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Introduction to the Guide

Involvement of people with HIV that reflect the
population being served to help ensure that the
needs of people with HIV are being addressed by

clinical quality management activities.

Additionally, HIV providers may face pressure from other
funding requirements, their patient population, or the
community. Whether it is in response to a requirement,
or the impetus comes from staff, patients, or others,
quality improvement-related activities can be enhanced by

including people with HIV in the process.

Sometimes, their involvement is an afterthought in quality
improvement; in other instances, people with HIV are

involved, but not in a meaningful way that uses their input
and guidance to have a measurable impact on patient care.

The focus of this Guide is to provide:

1. A framework for patient involvement that recognizes

the challenges facing busy HIV providers;

2. DPractical examples and guidance for successful
integration of people with HIV in quality

improvement-related and other activities;

3. A road map for people with HIV to be active partners
to improve HIV care, health outcomes, quality of life,

and health care experiences.

This Guide emphasizes how individuals with lived
experiences can be meaningfully involved at multiple levels
and was designed so that it is equally valuable to patients

and provider staff.

Audiences

This Guide is designed to meet the needs of both staff and
patients; those new to quality improvement and those with
more experience. Some may read this resource from start
to finish while others may focus on specific topics. We
encourage both to jointly review the Guide in its entirety
so that they can see the many ways in which quality

improvement-related activities are strengthened from

patient involvement. We hope that the real-world examples
provided throughout the Guide inspire all parties involved

to take on active roles in improvement activities.

Providers should take the lead and ensure that this Guide
is shared (in an accessible format) with people with

HIV wanting to engage in advocacy to improve HIV
care. Note that some individuals with lived experiences
and staff members may also need additional support in

understanding parts of this Guide.

A variety of provider staff are involved in initiating and
enhancing patient involvement. Each has a different
perspective and a unique set of opportunities to engage

people with HIV in the process. This Guide can be used by:
1. Adherence counselors

2. Administrative support staff (e.g., receptionists)

3. Clinical staff (physicians, nurses, nurse practitioners,

physician assistants)

b

HIV program administrators
Medical directors

Outreach workers

Noaw

Patients (and family members, support networks)
8. Peer educators

9. Quality improvement staff

10. Social workers and case managers

11. Treatment educators

Two important tools are included in the appendices, which
will help you as you use this Guide.
1. Quality Improvement Terms: Appendix 1

2. Quality Improvement Acronyms and Abbreviations:

Appendix 2

Terminology Used

Since the beginning of the HIV epidemic there has been

much discussion about the terms used to describe people
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SECTION 1. Gefting Ready: Why Patfient Involvement Matters

Barrier

“Unequal Power”

How it Plays Out

. Unequal time and resources [i.e., patients do not have the time or the resources to participate in

quality activities due to other commitments and needs)

. Power dynamics (i.e., patient input is minimized or ignored as providers are the dominant voices in

decision making)

. Not an equal partner (i.e., patients are included in the process, but their experience and opinions

do not carry the same weight as other stakeholders)

“Limited Menus”

. Opportunities for input are limited since most decisions have been made (i.e., invitations are made

after key decisions are made, or when only a limited input can be provided)

. Measures do not address patient priorities (i.e., nothing in the quality improvement activities

address what is important to patients)

. Invalvement after the fact [i.e., patients are asked for feedback—that is “react”—after all

decisions are made]

“Critical Mass”

. No seat af the table [i.e., patients are not invited since patients are not believed to be interested

in being at the table for conversations about quality measurement)

. Lone voice (i.e., a single or a handful of patient advocates are expected to represent the diverse

perspectives of all patients)

“Flat-Footed”

. No clear role (i.e., patients are invited to participate but not given a clearly defined role—they are

not told what is expected of them)

. Highly technical request for input (i.e., patients are asked to provide input on highly technical

topics with which they are not entirely familiar or lack the technical expertise to respond quickly
to requests)

