8-05-09
Mosaica Consumer LINC Project
Program M odels and Strategies

Strategy #1: Under standing and Refining the System of Care

1. Typeof Model/Strategy: Thisstrategy engages PLWH to lead activities that help grantees
and planning bodies understand and assess the current system of care, identify systemic
barriers that limit access to care in general or for particular population groups, and make
refinements needed to improve PLWH access to and retention in care.

2. Purposeor Goals: To understand, assess, and meke refinementsin a State, EMA, or TGA
system of HIV/AIDS care to make it easier for PLWH with various backgrounds and
characteristics to:

Find out about available services
Get their éigibility determined so they can enter the system of care

Obtain needed services — especialy HIV-related health care but also services needed for
retention in care

3. Brief Description of Strategy: This strategy engages PLWH working through Ryan White
planning bodies, committees, and caucuses in leading structured efforts to better understand
the system of care and the need for systemic changes in order to increase access to care. The
activities give PLWH primary responsibility for tasks that help them identify and analyze
barriers in the system (or “continuum”) of care in the State, EMA, or TGA, then explore and
recommend actions to reduce or eliminate these barriers so that PLWH are better able to
access and remain in care. Usually, access and barriers are assessed from the perspectives of
specific subpopulations of PLWH, since they often face different barriers. This strategy isan
appropriate starting point for a Part A or Part B program that wants to bring people into care.
It helps the planning body and grantee better understand how PLWH with different
characteristics or different places of residence find out about services, establish eligibility,
get linked to care, and navigate the system to obtain the services they need — and what
challenges each group faces. It helps programs decide when the best way to link PLWH to
care is to help individuals overcome barriers affecting them, and when it is more efficient to
make systemic changes that can reduce or eliminate those barriers for all PLWH. It also helps
a program decide what populations should be targeted and what kinds of program models are
likely to be most helpful in linking them to care.

4. Names and L ocations of M odels/Programs: These strategies include approaches for
assessing barriers to care that have been used informally in a number of programs, usualy by
aPart A planning council or committee as a part of Comprehensive Planning or needs
assessment. The activities have typically included strong PLWH involvement but not
necessarily PLWH leadership. Among these Part A programs are Las Vegas, Memphis,
Nashville, New Orleans, Norfolk, and Phoenix.
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5. Target Populations: These strategies target various subpopulations of PLWH, typicaly
defined based on race/ethnicity, language, geography (usually where a person lives within the
service area), co- morbidity (e.g., mental health issues, substance use, homelessness), sexual
orientation, gender, and/or age. The strategy generally considers multiple PLWH groups,
focusing on those disproportionately affected by HIV/AIDS and most likely to be out of care.

6. Components/Activities: This strategy may involve maeny different components and
activities. A sound process might include the following components, the first three of which
represent chronological steps (See Attachment A for aFlow Chart of this strategy) :

a. Form a PLWH leadership group for analyzing, assessing, and if necessary refining
the system of care:

The effort should involve the entire planning body, but should include PLWH leadership
drawn primarily from the planning body and its committees. Y ou might ask a PLWH co-
chair or the chair of the PLWH committee or caucusto lead this effort, or call upon
another PLWH committee chair or vice chair.

b. Analyze thecurrent system of careto identify accessstrengthsand barriers:

Ryan White planning bodies often use the devel opment of the comprehensive plan and/or
the needs assessment process as an opportunity for analyzing the current system of care
to identify its strengths and weaknesses, including barriers that prevent access to care for
some categories of PLWH. PLWH can take |eadership responsibility for this effort.

Norfolk and Phoenix are among Ryan White Part A programs that have used Planning
Council meetings or held specia community meetings to assess the current continuum of
care to see how accessible and responsive it is to different groups of PLWH. Another
approach isto do a careful, PLWH-led review of comprehensive needs assessment
findings to focus on access barriers. Following are brief descriptions of three methods,
each is described in detail in Attachment B.

Population Access Exercise: A PLWH-led activity that explores access and barriers
to care issues by asking eachmember of a PLWH or broader group to take onthe role
of aPLWH who does not come from his’her background and consider how that
PLWH might find out about and seek access to Ryan White services. The output is
information on aspects of the system of care that may discourage specific groups of
PLWH from finding or entering care.

Community Meetings with Providersand PLWH: A well planned, large
community meeting — sometimes repeated in several locations within the service area
— that brings together both Ryan White and nort Ryan White providers and diverse
PLWH (including individuals who are not generaly involved in Ryan White planning
activities) to consider how well the current system of care is understood by those
outside it and the extent to which it is accessible to specific categories of PLWH.
PLWH help lead the discussion, provide critical input, and meet afterwards to review
important findings.

