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Workshop Learning ObjectivesWorkshop Learning Objectives

Identify benefits of and strategies for leveraging Part A Identify benefits of and strategies for leveraging Part A 
and Part B funds to establish a unified programand Part B funds to establish a unified program

Identify important elements of a successful stateIdentify important elements of a successful state--wide wide 
PWHAPWHA--driven leadership development initiative focused driven leadership development initiative focused 
on health care education, empowerment and the Ryan on health care education, empowerment and the Ryan 
White planning processWhite planning process

Share best practices in creating leadership development Share best practices in creating leadership development 
programs for PWHAprograms for PWHA
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Consumer Involvement as a Cornerstone of Consumer Involvement as a Cornerstone of 
the Ryan White (RW) CARE Actthe Ryan White (RW) CARE Act

Kiyoshi KuromiyaKiyoshi Kuromiya, founder of Critical Path and , founder of Critical Path and 
former member of the Philadelphia planning council:former member of the Philadelphia planning council:
“For the first time in history, a community of patients “For the first time in history, a community of patients 
and their advocates have been given a voice in the and their advocates have been given a voice in the 
Federal processes that  determine what services are Federal processes that  determine what services are 
appropriate and needed.  It is vital for us all that appropriate and needed.  It is vital for us all that 
persons with HIV/AIDS get involved locally and persons with HIV/AIDS get involved locally and 
nationally in this process, otherwise our seats at the nationally in this process, otherwise our seats at the 
table will disappear from lack of participation.”table will disappear from lack of participation.”

from Consumer Digest from Consumer Digest –– Making a Difference!, HHS/HRSA, p. 13Making a Difference!, HHS/HRSA, p. 13
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HRSA HIV/AIDS Bureau Positive Partners: HRSA HIV/AIDS Bureau Positive Partners: 
Consumer Involvement in HIV CareConsumer Involvement in HIV Care

““The benefits of PLWH involvement in their own The benefits of PLWH involvement in their own 
care, in the care of others, and in meeting the care, in the care of others, and in meeting the 
challenges of planning and service delivery are challenges of planning and service delivery are 
undisputed.”undisputed.”

-- Retrieved [on line] 7/08 from http://hab.hrsa.gov/publications/Retrieved [on line] 7/08 from http://hab.hrsa.gov/publications/September2002.htmSeptember2002.htm

55

HRSA Part AHRSA Part A

Planning Council membership must reflect the Planning Council membership must reflect the 
local epidemic.local epidemic.

At least 33 percent of the members must be At least 33 percent of the members must be 
PLWHA who are consumers of CARE Act services.PLWHA who are consumers of CARE Act services.

-- Retrieved [on line] 7/08 from Retrieved [on line] 7/08 from http://hab.hrsa.gov/treatmenhttp://hab.hrsa.gov/treatmentandmodernization/partapg.htmtandmodernization/partapg.htm
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HRSA Part BHRSA Part B

States are not required to convene Ryan White Part B States are not required to convene Ryan White Part B 
consortia.consortia.

NY has made a commitment to provide funding for Ryan NY has made a commitment to provide funding for Ryan 
White Part B HIV Care Networks to promote a White Part B HIV Care Networks to promote a 
coordinated community response that results in coordinated community response that results in 
improved access to care and supportive services for improved access to care and supportive services for 
those infected with HIV/AIDS.those infected with HIV/AIDS.

Consumer involvement in the Networks is vital;  lead Consumer involvement in the Networks is vital;  lead 
agencies are expected to promote PLWHA participation agencies are expected to promote PLWHA participation 
at all levels and must strive for at least 25% active at all levels and must strive for at least 25% active 
consumer participation within the Network and its consumer participation within the Network and its 
subcommittees.subcommittees.
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HRSA Part C HRSA Part C 

Identify and engage key stakeholders, including PLWHA, Identify and engage key stakeholders, including PLWHA, 
in the planning process.in the planning process.

Implement and manage consumer involvement to plan Implement and manage consumer involvement to plan 
for the establishment and improvement of services.for the establishment and improvement of services.