. Inadequate training, preparation, and time fo respond (i.e., limited or no training opportunities are

provided to patients, and they are expected to hold their own with seasoned professionals)

’

“Closed Doors’

—_

. Shut out of planning-related exchanges (i.e., negotiations may be taking place behind closed

doors, including informal channels, across colleagues, between partners)

. Not included in the launch of new services [i.e., surprised with new services that may or may not

meet their needs)

“Dual Focus”

—_

. Balancing big system perspective with individual patient experiences |i.e., patients asked to

comment on system wide issues where they lack content expertise [although their care experience
could inform these discussions])

. Problems stemming from implementation issues (i.e., patients come fo the table with strong ideas

about what is needed just to realize that the implementation fell short]

“Insufficient
Representation”

. Few people with HIV are involved in quality improvement process and are expected fo be the voice

of all communities with HIV

. Relying on a small group of patients not only limits the breadth and quality of input but also

increases the likelihood of burnout

”

“Lacking Necessary 5kills

—_

. Patients may lack the expertise in public health and data analysis to fully engage in improvement

activities

. The necessary training or background materials are not offered in advance fo prepare patients in

their role

“Managing Expectations”

. The process of decision making is not fransparent, and the mode of decision making is unclear fo

patients

. Patients are not clear about their roles to make decision
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SECTION 1. Gefting Ready: Why Patfient Involvement Matters

The following table breaks downs barriers to patient involvement that occur at various levels in the health care system and was

developed by CQII’s advisory committee that is comprised of patients, provider representatives, and content experts.

Level

System Level (Macro)
(e.g., patients have a voice in policy making)

—_

~ny

w

wu

. Minimal body of evidence that patient involvement improves
. Inadequate representation of the patient population (i.e.,

. Pracess is not transparent, leading to distrust and

. Changes are not communicated to the patient community and

Barrier

health outcomes

tokenism)

misunderstanding

Needs/changes identified by patients cannot be addressed
through policy changes/at system level

beyond, making patient involvement appear ineffective

Organizational Level (Meso)
(e.g., ensuring multiple patient voices are heard and
acted upon]

N —

I

u

. No process/system for collecting input
. Reluctance to modify workflows fo allow clinicians time to

. Inadequate training infrastructure (i.e., no process to build
. Lack of resources to support patient involvement (e.g.,

. No buy in from leadership (which can impact staff/patient

engage with patients around quality
staff/patient quality improvement skills)
stipends, support for transportation)

buy in)

Patient Level (Micro)
(e.g., patient/clinician interaction during appointments,
effective communication for partnering in care]

N —

w

. Lack of time during patient encounter
. Uinician reluctance (reluctant to recognize patient as

. Patient distrust of medical system/providers

-~

partner, bias stigma)

Lack of communications skills (both patient and clinician

Benefits of Patient Involvement
in Quality Improvement:
Why Patient Voices Matter?

Patients have a role in many aspects of service delivery,
including quality improvement. Their insights and
involvement can support their fellow peers but also help
to improve many programmatic aspects, such as service
enhancements, outreach, evaluation activities, cultural
responsiveness, and stigma reduction. This expertise can
be invaluable to providers and should be recognized and

incorporated.

Insight into Patient Experience. Information on the
patient experience—how welcome they feel, whether they
feel valued as partners in care, experiences with stigma
and discrimination (both within the organization and

in their lives), and how easy it is to access and navigate
services—can be invaluable to a service provider in terms
of improving services and improving health outcomes and
other quality metrics. This insight has value across service

planning, delivery, and evaluation.

Support Transparency. People with HIV help to ensure

that the purpose and outcomes of quality improvement
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SECTION 1. Gefting Ready: Why Patfient Involvement Matters

activities are clearly communicated to patients and the
broader community. They can help to identify how best
to inform the patient population and others about quality
improvement activities, such as why specific service
delivery issues are focused, how patients were involved

in the planning process, how patients were involved in
identifying solutions, and what changes were made in

response to their feedback.