PLWH-led Data Review. A scheduled PLWH-led review of needs assessment,
service utilization, client satisfaction, and related data from consumers, providers,
PLWH who are not in care, and PLWH who recently entered care. The review
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focuses on data addressing barriers and access to care for PLWH overall and for
specific PLWH groups in order to identify aspects of the system of care that facilitate
or discourage entry to and/or retention in care.

c. Explore waysto overcomethese barriers: PLWH play akey role in using information
from activitiesin the first component to summarize systemic barriersto care overall and
for particular groups of PLWH, and then explore with appropriate committees, the
grantee, and providers how these barriers might be overcome. The intent is to identify
actions related to such areas as outreach about available Ryan White services, points of
entry, eligibility determination, intake and assessment procedures, and referrals to and
within the system. The actions may involve changes in responsibilities for eligibility
determination and intake, standards of care for service categories most involved in entry
into care, prioritization and allocation of funds to different service categories, redefinition
of service models, etc. The PLWH Committee or a PLWH- led task force works with
other committeesto explore different aspects of possible solutions. Eventually, some
specific actions are recommended to the full planning body for decision making (or, in
the case of Part B advisory bodies, development of recommendations to the grantee).

d. Makedecisionsabout needed changesin the system of care: The planning body (or
the grantee in collaboration with an advisory group) receives recommendations for action
from the PLWH- led group. The body reviews possible actions and decides which ones to
approve. Decisionmaking responsibilities and entities may vary. For example:

Decisions may be made as part of the priority setting and resource alocations
process.

For Part A, some decisions will involve directives to the grantee regarding service
models, geographic location of services, or multilingual/multicultural capacity
regquirements for providers Directives (legidatively specified guidance from the Part
A planning council to the grantee on how best to meet identified priorities) are
usually drafted by a committee based on discussion during the priority setting and
resource allocations process, and approved by the full planning council.

Some recommendations will go from the PLWH Committee to the committee
responsible for reviewing and revising standards of care. That committee will draft
the revised standards for planning body approval.

Some decisions will be made by the grantee, based on recommendations from the
PLWH Committee, supported by the planning body, and forwarded to the grantee.
This might include recommendations for social marketing, changes in intake
procedures, or other administratively-funded or -determined activities.

e. Agreeon solutions involving the planning body and/or direct PLWH actionto help
implement changes (e.g., helping to inform PLWH about the availability of
services): Some solutions are likely to involve volunteer roles for PLWH — for example:

Targeted community awareness building through serving as community ambassadors.
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Leadership by the PLWH Committee in planning and carrying out PLWH outreach
and training sessions like Phoenix’s one-day Learn, Link, and Live PLWH
conferences, held in both English and Spanish or other volunteer initiatives (See
Strategy #2, PLWH Caucus/Committee).

Other social marketing activities that involve PLWH in leadership roles, to increase
awareness of Ryan White services and of where and how to seek care, such as
“ambassador” rolesin which PLWH from the planning body attend community
meetings and use their informal networks to reach PLWH who are not in care

f.  Recommend solutionsinvolving collaboration with the grantee or administrative
agent asit implements and monitor s changesto contracts and work with funded
providers: A wide range of solutions may be recommended that require service funding.
Many of these are documented in the other C-LINC models. For example:

Service approaches that are not necessarily PLWH-based but address identified
barriersto care, such as changes in provider contracts around outreach, intake,
culturally and linguistically appropriate services, and enhanced follow up.

Clinic- and community-based models — severa of them documented by Project C-
LINC — of outreach or early intervention services (EIS), with PLWH hired full- or
part-time to engage other PLWH and get them into care, serving outreach worker,
health educator, system navigator, and other peer support roles.

Service models that attach PLWH to HIV-related primary care, medical case
management, or other core service providers, to facilitate intake and help new clients
become and remain fully engaged in care — for example, using aPLWH as the first
point of client contact at a clinic or other facility, using PLWH to do follow up when
an appointment is missed, and providing aPLWH as the point of contact for
guestions and concerns or the treatment adherence counsel or — with the PLWH as a
member of the clinical team.

Linked and jointly funded prevention and care outreach efforts for case finding, often
with PLWH in key roles as outreach workers

7. PLWH Titles, Roles, and Responsibilities: Each component of this strategy calls for
different PLWH roles. The most typical prior to implementationof system changesare
generally volunteer roles as members and leaders (Chairs, Co-Chairs, Committee Chairs) of
the Part A Planning Council, Part B consortium or other planning body (regional or
statewide), or the Consumer Committee or Caucus associated with a planning body or service
area. ldeally, PLWH — especially consumers of Ryan White services— serve as Chair or Co-
Chairs of the body that takes responsibility for analyzing and recommending changes to the
system of care. Other PLWH serve as members, and take responsibility for various aspects of
the analysis, decision making, and implementation of actions the planning group can take
directly.

8. PLWH Qualifications. This strategy benefits from awide range of PLWH characteristics,
skills, and interests. Any PLWH who wants to be an active volunteer can learn the
knowledge and skills needed to participate in this strategy. Particularly useful characteristics,
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0.