--Retrieved [on line] 7/08 from hRetrieved [on line] 7/08 from http://hab.hrsa.gov/treatmenttp://hab.hrsa.gov/treatmentandmodernization/partcpg.htmtandmodernization/partcpg.htm
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HRSA Part DHRSA Part D

Involve consumers in your programs; andInvolve consumers in your programs; and

Educate clients about research opportunities, benefits of Educate clients about research opportunities, benefits of 
participation, and how to enroll in research. participation, and how to enroll in research. 

Retrieved [on line] 7/08 from Retrieved [on line] 7/08 from http://hab.hrsa.gov/treatmenhttp://hab.hrsa.gov/treatmentandmodernization/partd.htmtandmodernization/partd.htm
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NY State DOH AIDS Institute HIV NY State DOH AIDS Institute HIV 
primary care funded provider primary care funded provider 

standards for standards for 
consumer involvementconsumer involvement

A written plan for consumer involvement describes 
structures that are in place to ensure active 
participation of People Living with HIV/AIDS 
(PLWHA) in the continuous development and 
improvement of HIV/AIDS programs.



2008 RW Grantee Meeting 4

1010

Steps for consumers to have a 
meaningful impact within

Planning Bodies  

1.1. Identify and recruit consumer members.Identify and recruit consumer members.
2.2. Ensure a reflective and accountable consumer Ensure a reflective and accountable consumer 

membership.membership.
3.3. Determine consumer roles and responsibilities.Determine consumer roles and responsibilities.
4.4. Retain consumer members.Retain consumer members.
5.5. Provide appropriate and ongoing training and support.Provide appropriate and ongoing training and support.

-- Retrieved [on line] 7/08 from http://hab.hrsa.gov/publications/Retrieved [on line] 7/08 from http://hab.hrsa.gov/publications/September2002.htm September2002.htm 
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1997 1997 –– 2007: The Original LTI2007: The Original LTI

Conceived, developed and implemented by and Conceived, developed and implemented by and 
for PLWHA in 1997 to “pass the baton” to a new for PLWHA in 1997 to “pass the baton” to a new 
generation of leadersgeneration of leaders

Endorsement, support and collaboration by RW Endorsement, support and collaboration by RW 
Part A and Part B Grantees (both NYSDOH AIDS Part A and Part B Grantees (both NYSDOH AIDS 
Institute and NYCDOHMH fund the initiative)Institute and NYCDOHMH fund the initiative)

Focus: to prepare PLWHA for participation in Focus: to prepare PLWHA for participation in 
community planning bodies, and for advocacy community planning bodies, and for advocacy 
around HIV/AIDS public policies and servicesaround HIV/AIDS public policies and services

1212

RW PART A
PLANNING
COUNCILS

RW
PART C & D
GRANTEES

AIDS
SERVICE

PROVIDERS

RW PART B
GRANTEES &
CONSORTIA

PLWHA
COMMUNITY

PLWHA LTI
TRAINING

Training Entry and OutcomesTraining Entry and Outcomes
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LTI Program ValuesLTI Program Values

Support Support 

Empowerment Empowerment 

InvolvementInvolvement

IntegrityIntegrity

AccountabilityAccountability

InclusionInclusion

MentorshipMentorship

1414

Original LTI Program CurriculaOriginal LTI Program Curricula

1515

PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Training Participant DemographicsCore Training Participant Demographics

8/1/97 8/1/97 –– 3/31/073/31/07
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PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Training Participant DemographicsCore Training Participant Demographics

8/1/97 8/1/97 –– 3/31/073/31/07
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PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Training Participant DemographicsCore Training Participant Demographics

8/1/97 8/1/97 –– 3/31/073/31/07
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PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Training Participant DemographicsCore Training Participant Demographics

8/1/97 8/1/97 –– 3/31/073/31/07
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PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Training Participant DemographicsCore Training Participant Demographics

8/1/97 8/1/97 –– 3/31/073/31/07

*multiple selections possible

2020

PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Training Participant DemographicsCore Training Participant Demographics

8/1/97 8/1/97 –– 3/31/073/31/07

2121

PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Training Graduates by Region Core Training Graduates by Region 

8/1/97 8/1/97 –– 3/31/073/31/07
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PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Program Evaluation ResultsCore Program Evaluation Results

8/1/97 8/1/97 –– 3/31/073/31/07

Over 98% (N=1,332) reported that the LTI Core Over 98% (N=1,332) reported that the LTI Core 
training was very good at teaching leadership skills. training was very good at teaching leadership skills. 