Focus Needs Assessments. Involving people with HIV

in all aspects of the needs assessment process (i.c., design,
data collection, analysis) can help to ensure the process
addresses the needs and concerns of the patient populations
and can incorporate a broad range of patient perspectives
(e.g., reflecting geographic considerations, needs of
different subpopulations). Patients can also provide insights
into barriers to accessing services, retention in care, and

adherence to treatment.

Identify Emerging Issues. Patients can help providers to
identify both internal and external emerging issues that can
impact access to and engagement in services. For example,
providers may not fully understand the access issues related
to external support services, which in turn, can optimize
treatment outcomes in the community. Or they may not
be aware of changes outside their organization, such as

cutbacks in federal benefits.

Link fo Community. Patients, their families, and their
social networks are part of the broader community and
serve as an ongoing link to the community and its various
subpopulations (e.g., race, gender, age, sexual orientation).
While it is not realistic to expect a few people with HIV
to be the “voice of their community,” they can provide
anecdotal information based on interactions with those in
their network and other patients. Patients can also serve as

a link to others, such as:

1. Engaging members of their social network in care
2. Providing information to the community

3. Engaging other patients in quality improvement

activities such as surveys, focus groups

4. Asking others about the barriers to accessing and

staying in care

Demonstrate Commitment to Patient Voices. Actions
speak louder than words. Involving people with HIV

in quality improvement and other aspects of planning,
service delivery, and evaluation speaks to the value an
organization puts on patient experience, lived expertise, and
the contributions they can make as partners in the patient/
provider relationship. It conveys to patients and the broader
community that there is a commitment to patient-centered
care and to acting on the input of patients to improve

services and health outcomes.
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SECTION 1. Gefting Ready: Why Patfient Involvement Matters

Before We Begin: A Word About Support, Incentives, and Other Recognitions

As CQII developed this Guide, with help from our patient advisors, the message was loud and clear: patients should be incentivized
and supported for their input and expertise in quality improvement efforts. As one advisor said recently, “My meaningful involvement
is not a gift card.” Another advisor stated, “If T am doing the same work as everyone else on the quality committee and bringing my
expertise as a person with lived experience, then pay me just like everyone else on the committee.”

HRSA HAB’s PCN 16-02, Ryan White HIVIAIDS Program Services: Eligible Individuals & Allowable Uses of Funds, provides guidance
about allowable costs related to patient involvement. It is important for recipients to review this document to ensure that they are in
compliance in terms of their expenditures related to patient involvement. In February 2023, HRSA HAB released additional guidance
on community engagement in a program letter outlining ways the RWHAP can support community engagement efforts.

While there is direct guidance on the use of RWHAP funds related to patient involvement, patient advisors have emphasized that this
should not be a deterrent for engaging patients. Other non-RWHAP funding sources can potentially be used, such as to buy pizza for
a focus group, to cover costs not allowable by RWHAP.

Hiring people with HIV as staff or contracting them as content expert consultants is a viable option for organizations receiving
RWHAP funds, certainly with the proper safeguards in place. In some organizations, bureaucracy can be a challenge, such as requiring
that all positions are posted or multiple levels of review. In such cases, using stipends or honoraria may streamline the process.

Despite the challenges, RWHAP recipients should explore ways to incentivize, support, and recognize patients in alignment with
RWHAP requirements. Their voices are essential to the quality improvement process and financial support should be provided to
demonstrate that their expertise and efforts are valued.
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SECTION 2. Patient Invalvement Spectrum: What Does Patient Involvement Look Like?

To improve
HIV care and
quality of life
by increasing
the meaning-
ful and
equitable
involvement
of people with
HIV in quality
improvement
activities.

