps stabilize
the family by coordinating immediately required services such as food, shelter, or
emergency mental health. In the first half of 1994,63.9 percent (6,473) of Title IV
clients were assigned to high-intensity case management as a result of such intense
and complex service needs (Lewin-VHI, Inc.).
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Low intensity case management. Clients or families who, after initial and recurring
needs assessments, are not found to be in crisis, are assigned to “low-intensity” or -
“adjunctive” case management. Between January and June 1994, only 11.5 percent
(1,168) were assigned to low intensity or limited case management (Lewin-VHI,
Inc.). Clients receiving this level of case management receive help in obtaining less
urgently needed services, and case managers emphasize coordinating HIV medical
services and helping families become more independent and self-sufficient in
obtaining services.

Project staff also identified a range of mechanisms to incorporate a broad range
of input into the service planning and implementation to ensure that clients’
multiple needs are addressed and multiple agency/staff perspectives are coordinated:

Client-specific case conference meetings. Client-specific case conferences, either
within the project or with outside agencies, provide a forum to address unique client
issues that a case manager may face in coordinating services for a particular client.
These conferences also bring various agency staff together in a collaborative manner
as participants contribute their personal expertise or knowledge. Participants also
have the opportunity to learn about the different resources that are offered by other
staff and/or agencies.

Case management committees. Several issues, such as the lack of certain services,
transportation issues, or duplication of services, require system-wide efforts to
address. Title IV projects participate in case management committee meetings to
address such issues. Case managers from within the projects and from outside
agencies address collaborative approaches to provide services that are absent,
improve the way in which services are coordinated, or reduce duplication of services
across agencies.

Project staff also described approaches that served multiple purposes of assessing
accessibility and acceptability of services, helping clients learn their way around the
service system through staff efforts as well as through peers, and augmenting their
own services and efforts.

Client accompaniment to initial referral appointments. In an effort to ease client
concerns about outside referral services and reduce the number of missed referral
appointments, case managers frequently accompany clients to initial referral
appointments. This practice provides case managers with an opportunity to teach
clients how to access and negotiate needed services for themselves, thus fostering
independence and self-sufficiency. In addition, case management staff are able to
directly observe how clients are treated when they access referral services and
immediately address any problems that arise.
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Case management support staf’j Many Title IV projects have incorporated various
features to reduce the physical and emotional burdens on case management staff. -

Support groups, mentors, and trained volunteer “buddies” can help expand the
encouragement, support, and practical assistance that are typically provided by case
managers. Also, these staff assist with the multitudes of paperwork and data
collection required by entitlement agencies and funding sources.
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Case managers across Title IV projects are extremely dedicated and gifted in working
the system to coordinate the services clients need. However, despite the talent,
dedication, and perseverance of individual staff, several issues related to service
coordination remain. Case managers identified numerous obstacles they frequently
encounter while coordinating client services.

Ovenulzelming caseloads of :,;... . .,,.:
multi-problem clients. &$$ofth have mtikiph+nd  .$omplex  s&ice :...  I.:,.. ,.,.  .. ,, :‘. ..
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:. :...

case ..:. .’ ..:: .: .:. :. ,,:.::.:
. . ‘,::

management, many case ._: .,:,.:.acute  m,edical. problems,(endstageof  ~i&&s) ‘:.

:: ”

managers are faced with
steadily increasing
caseloads of clients with
numerous and complex
service needs. Meeting all

:: ,. dental’health  proble& ;:;;)::k ” .:’ .j ..F..
. . . ,, .i... ,, x..: ., ,I:;..

hxte substance.abuse.  problems.
.\ . . . .,.:

::j+ . . . . :‘,
:.:. j&.&,s&ess .’ i:.::.+ .; .;: :.: .. __.;,

: . . . . . . .
‘:_::,,.,aom&fic  violence : .::..  ,“’ ‘1

::....::.

of these service needs leaves little time for the intensive needs assessment and
frequent follow-up most case managers feel are required. The number of primary
clients per case manager ranged widely from 10 to 176 (median = 35) and the
number of family members followed by case mangers ranged from 18 to 680 (median
= 102). The size of the caseload has implications for the approach that case mangers
take and the range of functions they are able to fulfill. Several projects indicated that
the numbers of new clients and the lack of resources for additional case management
staff force them to transition families who no longer have an HIV-positive child
(because of seroconversion or death) to other adult-focused agencies for case
management services. Most expressed concern that these other agencies usually
carried even larger caseloads and provided only minimal case management services.
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Services are not available.
The best case management
efforts and skills cannot obtain
services that are not available.
This requires more systemic
efforts such as the development
of collaborative relationships,
funding opportunities, or
advocacy. The lack of needed
services is one of the biggest
obstacles case managers face.

:. .,:. ,. . .. . . . ., . .
,ercen&& of Tit&$IV  proj&s  report&

:;.
: . . j:.

Lack ofservicesfor  adolescents. Case management staff from 44.4 percent (8/l 8)
of site-visited Title IV projects reported an increase in the number of adolescents
infected with HIV and other STDs and reported that available services are not
sufficient to meet the demand. Projects also indicated that available HIV medical
and social services are either child-oriented or adult-oriented. Adolescents do not
seem to “fit in” anywhere and thus have difficulty finding services that they need in
a setting where they feel comfortable.

Lack offamiliarity with HIV at . . . . . .
referral agencies. Focus group ‘<I have many p&lqns  pith stag% other  ::::j
participants across Title IV agencies... othei’agencies  .are not&s .nice ..:./.::1
projects indicated that they have and understanding as the project.staffare.~‘.‘-.
at time or another . . . . . .one
encountered insensitivity, Focus group parttcipant ,,I:; .L .:: ; ; .:

ignorance, or discrimination from
staff at outside agencies. As a
result, clients do not want to return to agencies where they have had a bad experience
and they inform other clients and friends about the manner in which they have been
treated.

Clients fail to keep referral appointments. Clients may not keep referral
appointments for a number of reasons: they may not feel comfortable discussing their
HIV status with staff at other agencies, they may fear being seen by family or friends
at an “AIDS” agency, or they may not be ready to accept that they are HIV-infected.
Sometimes the effects of active drug use or other personal challenges get in the way.
As Title IV clients become known for missing appointments, referral agencies may
become less inclined to assist future Title IV clients.

Stigma andfear in the community about HIV. Despite national campaigns and
local project efforts to educate the public about HIV and to raise awareness and
sensitivity around the issue of HIV infection, there still exists widespread fear and
distrust about HIV and those living with the illness, Many clients still face
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discrimination and bad treatment when attempting to access such services as child
care, housing, or even medical services.

Substance Abuse Treatment Services

Access to substance abuse treatment services is limited in general, but the shortage
of treatment slots, particularly inpatient, is extremely acute for women with children.
In the course of addiction, many women who abuse drugs express a desire to quit
using drugs and many will try. However, relapse is common and many give up,
particularly those who do not receive help. The window of opportunity for entering
treatment--when a woman is motivated to do so--is often fleeting. Thus, the
immediate availability of a treatment slot can mean the difference between treatment
and continued substance abuse. But the lack of alternative child care and fear of
losing their children prevent many women from entering drug treatment programs. I6
In addition, long waiting lists and lack of immediate access to treatment services
further hinder women who are seeking help.

Recognizing both the lack of treatment services in their areas and the negative impact
that substance abuse has on physical and emotional well-being, projects have begun
to look for alternative approaches to meeting the support and treatment needs of
women who abuse drugs. These various approaches address not only issues of access
to treatment services but also issues around social support and education about
substance abuse and HIV infection.

Approaches

Incorporating substance abuse treatment into project services. On-site substance
abuse counselors, substance abuse screening at intake, and subsequent treatment
describe examples of efforts that two of the eighteen site-visited projects have
implemented to meet the treatment needs of clients who abuse drugs.17  Clients can
receive substance abuse-related services along with HIV-related services, thus

I6 Jessup, M. 1990. The treatment of perinatal addiction: identification, intervention, and advocacy. Addiction
Medicine [special issue] Western Journal of Medicine; May (152): 553-558.

-

-

-

-

I7 According to data collected by Lewin-VHI, Inc. between January and June of 1994,58  percent of Title IV
project service entities (N=S 1) provided substance abuse treatment services to pregnant women and mothers under
the age of 22 and 59 percent provided treatment to pregnant women and mothers over the age of 22. Additionally,
SO percent of the reporting entities provided substance abuse counseling and education to pregnant women and
mothers under the age of 22 and 78 percent provided counseling and education to pregnant women and mothers
over the age of 22. Similarly, 70 percent of the projects provided substance abuse support groups to pregnant
women and mothers of all ages.
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maintaining a continuity of care. In addition, clients can receive services in an
environment in which they are comfortable and are familiar with the staff and the .
philosophy of care.

Cross-training staf$  Although substance abuse (particularly injection drug use) has
been closely linked with the HIV epidemic for at least a decade, cross-training and
collaboration between HIV and chemical dependency staff are not always routine.
Chemical dependency counselors are naturally focused on their clients’ sobriety, and
legitimately fear that learning one’s HIV status may jeopardize a fragile and hard-
won sobriety. HIV care providers, on the other hand, are not always trained in the
nuances of chemical dependency--the fits and starts of relapses, the fleeting
opportunity to enter treatment, the temptations that old neighborhoods and old
friends may pose. Because of the overlap in chemical dependency and HIV, cross-
training and other means of understanding each others’ perspectives can help
individual providers, as well as the services they provide for their clients.

Establishment of direct referral linkages with local substance abuse treatment
agencies. A direct referral linkage with local substance abuse treatment agencies has
allowed almost one-third of the visited Title IV projects to reserve treatment slots for
clients, especially women with children and pregnant women. In the event that a
client has expressed a desire to get help with her addiction, this window of
opportunity can be utilized immediately and the client can be placed into treatment
right away.

On-site support groups. Access to support groups for clients who abuse drugs or
who are in recovery can be an excellent support mechanism and help prevent relapse.
Clients in recovery can offer mutual support to each other, discuss issues of recovery,
and provide support during crises, the most vulnerable period for recovering addicts.

-

Issues

-

Title IV projects and their clients encounter numerous roadblocks when trying to
obtain substance abuse treatment services. Thirteen of the eighteen visited Title IV
projects reported a lack of substance abuse treatment services in their catchment
areas, particularly for women with children. Other issues impeding accessing to
substance abuse treatment include:

-

Long waiting listsfor treatment services. Every year nearly a million substance
abusers who seek treatment cannot find  an available space in a treatment facility.‘*

-

-
” Stang,  L. and Miner, K. Drug Use Prevention: Health Facts. ETR Associates. California: 1994. p.73.
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This lack of available treatment slots, as noted earlier, is an even larger problem for
women with children.

Fear of losing children. Child protection legislation has become increasingly
punitive against mothers who abuse drugs, especially pregnant women and women
with small children. As a result, many women fear losing their children if they admit
to substance abuse by seeking treatment. Instead, many women will try to quit on
their own and many will fail.

Complexity of the problem. Substance abuse is an extremely difficult problem to
address, requiring long-term, intensive intervention beyond the scope of most Title
IV programs. Relapse is common and there is no guarantee that a person will accept
and benefit from treatment at a particular point in her life. Abusers also vacillate
between periods when they wish to quit using drugs and periods when they do not.
Drug abuse also generally wreaks havoc with clients’ daily lives. Instability can
make clients who abuse drugs difficult to work with. At times they can be hard to
locate, may fail to keep appointments, or are simply unreliable.

-

e. Mental Health Services

-

-

People living with HIV/AIDS face a multitude of physical and mental stresses. They
may face hostility and fear from neighbors, friends, colleagues, school systems, and
in some cases, even medical providers. Women may feel guilt about having
transmitted the virus to their children and may suffer anguish over the prospect of
leaving their children behind to an uncertain future. Youth with HIV/AIDS are forced
to face their own mortality decades before they should have to. Young children may
face temporary separation from their parents, frequent doctor visits, hospitalizations,
or the permanent loss of a parent or sibling. In addition, the many issues surrounding
disclosure of HIV status cause an added level of emotional duress. Thus, access to
a variety of mental health services can help alleviate the stress, despair, and mental
anguish that many experience as they face their illness and its grim prognosis.

Projects reported that there is a great need for supportive and therapeutic mental
health services, especially for families and children. In an effort to meet these needs,
Title IV projects have developed several different approaches to provide various
types of mental health services to clients in need.

Approaches
-

-

On-site mental health services. The lack of appropriate mental health services for
persons living with HIV/AIDS has led 23 Title IV projects to expand their current
program components to include on-site mental health services. Counselors,
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psychologists, and psychiatrists provide either part-time, volunteer, or full-time
mental health support in an environment that is accessible, familiar, and tailored to -
the needs of persons living with HIV.