99% reported that they were glad they participated 99% reported that they were glad they participated 
in the LTI Core training and would recommend it to in the LTI Core training and would recommend it to 
a friend.a friend.

61% of those completing the LTI Core training  61% of those completing the LTI Core training  
participated in a sixparticipated in a six--month followmonth follow--up telephone up telephone 
interview. interview. 

2323

PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Program Evaluation ResultsCore Program Evaluation Results

8/1/97 8/1/97 –– 3/31/073/31/07

70% reported that they increased their involvement 70% reported that they increased their involvement 
in an HIV/AIDS group or organization. in an HIV/AIDS group or organization. 

47% reported that they participated in community 47% reported that they participated in community 
advocacy activities which they had not tried before.advocacy activities which they had not tried before.

88% reported disclosing their HIV status to people 88% reported disclosing their HIV status to people 
outside of their immediate family and close friends.outside of their immediate family and close friends.

2424

PLWHA Leadership Training InstitutePLWHA Leadership Training Institute
Core Program Evaluation ResultsCore Program Evaluation Results

8/1/97 8/1/97 –– 3/31/073/31/07

52% became members, leaders or volunteers on 52% became members, leaders or volunteers on 
local, statewide, national and international local, statewide, national and international 
HIV/AIDS planning and advisory bodies (e.g., Ryan HIV/AIDS planning and advisory bodies (e.g., Ryan 
White Title I Planning Councils, Ryan White Title II White Title I Planning Councils, Ryan White Title II 
Consortia, HIV Prevention Community Planning Consortia, HIV Prevention Community Planning 
Groups, ASO advisory boards, and boards of Groups, ASO advisory boards, and boards of 
directors of notdirectors of not--forfor--profit organizations).profit organizations).
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HIV Planning CouncilHIV Planning Council
Training Series (NYC Only)Training Series (NYC Only)

1.1. Community PlanningCommunity Planning (2 days)(2 days)

Designed to help participants understand the Designed to help participants understand the 
purpose and structure of the Ryan White purpose and structure of the Ryan White 
Treatment and Modernization Act and the HIV Treatment and Modernization Act and the HIV 
Prevention Community Planning processPrevention Community Planning process

Emphasis on opportunities for participation Emphasis on opportunities for participation 
and leadership in Ryan White and HIV and leadership in Ryan White and HIV 
Prevention Community Planning bodiesPrevention Community Planning bodies

2626

2.2.Working Effectively in Groups (3 Days)Working Effectively in Groups (3 Days)
Designed to promote understanding of Designed to promote understanding of 
interpersonal dynamics in taskinterpersonal dynamics in task--oriented groups oriented groups 
(committees, advisory boards, etc.), and to (committees, advisory boards, etc.), and to 
build skills for effective participation.build skills for effective participation.

Emphasis on beneficial group roles, managing Emphasis on beneficial group roles, managing 
conflict, and dealing with “difficult” behaviors conflict, and dealing with “difficult” behaviors 
in a group setting.in a group setting.

HIV Planning CouncilHIV Planning Council
Training Series (NYC Only)Training Series (NYC Only)

2727

3.3. Understanding DataUnderstanding Data (2 days)(2 days)
Participants learn how to decipher NYC HIV Participants learn how to decipher NYC HIV 
Planning Council data and use it to participate Planning Council data and use it to participate 
in and influence important decisions about in and influence important decisions about 
programs and funding.programs and funding.

HIV Planning CouncilHIV Planning Council
Training Series (NYC Only)Training Series (NYC Only)
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4.4. Priority Setting and Resource AllocationPriority Setting and Resource Allocation
(2 Days)(2 Days)

Participants discover how program priorities Participants discover how program priorities 
and funding levels are determined so they can and funding levels are determined so they can 
better advocate for their communities’ needs.better advocate for their communities’ needs.