10.
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knowledge, and skills are listed below. A PLWH who has one or two of these skillsand is
committed to learning othersis a fine choice — PLWH do not need to enter the process with
all the skills or experiences identified:

Familiarity with the current system of HIV/AIDS carein the service area —idedly as
aconsumer, but also asaPLWH staff member or volunteer

Detailed knowledge of one or mor e specific PLWH subgroups, through membership
in that group or significant work or personal experience with it (Important groups depend
upon the State or locality, but often include African Americans, Latinos, immigrants from
specific areas such as Latin America or Africa, undocumented immigrants, limited-
Englishproficient people, women, young MSM of color, people living in outlying

counties of an EMA or TGA or in rura or exurban counties of a State)

Detailed knowledge of a particular geographic area (e.g., central city, suburbs, exurbs,
rural county or region of a State)

Strong commitment to improving the system of care, including willingnessto sitin
meetings, collect information, and make difficult decisions in order to accomplish
positive change

Under standing of how Ryan White programs work, including how decisions about the

system of care are made by planning bodies, and the role of the planning body versus the
grantee

Planning, needs assessment, and/or data analysis skills and experience, such as
experience as a member of a Needs Assessment or Compretensive Planning Committee

Experiencein facilitating or chairing meetings— both planning body and community
meetings

Ability to empathize—to put him/herself in the shoes of a PLWH from a different
background, in order to understand that PLWH’ s needs and service barriers

Supervision/Staff Support: Since this strategy is volunteer-based, no staff supervision is
involved. All the components of this strategy do require staff support, both logistical and
content-related. For Components a through d as described above, this staff support normally
comes from planning body (e.g., Planning Council Support) staff and from grantee or other
Health Department personnel. For Component e, staffing depends on the service category
recommended.

Training for PLWH: The activities associated with this strategy can occur within existing
Ryan White planning and PLWH committee structures. The training required relates
primarily to ensuring that PLWH have the information, program familiarity, meeting
facilitation skills, and confidence to play a leadership role in the various components.
Training often includes such topics as:

Orientation to Ryan White legidlation, programs, and structures (including legidative
regquirements like comprehensive planning and needs assessment)

PLWH and consumer involvement in Ryan White Part A and Part B programs
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11.

12.

Understanding the HIV/AIDS system of care (including points of entry, eligibility and
intake, Ryan White service categories and other services)

Understanding data and using data for decision making

Facilitation skills and effective meetings

The community liaison or ambassador role

Communications skills such as active listening and effective persuasion

Problem solving and conflict resolution

Important Linkages: These assessment and decision-making activities require strong links
between the planning body and the grantee and administrative agent, and benefit greatly from
active cooperation from both Ryan White and non-Ryan White providers. Thisis especialy
true for community meetings used to review and assess access to care. The most effective
sessions are very diverse in participation, including both Ryan White providers (all Parts) and
providers that are not part of the Ryan White funded system — who often have limited
knowledge or misinformation that will need to be addressed as part of refining the system of
care. Similarly, PLWH that may not be strongly attached to care or were previously out of
care are extremely valuable meeting participants, and may best be recruited by providers with
access to information on consumers who recently entered care. Decision making is improved
by active provider input at all stages in the process, with PLWH in alead role.

Resour ces Required: Most of the work under steps a, b, and ¢ of this strategy is done by
PLWH serving as volunteer members of Ryan White planning councils, consortia, PLWH
committees, or caucuses. Cash costs are low — sometimes refreshments at a meeting or
purchase of supplies such as easel pads The activities require staff support, primarily from
existing Planning Council Support staff in a Part A program, but also from the grantee. The
activities also involve meetings with Ryan White-funded and other service providers. The
analysis of the system of care is normally part of comprehensive rneeds assessment and/or
comprehensive planning, with costs covered through administrative funds.

Direct PLWH implementation of recommended changes in the system of care typically
involves volunteer activities, but may also benefit from stipends, incentives, or other
payments to some PLWH. Some Ryan White programs have indicated that they can cover
actual costs for PLWH participation in community meetings or other sessions, and can pay
stipends in cases where the work goes beyond and is separate from the planning body’s
official responsilities. Part A Planning Councils can reimburse actual member expenses but
may not provide stipends. PLWH who are members of a Part B planning body or a Part A or
Part B consumer or PLWH caucus can sometimes be paid a stipend or reimbursed for travel
costs.

The costs involved in implementing recommended changes in the system of care are often
service-specific, and so they are covered through service alocations for affected service
categories. (Typical costs for strategies related to engaging consumers to link PLWH into
care or to serve as members of an integrated clinical care team are provided in the
documentation of Strategies #3 and #4.) Changes may also involve administrative or capacity
development experses to set up refined systems (e.g., centralized eligibility, improved data
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collection and reporting). The planning body can prioritize and allocate Capacity
Development expenditures within specific service categories.