Referral linkages with local mental health providers. One-third of the site-visited
projects (6/l 8) indicated that they have established formal referral linkages with local
mental health agencies to improve client access to needed mental health services.
Families face numerous crises in their struggle to live with HIV disease. In the
course of HIV diagnoses and disease progression, there are many points at which
families need additional support. The onset of a crisis often requires more
professional mental and emotional support than can be provided by project staff.

Support groups. Seventy-one percent of Title IV projects offer client support groups
in all of their service locations (22/3 1). Support groups can be an excellent mental
health resource for individuals and families living with HIV/AIDS. The sense of
helplessness and isolation that many infected individuals and families face can be
overwhelming. People have an opportunity to discuss issues and concerns with
others who share similar experiences. They also have the opportunity to build
supportive relationships with each other, relationships that are otherwise absent in
their personal lives.

Pastoral care. Focus group participants frequently stressed the importance of
religion and/or spirituality in their lives and ways it has helped them face their
illness. Through either referral or on-site volunteer pastoral care staff, 18 percent
(6/33)  of the projects have helped clients draw on spiritual support services such as
church support groups, bereavement counseling sessions with religious leaders, or
assistance with funeral arrangements.

Family counseling services. Through mental health counselors, family
psychologists, or other mental health specialists, Title IV projects have begun to offer
an array of family counseling services. These services include assistance with
permanency planning for children, parenting skills training for caregivers, and
information about safety precautions in the home, in addition to family counseling.
Family counseling also plays a key role in helping families cope with both the illness
and the loss of a loved one. The illness of a family member disrupts all aspects of
family life, including role, responsibilities, and relationships between family
members. Family counseling is essential in helping a family cope with and survive
an HIV diagnosis.

Art therapy for children. Forty-three percent of the Title IV projects (14/33)  have
staff or volunteers working with infected children and their siblings during clinic
visits. While working with children, staff help them work through their different
feelings through the art that they create. The effectiveness of art therapy as a
therapeutic intervention for children with chronic or terminal illness is well
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documented in the literature. Art therapy provides an outlet for children to
informally and creatively express their feelings and emotions about being sick -

without verbalization.

Issues

Eighty-three percent (15/l 8) of the site-visited projects reported a dearth of mental
health services for clients. Further, they reported several concerns related to the
quality and appropriateness of mental health services that are available.

Lack of culturally appropriate mental health services. Across all projects that were
site-visited, staff reported a lack of culturally appropriate mental health services. In
some cases, the services are not appropriate or helpful in addressing the mental and
emotional needs of persons diagnosed with a terminal illness such as HIV/AIDS. In
other cases, clients of color are uncomfortable with mental health providers of
different ethnic backgrounds, Additionally, there are few mental health services for
non-English speaking clients.

Lack of mental health servicesforfamilies as a whole. Project staff across the sites
that we visited also reported a lack of family-centered mental health services.
Services provided by outside agencies were described as either adult-focused or
child-focused with few services available for families. Families living with HIV
have unique emotional issues such as learning to cope with the illness, dealing with
the death of a family member, and simply learning how to function as family during
periods of crisis,

Lack of mental health services for adolescents. The mental health needs of
adolescents infected with HIV can be particularly acute. Besides dealing with the
diagnosis of HIV infection, these youth also must face the issues surrounding normal
adolescence--puberty, self-identification, and maturity. Mental health services for
adolescents must address all of these issues and their inter-relationship.
Unfortunately, mental health services for these adolescents are scarce.

f. Family Support Services

-

-

Families living with HIV/AIDS
require a broad range of ..“lfy&can  care for the ia?ent,s,  they can cqk:
services  to cope  k& b&,-l daily ,.$r fhez:children.,and  (he <hiId  ca@;>o$&er.:,“i,~~,:
life stresses and the added ‘. :. : .. ... ..,

;.Focus,group  @iiti~@k~~ . . ‘:
j’.. J....‘,.:;..  ..: -::;;I’:

b u r d e n  o f living with : :.. . . . . . . . . . . ....:.: :. ,.. .,., ‘,j .: ::’

HIV/AIDS. I n  s o m e  c a s e s  T.
.A’.  ‘. . . ;..:,:,..

families may need help with
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overdue rent, late utility bills, household chores, or other finite, crisis-driven types
of assistance. Everyday needs may include assistance with transportation, child care, .
housing, or legal advocacy. Projects have developed approaches to providing various
types of support services.

Child care services. Access to
child care services during both
medical and social service
appointments is imperative.
Parents or caregivers may
require assistance with child
care while other children have
appointments or during their
own appointments. In an effort
to meet this need, projects have
developed on-site child care
services using staff or
volunteers or have established
cooperative agreements and/or
referral linkages with local
child care providers.

,;: . . . . .. . ,.’
,. . . . . . .

l.., Se&& ‘,.‘.. .‘j Offered  b y  aI1 ‘I”~:::~.:‘:&  ‘!
:. ::

. . entities ‘7,. ;, off6tdd
... ‘.““’

“: .Child &re during’ : 64’percent  (21) .“:12 p&ek
.,’ adultvisits ; ‘. . . :.. .’: :,
‘. Child care for 49 percent (16) I.. . ...,24 per&t
other purpos&  ..

. . . .

Home visits

.:.:
,....  . . . . “,..
.>  :
.:

74 percent (23) $3 $ercqit  (

: I support groups 71 percent (22) --Jpei&nt  (
:

;. . . . . ,.. :.+
: ,; . . ;. ;.
” * Percentaies  do not add to’ 100 percent P$ects  who,.
“repor-ted  vari&es  across  entities are not rep$ted. ::/J:

.. ” “’

Home*visits. When either children or adults become too sick to travel to medical or
social service appointments, home visits and home health care become essential.
Home visits allow project staff the opportunity to assess family needs in their own
environments. Home health care provides sick children and/or parents with the
medical care they need to survive without having to travel to medical appointments.
Home visits also provide invaluable insights into a family’s overall living situation,
which may not be apparent in the clinic setting. Referral linkages with the local
Visiting Nurses Association and other home health care agencies have allowed
projects to provide home health care services to families who are too sick to come
to clinic.

Support groups for family ‘: Bay PDsii&s _&as  :st@j b young ~ P&~&~$~.‘,

members. Support groups for jo&g  people. and continues to TeacK$ti~,~to:B$~;l
family members infected or ‘-Area youth of different- ,-racial...&d ~~j:j,;ethr&,~~
affected by HIV provide the :-.backgrounds  and:different  sexual dfjentatjons+I_::~~

.’ .. ‘. “./i..: . .chance to talk with others about .I ‘:‘;, ’

common experiences, whether ,&rother  project , ) ,  has. b&en su’c~;&&l _._ ., $)

HIV-related or not. Support ‘establish&g youth  groups for sexual ,min&itie&$

groups also offer support for
a r e a  h i g h  scfio& .:. .. .‘.‘:  1.. .,I:“:  .I: ::;$
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parents. As in any family, parents often sacrifice their own needs for the needs of
their children. Support groups give parents and other adult caregivers an opportunity -

to address their own needs. Similarly, support groups for adolescents play a key role
in helping young people work through feelings of alienation and the struggle for
independence, normal adolescent developmental issues which are exacerbated by
HIV/AIDS. Currently, projects offer groups for foster parents, siblings, grandparents
and other caregivers, for biological parents, and for adolescents,

Transportation assistance. .::
Transportation remains a
barrier for families who do
not own their own cars, ..: :::; .: .I, ,, .: . . :: :. :‘. ; ., ”

cannot afford taxi service,
.,!I: pti& &&porCitioti  cz$.s or to+s... .;.:?: 100%:.~

.:I ...“.&mer&..  trarispo&tion  .. .,:.: . . j:: ‘,; 99&]$
.:’

or for whom public “. .-&:vb~&e&,:’ ” .:,.. :. ,., 91%::....: ...,,

transportation is either ‘1.1  Van shiitle :ser.vice “’ 75%,,:... .
scarce or difficult to
manage. For mothers with
small children, public transportation can prove either too time-consuming or
exhausting, particularly if illness is a factor. All Title IV projects reported that they
offer some type of transportation assistance to help clients get to medical and social
services.

Project staff also described a range of other approaches they have taken in an effort
to meet families’ support service needs:

. _ Referral linkages with family support and advocacy agencies help families
with crisis situations such as emergency housing, food, clothing, and respite
care.

. Donations and private grants have enabled some projects to provide such
support services as emergency transportation, food, clothing, and gifts for
children during holidays.

. Volunteer staff, graduate students, and designated “assistant staff’ have
enabled projects to provide such services as home health care, transportation,
child care, and pro bono  legal aid services.

. Twenty-two projects reported in self-study data that they hire clients and
family members as paid or volunteer staff. With training, peer staff have
served as administrative assistants, support group leaders, client advocates,
child care assistants, and health educators.
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Despite the creative efforts and approaches Title IV projects have developed to meet
the social and logistical support needs of families living with HIV, numerous
challenges to providing these services remain. Many of these challenges are more
systemic in nature, such as a lack of certain services, long waiting lists, or legal
requirements.

-

Child and respite care. Licensing requirements for child care facilities, lack of
space, and difficulties recruiting appropriately trained staff were the main barriers
project staff cited to providing or coordinating child and respite care services for
clients. In site visit interviews, 6 1 percent (1 l/l 8) of projects reported a lack of child
care services in their cat&n-rent  areas.

-

-

Home visits. This useful but time-intensive activity requires staff time that is in short
supply. In some cases, staff feel unsafe visiting clients’ neighborhoods and in other
cases, projects lack the resources to provide staff transportation to client homes. In
addition, as caseloads increase over time, staff have less time to make home visits to
all clients. Currently, case management staff have indicated in site visit interviews
that they already have begun to limit the number of home visits to initial and
emergency visits only.

-

-

-

-

-

-

-

Transportation. Services such as Medicaid-funded transportation often are not
sufficient to meet the needs of families. Medicaid transportation services do not
allow for the transport of siblings, some contracted taxi services do not provide child
safety-seats, and most provide transportation for medical appointments only. Lack
of transportation for social support services such as support groups, mental health
services, or legal services greatly restricts families’ access to these services.

Legalservices. Legal services are typically offered by volunteer lawyers through a
community agency, but often they are only available in the evenings. This can
restrict access for clients, particularly those with young children. Also, clients
without transportation have difficulty getting these services.

Support groups. Staff and clients noted that it is difficult to start and maintain
support groups, especially when participants are uncomfortable or unfamiliar with
discussing their personal feelings in a group setting. Support groups are also subject
to the same transportation and other access barriers as other appointments. Both Title
IV clients and project staff also expressed concern over the lack of support group
services for specific family members such as groups for biological parents, foster
care parents, adolescents, or grandparents. Focus group participants also expressed
concern over mixing support groups for biological parents and other caregivers.
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The lack of affordable and safe housing, especially in urban areas, has forced many
families into crowded or substandard housing, or into homelessness. As their
resources are further depleted by medical costs and forced unemployment, many
people living with HIV have extreme difficulty finding and maintaining housing.
Homelessness exacerbates physical and mental health problems; contributes to
family break-up, substance abuse, child abuse, and neglect; disrupts education for
children; and hinders child development. Homelessness also hinders access to
needed services, thereby impeding efforts to coordinate needed medical and social
services. Clients and families who are homeless or in unstable living arrangements
are often difficult for projects to locate and therefore assist.

In an effort to address the above-noted issues, projects have developed approaches
to secure safe and affordable housing for families. In some cases, projects have
located housing for clients. And in some other cases, staff have worked with public
and private housing agencies to improve client access to safe and affordable housing.

Approaches

Establishment of referral Linkages and collaborative relationships with housing
agencies. Referral linkages and collaborative relationships offer an opportunity for
Title IV projects to combine their efforts with those of housing agencies to locate
suitable living arrangements for clients and families. Projects have assisted housing
and shelter agencies in grant applications, fundraising activities, renovations, and
advocacy.

Establishment of relationships 1:. . .
with local realtors and ‘~~~.caSe,manager.heIpedmefindaplace  ii;;
landlords. D i s c r i m i n a t i o n ,  :....:live.  and-when that,di&-Ywork  out she ..:::jl:

ignorance, and fear often ’ wq abli,.@ find  rnti -q~o&&pIatie.  fy.; 1. . . %:~.,;~:I~.
prevent families living with .. # :.:.;. .: ,,, ‘. ’ .‘:I; ’ ,. : .:. . . ‘. ’ .. ij:i.:‘j,

HIV from finding safe and
Adqlescent  foC~~~~oUpp~~icip~~.~”  “‘.“. .. .~~:i,.,:...

affordable housing. There have
:: .‘, :

been countless cases  o f
discrimination in renting and leasing practices, despite state and federal laws to
prevent such discrimination. To address these issues on a local level, Title IV
projects have begun to establish relationships with local landlords, realty
associations, and other private housing groups.