HIV Planning CouncilHIV Planning Council
Training Series (NYC Only)Training Series (NYC Only)

2929

14 programs offered between July 2007 14 programs offered between July 2007 –– June 2008June 2008
136 total participants (unduplicated count = 68)136 total participants (unduplicated count = 68)

HIV Planning CouncilHIV Planning Council
Training Series (NYC Only)Training Series (NYC Only)

Race/ethnicity:Race/ethnicity:
1%1% American IndianAmerican Indian
3%3% Asian/Pacific IslanderAsian/Pacific Islander

53%53% Black, NonBlack, Non--HispanicHispanic
25%25% Latina/LatinoLatina/Latino
15%15% White/NonWhite/Non--HispanicHispanic

3%3% Other (unspecified)Other (unspecified)

Age:Age:
72% 72% 2525--4949
25% 25% 50+50+

3%3% 2020--2424

Sex/gender identity:Sex/gender identity:
37%37% femalefemale
63%63% malemale

3030

Pilot Pilot -- Ryan White Part B LTI Training  Ryan White Part B LTI Training  
(Based on policy changes within the RW Treatment Modernization Act)

April 1, 2007 – March 31, 2008

““SelfSelf--Management: Becoming Your Own Health Care Management: Becoming Your Own Health Care 
Advocate” (3 Days)Advocate” (3 Days)

1.1. PrePre--training assessment of health, health care training assessment of health, health care 
utilization, and knowledge of HIV careutilization, and knowledge of HIV care

2.2. PostPost--training assessment of knowledge gaintraining assessment of knowledge gain
3.3. Individual health care action planIndividual health care action plan
4.4. FollowFollow--up assessments at three and six monthsup assessments at three and six months
5.5. Peer mentors work with training graduates for six Peer mentors work with training graduates for six 

months following training through:months following training through:
•• regular telephone conversationsregular telephone conversations
•• inin--person meetingsperson meetings
•• documentation of health care utilization and outcomesdocumentation of health care utilization and outcomes
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Pilot Pilot 
“Self“Self--Management” training curriculumManagement” training curriculum

Day 1Day 1
1.1. Introduction to the PWA selfIntroduction to the PWA self--empowerment empowerment 

movementmovement

2.2. Characteristics of “good health care”Characteristics of “good health care”

3.3. Techniques for working effectively with health Techniques for working effectively with health 
care providerscare providers

4.4. Ways to make the most of health care visitsWays to make the most of health care visits

3232

Day 2:Day 2:
1.1. HIV Basics (HIV vs. AIDS; viral load; THIV Basics (HIV vs. AIDS; viral load; T--cells)cells)

2.2. Understanding Labs [CBC, chem. screen, lipid Understanding Labs [CBC, chem. screen, lipid 
panel, sugar levels, CD4 count and percentage, panel, sugar levels, CD4 count and percentage, 
viral load, resistance testing]viral load, resistance testing]

3.3. NYS Standards of HIV Care (for frequency of NYS Standards of HIV Care (for frequency of 
various tests and vaccines)various tests and vaccines)

Pilot Pilot 
“Self“Self--Management” training curriculumManagement” training curriculum

3333

Pilot Pilot 
“Self“Self--Management” training curriculum:Management” training curriculum:

Day 2: (continued)Day 2: (continued)
4.4. Understanding Medications (concepts of antiUnderstanding Medications (concepts of anti--

retrovirals, ARV classes and combination therapy; retrovirals, ARV classes and combination therapy; 
U.S. guidelines for starting ARV therapy; U.S. guidelines for starting ARV therapy; 
adherence; resistance)adherence; resistance)

5.5. Mental Health (general issues, specific concerns Mental Health (general issues, specific concerns 
for PWHA, types of treatment, other supports, for PWHA, types of treatment, other supports, 
choosing a provider)choosing a provider)