Primary Drivers

Secondary Drivers

—

Organizational Design and Governance:
The agency has an environment for

systems-level shared decision-making fo
assess and improve quality of care

A culture of openness, inclusion, and support
enables the input of individuals free of
discrimination, stigma, and hias

Leadership strategically prioritizes the
inclusion of people with HIV in QI efforts at

all levels

Policies and procedures are in place to engage
people with HIV

All staff are provided training and fools to
create an environment that supports and values
patient contributions

Boundaries are in place to assure patfient
confidentiality

A mindful and healthy meeting culture promotes
the importance of self-care and emotional
wellness fo prevent burnout

Culturally Responsive Training and QI
Onboarding:

Systems are in place to actively engage
and support people with HIV in QI efforts
and staff are competent in community
engagement skills and methods

Knowledge/skills of people with HIV and staff are
assessed to co-produce improved health
outcomes and experiences

Trainings on key 0l fopics and on community
engagement skills and methods are provided

All participants in QI efforts are actively onboarded
Individualized support and coaching are provided fo
further develop Ol capacities and confent expertise
People with HIV are prepared for employment
opportunities

Support for Time and Effort:

The involvement of people with HIV and
with diverse backgrounds is valued,
incentivized, and meaningfully supported

Multiple methods are used fo reach a diverse
group of people with HIV for their input, guidance,
and involvement

Community engagement support, including
fransportation, childcare, meals, and client
incentives, is provided to patients for their
involvement in QI efforts, including gift cards
People with HIV are hired as staff for roles that
support patient involvement, including training,
surveying, or data collection

Patients are menfored in their role and
opportfunities for exchanges with others are
provided to learn from each other

Measurement of Patient Involvement

and Dissemination:

The impact of engaging people with HIV in
QI efforts is measured and the results are
widely shared with all stakeholders

Efforts of patient involvement are well documented,
and data are collected fo indicate its impact
Contributions of people with HIV are widely
acknowledged and recognized in infernal and
external communications

Successes of patient involvement activities are
openly celebrated with patients and staff

Past findings are utilized to make routine
adjustments to processes of patient recruitment,
onboarding, and training
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SECTION 2. Patient Invalvement Spectrum: What Does Patient Involvement Look Like?

For each domain, specific tasks and activities should

be selected based on the optimal and appropriate level
and extent of patient involvement dependent on the
organizational priorities and patient interests. The
following table provides an overview of activities for each
patient involvement domain, which are explained in the
subsequent sections. Note that the qualities/capacities and
building skills/training pertain to whoever is participating

in the activities, including staff or patients.

Domain Examples of Actions/Activities
Empathic 1. Understanding individual hiases
Listening 2. Empathy mapping (patients “map”

their experience with care so
providers can learn more about
patients’ actual experience)
3. Collecting and sharing patients’
stories
Gathering 1. Surveys (needs assessments,
Perspectives satisfaction]
and Insights 2. Focus groups
3. Qualitative inferviews or informant
interviews
Engaging 1. Member of quality improvement
in Quality project team (as employee,
Improvement consultant, volunteer)
Activities 2. (QM committee member (as employee
or consultant]
Co-Design and 1. Patient (consumer] advisory
Leadership committee member
2. Board of Directors
3. Experienced-bhased co-design of
activities, services, programs,
systems

Domain: Empathic Listening

This patient involvement domain helps to ensure that there
is a welcoming and accepting environment for all patients
by actively paying attention to gain patient perspectives,
insights, and information on their lived experience,
including their experiences in healthcare. These activities
help to cultivate empathy among staff members, create ways
to collect and listen to patient experiences and stories, and
to weave these qualities into the organizational culture. Staff
and patients work together to collect information, package
it, and disseminate it in a way that is accessible to staff,
patients, and possibly the broader community. Many of
these activities can be carried out by people with HIV since
other people with HIV may feel more comfortable sharing
with a peer. Peer volunteers may be appropriate for some

of these activities. If this work is conducted on an ongoing
basis, hiring a person with HIV, as staff or a consultant with
a formal agreement, may be the best approach. This ensures
that the work is consistently done and that the person doing

the work is compensated for their expertise and time.