-

Establishment of key contacts within local housing agencies. Title IV projects
reported that establishing key contacts and liaisons within referral agencies is very
effective in the timely and successful coordination of services for clients. Liaisons
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and key contacts within local housing agencies quickly provide case managers with
information on available housing and help reduce the paperwork and bureaucracy -
that often slows down the referral process, particularly for housing. Case managers
can also personally negotiate housing arrangements for clients in crisis and can help
establish housing priorities for families living with HIV.

RoommatesMzaredhousingsituations.  Title IV projects have helped families locate
housing they could afford by pairing up families or clients so that they can share
housing. In many cases, Title IV clients often lack the financial resources necessary
to secure appropriate housing. As a result, they are forced to live in unsafe,
overcrowded housing arrangements which are not conducive to physical and
emotional well-being, particularly for family members who are ill. Shared housing
arrangements offer families social support as well as provide affordable, more
suitable living conditions.

-

-

Issues
-

-

-

-

-

-

-

-

Fifteen of the eighteen site-visited Title IV projects reported a lack of clean,
affordable housing for clients who require housing, especially those with families.
Safe housing, especially for families with small children, and housing large enough
for families with several children are special needs. Project staff identified other
issuesBssociated  with housing needs for clients:

Long waiting lists and lack of funds for housing. As the number of homeless
families increases, the demand for housing has exceeded the supply. In many cities,
local funding for housing has been depleted and there are simply no more public
housing units available. Thus, there are long waiting lists extending into months and
years for local public housing. Unfortunately, families living with HIV/AIDS are
among the many families awaiting housing assistance.

Community hostility and discrimination. Project staff have reported that landlords
often refuse to rent to persons infected with HIV and that communities have reacted
with hostility towards clients who move in. As a result of such hostility, families are
forced to hide the fact that they are HIV-infected.
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Local child welfare agencies often become involved when parents are no longer able
to care for children because of their own illness or death, or when substance abuse
or domestic violence threaten the safety and well-being of children with AIDS.

In addition, runaway and homeless youth infected with HIV may be placed in foster
homes or transitional living situations. As the number of children orphaned by HIV
increases, the role of child welfare agencies in the care and placement of these
children also will increase greatly. Thus, as the medical and social service providers
for children with HIV, all Title IV projects have reported that they are in constant
contact with the child welfare agency in their local area.

Approaches

While Title IV projects have encountered difficulties working with local child
welfare agencies, they also have developed strategies to address these issues.
Expanding collaborative relationships and formalizing referral arrangements are the
chief ways that Title IV projects attempted to improve both project and client
relations with child welfare agencies.

Shared staff with child welfare agencies. As local child welfare agencies become
more involved in coordinating services for children with HIV, Title IV projects have
had opportunities to combine their efforts. Child welfare staff may be detailed to a
Title IV project on a part-time or as-needed basis to assist with coordinating social
support services for children in custody.

Subcontracts or cooperative agreementi  with child welfare agencies. As the local
provider of pediatric HIV services, Title IV projects have been called upon to provide
HIV testing, counseling, and, if necessary, medical services to children in custody.
In some cases, projects have been asked to provide HIV education, testing, and
counseling in group homes and residential centers, and, in other cases, foster parents
of HIV-infected children have been referred to Title IV projects to receive social and
medical services.

Establishment of referral linkages with child welfare agencies. All projects
reported in site visit interviews that they have established referral networks with the
child welfare agency in their catchment area. As a last resort, in cases of medical
neglect of children, Title IV projects reported that they have had to seek the
assistance of the local child welfare agency. More commonly, however, Title IV
agencies serve as the medical and social service providers for children in foster care
or child welfare custody.
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Case managers as family advocates. Project case managers are often the only
support families have. Case managers not only facilitate access to needed services, .
but also provide emotional support and in many cases become confidantes and
friends. Given their close relationship to families and awareness of the families’
different emotional and physical strains, case managers are well poised to advocate
on behalf of the family as a whole. Case managers have negotiated temporary care
for children, advocated on behalf of mothers who seek to regain custody of their
children, and assisted in permanency planning and adoptions.

-
Issues

-

-

-

-

-

-

The development of referral and collaborative relationships between child welfare
agencies and Title IV projects has brought to the surface a number of issues related
to delivering services for women and children infected with HIV/AIDS.

Child welfare regulations are often too punitive. Across the 18 projects we visited,
both case managers and focus group participants expressed concern about the
punitive nature of child welfare regulations. There was even greater concern
expressed about the treatment of mothers who abuse drugs or fail to bring their
children in for medical treatment. Staff and focus group participants indicated that
child welfare agencies do not give mothers and families the opportunity to improve
their situations through substance abuse treatment, parenting skills training, or other
social support services. Instead, children are immediately removed from their homes
and placed in foster care. It also has been more difficult for mothers who have had
their children taken away to regain custody.

Child welfare agencies are child-focused, not family-focused. Focus group
participants and project staff also have expressed concern that child welfare agencies
are too child-focused. To many mothers or adult caregivers, it appears that such
agencies are more concerned about the welfare of the child and not the welfare of the
whole family. There are little or no social support services offered for families and
not enough efforts are made to help families stay together. Project case managers
have encountered difficulties in advocating for family preservation.

-

-

-
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Projects are providing HIV outreach, education, counseling and testing services by
linking with existing community efforts or by developing their own efforts when
none exist. Over 17,000 clients and 54,000 other persons have been reached through
individual counseling sessions. Over 115,000 people were reached through group
sessions.

Peer educators are used by half of the projects for outreach/casefinding,  client
education, and community education.

Most projects are providing HIV testing, counseling, and referrals for ZDV treatment
for pregnant women and many have initiated community-wide planning efforts to
address counseling and testing issues. However, the traditional split between
pediatrics and ob/gyn  remains in most project sites, which could have implications
for the effectiveness of such efforts.

Title IV projects have provided training to more than 32,000 health and social service
professionals including medical staff, case managers, substances abuse counselors,
and outreach workers.

The majority of projects provide pediatric medical care in the same clinic space or
in the same general location.

The majority of projects have linked with outside medical care providers to facilitate
the integration of HIV testing and counseling into standards of care. Clinic rotations
and internships increasingly are being used as mechanisms to accomplish this.

Project directors across Title IV sites described case management as the heart of the
projects and a focal point of project coordination and collaboration efforts.

Nearly two-thirds of project clients are assigned to high-intensity case management
services because of the complexity of their service needs. Case managers report
steadily increasing caseloads that are beginning to require more staff time and project
resources than many projects can spare.

Faced with steadily increasing caseloads, Title IV projects are beginning to consider
(or have already implemented) more rigid limits on eligibility for case management
services. In addition, projects also may be forced to limit the intensity of case
management services provided to clients and reduce the number of home visits and
personal contacts.
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. Some of the services Title IV clients require are either not available or are culturally
inappropriate or do not address the specific needs of adolescents or women with _
children. The services most frequently described as unavailable or inappropriate are:

Mental health services
Substance abuse treatment services
Child care services
Transportation assistance
Child welfare services

. In response to these gaps, projects are expanding their own array of services.
Twenty-three projects have added on-site mental health services to their mix of direct
services. Other mental health-related services provided by many projects include
client support groups, family counseling, and art therapy.

. In response to the increasing numbers of adolescents with HIV, Title IV projects
have developed services specific to the adolescent population. Projects treat
adolescents as a unique population with unique service needs rather than as
additional clients for existing services.

G. Clinical Trials

Has the program had an impact on increasing participation in clinical drug trials?

-

1. Discussion

,-

-

-

-

One of the major goals of the Title IV HIV program has been to link comprehensive systems
of care with HIV/AIDS clinical research trials and other research activities to increase access
for children, youth, women, and their families. Clinical trials are viewed as an opportunity
to provide additional treatment options to individuals living with HIV, enhance client roles
in their own treatment, provide clients with an opportunity to benefit themselves as well as
others with HIV, and provide clients with the sense that they are combating the disease, now
and in the future. Additionally, clinical trials are viewed as beneficial to service providers
by offering state-of-the-art information about research results and procedures.

Title IV programs facilitate participation in clinical trials by addressing many of the barriers
that have historically limited the ability of women and children (especially minorities) to
participate, such as lack of access to care; lack of transportation, child care, or other support;
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and protocols that are not designed to accommodate the special needs of children, youth,
women, and families.

In the first half of 1994, a total of 996 clients were enrolled in clinical trials.rg  This included
7 13 infants and children, 99 youth (including 3 8 adolescent women and mothers), and 184
pregnant women and mothers 22 and over. Of the total, 32 1 clients were newly enrolled in
a research trial during this reporting period. Title IV projects are continuously working to
improve access to research trials through the identification of eligible clients and by
increasing the availability of research trials.

Approaches
-

_-

-

-

-

-

AIDS clinical trials are established under a model that assumes a certain level of resources,
motivation, familiarity, and comfort with medical environments among potential research
subjects. None of these qualities comes easily for families with HIV. Typically, they
represent a population that has had little or no interaction with the health care system prior
to their HIV and are dealing with numerous complex issues in addition to their HIV. Title
IV staff can play a key role in helping clinical trial staff understand the implications of the
trial protocol for their clients. Similarly, they are uniquely positioned to help identify
potential candidates for research trials and can play a key role in helping their clients
understand the terms and expectations of the trials.

Strategies to ensure client access to clinical trials have included:

. providing on-site access by applying to be a primary research site funded by NIH

. collaborating as an approved sub-unit of another site
l arranging for research staff from other research sites to conduct trials in Title IV

community sites
. referring patients to research sites, providing education about trials, and logistical

support to facilitate their participation.

Title IV projects have worked to enhance client education strategies to help clients
understand research protocols and their potential benefits and risks. Approaches to
supporting client participation include intensive, one-on-one, client education with the trial
director or a clinical trials case manager; designating a client advocate to discuss issues
around clinical trials; providing transportation assistance; providing child care during clinical
trial visits; and designating a clinical trial case manager to address specific client issues
regarding the clinical trial.

-
I9 Source: Lewin-VHI Tables 3A, 3B, and 4 data,1995.
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Many of the current Title IV projects are using innovative approaches to overcome barriers
and increase the link between comprehensive systems of care and research activities. These -
approaches aim to identify client eligibility and increase client participation in research
activities.

In one project, most care associated with clinical trial protocols is carried out in a
community-based site. Primary-tertiary partnerships permit collection of blood and
specimens and other aspects of protocol implementation during regular clinic appointments.
Families accept and understand the protocol requirements better because the physicians and
nurses who conduct the protocol are the same providers who see patients at the community
clinics.

Another Title IV project uses a network outreach educator (NOE)  in conjunction with the
adult research team. The NOE provides education to families on the full  range of research
initiatives available to them. Research initiatives include HIV/AIDS clinical trials as well
as research studies on the effect of HIV/AIDS on parenting, depression, death anxiety, and
hope among female caregivers of children with HIV/AIDS.

Another project uses a clinical trials liaison (CTL) to inform women of available research
within the medical setting as well as in the community for themselves and/or their family
members. The CTL attends regular meetings in the community to disseminate and collect
important information for clients.

Still another project has two pharmacists dedicated to working with clinical trial clients
during clinic visits to answer any questions. Additionally, the pharmacists carefully monitor
dosages and refills to be alert to adherence problems.

Currently, 155 AIDS
clinical trials are open at
m u l t i p l e s i tes ,
nationwide. Fifty-five
of these clinical trials
focus  on s tudying
primary HIV infection.
Of these, 44 are adult-
focused and 11 are child
and adolescent-focused
clinical trials. Adult
clinical trials are
available in 35 Title IV-
funded program
communities.
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Child/ adolescent clinical trials are available in 32 Title IV-funded program communities.20

Issues

Title IV projects
face multiple issues
in ensuring client
access to clinical
trials. Key among
these are clients’
fear or suspicion of
medical settings
and professionals.
The lack of trust
among African-
American clients .,~ropjbl  requirements .: ,,..”  .: ..... . . .‘:, 4+4 “/“_‘_::  : ,,,J’,:.._.:.:..:.  :.3cJ3%  ‘: ,’

. . :...; ..:

can be traced back,
. . . : : . . . ...’ : . . .:

in part, to the
~::.~eq&ita&~o  not add to ,100 perc& projects  who report&k&$es  across
~‘@~t@s.are  not rep&ted.-  : ..; .% . . .’

:
‘,

legacy of the
. . .. ,:..: ,: .)j. : ’ .;.j

. .

Tuskegee study of
untreated syphilis, which was perceived as a racist experiment. The unethical nature of this
experiment, as well as a widespread, general distrust of governmental agencies, has left many
African-Americans very distrustful of federal research, trials, and experiments. Two-thirds
of the Title IV projects report that issues of distrust were major barriers to trial participation
for their client populations.

Additional issues that impede client participation in clinical trials identified by project staff
include geographic distance, lack of transportation, and stringent eligibility and participation
requirements.