6.6. Opportunistic infections (definition, relation to CD4 Opportunistic infections (definition, relation to CD4 
levels, types of OI’s, prophylaxis & treatment) and levels, types of OI’s, prophylaxis & treatment) and 
staying healthy (diet, rest, exercise, etc.)staying healthy (diet, rest, exercise, etc.)
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Day 3:Day 3:
1.1. Individual health care goal setting and creation of Individual health care goal setting and creation of 

individual action plansindividual action plans

2.2. The mentor relationship: purpose and processThe mentor relationship: purpose and process

3.3. Matching mentors & menteesMatching mentors & mentees

4.4. MentorMentor--mentee meetings (small group and mentee meetings (small group and 
individual)individual)

Pilot Pilot 
“Self“Self--Management” training curriculum:Management” training curriculum:

3535

PilotPilot
“Self“Self--Management” TrainingManagement” Training
Participant CharacteristicsParticipant Characteristics

Age:Age:
62% 62% 2525--4949
36% 36% 50+50+

2%2% 2020--2424

Sex/gender identity:Sex/gender identity:
52%52% femalefemale
47%47% malemale
2%2% transgender/maletransgender/male

Race/ethnicity*:Race/ethnicity*:
6%6% American IndianAmerican Indian
3%3% Asian/Pacific IslanderAsian/Pacific Islander

26%26% Black, NonBlack, Non--HispanicHispanic
6%6% AfricanAfrican

30%30% African AmericanAfrican American
2%2% CaribbeanCaribbean

20%20% Latina/LatinoLatina/Latino
20%20% White/NonWhite/Non--HispanicHispanic

* multiple selections possible* multiple selections possible

3636

PilotPilot
“Self“Self--Management” TrainingManagement” Training
Participant CharacteristicsParticipant Characteristics

Health care payer:
6% Private health insurance6% Private health insurance

27% Medicare27% Medicare
83% Medicaid83% Medicaid

9% ADAP (medications)9% ADAP (medications)
6% ADAP + (primary care)6% ADAP + (primary care)
0%0% SelfSelf--pay  pay  

Sexual orientation:Sexual orientation:
69%69% Straight, heterosexualStraight, heterosexual
15%15% Lesbian, gay, homosexualLesbian, gay, homosexual
15%15% BisexualBisexual

Formal education:Formal education:
28%28% Less than high schoolLess than high school
26%26% High School/GEDHigh School/GED
28%28% College College –– 2 Years2 Years

9%9% College College –– 4 Years4 Years
6%6% Graduate SchoolGraduate School
3%3% OtherOther
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PilotPilot
“Self“Self--Management” Management” TrainingTraining

PrePre-- vs. Postvs. Post--trainingtraining
2525--question HIV knowledge assessment (N=66)question HIV knowledge assessment (N=66)

average score increased from 63% to 70% correctaverage score increased from 63% to 70% correct

68% (45) scores increased (average = 14%)68% (45) scores increased (average = 14%)

20% (13) = no change20% (13) = no change

EvaluationEvaluation

3838

Participant comments on completing the training:Participant comments on completing the training:
I learned the importance of adherence.I learned the importance of adherence.
Learned how important patientLearned how important patient--doctor relationship isdoctor relationship is
Taught me how to be an advocate with my healthcare.Taught me how to be an advocate with my healthcare.
I learned so much about medications in this training.I learned so much about medications in this training.
This training has helped me to think in a positive way about my This training has helped me to think in a positive way about my HIV identity.HIV identity.
I learned that my labs are important to my HIV care.I learned that my labs are important to my HIV care.
I am ready to start meds as a result of this training.I am ready to start meds as a result of this training.
As a result of this training, I am going to ask my doctor for a As a result of this training, I am going to ask my doctor for a pap smear.pap smear.
I am motivated to share this information with others.I am motivated to share this information with others.
I feel more confident making decisions and communicating better.I feel more confident making decisions and communicating better.