LU= Building Skills/Training
Capacities
1. Active listening 1. Training fo address personal
skills attitudes and beliefs (which may

already be part of organization’s

2. Interviewing skills
training program|

3. Ability to develop

rapport with 2. Possible training topics
patients include stigma and bias,

4. Respect of social determinants of health,
boundaries intersectionality

3. Training to ensure compliance
with privacy/confidentiality
requirements (e.g., HIPAA)

4. Skills training (dependent on
activity). Examples of possible
training include effective
inferviewing, how to capture
patient stories via short videos,
gaining permissions (e.g.,
waivers), etc.

5. Quality improvement patient-
oriented guides (e.g., self-care)
for staff and patients to become
familiar with this concept and
self-care strafegies

5. Ability to capture
pafients’ stories
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What was learned from the initial survey? Patients provided feedback about how to make their time in the clinic

better—they didn’t like that Jerry Springer was always on the TV in the waiting room. They also provided more
important feedback about significant issues that could result in negative experiences that might make a patient not
want to come back. Patients shared that the windows in the reception area were too close together so that there

was no privacy during the check in process. The patient at the next window could hear the entire conversation.
When Evergreen built new facilities, privacy was a consideration in designing the check in area.

Dawn felt that as a peer, she had the trust of the patients, and this helped her to encourage their participation. If
peer involvement is not an option, she recommends educating all staff about the process so that they can answer

questions from patients about the survey and encourage their participation.
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Patient Satisfaction in Practice:
Language of Laring

Sun River Health is a federally qualified health center (FQHC) with over 40 locations, serving more than 245,000
patients throughout the Hudson Valley, New York City, and Long Island. Sixteen sites offer integrated HIV/HCV

care. Sun River has a long-time focus on patient-centered care and is the only FQHC that is Planetree certified.

Sun River selected Language of Caring after seeing data from other community health centers that the
intervention had improved patient satisfaction and was positively received by staff, with reports that it improved
communication across providers and teamwork. An important aspect was the emphasis on empathy and the

promotion of caring vs. just communicating. The decision to select the intervention also included patients.

Over the course of two years, Sun River provided training to staff, with patients sometimes serving as facilitators.
There is an initial, one-hour foundational training followed by six, 45-minute modules selected by clinicians. All
other staff participated in seven other Language of Caring modules, based on the same themes but targeting all
non-provider staff. Habit builders, short reminders built into gatherings such as staff meetings, are provided between
modules. New employees will view recordings of the original trainings. Sun River plans to evaluate the intervention

by using a survey specific to Language of Caring with staff and through quarterly patient satisfaction surveys.

The initial plan was to conduct in-person training, but due to COVID-19, the trainings were virtual. This had
some advantages, such as allowing staff to come together across sites and share best practices that could be useful

at other sites.

“In community health centers, communication between staff and with patients can be an issue,
especially as organizations grow,” states Katherine Brieger, Executive Director of Planetree at Sun
River. “Wewve seen staff communicate more effectively and work better as a team, which in turn

impacts the care patients receive.”
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SECTION 2. Patient Invalvement Spectrum: What Does Patient Involvement Look Like?

Activity

Surveys

Surveys can take many forms. They can
be administered by a person [conducted
in person), paper, or completed anline.
They can vary in length from 1-2
questions on a single topic to many
questions cavering multiple topics and
issues. Longitudinal surveys [same
questions asked multiple times over

a specific period) track change over
time. One-time surveys may be used to
identify needs, measure satisfaction
with services, etc.

Level of Commitment/Deliverables

1. Development of survey

2. Administration of survey (online, on
site, person to person)

3. Analysis of survey data

4. Reporting findings fo patients

Resources Required

1. Staff time

2. Possible use of consultants (including
people with HIV)

3. Compensation of participants
(e.q., gift cards)

Focus Groups

Small groups bring together participants
to take part in a guided discussion about
a specific topic. Participants can either
be recruited at random [i.e., a diverse
group) or meet specific criteria [e.g.,
gender, race/ethnicity). Because it is a
discussion, participants may be more
engaged, and their views may evolve
over the course of the discussion.