Title IV project staff emphasized the important role that clinical trials play in the provision
of care for HIV-infected women and children. However, they also noted that the eligibility
requirements and the regimen that clients must follow once involved in the trials are
sometimes exceptionally challenging for participants.

” Data acquired from the National Library of Medicine AIDS TRIALS on-line data system.
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The spec i f i c i t y  o f
requirements also narrows
the potential population
from which they can recruit.
For example, for the ACTG
076 trial, women were
eligible only during a
certain stage in their
pregnancies. Women who
participated in the trial were
seen once every 4 weeks up
to 32 weeks gestation, and
then weekly until delivery.
Infants were seen at weeks
1, 2, 6, 12, and then every
12 weeks up to 78 weeks.

.,. :. .: . .
:.

.&,+$ods:-  .‘:. :
::. .:

. . . . :
l ’ :.. .. 477_pregnantwomenenrolled-. “’ :
: ..“’ Randomized to receive ZDVor pla&bo.: : ,: :. j’. . .
+ ./’ Newborn  infants received ZDV or&cebo ‘for 6-8 weeks
. ‘,. ” Women seen-fiequentiy  duringpiegnancy, &&u& 1, .L.

:: delivery, and.  for six months po$aiZum .$..,A:.  .: .:
..: .j
:’ Assessed  for evidence of drug toxicity, H$d&eas&.

.... : .:: ~, @~ogr&on,:  and fetal  w&b&g  .“.: .’ ‘: ::...C’:‘!  : :
... .:

Number  of.&id~  Sit&:
.:‘.:. ,,. . :
:. :. . . -:.-:.;

: ;j.; 72 (50 US primary  sit&s;- 13 subsites  9sites;in:krance),.. .‘.. . ...’

2. Key Findings
-

. Title IV projects have been successful in enrolling nearly 1,000 children, youth, and
women in clinical trials.

-

-

. Title IV projects provide a bridge between service delivery and research through a
range of approaches including conducting the trials on-site at the Title IV project
location, implementing the research in community-based settings, and providing staff
who have a linkage and educational role.

-
. Efforts to enroll and retain low-income, medically underserved families in clinical

trials are enhanced when the research is conducted within an established
comprehensive system of outpatient and family support services, such as those
developed through the Title IV program.
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. Rigorous protocol requirements, coupled with clients’ prevailing fears or suspicions
of medical settings and medical providers, emphasize the importance of establishing
trusting relationships for increased clinical trial participation. Title IV projects are
uniquely positioned to fulfill this role and have done so through client and
community education, client advocacy, and coordination of client needs and clinical
trial requirements.
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Chapter IV. Conclusion

It is clear from this evaluation study that the Title IV projects have increased access of children,
youth, women, and families to comprehensive care. The programs served 17,732 enrolled clients
during the first half of 1994, representing a 17 percent increase over the enrollment in the previous
6 months. The projects have been responsive to the growth and trends of the HIV epidemic,
evolving and expanding to serve new and emerging HIV-affected populations, such as adolescents
and women.

Title IV projects have enhanced access to clinical trials for children, youth, and women living with
HIV, populations which traditionally have had limited access to research. A wide range of strategies
has been employed to facilitate client participation in research, including shared research and care
staff, new linkages with research sites, and provision of family and logistical support services. As
a result of these strategies, nearly 1,000 clients participated in research during the first six months
of 1994, including over 300 clients who were newly enrolled in a trial during this period.

From a client perspective, Title IV projects have had a tremendous impact. They have improved
access to an array of needed services, meeting the immediate medical and social service needs of
children, youth, women, and families. Beyond these services, Title IV grantees have fulfilled their
mandate of making a difference in clients’ lives by demonstrating that project staff care about their
clients’ overall well-being. Clients continually praised the compassion and dedication of staff. The
combination of services and emotional support makes Title IV programs distinctive, and underlies
the comment clients made repeatedly:

“Where would I be without them?”
-

Interagency collaboration, new linkages among diverse medical, social service, and family support
5 providers; and innovations in service delivery among Title IV programs created new and improved

services for the populations served by Title IV. In addition, training and professional education
conducted by Title IV for community providers has resulted in more qualified personnel to deliver
services to HIV-affected populations. New approaches to the organization of services, such as co-
location of pediatric and adult care, have improved services to families.

Projects have involved families in the development and implementation of programs, with youth and
family members as family liaisons, educators, and other support roles. Family involvement has been
enhanced through training opportunities and leadership development sessions.

-

-

While this evaluation study has highlighted many project successes, it also provides insights into
future policy challenges at the national and local levels. As the program as a whole and the
individual grantees continue to grow and change to meet the evolving needs of their client
populations within the context of their communities, they will need to be attentive to training and
technical assistance needs, program priorities and future directions, and opportunities for forging
new relationships.
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Findings from this evaluation suggest areas for focus in the immediate future, including:

. Training and technical assistance in such areas as cultural competency staff training and
policy development; administrative roles, relationships, and authority related to reporting,
data collection, and overall service delivery policies of multiple entities participating in
funded networks of care; incorporating and maintaining meaningful client participation in
program development and implementation; service provision to substance abusing
populations; service provision to adolescents; and outreach to women of childbearing age.

. Program goal and priority setting as demand exceeds resources, particularly related to
relative emphasis on outreach versus direct services; definitions of client eligibility for
services in general and especially for case management services, and policies and procedures
for transferring care to other service systems when clients no longer meet defined eligibility
criteria; and strategic plarming  to address issues such as financial viability, service
capabilities, and needs assessments.

-

-

-.

. Identifying and developing opportunities to forge new collaborative relationships with
such service arenas as housing, education, substance abuse treatment, mental health,
research, other components of the Ryan White CARE Act, and managed care health care
systems.

-

-

-

-

-

-

-

Addressing these issues requires complementary efforts at the local, state, and national levels since
the expertise, responsibility, and resources rest at all three levels. Perhaps the greatest challenge is
to continue to build on evaluation and research findings such as those presented in this report and
to link system-level evaluation findings to client outcomes to ensure that the evaluation feedback
loop can continue to guide future directions.

Conclusion
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RYAN WHITE TITLE IV GRANTEES
FY 1995

-

-

GRANTEE/ADDRESS (YR. 1ST FUNDED) CONTACT
PROJECT PERIOD

Comprehensive Care/Research Grantees:

REGION I

Boston Pediatric AIDS Project
Din-rock Community Health Center
55 Dimock Street
Roxbury, MA 02119

(1988)
81 l/94-7/31/97

Ruth J. Liberman
617-442-6758
617-445-0091  (fax)

Family AIDS Center for Treatment and
Support (FACTS)
18 Parkis Avenue
Providence, RI 02907

(1991)
8/l/94-7/31/97

Paul Fitzgerald
401-521-3603
401-861-2981 (fax)

+Division  for Children with Special
Health Care Needs
Massachusetts Dept. of Public Health
150 Tremont St., 7th Floor
Boston, MA 02111

(1991)
8/l/94-7/31/97

Deborah Allen
617-727-6941
6 17-727-6 108 (fax)

Connecticut Primary Care Association
30 Arbor Street North
Hartford, CT 06106

REGION II

(1990)
8/l/95-7/31/96

Richard J. Jacobsen, PhD
203-232-3319
203-236-0618 (fax)

Dominican Sisters Family Health Service
279 Alexander Avenue
Bronx, NY 10454

(1993)
8/l/93-7/31/96

Margaret Sweeney,
718-665-6557
718-292-9113 (fax)

+New Jersey DOH Special Child Health
Services
CN 364
Trenton. NJ 08625-0364

(1988)
8/l/94-7/31/97

Diane DiDonato
609-292-1078
609-292-3580 (fax)
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-

-

-

-

-

New York University Medical Center
550 First Avenue
New York, NY 10016

(1993) Keith Krasinski,  MD
81 l/93-7/3 l/96 212-263-6427

N. Manhattan Women and Children HIV
Demonstration Project
Columbia School of Public Health
600 W. 168th St., 7th Floor
New York, NY 10032

(1988)
8/l/95-7/31/97

Cheryl Healton,  Dr. PH
212-305-3616
212-305-6832 (fax)

+Puerto Rico Pediatric AIDS Project
Puerto Rico Dept. of Public Health
P.O. Box 71423
GPO San Juan, PR 00936

Bronx Pediatric AIDS Consortium
Albert Einstein College of Medicine
1300 Morris Park Avenue
Bronx, NY 10461

(1988)
8/l/95-7131197

(1989)
8/l/95-7/31/98

Roland0  Jimenez
Mercado
809-721-2000 x208
809-723-3565 (fax)

William Caspe, MD
718-518-5764
718-518-5124 (fax)

The Family Center
Medical and Health Research
c\ssociation,  Inc.
56 Reade Street
!!ew York, NY 10007

(1991)
10/l/95-9/30/98

Barbara Draimin, DSW
212-766-4522
212-766-1696 (fax)

4dolescent  AIDS Program
Montefiore Medical Center
111 East 210th Street
3ronx, NY 10467-2490

(1989)
8/l/95-7/31/98

Donna Futterman, MD
71 g-882-0322
7 18-882-0432 (fax)

3rooMyn Pediatric AIDS Network
SUNY-HSCB
450 Clarkson  St., Box 49
Brooklyn, NY 11203

(1989)
8/l/95-7/31/98

Hermann  Mendez, MD
7 1 g-270-3 82513  826
718-270-3824 (fax)

Pediatric/Adolescent/Family
Comprehensive Center
AIDS Institute (NY DPH)
Corning Tower, Room 321
Empire State Plaza
Albanv,  NY 12237

(1995)
9/l/95-8/31/96

Gloria Maki
518-473-7542
518-474-0419 (fax)



REGION III

D . C. Pediatric AIDS Health Care (1990) Linda Jenstrom
Demonstration Project 8/l/95-7/3 l/96 202-673-6724
Dept. of Human Services 202-727-9021 (fax)
1600 L St., NW, Suite 907
Washington, DC 20036

+AIDS Administration (1990) Julia Hidalgo, ScD
Maryland Dept. of Health and Mental 81 l/93-7/3  l/96 410-767-5087
Hygiene 410-333-6333 (fax)
201 West Preston Street
Baltimore, MD 21201

Circle of Care Project (1990) Alicia Beatty-Tee
Family Planning of Southeastern 8/l/95-6/30/96 2159852657
Pennsylvania 215-732-1252 (fax)
260 S. Broad St., Suite 1510
Philadelphia, PA 19102

REGION IV

Georgia Dept. of Human Resources (1988) Virginia Floyd, MD,
Division of Public Health 81 l/94-7/31/97 MPH
2 Peachtree St, NE, 8th Fl. 404-657-2850
Atlanta, GA 30303 404-657-2910 (fax)

Comprehensive Pediatric AIDS Project (1990) Susan M. Widmayer,
N. Broward Hosp. District 8/l/94-7/31/97 PhD
417 South Andrews Avenue 305-779-1955
Ft. Lauderdale, FL 33301 305-779-1957 (fax)

S. Carolina Children’s AIDS Care System (1993) JoAnn  Lafontaine
S. Carolina Dept. of Health and 8/l/93-7/31/96 803-737-4016
Environmental Control 803-734-3255 (fax)
2600 Bull Street
Columbia, SC 29201

Pediatric HIV/AIDS Health Care (1990) Marilyn Crain, MPH,
Demonstration Program 8/l/95-7/31/96 MD
U. Alabama @ Birmingham 205-934-7883
751 Children’s Hosp. Tower 205-934-8658  (fax)
Suite 751
Birmingham, AL 35222
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U. of Miami School of Medicine
Dept. of Pediatrics (D4-4)
P.O. Box 016960
Miami, FL 33101

(1994)
8/l/94-7/31/97

Gwendolyn B. Scott, MD
305-547-6676
305-547-5562  (fax)

Tampa Bay Pediatric AIDS Project
U. of South Florida
13201 Bruce B. Downs Blvd.
MDC 56
Tampa, FL 33612-3805

(1992)
8/l/95-7/31/98

Jay Wolfson,  Dr. PH, JD
813-974-6643
813-974-6642 (fax)

REGION V

Family AIDS Clinic & Educational
Services (FACES)
Columbus Children’s Hospital
700 Children’s Drive, Rm. 6072
Columbus, OH 43205-2696

(1991)
8/l/95-7/31/97

Michael T. Brady, MD
614-722-4451
614-722-4458 (fax)

Women & Children’s HIV Program @
Cook County Hospital
[a.k.a. Hektoen Institute)
1835 West Harrison Street
ZCSN,  Room 912
Chicago, IL 60612

(1991)
81 l/94-7/3  l/97

Mardge Cohen, MD
3 12-633-5080
312-633-4902  (fax)

Youth & AIDS Projects
U. of Minnesota
428 Oak Grove Street
Minneapolis, MN 55403

+Great  Lakes Hemophilia Foundation
8739 Watertown Plank Rd.
P.O. Box 13127
Wauwatosa, WI 53213-0127