PilotPilot
“Self“Self--Management” Management” TrainingTraining

EvaluationEvaluation

3939

Pilot Pilot 
“Peer Mentor” training includes:“Peer Mentor” training includes:

understanding standards of HIV healthcareunderstanding standards of HIV healthcare

roles and responsibilities of mentorsroles and responsibilities of mentors

establishing and maintaining appropriate establishing and maintaining appropriate 
boundariesboundaries

confidentiality rules and proceduresconfidentiality rules and procedures

making “referrals”making “referrals”

requesting documentation from mentees, requesting documentation from mentees, 
followfollow--up and reportingup and reporting
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PilotPilot
“Peer Mentor” Training“Peer Mentor” Training
Mentor CharacteristicsMentor Characteristics

Age:Age:
46% 46% 2525--4949
54% 54% 50+50+

Sex/gender identitySex/gender identity::
38%38% femalefemale
58%58% malemale

4%4% “other” (unspecified)“other” (unspecified)

Race/ethnicity*:Race/ethnicity*:
8%8% American IndianAmerican Indian
0%0% Asian/Pacific IslanderAsian/Pacific Islander

31%31% Black, NonBlack, Non--HispanicHispanic
13%13% AfricanAfrican
50%50% African AmericanAfrican American
25%25% CaribbeanCaribbean

23%23% Latina/LatinoLatina/Latino
35%35% White/NonWhite/Non--HispanicHispanic

* multiple selections possible* multiple selections possible
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PilotPilot
“Peer Mentor” Training“Peer Mentor” Training
Mentor CharacteristicsMentor Characteristics

Health care payer:
42% Private health insurance42% Private health insurance
42% Medicare42% Medicare
42% Medicaid42% Medicaid
39% ADAP (medications)39% ADAP (medications)
19% ADAP + (primary care)19% ADAP + (primary care)
12%12% SelfSelf--pay  pay  

Sexual orientation:Sexual orientation:
42%42% Straight, heterosexualStraight, heterosexual
58%58% Lesbian, gay, homosexualLesbian, gay, homosexual

Formal Formal 
education:education:

8%8% Less than high schoolLess than high school
23%23% High School/GEDHigh School/GED
35%35% College College –– 2 Years2 Years
19%19% College College –– 4 Years4 Years

4%4% Graduate SchoolGraduate School
12%12% OtherOther

4242

PilotPilot
“Self“Self--Management” TrainingManagement” Training

EvaluationEvaluation
Baseline to 6Baseline to 6--month surveys assess multiple domains:month surveys assess multiple domains:

HousingHousing
Social connectednessSocial connectedness
DoctorDoctor--Patient relationshipPatient relationship
Community involvementCommunity involvement
SpiritualitySpirituality
Current health indicators (cd4 count, viral load)Current health indicators (cd4 count, viral load)
ARV therapyARV therapy
Stigma & discriminationStigma & discrimination
Health care utilizationHealth care utilization
Behavioral health careBehavioral health care
Support servicesSupport services
SelfSelf--care behaviors/activitiescare behaviors/activities
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PilotPilot
“Self“Self--Management” TrainingManagement” Training

EvaluationEvaluation
32 632 6--month followmonth follow--up surveys completed as of 8/1/08; up surveys completed as of 8/1/08; 
remainder to be completed in Augustremainder to be completed in August--September 2008September 2008
Feedback to date strongly favorable from participants and Feedback to date strongly favorable from participants and 
mentors alikementors alike
Sample responses describe a number of positive changes Sample responses describe a number of positive changes 
observed at 6 months.observed at 6 months.
In all 3 sample profiles that follow (slides In all 3 sample profiles that follow (slides 4444--46),46), respondents respondents 
“strongly agreed]” with the statement, “I believe my mentor’s “strongly agreed]” with the statement, “I believe my mentor’s 
support helped to motivate me to act to improve my HIV support helped to motivate me to act to improve my HIV 
health care.”health care.”