. Development of protocol

. Logistics planning for group meeting
. Recruitment of participants

. Londucting group meeting

. Compiling report

[ e R O R N

1. Staff time

2. Possible use of consultants (including
people with HIV)

3. Compensation of participants
(e.q., gift cards)

Interviews

Interviews can be conducted with
random interviewees [i.e., individuals in
the waiting room] or with specific people
wha may have perspectives or knowledge
that are important to capture (key
infarmant interviews). The interview
format [i.e., open ended questions)
allows interviewees to elaborate, as
opposed to providing simple yes or no
answers.

. Development of inferview profocol
. Identification of interviewees

. Scheduling inferviews

. Londucting interviews

. Compiling report

[ e R O R N

1. Staff time

2. Possible use of consultants (including
people with HIV)

3. Compensation of inferviewees
(e.g., gift cards)
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such as Pride and the AIDS Walk. At these events they can engage one-on-one with people, ask some questions,

and gather feedback through informal conversations and using short surveys.

The Program has a Community Engagement Coordinator who has had success in “warm” calling young gay,
bisexual, and other men who have sex with men of color. Over 100 patients were called to ask about access to
services, needs, and other issues impacting them. The calls helped to introduce the engagement coordinator to the
community. It also showed that young people still will answer the phone. Many said they preferred a short phone
call to showing up at a focus group or town hall. The coordinator was also able to identify patients who were

willing to further engage and provide input on service delivery to the program.

While it has only been a couple years that the Program has engaged patients at this level, it has provided invaluable

information.

“When we did the first survey, we asked what services they needed most,” states Jeremy. “What
we identified was that this population was largely unaware of the Ryan White services that
were available. We quickly pivoted our approach and developed engaging, community-driven
methods to informing them about the services that are out there to meet their needs. And, most

importantly, we included people with lived experience in this process.”
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SECTION 2. Patient Invalvement Spectrum: What Does Patient Involvement Look Like?

Activity

Participant in Improvement Activities
(as employee, consultant, volunteer)
The development of specific improvement
activities needs the expressed input

of patient voices [i.e., development of
cause-and-effect diagrams, flow charts,
prioritization of improvement
interventions]. The time commitment is
activity-driven, at times participation in
a single meeting versus a series af inputs
to refine quality improvement tools.

Level of Commitment/Deliverables

1. Review of documents to share
insights and priorities

2. Meetings fo parficipate in project-
specific quality improvement
activities

3. Recruitment of additional staff/
patfientfs as appropriate

4. Collection of data (e.g., surveys,
interviews, focus groups)

5. Processing and analysis of data

Resources Required

. Resources for patient members

who have a formal consultancy or
employment agreement in place

. Incentives for patients who share their

experiences (e.g., gift cards)

. Resources/staff time o develop

quality-related activities

. Resources required fo implement

strategies and frack their success

Member of Quality Improvement Team
(as employee, consultant, volunteer)
Quality improvement teams are usually
assembled to address a specific issue
[projects may take several months

to complete). Composition of teams
may vary depending on the project but
typically invalve 5-10 peaple.

Ideally teams involve staff (i.e., quality
management, clinical, and other staff as
appropriate] and patients.

1. Regular meetings

¢. ldentification of quality issues
(through various processes)

3. Design of project
Recruitment of additional staff/
patients as appropriate

5. Collection of data [e.g., surveys,
interviews, focus groups)

6. Processing and analysis of data

7. Summarizing findings (in report or
another format]

8. Developing strategies (e.g., POSA
cycles)

9. Infegrating successful strategies
info clinic flow

10. Tracking effectiveness of strategy
over time

. Staff time (IT, clinical, and other staff

on team]

. Possible use of cansultants (including

people with HIV)

. Lommunity engagement support for

patient members [e.g., transportation,
childcare)

. Incentives for patients who share their

experiences (e.q., gift cards)

. Resources/staff time to develop reports
. Resources required fo implement

strategies and frack their success

COM Committee Member

The clinical quality management
committee monitors the quality of
clinical care and patient satisfaction. It
is focused on the big picture [as opposed
to quality improvement teams looking
at a single issue). Serving on the CaM
committee is a long-term commitment. It
also requires a certain level of expertise
to be an effective member. Depending

on the nature of the organization (AIDS
service organization vs. community
health center], the work of the quality
management committee may not be

HIV specific.