(1990)
10/l/95-9/30/96

(1994)
8/l/95-7/31/98

Gary Remafedi, MD,
MPH
612-626-2855
612-627-6819 (fax)

Janice R. Hand
414-257-0200
414-257-1225 (fax)

Bureau of Child & Family Services
Michigan Dept. of Public Health
P.O. Box 30195
3423 N. Martin Luther King Blvd.
Lansing. MI 48909

(1989)
1995-1996

Terri D. Wright, MPH
517-335-8969
517-335-9222 (fax)
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REGION VI

Tarrant  Co. Pediatric AIDS
Demonstration Project
(a.k.a. Catholic Charities)
Fort Worth, TX 76105

(1991)
8/l/94-7/31/97

Sue Smith, LMSW-ACP
817-536-1160
817-536-4671 (fax)

Pediatric AIDS Program
Children’s Hospital - New Orleans
Kingsley House, 2nd Floor
914 Richards Street
New Orleans, LA 70130

(1988)
81 l/94-7/3 l/97

Michael Kaiser, MD
Beth Scalco, BCSW
504-524-4611
504-523-2084 (fax)

Houston Regional HIV/AIDS Resource
Group
811 Westheirner, Suite 201
Houston, TX 77006

(1993)
8/l/94-7/3 l/97

Michael J. Springer
713-526-1016
713-526-2369 (fax)

IT. of Texas Hlth. Science Center @
San Antonio
7703 Floyd Curl Drive
San Antonio, TX 78284-7811

(1988)
8/l/95-7131197

Victor German, MD,PhD
210-692-3641
210-567-6921 (fax)

?ediatric  AIDS Network of Dallas
IPANDA)
LTT Southwestern Medical Center
1935 Motor Street
Dallas, TX 75235

(1989)
81 l/95-7/3  l/98

Janet Squires, MD
214-640-2871
214-640-5702 (fax)

iEGION VII

Nashington University
teesearch  Office
724 S. Euclid Avenue
St. Louis, MO 63110

(1995)
8/l/95-7/31/98

Gregory A. Starch,  MD
3 14-454-6079
3 14-367-3765 (fax)

REGION VIII

6I.J. of Colorado Health Sciences Center
4200 E. Ninth Avenue, Box A081
Denver, CO 80262

(1995)
8/l/95-7/31/98

Myron J. Levin, MD
303-270-8501
303-270-7909 (fax)
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REGION IX

Alameda Co. Hlth. Care Services Agency (1994) Ivy Wagner
Office of AIDS Administration 8/l/94-7/31/97 5 10-873-6500
1970 Broadway, Suite 1130
Oakland, CA 94612

Los Angeles Pediatric AIDS Network
(LAPAN)
Children’s Hospital of Los Angeles
6430 Sunset Blvd., Suite 1003
Los Angeles, CA 90028

(1988)
8/l/95-7/31/97

Marcy Kaplan
213-699-5616
213-461-1394 (fax)

Project AHEAD
San Francisco Dept. of Public Health
1242 Market Street, 3rd Floor
San Francisco, CA 94102

(1990)
8/l/93-7131196

Janet Shalwitz, MD
415-487-5777
415-487-5771 (fax)

REGION X

Seattle - King Co. Pediatric AIDS
Demonstration Project
Northwest Family Center
1001 Broadway, Suite 210
Seattle, WA 98122

(1988)
8/l/94-7131197

Julia Sarkissian
206-720-43 19
206-720-4302 (fax)

Cooperative Agreements:

Institute for Family-Centered Care
(Reg. III>
7900 Wisconsin Ave., Ste. 405
Bethesda, MD 20814

(1993)
8/l/93-7131196

Elizabeth S. Jeppson
301-652-0281
301-652-0186 (fax)

National Pediatric & Family HIV
Resource Center (Reg. II)
15 South 9th Street
Newark, NJ 07107

(1993)
8/l/93-7131196

Carolyn Burr
201-268-8251
201-485-2752  (fax)

Hemophilia Special Initiative:

Dartmouth-Hitchcock Hemophilia Center (1993) Kathy Parsonnet, RN,
(Reg. I) 10/l/94-9130196 MPH
One Medical Center Drive, 4B 603-650-5454
Lebanon. NH 03756 603-650-7791 (fax)



Maricopa County DPH (Reg. IX)
1845 East Roosevelt Street
Phoenix, AZ 85006

Ventura County Public Health (Reg. IX)
3147 Loma  Vista Road
Ventura, CA 93003

Orlando Regional Health Care Systems,
Inc. (Reg. III)
1414 Kuhl Avenue
Orlando, Fl 32806

Metrolina AIDS Project (Reg. III)
1415 South Church Street
Charlotte, NC 28202

Houston Institute for the Protection of
Youth (HIPY) (Reg. VI)
811 Westheimer, Suite 102
Houston, TX 77006

8/l/95-7/3  l/96

8/l/95-7/31/96

8/l/95-7/31/96

81 l/95-7/31/96

(1994)
11/l/94-10/31/96

Toby Urvater, CMSW
602-506-6853
602-506-6855 (fax)

Diane Seyl
805-652-65 12
805-652-6617 (fax)

Gidget Ruscetta,  RN,
BSN
407-841-5143
407-649-6824 (fax)

Barbara Rein
704-333-1435
704-376-8794 (fax)

Tracy Brown
713-942-9884

University Medical Center of Southern
Nevada (Reg. IX)
HIV Wellness Center
1800 W. Charleston Blvd.
Las Vegas, NV 89102

,

;

I

’6
(1994) Ann Occhi, RN, MSN
11/l/94-10/31/96 702-3 83-2203

Research Foundation of SUNY (Reg. II)
Office of Research Services
State University of New York
Stony Brook, NY 11794-3366

(1994) Sharon Nachman, MD
11/1/94- 5 16-444-7692
10/31/96 5 16-632-6963 (fax)

Women’s Initiative for HIV Care and Reduction of Perinatal HIV Transmission:

Maryland Dept. of Health and Mental
Hygiene
S/A (Reg. III)

(1995)
1995-1998

Julia Hidalgo, ScD/
Alina Savat-Wright
410-767-5087
410-333-6333 (fax)

Univ. of Texas Southwestern Medical
Center
S/A (Reg. VI)

(1995)
1995-1998

Pam Newton
214-640-5897
214-640-5702 (fax)

Planning/Initial Development:
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Massachusetts Dept. of Public Health (1995)
S/A (Reg. I) 1995-1998

Gail Merriam
617-727-6941
617-727-6108 (fax)

N. Broward Hospital District
S/A (Reg. IV)

(1995)
1995-1998

Gail “Stormy” Schevis
305-799-1970
305-799-1957 (fax)

Children’s Hospital - New Orleans
S/A (Reg. Vl)

(1995)
1995-1998

Beth Scalco
504-524-4611
504-523-2084 (fax)

New Jersey Dept. of Health
S/A (Reg. II)

(1995)
1995-1998

Beverly Kupiec
609-292- 1078
609-292-3580 (fax)

Family Planning Council of Southeastern (1995)
Pennsylvania 1995-1998
S/A (Reg. III)

NIH Adolescent Medicine HIV/AIDS Research Network Sites:

Alicia Beatty-Tee
215-985-2657
215-732-1252 (fax)

Children’s Hospital of Los Angeles
Division of Adolescent Medicine
P.O. Box 54700
Mail Stop 2
Los Angeles, CA 90054-0700

Marvin Belzer, MD
213-669-2390
213-913-3614 (fax)

Zhildren’s  Hospital National Medical
Center
111 Michigan Avenue
Washington, D.C. 20010

Lawrence D’Angelo,  MD
202-884-3066
202-884-5685 (fax)

New York University Medical Center
550 1st Avenue
New York, NY 10016

Keith Krasinski, MD
2 12-263-6427
212-263-7806 (fax)

+ Denotes projects with state-wide service areas.
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Ryan White Title IV Evaluation
Advisory Committee Members

-

Sylvia Trent-Adams
Hemophilia and AIDS Program Branch
Maternal and Child Health Bureau, HRSA

Deborah Allen

-

Division for Children with Special Health Care Needs
Bureau of Family and Community Health
Boston Department of Public Health

-
Mary Boland,  R.N., M.S.N.
National Pediatric AIDS Resource Center

-
Pernell  W. Crockett
Hemophilia and AIDS Program Branch
Maternal and Child Health Bureau, HRSA

Sheila Catherine Fuoco
Consumer Representative

-
Christine Hager, Ph.D.
Office of Science and Epidemiology
Bureau of Health Resources Development, HRSA

’ Julia Hidalgo, Ph.D.
Maryland Department of Health
AIDS Administration

-

Linda Horton
Johns Hopkins University
Health Policy and Management

Rudolph Jackson, M.D.
AIDS Research Consortium
Morehouse School of Medicine

- Ibby Jeppson, Ph.D.
Institute for Family-Centered Care

-
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-
David Maglott
Office of Program Development
Maternal and Child Health Bureau, HRSA

- Gloria Maki, Ph.D.
N.Y. State Dept. of Health AIDS Institute

Xandra Negron

-
Director, Massachusetts CARE
Bureau of Family and Community Health
Department of Public Health

- Moses Pounds, Ph.D.
Office of Science and Epidemiology
Bureau of Health Resources Development, HRSA

Beth Roy

-
Hemophilia and AIDS Program Branch
Maternal and Child Health Bureau, HRSA

Jean Setzer, Ph.D.
University of Texas Health Sciences Center
Department of Pediatrics

-
Mildred Williamson, M.S.W.
Women and Children HIV Program
Cook County Hospital

-
Arnette Wright, R.N., B.S.N., M.A.
Division of Programs for Special Populations
Bureau of Primary Health Care, HRSA

Macro Staff

- Lela Baughman, Project Director
Mary McCormack,  Ph.D.
Tom Chapel

-

-

-
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Title IV Program Evaluation
Study Questions and Indicators

1. Have systems of care been established, improved, maintained, or expanded?

A. Are the appropriate entities participating in the demonstration in a collaborative way?

.

.

.

Shared vision, goals, and objectives among agencies
Exchange of resources such as staff, planning, and funds
Participation of grantee and level of participation in:
- Collaborative/interagency task forces
- Ryan White planning process
- Collaborative efforts with Title V agency(ies); Healthy Start
Formal links with advocacy groups/coalitions
Leadership roles in advocacy groups and coalitions
Joint staff training/staff meetings
Community training or educational sessions
Joint data/information systems

B. Are the appropriate services being offered either directly or by referral?

. Existence of key services in following categories:
1 Prevention
- Outre.ach  and education
- Medical
- Social services
- Support services

. Documentation of priority of services

. .Documentation  of referral links for services not provided directly

2. Do the systems have the desired attributes?

A. Are services accessible?

. Penetration rates (project cases as percent of area projection):
- AIDS cases: pediatric, women, and adolescent
- HIV cases: pediatric, women, and adolescent

. Location of project services relative to residence of clients

. Hours and days of operation

. Physical accessibility for persons with disabilities

. Location relative to parking lots and public transit

Title IV Program Evaluation Study Questions and Indicators--l
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. Transportation assistance or van services

. Provider and client perceptions of physical accessibility

. Availability of Medicaid

. Availability of funding sources for uninsured, non-Medicaid clients

. Provider and client perceptions of financial accessibility

_ B; Are services available and care comprehensive?

-
l Existence of key prevention services directly pr by referral:

-

-

-

-

-

-

-

-

-

-

-

-

A. HIV group outreach/education
- Street outreach
- IIIV individual education

. - HIV ongoing education
- Bleach kit distribution
- Condom distribution

B. Other counseling and education
- Preconception
- Alcohol and substance abuse
- STD
- Family planning

. z Existence-of key medical, social, and support services directly or by referral:
- Outreach
- Core medical services
- Supplemental medical services
- I-Iealth  support services
- Mental health services
- Other psychosocial services
- Case management services
- Education services
- Housing services
- Child welfare services
- Family services
- Logistical support services

. Evidence of client utilization of key services

. Provider and client perception of availability and comprehensiveness

- Title IV Program Evaluation Study Questions and Indicators--2
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C. Is care family-centered?

-

-

.

.

-

-

-

-

-

-

- E. Is care high quality?

-

-

.