4444

PilotPilot
“Self“Self--Management” TrainingManagement” Training

EvaluationEvaluation

““What was the CD4 cell count in your most recent test?”What was the CD4 cell count in your most recent test?”
∆∆ from “193” to “313”from “193” to “313”

“What was your most recent viral load?”“What was your most recent viral load?”
∆∆ from “400” to “Under 100”from “400” to “Under 100”

“Did you see any professional for the primary purpose of “Did you see any professional for the primary purpose of 
getting help for a psychological or emotional issue?”getting help for a psychological or emotional issue?”
∆∆ from from ““NoNo”” to to ““YesYes””

““I manage to eat a healthy, balanced diet most of the time.I manage to eat a healthy, balanced diet most of the time.””
∆∆ from from ““NeutralNeutral”” to to ““Strongly agreeStrongly agree””

Profile #1:
Latino heterosexual male, 25-49, High school/GED, Medicaid

4545

PilotPilot
“Self“Self--Management” TrainingManagement” Training

EvaluationEvaluation

““On average, during the last 30 days I took...”On average, during the last 30 days I took...”
∆∆ from “Most of my pills” to “All of my pills every day”from “Most of my pills” to “All of my pills every day”

“How often do you smoke cigarettes?”“How often do you smoke cigarettes?”
∆∆ from “Every day” to “Some days”from “Every day” to “Some days”

“I feel that I am part of a community”“I feel that I am part of a community”
∆∆ from from ““NeutralNeutral”” to to ““Strongly agreeStrongly agree””

““In a crisis, I would have the support I need from family In a crisis, I would have the support I need from family 
and/or friendsand/or friends””
∆∆ from from ““NeutralNeutral”” to to ““Strongly agreeStrongly agree””

Profile #2:
American Indian male, 25-49, less than high school, Medicaid 
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PilotPilot
“Self“Self--Management” TrainingManagement” Training

EvaluationEvaluation

““On average, during the last 30 days I took...”On average, during the last 30 days I took...”
∆∆ from “About ½ my pills” to “All of my pills every day”from “About ½ my pills” to “All of my pills every day”

“When was the last time you missed at least one dose of “When was the last time you missed at least one dose of 
your HIV medications?”your HIV medications?”
∆∆ from “Within the past week” to “Between 1 and 3 from “Within the past week” to “Between 1 and 3 

months ago”months ago”

“Did you participate in a support group or self“Did you participate in a support group or self--help group?”help group?”
∆∆ from from ““NoNo”” to to ““YesYes””

Profile #3:
African American heterosexual male, 25-49, college/2 yrs, Medicaid

4747

PilotPilot
“Self“Self--Management” TrainingManagement” Training

Lessons Learned To Date
Numbers attended (N=66) were significantly lower than Numbers attended (N=66) were significantly lower than 
numbers confirmed (N=100).numbers confirmed (N=100).

Lack of overnight accommodations impacts enrollment.Lack of overnight accommodations impacts enrollment.

Length of training may be challenging for participants due Length of training may be challenging for participants due 
to practical or psychoto practical or psycho--social reasons.social reasons.

Six months working with a mentor may play a role in Six months working with a mentor may play a role in 
discouraging attendance.discouraging attendance.

Other opportunities for training and peer support programs Other opportunities for training and peer support programs 
to improve PLWHA health outcomes “compete” with LTI.to improve PLWHA health outcomes “compete” with LTI.

Outreach and recruitment is a challenge.Outreach and recruitment is a challenge.

Mentor’s time commitment is considerable in some cases.Mentor’s time commitment is considerable in some cases.

4848

Will consumer involvement remain a Will consumer involvement remain a 
cornerstone of the cornerstone of the 

RW Treatment Modernization Act ?RW Treatment Modernization Act ?

Kiyoshi KuromiyaKiyoshi Kuromiya::

“Our ranks are now very much depleted by death and “Our ranks are now very much depleted by death and 
burnout, and we need to stress the importance of burnout, and we need to stress the importance of 
participation by a new generation, even more diverse than participation by a new generation, even more diverse than 
the last, of patient activists and advocates.  This life and the last, of patient activists and advocates.  This life and 
death struggle is only empowering if you are part of it.”death struggle is only empowering if you are part of it.”

from Consumer Digest from Consumer Digest –– Making a Difference!, HHS/HRSA, p. 13Making a Difference!, HHS/HRSA, p. 13
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John Hatchett, BFAJohn Hatchett, BFA
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