13. Service Categories. The tasks involved in understanding and assessing the system of care
are administrative expenditures. Refinements in the system of care may involve changes or
additions to standards of care for a particular service category or new contract requirements
specifying how a service category is to be implemented — e.g., new requirements for outreach
or intake, involvement of PLWH as staff or volunteers, hiring of bilingual/bicultural staff,
information sharing, etc. Sometimes the recommendation is for the development and
implementation of new service models, which may fit a range of service categories. Any core
or support service may be affected. Most often, program models involve PLWH as peer
community health workers attached to core or supportive service categories most directly
involved with entry into care, such as outreach, early intervention services (EIS), medical
case management, and HIV-related primary medical care.

14. Attached M aterials: Attached are:
Attachment A: aflow chart of the strategy documented here

Attachment B: structured descriptions of three methods for assessing the current system
of care and identifying needed changes in order to improve access to care

15. Benefits: This strategy offers many benefits, particularly if it is used as the first step in
engaging consumers to link other PLWH into care. For example:

It engages and often strengthens PLWH involvement in the work of the local planning
body. Thisin turn makes it easier to implement other strategies, especially Strategy #2,
involving activities like outreach and social marketing that are carried out by a PLWH
Caucus or Committee. Building PLWH leadership and involvement also strengthens the
entire community planning process.

The process of consulting with Ryan White and non-Ryan White providers and PLWH
increases the visbility of Ryan White services, which itself can facilitate access to care.

It generally leads to a shared understanding how the continuum of care really works —
providing in-depth knowledge that improves all planning body decisions.

The strategy provides a low-cost way to identify systemic changes that can have major
impact on access to care. It is often more cost-effective to change the system of care than
to devote large amounts of peer community health worker time in helping individual
PLWH overcome systemic barriers.

It enables PLWH and others involved in the process to step back from day-to-day tasks
and think more broadly and creatively about the continuum of care. Without the strategy,
that opportunity might not occur.

It typically identifies a number of relatively small, low-cost steps that can make the
continuum of care more accessible and services more effective.

It helps prepare the program for considering broader actions such as adoption of new
service models — for example, funding early intervention services for the first time using
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a peer model, or asking primary care providers to integrate peer community health
workers into their clinical teams for primary medical care or medical case management.

16. Challenges: Most programs should be able to implement this strategy successfully.
However, it does offer some challenges:

A Part A or Part B program with limited or weak PLWH involvement may need to recruit
and engage additional consumers and provide additional training in order to have the
person power to implement this strategy.

This strategy requires genuine outreach to PLWH not generally involved in the
community planning process, nortRyan White providers, and others whose voices are not
aready being heard. Failure to do significant outreach could mean a community meeting
that offers few new ideas or voices.

The community meetings required for this strategy need to be well planned, coordinated,
and facilitated. Cutting corners can significantly reduce the value of the meetings.

Sometimes non-consumers or norntPLWH will want to dominate the information
gathering process — but it is most effective when PLWH who are consumers of Ryan
White services play the lead roles. Planning body |eaders often need to take action to
ensure a PLWH-led process, and the engagement of diverse PLWH.

17. Measuresand Evidence of Success: These activities have not been formally evaluated.
However, evidence of success can readily be collected during and after the implementation of
the strategy. Typica measures include both outputs and outcomes:

Documentation of identified systemic barriers to care access

Documentation of decisions made and actions taken to address these barriers, such as
new service categories or models prioritized and allocated funds, directives to the grantee
on changes in the system of care, and revised standards of care

Quality management or performance evaluation data that indicate improved access to
care, in terms of the number of people from targeted groups that enter care, provider
perceptions of the value and results of new or revised systems, and consumer satisfaction
with care access and entry services

18. Helpful Hints and L essons: Experience with this strategy in numerous Ryan White
programs leads to the following lessons and hints:

Encourage discussion of the importance of reducing barriers and helping more PLWH to
access care. Bringing people into care may be a moral imperative, but it aso creates
challenges at a time when funding for most HIV/AIDS services is not increasing. It may
mean more funds spent on primary care and medications, and less left for other services —
leading to difficult decisions for the planning body. These issues should be discussed
early in the process, so there is a shared commitment to bringing people into care, despite
the challenges.

Analysis of the current system of careis anatura part of the comprehensive planning
process. However, if the work needs to be done during a year when no comprehensive
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plan is developed, consider making it a part of the needs assessment process, and use it to
obtain insights about access and barriers to care based on new PLWH and provider
voices. This increases the cost-efficiency of the effort.

Be sure the PLWH who will lead this process and other planning body members begin
this strategy with an understanding of the concepts and terminology around estimating
and assessing unmet need (the unmet need for HIV-related primary medical care among
PLWH who know their status but are not in care). Depending upon whether this process
will be integrated with needs assessment or comprehensive planning, be sure the group is
also familiar with the components of a Ryan White needs assessment, the program’s
current comprehensive plan, and processes for comprehensive plan devel opment.

One of the most valuable parts of this processis the exercise in which PLWH each
consider access to care issues from the perspective of a PLWH who doesn’t look like
them. A great deal of learning comes from this process — for example, when a white non
Hispanic male MSM adopts the perspective of an African American female PLWH with
three children who is new to the service area. The experience seemsto contribute to a
lasting increase in awareness of differing PLWH needs, and a greater willingness to
consider diverse populatiors when making decisions like allocations.