Broad and inclusive definition of family
Family care in-service sessions for staff
Evidence of family members receiving services
Participation in family support groups
Family involvement in planning and service delivery through:

- Clients/family members on governing body
- Family participation in service planning
- Use of clients/peers as staff or counselors

Family empowerment/personal advocacy training
Mechanisms for family-centered service delivery:

- Co-located services
- Concurrent clinics
- Child care during adult appointments

Client perception of level of involvement in service planning and delivery

D. Is care culturally-competent?

. Demographic/cultural breakdown of staff

. Multilingual/cultural signage,  materials, and forms

. Use of clients/peers as staff or counselors

. Project has cultural competency vision, such as:
- Policy statements related to cultural competency
- Activities to identify barriers
- Cultural sensitivity in-service sessions

. Client perception of staff-client relationships

. . Client perception of intelligibility and sensitivity of:
- Treatment plans
- Instruction
- Educational efforts

. Provision or strong referral links to tertiary care

. Provision of strong referral links to home care

. Existence of guidelines for pediatric care

. Existence of guidelines for women? care

. Existence of quality assurance process

. Client perception of quality of care

Title IV Program Evaluation Study Questions and Indicators--3
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F. Is care coordinated?

-

-

-

-

-

l Number of clients and families receiving case management
. Case manager/client ratios
. Ability to link files of clients and family members
. Mechanisms of coordination such as:

- Standardized intake process
- Lead case manager or single point of contact across agencies
- Common information reporting format/tracking system across agencies
- Multidisciplinary service planning
- Service plan monitoring and updating

. Provider and client perception of coordination

3. Is the system reaching and serving intended unserved or underserved target populations?

A. Is the project serving women, children, and youth with HIV infection?

. Demographics of catchment area

. Projected AIDS prevalence by gender, race, age

. Projected HIV prevalence by gender, race, age

. Client descriptions:
- Number of clients
- Age/birth date
- Gender
- Racelethnicity
- HIV status
- HIV exposure category
- Living arrangement
- Primary care giver
- Funding source
- People in household

. Service utilization by age and gender for key services

B. Is the project serving families?

. Evidence of services directed at families

. Evidence of families using or being referred to services

C. Is the project addressing people at risk [through prevention and education]?

. Evidence of prevention and education activities

Title IV Program Evaluation Study Questions and Indicators--4
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. Description of prevention and education participants

-

- A. Are providers accessible and available?

-

-

-

-

-

-

-

-

4. Are providers accessible and available that are multidisciplinary and trained to serve the target
population?

. Number of staff by position

. Staff turnover

. Average length of stay of staff

. Nurnber, type, and duration of staff vacancies

. Salaries for selected positions and competitiveness of salaries

B. Are providers multidisciplinary?

. Number of staff by discipline

. Staff input to decision making

. Mix of certification/degrees

. Cross-training of staffs for women’s and children’s services

C. Are providers trained appropriately?

l In-service training sessions
. CEUs completed by staff
. Appropriate certification/degrees
. Prior experience with HIV/AIDS
l Prior experience with service populations

5. Are clients receiving the array of medical and social services that they need?

A. Is the array of services comprehensive?

. Existence of broad array of services per question 2B

. Evidence of client utilization of broad array of services

B. Is the array of services coordinated into an individualized service package?

. Multidisciplinary service planning

. Service plan monitoring and updating

. Provider and client perception of coordination and individualization

Title IV Program Evaluation Study Questions and Indicators--5
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6. Has the program had an impact on increasing participation in clinical drug trials?

. Number of clients referred to clinical trials

. Number of clients enrolled in clinical trials

. Location of trial site in relation to project and residence of clients

. Activities to identify/reduce barriers
- . Staff and client perception of accessibility to clinical trials

7. Has the program has an impact on maintaining family structure intact?

. Distribution of client living arrangements

. Client perception of level of support

. Client perception of level of empowerment

. .Client  perception of maintenance/improvement in family structure

8. Has the program had a positive impact on client and family life satisfaction?

A. Client satisfaction

-

-

-

. Client perception of maintenance/improvement in:
- Life satisfaction/quality of life
- Participation in leisure activities
- Educational/vocational activities
- Activities of daily living

. Client report of changes in risk behaviors

-
B. Family satisfaction

.-

. Family perception of maintenance/improvement in:
* - Life satisfaction/quality of life
- Participation in leisure activities
- Educational/vocational activities

-

-

-

Title IV Progam Evaluation Study Questions and Indicators--6
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RYAN WHITE TITLE IV HIV DEMONSTRATION PROGRAM FOR CHILDREN, ADOLESCENTS,
AND FAMILIES

SELF-STUDY QUESTIONNAIRE

BACKGROUND AND INSTRUCTIONS

This self-study guide attempts to obtain comparable information from all HIV Demonstration Program grantees. The self-study guide
is not a stand-alone data collection effort. Rather, it is part of a broader set of data collection activities that will be integrated to obtain
a complete picture of the demonstration program as a whole. These activities include:

l incorporating data from the data strategy tables
0 analyzing grant applications
a administering this self-study questionnaire to all 36 grantees
0 conducting site visits to 18 grantees
0 conducting client focus groups in 10 of the 18 sites

This guide focuses on approaches to service delivery and builds on existing data from the 1994 data strategy tables and 1993 grant
applications. Most of the questions are in a checklist format. Some questions may require brief statements or clarification. If more
space is needed, please photocopy the tables or appendpages for written responses.

To reduce burden, we have limited the focus of the self-study guide to service entities that are funded by the demonstration grant.
Since the projects encompass several service components, some of the questions allow for the responses to be tailored to each
component. Service components can be in distinct service locations--this can include multiple service components in a single
institution, or in various separate locations (e.g., in-home care or multiple clinic sites). It is only necessary to report information for
each service component separately ifthe  information differs across components. To determine if you will need to report information
for separate service components, skim questions A. 1 ., C.4, D.4, E.4, and E.14 to see if your responses would differ across components.
If so, please use the same categorization for your responses to all of these questions. If not, use a single line for your responses.

Unless otherwise indicated, all definitions of terms match those in the data tables that are part of project grant applications.

SELF STUDY 2
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The self-study questionnaire should be completed by the project director, with input from other project staff as needed. It is important

that the responses reflect the overall perspective of staff throughout the project.*

Once you have completed the self-study questionnaire, please return it in the enclosed envelope to:

Macro International Inc.
3 Corporate Square
Suite 370
Atlanta, Georgia 30329
Attn: Erika Reed

Please complete the questionnaire by [self study due date]. Feel free to call Nicole Lezin or Erika Reed at Macro with questions at
404-321-3211.

*You may fill in the answers by hand; they do not need to be typewritten.

Thank you for your time and effort in completing this guide.

SELF STUDY 3
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2. What types of transportation assistance are available to your clients?

I I I I I

AVAILABLE TO
TYPES OF ASSISTANCE

Public transportation cards or tokens (paid for
by the program, Medicaid, or through
donations)

Taxi vouchers

Regular van or shuttle transportation between
service locations and/or service locations and
client’s home

IF SOME, SPECIFY SELECTION CRITERIA
ALL SOME

Staff transport clients

Emergency assistance

Other (specify)

1 1

.

SELF STUDY 5
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13. FAMILY -CENTERED CARE

In this section, we want to explore the ways in which you are able to give families opportunities to be involved in planning and delivering
and provide them with the support to do so. We would also like to know about your philosophy of care, as it relates to families.

services,

1. Which of the following do you offer directly or by referral:

[ 1 Family care training sessions for staff
[ 1 Staff training in developing collaborative relationships with families

1 1 Family support groups

1 I Family/personal advocacy training for clients

2a. Which of the following do you offer:

1 1 Co-located services for child and family member

[I Concurrent medical clinics for child and family members

[ 1 Coordinated same-day appointments for child and family members

I 1 Child care during adult appointments

[ 1 Child care for other purposes (e.g., drop-in, respite, support groups)

[ 1 Support groups

[ 1 Home visits

SELF STUDY 7
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3a.

3b.

4a.

4b.

5a.

5b.

I I I

Does your program have a governing body?

1 I Yes
[I No

If yes, do clients/family members serve on the governing body of the program?

[ ] Yes (How many: )

[I No

Does your program have an advisory committee?

[ 1 Yes
[I No

If yes, do clients/family members serve on the advisory committee?

[ ] Yes (How many: )
[I No

Does your program participate in interagency task forces?

[I yes
[I No

If yes, do clients/family member serve on any task forces?

[ ] Yes (How many: )

I I I I I

SELF STUDY 9
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6.

7.

8.

I I I

11 No

I I I I I I I I I I I I

In which of the following additional ways are clients/family members involved in service planning and delivery?

11 Use of clients/family members/peers as paid or volunteer staff, counselors, or support group leaders
(How many: )

I 1 Family member serves on the team that develops the service plan for the child

[ 1 Family member participates in own and child’s treatment

[ 1 Clients/families as spokespersons/advocates

I 1 Other (describe):

Does your project have a written philosophy of care statement?

11 Yes (please attach a copy)
[I No

I I

Describe any other activities that you offer to support, train or otherwise assist families to increase their involvement in policy making
and/or  service delivery.

SELF STUDY 10
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C. CULTURAL ISSUES

In this section we are interested in the many ways in which your program addresses the cultural diversity of the clients you serve. (Additional
questions about this topic can be found in Section G, Staffing.) We recognize that although a staffing pattern that mirrors the client population in
terms of race/ethnicity is not sufficient to guarantee that a program is culturally competent, this does provide one proxy measure.

1. What does your program do to attract and retain culturally diverse staff?

2.

3.

Please indicate any of the following ways in which your program has addressed cultural diversity issues with your staff (check all that

apply):

i 1 Official policies/policy statements (i.e., mission statement) related to cultural competency

1 1 Minority staff in decision-making roles; authority over resources

[ 1 Cultural competency as a requirement in job descriptions

1 I Cultural sensitivity in-service sessions for staff (How often: )
I I Other staff or organizational activities to address cultural barriers

(describe):

1 1 Policies encouraging hiring of bilingual or multilingual staff

What operational procedures, policies, and guidelines (beyond your specific program), if any, are in place to promote cultural
diversity among staff in your agency or organization?

SELF STUDY 11
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4.

5.

I i I I I I I I I I 1 I I I

For each of the major service delivery components of your program, please list the breakdown of the staff, as follows. If staff
members represent a particular culture or nationality within these categories that corresponds to the race/ethnicity of clients being
served, please note this as well (e.g., Haitian/Creole, Puerto Rican, Laotian).

SERVICE
COMI’ONENT

ASIAN/PACIFIC AMERICAN

White: Including Canadian, East European, European, Middle Eastern, Russian

African-American/Black (non-Hispanic): Including African-American, African, and persons having origins in any of the black racial groups of Africa
Hispanic/Latino:  Including Cape Verdean, Central American, Cuban, Mexican/Mexican American, Portuguese, Puerto Rican, South American, Spanish

Asian/Pacific Islander: Including East Asian (Chinese, Japanese, Korean, Taiwanese), Pacific Islander (Hawaiian), South Asian (Bangladeshi Indian,
Pakistani), Southeast Asian (Hmong, Kampuchean, Laotian, Vietnamese)

American Indian: Including Native American, Aleutian, Native Alaskan, Eskimo

Do staff represent any other cultures or subcultures that you find relevant to effective service delivery for your clients (e.g., culture of

SELF STUDY 12



drug use)?

6. Please indicate any of the following ways in which your program has addressed cultural competency in service delivery (check all that

apply):

t I

I I
[ I

[ 1

1 I

[ 1

1 I
[ 1

1 I

Availability of translators or interpreters
(Which languages: )
Availability of sign language interpreters
Multilingual signs/posters in facility or reception area
(Which languages: )
Multilingual instructions, forms, or educational materials
(Which languages: )
Non-technical instructions or educational materials oriented to specific cultures (not necessarily multilingual)
(Which cultures: )
Visual materials for non- or low-literate clients
(Describe: )
Assistance explaining and reviewing materials/instructions
Use of clients/peers as staff or counselors
(How many: )
Other efforts (describe):

7. What grade level are your materials for clients geared to?

SELF STUDY 13
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4. For each service delivery component, indicate the following in terms of medical chart review procedures:

6.

i > i I I I I I I i

SERVICE LOCATION

5.

I

CHARTS CHARTS SELECTED FOR REVIEW FREQUENCY OF WHO IS RESPONSIBLE
ROUTINELY
REVIEWED (Y/N) ALL CHAR’&

REVIEWS FOR REVIEWS?
SOME CHARTS
(SPECIFY CRITERIA)

I 1

If chart reviews are conducted, what do you do with the results of the review? What are the key follow up activities?

Do you use any other mechanisms to monitor staff adherence to care protocols? If yes, please describe:

SELF STUDY 15
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4.

5.

6.

i i I

For each service location/program component, what are the typical case manager caseloads?

I i

Service
location/component

Total number of case Average number of index
management FTEs clients per case manager

Average number of
individuals per case manager
including family members

What percentage of clients are assigned a case manager?

What are the criteria for determining whether clients are assigned a case manager?

SELF STUDY 18
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7.

8.