1. Regular meetings

2. Regular review of data on key
indicators

3. Regular reporting to organization
on the activities of the CQM
committee

4. Administer patient satisfaction
surveys, review/analyze data,
respond to findings

5. Review patient data (e.qg., viral
suppression reports), identify
concerns/potential patterns, consult
with clinical and other staff of
appropriate responses

6. Maintain transparency with patients
during the process

7. Develop and implement strategies
to address deficiencies/issues

8. Track success of efforts to address
issues

. Gtaff time (IT, clinical, and other staff

on committee)

. Possihle use of cansultants
3. Community engagement support for

patient members (e.g., fransportation,
childcare]

. Incentives for patients who share their

experiences (e.g., gift cards)

. Resources required to implement

strategies and track their success
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and build a resume—both of which could be leveraged into employment opportunities; patient involvement was

professionalized. The goal is to move patients beyond the CAB to employment opportunities, if that is what they want.

“In the beginning we had lots of engagement, but people were showing up for the pizza,” states
Reachelian. “We established membership committees. People had to submit applications, bios, and
be interviewed. We asked people why they wanted to be on the CAB. We also conducted a skills

assessment to determine training needs.”

What is next for Reachelian? While she loves her “dream” job, she admits that there is always a need to promote
diversity—would another voice be a better fit for her job? Her goal is to bring in more people (one by one), even
if it is on a temporary basis, and provide them the skills they need to obtain other jobs. She feels it is especially

important to engage the younger generation.

Reachelian’s advice for others who want to engage in this work: 1) Figure out what you want to do;

2) Acknowledge that there is room at the table for everyone; 3) Focus on the future (e.g., building your resume);
and 4) Pick your priorities. For her, she wants to focus on mental health, trauma-informed care, and change
management. But also, going back to her early days in this work, she just wants to bring voices to the table—

especially new ones that need to be heard.
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Patient Involvement in Practice:
Lo-Producing

In co-producing, the patient experience matters. Given this, a patient who has received care from multiple providers,

in multiple jurisdictions, with different experiences, might be the ideal co-producer. The patient has seen various

approaches to service delivery, and how the approach can make a difference in the care and services provided.

Before he moved to Waco, Toby Kurosky received care in two other jurisdictions in Texas. In Waco, he developed
a close relationship with his case manager at the Waco-McLennan County Public Health District. She suggested
he become more involved in the health district’s response to HIV. He became a member of the newly revitalized
consumer advisory board (CAB). At the same time Laurel Churchman, program manager for HIV services, was
participating in CQII’s create+equity Collaborative and reached out to Toby to participate along with her. In
Toby’s own words, he is a RWHAP success story, having accessed many of the services the program has to offer—
health care, case management, dental care, and more. He has also received housing assistance through HUD’s
Housing Opportunities for People with AIDS program. He knows the importance of effectively navigating the

system to optimize care.

Toby and Laurel were equal partners in the create+equity Collaborative. When it came time to pick an
intervention, they were convinced that they should address transportation—such as arranging Uber rides for
patients. But when they looked at the data, they saw that transportation was not an issue for most patients.
Instead, they selected peer navigation to help patients improve patient access to services, with a focus on those

who were not engaged in care or who had not achieved viral suppression.

“I know how to access services,” states Toby. “I have accessed many parts of the system in various
Jurisdictions. I also survived cancer twice. I can ‘navigate’ and I can help others by sharing my

experiences.”