Be sureto alow ample time during the process not only to obtain input from various
stakeholders, but also to review and discuss the information obtained. The best initiatives
for strengthening the system of care come from group discussions that are based on a
joint review of available information.

Use this process as away to strengthen PLWH engagement and train and empower
consumers. Learning about and ng the current system of care can provide a
valuable orientation to new planning body members, serve as |leadership development for
future planning body leaders, and give PLWH a valuable role that can increase their
active involvement with the planning body..

This strategy requires a serious commitment to PLW H |eadership development and
empowerment. Consumers are much more likely to become actively involved and take
leadership roles in the process if that commitment is evident.

There are many ways of assessing your system of care and making it more accessible.
Consider the approaches described as examples, and refine and add to them based on the
realities of a specific State, EMA, or TGA; the characteristics of individual planning
bodies; and the interests and experience of participating PLWH.

19. Source(s) of Infor mation: This information comes from:

The experience of Project C-LINC staff and consultants in working with Ryan White
programs

The experience of Project C-LINC Working Group members, both staff and PLWH
leaders

The unmet need sections of Part A and Part B applications for the 2009 program year

Materials compiled by Mosaicain its role in providing assistance to programs in
estimating, assessing, and addressing unmet need beginning in 2000, and managing the
Unmet Need Center of the Ryan White Technical Assistance Contract (TAC) from 2005
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through 2007, and in advising additional grantees and developing updated materials in
2009

Information gained from review of websites and materials and discussions with selected
Part A and Part B programs and their consumer |leaders

20. References and Resour ces: Most of the materials related to this strategy were developed by
the C-LINC team in their prior work. The following documents provide useful background:

A Practical Guide for Estimating and Assessing Unmet Need for HIV-related Primary
Medical Care. Prepared by Mosaica, July 2009. Available on the TARGET Center
website, www.targetcenter.hab.gov and the Mosaica website,

WWW.mosal ca.org/unmetneedta.asp.

“Estimating, Assessing, and Addressing Unmet Need for HIV Primary Medical Care:
What Planning Bodies Need to Know.” PowerPoint presentation. Mosaica, updated 2009.
Available online at: www.mosaica.org/unmetneedta.asp.
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Flow Chart for PLWH-led Strategies
for Understanding and Refining the System of Care

the system of care

Form a PLWH leadership group for assessing and if necessary refining

¥

Analyze the current system of care
= Population Access exercise
= Community meeting with providers and PLWH

= PLWH-led data review

Explore ways to overcome access and retention barriers
= Work with planning body committees and full planning body

= Discussions with grantee

Recommend decision making by planning body and grantee
regarding changes in the system of care

= Aspart of priority setting and resource allocations process

= Through Directives (Part A)

= Through changes in Standards of Care

= Through grantee decision/action about intake, services, coordination

¥

Implement agreed-upon changes in the system of care

¥

¥

Direct planning body or PLWH action
- Targeted community awareness building
- PLWH-led community outreach and training
- Other social marketing
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Grantee or administrative agent action
involving contract s/providers

- Service approaches/contract changes that address
identified barriers to care

- Clinic- or community-based early intervention
services (EIS) and outreach programs with PLWH in
key roles

- Service models attaching PLWH to primary care,
medical case management, or other providers,
with the PLWH as a member of the clinical team

- Linked and jointly funded prevention and care
outreach efforts to case finding, with PLWH in key

outreach roles




Attachment B:

Methods for Assessing Accessto the Current System of Care

Approach

Population Access Exercise

Overview

PLWH-led process used to review the current system of care and identify
access mechanisms and issues/barriers to care for specific groups of
PLWH.

Expected Results

Information on the current system of care's accessibility, from the
perspectives of specific groups of PLWH who are out of care. Emphasis
ison identifying any aspects of the current system of care that may make
it hard for a particular group of PLWH to find or enter care.

Setting

Meeting, such as:
? A planning body meeting
? Ajoint meeting of a PLWH committee or caucus with planning body

committee(s) responsible for the system of care, comprehensive
planning, and/or needs assessment

Time Required

2 —-2%hours

PLWH Roles

? Before the meeting: leadership in planning the session

? During the meeting: facilitation by 1-2 PLWH; participation of all in
sharing experiences with the system of care and perspectives of
particular PLWH groups

? After the meeting: playing alead role in reviewing findings,
presenting them to appropriate planning body committees and the
grantee, and helping to identify ways in which the system of care
might be refined in order to improve access to care

Participants

A diverse group of PLWH, providers, and grantee personnel, which

should include:

? PLWH who are or have been consumers of Ryan White servicesin
this State, EMA, or TGA and who are diverse in geographic place of
residence within the service area, race/ethnicity, gender, sexua
orientation, etc.

? Providers of Ryan White services, including core medical and support
services

? Grantee personnel or other individuals who are familiar withintake
procedures and points of entry into the system of care

Process

1. A goupof PLWH (typically PLWH members of the planning body
or the formal PLWH committee or caucus) works with staff and/or an
appropriate planning body committee, agree on about 8-12 important
groups of PLWH who are believed to have high rates of unmet need.