I I I i I i I i i i i i 1 I I

How many FTEs throughout your program are engaged in performing each of the following in your program?
(e.g., if 3 people each spend a quarter of their time on initial intake, 3 x .25 = .75 FTEs)

Initial intake
Assessment
Service plan development
Service plan implementation (sum of i and ii)

i. Direct service
ii. Referral to other agencies

Monitoring/follow-up
Reassessment
Crisis intervention
Supervisory review
Multidisciplinary case conferencing
Discharge/exit planning
Interagency coordination/system development
Other (specify)

How are case management services paid for? If more than one source indicate approximate percentage covered by each one.

Percent
Title IV grant
Other grant funding
Medicaid
Sponsoring institution
nthor  fanm-ifxr\VCllVI \l.'yv"'IJ,

I 1

Total 100%

SELF STUDY 19
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14.

I i i 1 I I I 1 I

If yes, provide the following information on case plan review procedures. If procedures differ for each service component, please use
a separate line for each component.

SERVICE CASE PLANS CASE PLANS SELECTED FOR REVlEW FREQUENCY OF WHO IS RESPONSIBLE
COMPONENT ROUTINELY REVIEWS FOR REVIEWS

REVIEWED (Y/N) ALL CHARTS SOME CHARTS
(SPECIFY CRITERIA)

15.

16.

What do you do with the results of the case plan review? What are the key follow up activities?

Do you have any other mechanisms for monitoring case planning? If so, please describe:

SELF STUDY 21
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How is the input of the following staff/professions (as relevant) elicited? Check all that apply. If input is regularly sought from other
staff/professions not listed, please specify.

Physician staff

Nursing staff

Social services staff

Child welfare staff

Mental health professionals

Educationkchodl  personnel

IHousing  personnel

Parents/guardians

Other (specify):

Other (specify):

Other (specify):

I !

’ Regularly scheduled meetings held for most/all clients
2 ~l‘c:m  meetings  called on an ad-hoc basis, m regularly  schcdulcd
’ Usually consulted for most/all  clients
4 Available for consultation when needed, m routinely consulted

SELF STUDY 22
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Here are some outcomes that may be goals for your program. For each one, please : a) indicate how important the outcome is to your
program as an indicator of success b) indicate how often your project has been successful in meeting the outcome, and c) describe
factors that have influenced your ability to be successful

OUTCOMES

Access to clinical trials

IMPORTANCE SUCCESS
FACTORS THAT INFLUENCE OUR

CRUCIAL NOT IMPORTANT ALWAYS RARELY SUCCESS
1 2 3 1 2 3

Meeting basic medical needs

Avoiding unnecessary
hospitalization

Avoiding unnecessary visits to
the emergency room

Patients keeping appointments

Keeping biological family
A..-_LL_.. I I
L”gWltl

Transitioning legal custody of
children before mother becomes
critically ill

Meeting social service needs
most of the time

Other (specify)

Other (specify) I

SELF STUDY 24
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F. CLINICAL TRIALS

In this section, we are interested in exploring factors that make it easy to enroll clients in clinical trials and factors that make it more difficult.

1. Which of the following factors make it difficult to enroll clients in clinical trials? (Check all that apply.)

I 1
[ I
[ I
[ 1
[ 1
I 1
I 1
[ 1
[I

Fear or suspicion of medical profession/clinical trials
Fear of medical settings/procedures
Release/consent issues
Distance/transit time to clinical trial site
Lack of transportation
Frequency/duration of visits
Eligibility criteria
Protocol requirements
Other (specify):

2. What factors have facilitated enrollment in clinical trials?

3. Are there specific barriers related to age, gender, or race/ethnicity (e.g. competition for pediatric patients)?

4. Describe project activities/efforts to reduce barriers to access to clinical trials:
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G. STAFFING
.I,

In this section, we explore the characteristics and background of your staff who routinely provide services to your project clients.

I I I

For each staff category: a) indicate the total number of full time equivalents (FTEs) who routinelv provide services to demonstration
project clients, whether or not their salaries are supported by the grant, b) indicate the number of FTE staff who are funded by the
grant (include salaried and subcontracted staff for a and b), and c) indicate the number of volunteers--i.e., unpaid staff.

STAFF CATEGORY

Nurses

Aides

Therapists

Technicians

Physician assistants

Nurse practitioners

Physicians

Dentists

Pharmacists

Case managers/social workers

Health educators/outreach workers

Mental health professionals and licensed counselors

Other staff (specify: >

Other staff (specify: >

TOTAL NUMBER
TOTAL OF FTES FUNDED NUMBER OF

NUMBER OF BY THE GRANT VOLUNTEERS
FTES
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4a.

I I i 1 I I I I

For UP to the three most difficult job titles to fill,  which of the following factors make them hard to fill? (Chcclc all that apply.)

Factors Job Title: Job Title:
(specify) (specify)

Job Title:
(specify)

Salary

Benefits

Hours

Complexity of client care

Lack of supply in this profession

Burnout

Fear of infection

Lack of expertise in HIV

Lack of experience with client
population

Other (Specify):

Other (Specify):
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5. In your experience, in which job titles is it hardest to retain staff!

5a. For up to the three most difficult job titles to retain, which of the following factors make them hard to retain?
(Check all that apply.)

Factors Job Title:
(specify)

Job Title:
(specify)

Job Title:
(specify)

Salary

Benefits

Hours

Complexity of client care

Burnout

Fear of infection

Other (Specify):

Other (Specify):
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A. AVAILABILITY

Purpose: To explore the priority of services, availability of key services, and referral links
Methods: Interviews with key staff
Target: Case management staff and administrative staff

In reference to the completed Table 2--Service Mix ProJile--site  visitors will explore the following
issues:

1. Which of the services listed do you consider of highest priority or most central to the mission
of your project? Does this differ across service populations?

2.

3.

3a.

3b.

32.

4.

Which services are the hardest to access or have the longest waiting list?

For the boxes that are left blank:

Are these services not available or not accessible?

Are they needed?

For those services that are not accessible, what are the issues?

For those services that are delivered by a network member or through referral outside of the
network (marked B and C respectively), please describe the nature of your referral links:

0 Active--the demonstration project has allocated or reserved spaces or accompanies
the client to the referred agency and follows up with and gets feedback from the
agency.

0 Somewhat strong--the demonstration project has a relationship and can ease the
process, but has no ability to reserve spaces or capacity for its clients (no follow up
or feedback is involved)

0 Passive referral--the agency refers the client, but does not follow up to ensure the
service is available, nor is feedback given.

5. What are the key issues or barriers that you encounter in making referrals?

6. What strategies have you found to be effective in addressing barriers?

SITE VISIT 2
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7. Does your project have an outreach program to promote early anti-retroviral therapy (e.g.
AZT/ZDV) for pregnant women?

Ifues, describe this outreach program:

-
If no, what are the barriers to implementing such a program?

-

How many pregnant clients are currently on AZT/ZDV?

-

SITE VISIT 3



B. COLLABORATION
-

-_

-

Purpose:

Methods:
Target:

To determine the degree to which the demonstration project is creating or
participating in a system of care that includes major entities.
Interviews
Demonstration project directors, case management staff, and directors of key
collaborating agencies

We are interested in exploring the breadth and depth of your collaboration with active project
participants and other agencies and organizations. We already have information on your referral
relationships through the data tables. Here we want to focus on other collaborative mechanisms and
relationships in which you are involved and explore further the collaborations you described in Table
B of your grant application.

For the collaborative relationships identified in the grant application, site visitors will probe the
following issues:

1. How well do the collaborations with these agencies work? How often do these entities meet?
About how much total staff time per month is spent in collaborative activities?

2. Which collaborations are most important? What percentage of staff time is spent on these
major collaborations?

3.
-

To what degree do you believe that the mission and desired outcomes are shared among
agencies involved with your clients?

: 4. To what extent is information exchanged between
- collaborating agency?

5.

6.

-
7.

Are there ways in which financial resources are shared? If so how?

Are there overlapping staff appointments? If so how many and what are the titles?

-

8.
-

9.
-

Are there joint activities (other than referrals) between the demonstration project and
collaborating organization? What are these activities? How frequently do they occur? Who
takes the lead on sponsoring them?

[Asked of other agencies] How active is the grantee in these efforts? Are they serving in a
leadership role or member role only?

Is there a joint planning or policy committee? Who (titles) sit on this committee?

SITE VISIT

the demonstration project and

4



-
10. Are there formalized relationships between the demonstration project and collaborating

agency? How is the relationship formalized?

11. How knowledgeable is the demonstration project about collaborating agency’s functions?

12. How well coordinated are the responsibilities of the various professional disciplines?

13. Is there a clear procedure for communication between collaborators and the demonstration
project?

-

14. For each of the Ryan White programs, how does the process work in your catchment area?
How well does it work? How were pediatric concerns handled in the allocation process? Do
HIV/AIDS community organizations see themselves as fractionalized or united? If
fractionalized, along what lines? If united, describe how.

-
15. For collaborations that do not exist or are still in the planning stages, what have been the

barriers? (e.g., non existent in community, demonstration program excluded, etc.)

-
16. How feasible are the various mechanisms for collaboration? What are the obstacles to

implementing them?

-

-

planning/needs assessment
shared financing
Joint data or information systems
Joint staff training

17. What strategies have you found to be successful in addressing barriers?

-

-

-
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18. Asked of collaborating agencies (each)

Please answer the following questions:

a. What agency do you represent in local interagency activities?

b. What is your job title?

On a scale of 1 to 5, with 1 being the lowest possible rating and 5 the highest, please
answer the following questions:

C. How would you rate the level of coordination among pediatric care providers
in your area?

1 2 3 4 5

d. To what extent do pediatric care providers make effective joint decisions
through collaborative interagency mechanisms?

1 2 3 4 5

e. To what degree are the agencies who serve children with HIV and
families able to function together as a unit to achieve common goals?

1 2 3 4 5

-

their

f. How often has your agency had conflict with other agencies over a policy,
funding, or service issue?

1 2 3 4 5

-

SITE VISIT 6



C. ACCESSIBILITY
-

-

-

-

Purpose:
Methods:
Target:

To determine the physical accessibility and convenience of the program’s services
Interviews with service staff and observation of the service setting
Facilities

1. How did you decide on your current hours/days of operation? Have you made any changes
in these hours (e.g., night/weekend hours)? If so, why?

2. How did you decide on your program’s scheduling policy (appointment vs. first-come, first-
served)?

3. In your self-study guide, you noted that you offer the following types of assistance with
transportation:

a [This section will list information from  the self study guide.]
l

0
-

What kinds of barriers have you experienced to providing this type of assistance? What has
worked well?

-

4. In your self-study the following problems or concerns with accessibility of services were
noted: L

-

-

0 [This section will list information from  the self study guide.]
0

l

Can you elaborate? (Site visitors will tailor probes based on the self-study responses)

Confirm/observe checklist

0 Confirm through observation accessibility of major service locations to persons with
handicaps.

a Confirm through observation the location of parking lots, ease of parking, and location of
public transit stops.

0 Confirm through observation the physical environment and “ambiance.”

SITE VISIT 7



D. FAMILY-CENTERED CARE

Purpose:

Methods:
Target:

To explore ways in which the project involves families in project decision making
and in their own service plans
Interviews with staff and observation of process
Case management staff

1. Do you have a written policy on who is eligible for services?

How feasible is this policy, in your opinion? (That is, although you would like to serve more
than the client, in actuality, are you able to? Where are the gaps?)

2. What are your guidelines for stopping or ending services?

- 3. In your self-study, the following barriers or obstacles were identified:

-

-

-

0 co-located services--
0 concurrent clinics--
0 same-day appointments--
0 child care during appointments--
0 child care for other purposes (support groups, respite care)--
0 support groups--
0 home visits--

-

Can you elaborate?
(Site visitors Will tailorprobes based on the self-study responses)

- 4. Ifproject has a support group for clients:

-
When did support group(s) first get started?

-
How did support groups first get started?
(e.g., client-initiated or project initiated)

Were there any barriers/issues to starting the support groups?

When and where are support groups held?

SITE VISIT 8



How are they staffed?
.-

What is the focus of the support groups?
(e.g., education, social activities, counseling)

5. Ifhome visiting services are ofleered:

Who is responsible for making home visits? (e.g., staff or referral agencies)

How often are home visits made?

-

-

6. Do you have any printed materials on family care training for staff?

7. What do staff do to involve families in service planning?

8.

What is the nature/purpose of these visits? (e.g., case management, home health
care, help with household chores and other activities of daily living)

What have been some of the barriers to including family members in advisory committees,
task forces, or other planning groups? How have you overcome these barriers?

Confirm/observe checklist

-

0 Confirm through observation existence of files for family member other than the child

0 Confirm through observation of schedules or actual sessions, existence of
- Co-located services
- Concurrent clinics
- Child care during adult appointments

-

-

-

l Confirm through reading agendas or observing actual sessions, existence of
Family care in-service sessions for staff
Family empowerment/personal advocacy training
Participation in family support groups

0 Confirm through reading agendas, minutes, or observation, family involvement in planning

SITE VISIT 9
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and service delivery through:
Clients/family members on governing body
Family participation in service planning
Use of clients/peers as staff or counselors
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E. CULTURAL COMPETENCY
-

1.