Laurel and Toby are taking a methodical approach to implementing the peer navigation intervention. Together
they reached out to programs across the country to identify what works. This has mostly been by peer sharing
through the create+equity Collaborative. They also reached out through their networks. They visited AIDS
Outreach Center in Ft. Worth, where Toby had previously been a patient, and spent a day with both supervisors

and navigators to see the process in action.
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Next up in the process is for both Laurel and Toby to be trained in all aspects of patient navigation through

KC CARE, as well as the health district’s case management team. This will give Laurel and Toby an in depth
understanding of what is required of peer navigators so that they can design a pilot. It will also ensure that they can

inform case managers about the intervention so that they understand it and can answer their patients” questions.

Due to limited resources for the pilot, Toby is volunteering to be the first navigator. He will learn first-hand what
works, what doesn’t, and gain insight into why patients want to access peer navigation services. Toby acknowledges
that having one peer navigator for a diverse population is an issue. There could be some patients that do not want
to engage with him. Beyond the pilot phase, the health district would like to hire additional peer navigators.

Toby and Laurel anticipate that there will be lots of lessons learned from the pilot that will inform what the peer

navigator program eventually looks like.

“Tobys knowledge and enthusiasm have really shaped what we are doing,” states Laurel. “He has

been critical to our progress to date.”
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Patient Involvement Journey:
Checklist for Providers and Patients

Initiating or Expanding Your Patient Invelvement Journey: Checklist
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[Note: This is not a step-by-step checklist. It is a list of suggested activities that patients and
organizations can use to further their patient involvement journey.)

1. Advocate for greater patient involvement (patients, staff, leaderships, stakeholders)

2. Engage patients in the patient involvement planning process

3. Review existing sources of relevant patient feedback

4. Form a planning committee with staff and people with HIV as equal members

5. Address any training needs for staff and patients

Members of consumer advisory hoards

Employees who are also patients [e.g., peer navigators)

Get informal input—talk with some patients, use an existing peer or staff meeting for
additional input

Develop a process to recruit additional people with HIV [(e.g., both formal and informal—
encourage patients already involved to recruit others)

Findings from patient focus groups, annual meetings, town halls, patient surveys

Invite specific individuals or extend an open invitation (to staff and patients)

Conduct regularly scheduled meetings

Designate a member to lead the process [communicate with members, set agenda, etfc.);
consider an individual with lived experience to lead this effort

Establish the milestones that you want fo accomplish and an implementation timeline
Document the process (e.g., meeting notes)

Identify already existing training tools and resources
Develop fraining strategies for new patients as they engage in the process
Consider having a patient oversee this fraining
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Initiating or Expanding Your Patient Invelvement Journey: Checklist

b.

10.

Consider ways to support the meaningful invalvement of people with HIV in the planning

process (and subsequent activities) as staff, paid consultants, or by providing incentives

for their fime and effort. For more information review PCN 16-02 and the 2023 community

engagement program letter, bath issued by HR5A.

o Consider other support needs (e.g., fransportation, childcare)

o Explore other forms of recognition/acknowledgement (e.g., awards, volunteer of the month
features in monthly newsletter]

Conduct research on what patient involvement should look like in the organization (patients,

staff, other stakeholders)

o 5et up focus groups, key informant interviews, or surveys

o Participate in CQll activities related to patient involvement (e.q., EBCD Learning Lab]

o Conduct a site visit with another HIV program (in-person or virtual] that made documented
progress in this feld

Develop a plan with specific goals and objectives and a strateqy to track progress in achieving
the goals [i.e., evaluation]

Develop a way to report back to patients and staff about patient involvement activities and

their outcomes (e.q., new services added, changes made to existing services)

o Share your local success stories and changes that were made in response to input by people
with HIV

o Select a wide variety of communication channels such as newsletters, consumer advisory
committee meetings, staff meetings, posters in waiting or staff rooms

Develop a process to reqularly recruit people with HIV in this process and support them in
their work

o Consider having a person with lived experience oversee recruitment

o Establish a standard onboarding process

o Standardize fraining

A Guide to Patient Involvement in Quality Improvement 45 November 2023




SECTION 3.

Key Elements of
Effective Patient

Involvement
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