2. Using that list of PLWH groups, the planning committee develops a
set of brief descriptions of individual PLWH assumed to be out of
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Approach

Population Access Exercise

care and in need of Ryan White services — using race/ethnicity,
gender, place of residence, and other specia characteristics to
describe them The planning group puts each of these PLWH
descriptions onto a separate slip of paper. For example:

o

o

o

A young African American MSM who was recently diagnosed
with HIV

An undocumented L atino who works as a laborer, speaks limited
English, and has just begun to have symptoms

An African American woman with 2 small children who recently
moved to from another State to an outlying county with very
limited HIV-related services and has no car

A 45-year old white MSM who recently moved to the service area
from another state and lives in a suburban area

An American Indian who recently moved to the city from a
reservation and has previously received health care through the
Indian Health Service

A professional who livesin the city and recently lost hisjob and
his health insurance because he becameill

A recently incarcerated man who knew he was HIV-positive but
whose status was not known while he was in prison, so he received
no pre-discharge counseling

An older white woman who is a widow and was recently diagnosed
with HIV

An African immigrant who has been unwilling to seek care
because of concerns about confidentiality and stigma

A PLWH with along history of substance abuse and homelessness

. At the meeting, the PLWH lead facilitator explains the purpose of the

session:

o

To review the current system of care, with emphasis on how
people find out about the availability of services, how they can
enter care, and how they move within the system to obtain the
services they need

Then to explore probable access points and barriers for PLWH
with avariety of different characteristics

. Thefirst 15-20 minutes are spent reviewing how PLWH can enter the

system of care — points of entry, eigibility requirements, intake
locations and methods, flexibility, etc.

. Then participants are divided into groups of 2-3 (depending on the

number of people present), and each group receives one of the dlips of
paper. That group is responsible for exploring the following
guestions, which are listed in writing on a form the group’s
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Approach

Population Access Exercise

“recorder” can use for summarizing their discussion:

°  How this PLWH would be likely to find out about the availability
of Ryan White services

°  Through what point of entry this PLWH might attempt to obtain
care

°  What barriers this PLWH might face

°  Whether this PLWH would be able to navigate the system to
obtain needed services

The dlips are given out so that participants are responsible for doing

this analysis for a PLWH who does not come from hig’her

background.

6. The groups discuss the key questions for abou 15-20 minutes, and
take notes summarizing their discussion and conclusions.

7. Then the group comes back together. Each group presents its PLWH
and summarizes its answers to the questions. Other participants add
their ideas, and where possible some consensus is reached about how
well the system is likely to provide access to this PLWH.

8. About 15 minutes are |eft at the end to summarize limitations or
problems identified that relate specifically to the system of care.

9. Someone (generally staff) takes notes onthe discussion, and aso
collects the notes taken by each group. These notes are summarized
and provided to the PLWH committee.

10. The PLWH committee reviews the notes, identifies key aspects of the
system of care that seem to negatively affect access for some or all
groups of PLWH, and reports back to a committee, the planning
body, and/or the grantee (depending on the Ryan White structure in
the jurisdiction).

11. Based on the information provided, the PLWH committee, planning
body, and grantee work together to develop plans to refine the system
of careto help overcome identified access barriers.

Challenges

It is important to have a diverse group of PLWH. If the planning body is
limited in its diversity, the planners should invite other PLWH from the
community to participate, and specifically invite PLWH with diverse
backgrounds and experience.
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Community Meeting

Process that brings together representatives of various components of the
system of care to review the current system of care and identify access

Overview mechanisms and issues/barriers to care, both for PLWH in general and
for specific groups of PLWH.

Broad understanding of how well the current system of careis

understood by those outside it and the extent to which it is accessible to

Expected Results | specific categories of PLWH. Emphasis is on identifying facilitators of
and barriers to care for groups of PLWH that are most likely to be out of
care.
Settin A community meeting or a series of meetings in several locations within
9 the service area (State, EMA, or TGA)
Time Required 2—2%hours

PLWH help lead the discussion, provide critical input, and meet

afterwards to review important findings

? Before the meeting: leadership in planning the session

? During the meeting: key role in sharing their experiences with the

PLWH Roles system of care and learning about the experiences of other PLWH
groups

? After the meeting: playing alead role in reviewing findings,
presenting them to appropriate planning body committees and the
grantee, and helping to identify ways in which the system of care
might be refined in order to improve access to care for all PLWH

A mix of individuals who together have in-depth knowledge about the

current system of HIV/AIDS care in the service area and about PLWH,

such as:

? PLWH who are or have been consumers of Ryan White servicesin
this State, EMA, or TGA and who are diverse in geographic place of
residence within the service area, race/ethnicity, gender, sexual

Participants orientation, etc.