2.

-

- 3.

4.

5.
-

6.

-

7.

-
8.

9. How did you decide which grade level to target your materials to?

Purpose:

Methods:
Target:

To explore how the project addresses the cultural diversity of its clientele and the
cultural differences between clients and staff
Interviews with key staff and observation
Medical, social services, and case management staff

Does your program have a policy statement related to cultural competency?

Data from Table 3A (Person based demographic and clinical status summary) indicates that
the key cultural groups that you serve include:

l [This section will list information  from the self study guide.]
0
0

How does this affect your approach to service delivery? Have you found the need to take a
different approach for any particular subcultures (e.g., substance abuse, homelessness, etc.)?

Is cultural competency an element of staffjob descriptions?

What kinds of activities do program staff undertake to identify program barriers to cultural
competence (e.g., client surveys, utilization data)?

What types of training in cultural competence skills are offered to staff?

How do the program’s cultural competence activities relate to those of the larger institution
(if applicable)?

Have you had any problems developing or obtaining multilingual materials (if applicable)?

(For projects that have multilingual materials) What materials are available in which
languages?

-
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Confirm/observe checklist

-

0 Confirm through observation demographic/cultural breakdown of staff versus predominant
clientele

0 Confirm through observation multilingual/cultural signage,  materials, and forms

0 Confirm through observation use of clients/peers as staff or counselors

-

-

-

-

-
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-

-

-

--

-

-

F. QUALITY CARE

Purpose: To examine quality assurance mechanisms as a proxy for quality of care
Methods: Review of documents and interviews
Target: Medical staff

Before going on site, site visitors will review protocols and guidelines for pediatric care and
women’s ob/gyn care provided as part of the self study.

Particular areas for follow up and clartfication  will be noted and asked of medical sta$C In
addition, the following questions will be asked:

1.

2.

7
J.

4a.

4b.

4c.

In your self-study guide, you indicated that you use the following HIV diagnostic tests:

0 [This section will list information  from the self study guide]
0
0

And you indicated that you use the following HIV test(s) most often:

0 [this section will list information from self study guide]
l

Under what circumstances do you use which tests?

What factors influence your choice of tests?

Do you make any exceptions/adaptations to guidelines and protocols?
(e.g., point at which clinical therapy is initiated) If so, please describe.

Are alternative therapies available for your adult and pediatric patients? Who provides this
care? Please describe your referral and information feedback processes.

What mechanisms do you have in place to identify primary care providers for pediatric
patients? Adult patients?

Is medical information for pediatric clients shared between tertiary care, primary care, and
other service providers? If so, how? How frequently? What is the typical turn-around time?

Is medical information for adult clients shared between tertiary care, primary care, and other
service providers? If so, how?

SITE VISIT 13
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-

4d. Is medical information from the mother’s prenatal/obstetric records shared with the child’s
pediatric medical care provider? If so, how? How frequently? What is the typical turn-
around time?

5a. Is home health care information for pediatric clients shared between home health care,
primary care and other service providers? If so, how? How frequently? What is the typical
turn-around time?

5b. Is home health care information for adult clients shared between home health care, primary
care and other service providers? If so, how? How frequently? What is the typical tum-
around time?

6a. Is mental health information for pediatric clients shared between home health care, primary
care and other service providers? If so, how? How frequently? What is the typical turn-
around time?

-

6b. Is mental health information for adult clients shared between home health care, primary care
and other service providers? If so, how? How frequently? What is the typical turn-around
time?

7. Is substance abuse treatment information for adult clients shared between home health care,
primary care and other service providers? If so, how? How frequently? What is the typ’lcal
turn-around time?

-

-

-

SITE VISIT 14



G. COORDINATION

-

-

-

Purpose:

Methods:
Target:

To explore how the project integrates multiple efforts directed at the same client of
family and further elaborate mechanisms of collaboration and approaches to case
management
Interviews and observation
Case management staff

1. When clients come into the system for the first time, what is the process for linking them
with case management services? How are clients assigned to case managers? How is the
lead case manager determined?

2. Are there any project clients who do not receive case management services? If not, who and
why?

3. What factors influence your approach to case management?

4. In your self-study the following mechanisms for coordination were identified:

0 [This section will list information from the self study guide.]
l

l

Do these work well for you? Why or why not?
What factors influence your approach to coordination?

-

5. In your self-study the following client service needs were identified as the most time-
intensive:

0 [This section will list informationj?om  the self study guide. /
l

l

-

-

-

What influences the case managers ability to link clients with these services? Why are they
so time consuming?

7. What major changes have you experienced in your client population that have had
implications for case management since the project’s inception? In the last year?
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8. In your self-study the following barriers to coordination were identified:

0 [This section will list information  from the self study guide.]
0
0

Can you elaborate? (Site visitors will tailor probes based on the self-study responses)

9. What efforts have you found to be effective in addressing barriers?
-

-

-

-

Confirm/observe checklist

0 Confirm through observation of files, ability to link files of clients and family members

0 Confirm  through observation of selected files, existence of mechanisms of coordination such
as:

- Multidisciplinary service planning
- Service plan monitoring and updating
- Standardized intake process

-

-

-

-
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-

H. CLINICAL TRIALS

Purpose: To explore access to and participation in clinical trials for adult and pediatric clients
Methods: Interviews, document review

In your self-study you noted the following barriers to participation in clinical trials:

0 [This section will list information from the self study guide.]
0
0

Could you elaborate on these and on strategies for overcoming these barriers?

-

-

-
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I. STAFFING

-

Purpose:

Methods:
Target:

To explore staff availability, multidisciplinary nature of staff, and staff training and
support
Interviews, document review, and observation when feasible
Administrative staff (Q. l-5), medical and social services staff (Q. 6-l 1)

1.

2.

3.

4.

5.

-

-
6.

7.

--
8.

-

9. What types of training have you participated in since joining the project?

10. Are you given monetary support and leave time to attend continuing education?

11. Do you have training needs that are unmet?

What has been your experience with staff turnover over the length of the project?

What is the average length of stay of staff?

When you have had turn over in staff, what has been the average duration of staff vacancies?

Do you feel that you are able to offer competitive salaries?

In the self study you indicated that the following staff support activities have been most
effective for you:

0 [This section will list information@om  the self study guide.]
l

0

Have they made a difference in staff retention? Why do you think they have been so
effective?

Are there particular staff supports that make a difference in your attitude about staying with
this project?

How involved are you in program decision-making? Do you feel that your level of
involvement is appropriate?

Are there particular staff roles or disciplines that you feel are not adequately represented on
your staff? Why or why not?

--.
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Confirm/observe checklist

l Confirm through review of policy, minutes, or actual observation of staff meeting, staff input
to decisionmaking

0 Confirm through observation of agendas or actual sessions, cross-training of staffs for
women’s and children’s services

0 Confirm through observation of agendas or actual sessions, in-service training sessions

0 Confirm through review of selected personnel files:
CEUs completed by staff
Appropriate certification/degrees
Prior experience with HIV/AIDS

--

_-
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INTRODUCTION

-

-

-

-

Thank you very much for being here today. This is an informal discussion, so please just relax and
make yourselves comfortable.

This group discussion is part of a study of a national government program that gives funding to
organizations that provide medical and social services for families affected by HIV and AIDS. It’s
important for the national program to look at how the funding is being used by the projects and how
their services are helping families. [Project] is one of the sites that gets this type of funding. We’re
here to find out about your experiences at the [project] and to discuss how you feel about their
services. The purpose of our discussion is to understand how these services work from your point
of view, and to help improve them if that’s appropriate. We are also talking to project staff. Your
opinions about these services are important too, and that’s why we want to hear what you think.

We know that the issue of HIV/AIDS is a sensitive one. Sometimes it may be painful or
uncomfortable to talk about how the disease has affected you and your family. I want to stress how
much we appreciate your talking about these things with us. We’re interested in your true, honest
opinions. Everything you say here is completely confidential. When we write a report about the
discussion, we will never associate a particular comment with any individual. The project staff will
not know who said what today, but we’ll let them know in general what we discuss.

-.
The discussion should last about 2 hours and will cover five main topics:

0 Accessibility--how easy or hard it is for you to get here and get the services you need
0 Cultural Competency--ways that the project help you feel welcome
0 Family Centered Care--how your family’s needs are met and how your family is

treated here
0 Family and Individual Outcomes--how the project has affected your life, your child’s

life, and your family’s life
0 Prevention Outcomes--how the project has affected your own behavior

We are also interested in getting your suggestions for how the project can improve in these areas.

-

-

I’d like to introduce [notetaker], who will be taking notes while we talk. Please try to speak clearly
and one at a time so that she can follow our conversation.

Do you have any questions before we get started? Let’s get started by introducing ourselves. Let’s
take a few minutes to go around the table and have each person say his or her name and a little about
themselves--your family, work, school, or hobbies.

FOCUS GROUP 1



ACCESSIBILITY
-

c.

1.

2.

-

3.

4.

5.
-

-

7.-.

8.
-

9.

6.

- 10.

_. 13.

14.
-

15.

- 16.

11.

-.
12.

How did you first find out about the [project]?

Probes: case manager, friend,  social service agency, doctor...

What types of services do you get through the project?

Probes: medical care, case management, housing, transportation...

What types of services are easy to get through the project?

What types of services are hard to get?

What makes it hard to get these services?

Probes: transportation, hours, child care, physical access, other?

Are there other services that you need that you are not able to get here?

Are you usually able to make appointments for the services you need?

When you schedule an appointment, how long do you have to wait?

Do you have to wait a long time after you get here?

What kinds of arrangements do you have to make to keep appointments?

Probes: babysitter, ride, someone to take care ofparent...

Is the location convenient for you?

How do you get here?

How long does it take?

Are the clinic hours convenient for you?

What hours would be more convenient?

Have you had any problems with how services are paid for?
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17. Is there a case manager or someone else who helps keep track of all the services you need
and are getting? Is that person at this agency or somewhere else?

Probe: Do the various providers seem to work well together and share information?
-

18. If there were no case managers, how do you think this would this change the way you get
services?

SERVICES

1. When you or your child started taking medicine, did you feel that it was the right time to
start? How did staff help you with this?

-

2. Have you ever disagreed with what the staff here recommended for you or your child? How
did you deal with this? What happened?

3. Have you ever wanted to look at your medical records? Was this possible? Did staff help
you do this?

4. Have you ever considered any alternative treatments? Did staff help you with this?

5. Are any of you or your families enrolled in clinical trials? How has this worked out for you?

CULTURAL COMPETENCY

- 1.

3.-

4.
-

5.

- 6.

7.
-

8.

2.

What kinds of things have staff done or said to make you feel comfortable--that is, welcome
and at-ease?

What kinds of things would help you feel more comfortable?

What kinds of things would help other clients feel more comfortable?

Do you understand the information you get about services and medical care?

What kinds of things would help you understand better?

Do you feel comfortable asking questions?

Is there anyone here who speaks your language and understands where you’re coming from?

How do you feel about the staff here and the way they treat you?
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FAMILY CENTERED CARE
-

-
1. Do other members or your household receive services here?

2. If not, why not?

Probes: no services available, eligibility issues, inconvenient hours, ties to other providers,
other...

3. What kinds of things could the staff do to make it easier for you to receive services as a
family?

-

-

-

-

-

4. If your children or other family members receive services here--how are you involved in their
care? Would you like to be more or less involved?

5. Are you invited to team (i.e. treatment team) meetings?

Probes: 1. Are meetings scheduled at times when you can attend?

2. Are you encouraged to express your concerns, ideas, priorities?

3. Are you given enough information?

6. Do project staff do anything in particular to help you be more involved?

7. Do you or any families that you know of serve on any planning groups or committees?5

-

8. Are there other ways that you give staff your ideas about services and programs?

9. Would you like to be more involved in planning the projects and services?

10. Does the project help you get in touch with other families dealing with the same problems?
-

-
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--
FAMILY AND INDIVIDUAL OUTCOMES

1. How do you feel physically now, compared to a few months ago? How about compared to
a year ago?

2. What kinds of activities are you less/more able to do now, compared to a few months ago?
How about compared to a year ago?

3. Does this project help take care of things that are harder to do? How?

4. Are you more or less concerned about your family than a few months ago?

5. What are you worried about? (your health, family members’ health, $, other?)

6. What kinds of things is this project doing to help you and your family?

7. In what other ways could the people here help you?

-
8. In general, what difference has the program made for you and your family?

PREVENTION OUTCOMES

-
1. What kinds of things do project staff do to help you stay safe--that is, take care of yourself

and avoid things that are unhealthy for you?

i
Probes: support groups, referrals to drug treatment, supplying condoms, counseling
partners.. ,

2. What other activities or information would be helpful?

-

-

-

-
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