? Providers of Ryan White services, including core medical and support
services

? Providers of HIV-related services that are not Ryan White funded

? Grantee representatives

? Other individuals knowledgeable about HIV prevention and points of
entry into the system of care

1. A groupof PLWH (usualy the Ryan White program’s PLWH

Process committee or caucus) works with staff and/or an appropriate

committee to plan the meeting.
2. The group agrees on about 6-8 groups of PLWH (based on key
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characteritics) that are believed to have high levels of unmet need.
The list might include, for example:

°  Women, especiadly African American women, with children
°  African American MSM

° Recently incarcerated people

°  PLWH who livein rural parts of the service area

°  PLWH with co-morbidities such as substance use, mental health
issues, or homelessness

°  PLWH who recently moved into the service area from another
State

°  Older white MSM

° Immigrants who have limited English skills, including
undocumented immigrants

° PLWH groups that have particular concerns about confidentiality
and stigma, such as African refugees and immigrants

. The PLWH committee works with staff and with other planning body

members to invite a diverse group of people to the meeting, and to
ensure the presence of PLWH that represent these various
backgrounds, as well as providers and health and human service
professionals with experience serving these varied populations.

. At the meeting, the facilitator explains the purpose of the meeting:

° To review the current system of care, with emphasis on how
PLWH are likely to find out about the availability of services, how
they can enter care, and how they can move within the system to
obtain the services they need

° Then to explore probable access points, issues, and barriers for
various groups of PLWH (using the list developed before the
meeting)

. Thefirst segment of the meeting involves a description of how

PLWH can enter the system of care — points of entry, eigibility
requirements, intake locations and methods, flexibility, etc. If thereis
a graphic describing the system of care and showing entry points and
referrals within the system, it should be projected on an LCD
projector and used to describe the system of care. This segment is
especially important since some of the participants in the meeting
may have only a general sense of the system of care.

. Then participants systematically consider each group of PLWH on

the pre-determined list. Typicaly, the discussion addresses the

following:

°  How likely this group of PLWH isto be familiar with Ryan White
services, and how they would be likely to find out about the
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10.

11.

12.

13.

14.

availability of these services

°  What points of entry this group is most likely to use in seeking
care, and what role non-Ryan White providers are likely to play in
this process

°  What issues or barriers this group of PLWH might face in
obtaining access to care

°  What challenge this group of PLWH might face in navigating the
system to obtain needed services

Key points of discussion are summarized on easel pad paper. This
helps the group to see what has been written for the first few groups
and agree on some issues and barriers that seem to apply to many
groups of PLWH. Then the group can focus its discussion on the
special issues or barriers specific to particular groups of PLWH.

The facilitator spends about 15-20 minutes at the end of the meeting
to summarize key limitations or problems identified within the
current system of care.

Staff takes notes on all three components of the discussion(overview,
PLWH group-specific discussions, and sum-up). The notes are
summarized and provided to the PLWH committee.

The PLWH committee reviews the notes, identifies key aspects of the
system of care that seem to negatively affect access for some or all
groups of PLWH, and reports back to a committee, the planning
body, and/or the grantee (depending on the Ryan White structure in
the jurisdiction).

Based on the information provided, the PLWH committee, planning
body, and grantee develop plans to refine the system of care to help
overcome some of the identified barriers.

Challenges

?

It is important to have a diverse group of PLWH and providersin the
room — people with knowledge of the system of care; issues facing
residents of various parts of the State, EMA, or TGA; and the specific
PLWH groups being discussed. It is equally important to have some
nonRyan White provider representatives who can speak as
“outsiders” who may refer people to Ryan White providers, and to
have PLWH who are not part of the planning body and may be less
familiar with the system of care except for their own experiences and
those of their friends.

A large group works well — some very successful discussions have
included 50 people or more — but it must be very well facilitated. The
PLWH committee may want to ask for an outside facilitator rather
than having a member of the planning body play that role.
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Approach PLWH-led Data Review
PLWH-led review of needs assessment, utilization, client satisfaction,
and related data from consumers, providers, PLWH who are not in care,
Overview and PLWH who recently ertered care, focusing on data addressing

barriers and access to care for PLWH overall and for specific PLWH
groups, in order to identify aspects of the system of care that facilitate or
discourage entry to and/or retention in care.

Expected Results

Understanding of the current system of care and the extent to which
PLWH in general and specific categories of PLWH are able to access and
navigate that system, as well as the systemic barriers to care identified by
PLWH who are or recently were out of care.

Setting

A review process that culminates in one or more work sessions including
PLWH, especialy consumers

Time Required

2-3 sessions lasting 2-3 hours each, preceded by considerable datareview
and preparation of user-friendly materials summarizing relevant data

PLWH Roles

PLWH committee or caucus leads the planning, gets appropriate people

to the sessions, carries out the review/discussion at the sessions, and

meets afterwards to review important findings

? Planning the work sessions. leadership in planning the datareview,
identifying the key questions to be addressed and the kinds of data
needed

? During the sessions: review of the data and sharing of experiences
that help in interpreting the data from the perspectives of different
groups of PLWH

? After the sessions: playing alead role in presenting observations and
insights from the sessions to appropriate planning body committees
and the grantee, and helping to identify ways in which the system of
care might be refined in order to improve access to care for al PLWH

Participants

?  PLWH who are members of the State, EMA, or TGA’s planning
body

?  Other members of PLWH committee or caucus (typically other Ryan
White consumers)

? Staff and consultants involved in planning and implementing the
needs assessment (especially the assessment of unmet need from
PLWH who know their status but are not in care, or from PLWH who
recently entered care after being out of care), doing consumer
satisfaction surveys as part of clinical quality management, and
analyzing utilization data— individuals who know the available data
and are able to present it to the PLWH group in user-friendly formats
and “mine”’ the data to answer questions from the PLWH group
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PLWH-led Data Review

Process

1. A group of PLWH (often the leaders of the Ryan White program’s

PLWH committee or caucus and any PLWH who serve on
committees responsible for Needs Assessment or involved in
reviewing clinical quality management data) works with staff and/or
consultants to agree on key questions to be answered, explore
available data that can help answer these questions, and plan work
sessions to review the data.

. Staff and/or consultants review the available data from various

sources and prepare user-friendly formats for ordering and
summarizing it. Data typically include:

° Available information on the characteristics (profile) of people
who are out of care in the State, EMA, or TGA, summarized to
identify categories of PLWH that are especially likely to be out of
are

°  Client utilization data by service category for the most recent full
year, focusing on what populations of PLWH are well represented
and which are underrepresented — with emphasis on HIV-related
primary medical care

°  Needs assessment data from PLWH currently or recently out of
care (from the needs assessment), particularly identification of
barriers that address systemic issues (e.g., didn’t know where to
go for care, trouble accessing the system due to language or other
barriers)

°  Needs assessment data from providers identifying what they
perceived to be systemic barriersto care

° Client satisfaction survey data that identify perceived barriers to
care or problems in navigating the service system

. The PLWH committee |eadership reviews these data with

staff/consultants and agrees on formats for presenting the data to the
PLWH group and a process for data review and discussion during
work sessions.

. The PLWH committee invites diverse PLWH to the work session, as

well as providers and grantee personnel.

. At the first work session, the relevant data are presented and broadly

discussed. Any data gaps are identified, and efforts are made to fill
them if possible.

. At the second and any subsequent sessions, PLWH focus on

analyzing and interpreting data with regard to specific aspects of the
system of care, and adding and using their own experiences as
consumers to provide context and improved understanding of the
data. Individuals with special expertise in various aspects of the
system of care also attend these sessions to provide information and
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clarification. The group might, over several sessiors, address the
following:

°  The extent to which PLWH out of care are aware of Ryan White
services and their availability a no cost to those who can’t pay

° Finding a point of entry into care

°  Providing required documents and establishing eligibility

° Avalilability of culturally and linguistically appropriate service
providers

° Accessibility related to geographic location or service days and
hours

° Navigating the system to get the needed mix of services

The intent of the sessions is to understand the available data, add
relevant personal experiences, and try to pinpoint system based factor
that are encouraging or limiting access to care. They review the data
to consider both overall PLWH experiences and issues of concern for
particular groups of PLWH.

. The facilitator (who may be a PLWH leader or an external person

who knows the topic and is effective at coordinating group
discussions of this type) moves the agenda, helping to ensure that
conclusions are reached wherever possible. Key points are put onto
easel pad paper to support the discussion. The facilitator summarizes
key points and areas of consensus and non-consensus at the end of
each sesson.

. After the sessions, staff/consultants summarize the discussionand

conclusions and provide this information to the PLWH |leadership
group.

. The PLWH leadership group reviews the notes, identifies key aspects

of the system of care that seem to need attention, and reports back to
an appropriate committee, the planning body, and/or the grantee
(depending on the Ryan White structure in the jurisdiction).

. Based on the information provided, the PLWH committee, planning

body, and grantee develop plans to refine the system of care to help
overcome some of the identified barriers.

Challenges

Some Ryan White programs have not yet carried out successful
assessments of unmet need, so they may have limited data from
people out of care. This often indicates a need to revamp the needs
assessment to specifically target PLWH not in care, and/or to identify
individuals who recently entered care and ask them about barriers to
care and how they overcame them.

Some Ryan White programs do not typically bring together

utilization data broken down by geographic area and demographic
characteristics — data needed to identify PLWH groups that appear to
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be underrepresented, or explore whether certain categories of PLWH
are especially likely to drop out of care or be loosely connected to
care. The new client-level data systems should facilitate such
analyses, and programs need to be prepared to make use of such data
when available.

Client satisfaction surveys are sometimes carried out by the grantee
as part of clinical quality management, and sometimes planned and
implemented by individua providers. In such cases, the grantee may
want to encourage the PLWH group to work with the appropriate
committee to identify questions that need answering in order to
conduct a thorough analysis of the system of care, so that needed
guestions are consistently asked.
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