OPS/images/fpubh-13-1576875/crossmark.jpg
©

2

i

|





OPS/images/fpubh-13-1576875/fpubh-13-1576875-g001.jpg
Articles identified
(n =300)

l

Articles Screened

(n = 300)

\?__

Articles excluded after
title/abstract screening

(n =220)

Full -tet articles assessed

(n=80)

Studies included

(n=32)

Excluded after full-text review

(n=48)






OPS/images/fpubh-13-1576875/fpubh-13-1576875-t001.jpg
Progress towards new global targets for 2027

1 Coverage of rapid testing for TB: target 100% of those newly diagnosed; status in 2023, 48%
2 TB treatment coverage: target 90%; status in 2023, 75%
3 Coverage of TB preventive treatment: target 90% among high-risk populations; status in 2023, 21% among household contacts of people diagnosed with TB,

56% among people living with HIV

4 Availability of a new TB vaccine that is safe and effective: target, preferably within five years; status in 2023, six vaccines in Phase I1I trials
5 Funding for TB prevention, diagnostic and treatment services: target USS$ 22 billion; status in 2023, US$ 5.7 billion
6 Funding for TB research: target USS 5 billion; status in 2022, US$ 1.0 billion

Source: Global TB Report 2024 (2).
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Key Topics Discussion points

Introduction to research and research

principles

Informed consent

Biological sample collecti

Addressing misconceptions

What research is and how
from routine health care &
development projects?
Research ethics.

Benefits of health research

“The process of informed consent
Voluntary participation and freedom
to withdraw from research.

Access to standard health care
Services not contingent on agreeing
to participate in research

Sample types and methods

of collection.

Purpose and value biological samples.

Addressing myths and
misconceptions about
PRECISE study

Responding to questions and
concerns about PRECISE study

raised by the community members.
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Meeting category Total number of meeting

participants

County Health Management Team 35
and other county level health

managers

Sub-county Health Management 143
Teams

Health professionals 173
Women groups 199
Community Health Volunteers 1374
Village elders 167
Kaya elders 2
Religious leaders 35
Husbands and male partners 195
Targeted pregnant and recently 432

pregnant women
Mothers-in-law 2

Total 2,806
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Why is research participation voluntary / optional yet it has good benefits to the

mothers?

Why cannot men participate in the study?

Ifa mother agrees to participate in the study, does not it mean she will have two

separate antenatal care clinics?

Ifa participant is confirmed to be hypertensive will she receive any treatment or

not?

Ifa research participant faces a complication at delivery and is referred to

another hospital, will the study pay her bills?

After giving out my samples as a participant, what benefits will [ get?

After getting the outcomes and the results of PRECISE Study, will Aga Khan

University give us the results?

Why is blood collected in three different tubes?

‘What would happen if the samples collected are found to have problems? Will
the participant be informed of the results immediately?

10. Where willthe placenta samples be taken to?

11, From the placenta, are you taking blood or the section of the flesh?

12. Isit possible to have participants witness the placenta collection procedure?

13. Cana mother get an infection from vaginal swab collection?
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Soloist: Utafiti ni nini? X2 (What is research)

All: Uchunguzi wa kina x2 (In-depth evaluation)

Soloist: Ukiwa na maswali x2 (If you have questions)

All: Fanya utafiti x2 (Conduct research)

Soloist: Kiwa ulezi wa mimba x2 (For pregnancy care)

All: Fanya utafiti x2 (Conduct research)

Soloist: Kiwa afya ya jamii (For the health of the community)
All: Fanya utafii x2 (Conduct research)

Soloist: Muisho wa utafiti? X2 (At the end of research)

All: Faida kwa jamii x2 (Benefits to the community)
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l 3 r 3 religious leaders
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Public health officers | | \anagemant Team

partners

Community members , pregnant women , women groups, mothers and mothers in law, husbands and
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Themes
Motivation ‘The road to be taken
Emotional touch of personal experiences
Prepare early
Not now
Capability Multiple cognition
Need fora topic catalyst
“Trust bias.
Disconnect between learning and application
‘Treading on thin ice
Opportunity ‘Willing but unable

‘The need for a larger voice and greater participation
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Community Age Gender Educational Medical Workplace Gender Educational Professional

residents background  staff background title

RI 52 Female Middle school N1 Community 27 Female Bachelor’s degree  Primary

R 47 Female College degree N2 Communi 4 Female Bachelor’sdegree  Intermediate
RS 31 Female Bachelor’s degree N3 Tertiaryhospital 38 | Female Master' degree  Intermediate
Ra 28 Female Master' degree | N4 Community 36 Female Bachelor's degree  Intermediate
RS 49 Male College degree N5 Tertiaryhospital | 29 Female Bachelor’s degree  Primary

RS 60 Female Primary school N6 Commu: 42 Female Bachelor’s degree  Intermediate
R7 62 Male High school N7 Community 32 Female Bachelor’s degree  Primary

RS 36 Female College degree N8 Tertiaryhospital 48 | Female Master' degree  Senior

RO 57 Female Middle school D1 Community 35 Female Master' degree  Intermediate

D2 Community 47 | Male Masters degree  Intermediate
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Performance
objectives

POL
Understand CVH
risks.
P02,
Engage in CVH-

promoting behaviors.

P03,
Monitor and manage

symptoms effectively.

PO4.
Access and adhere to

medical care.

POS5.
Build and maintain
social support

networks.

Knowledge

Learn about CVD risk associated
with HIV and lifestyle behaviors.

Identify and implement health
behaviors that reduce CVD risk.

Learn how to monitor CVD-
associated symptoms and what
actions to take for symptom
management.

Know the importance of regular
medical check-ups and adherence
o prescribed medications.

Recognize the role of sacial

support in managing CVH.

Determinants and change objectives

Belief

Feel capable of making decisions that
mitigate CVD risks based on health
information.

Believe in their ability to implement
and sustain CVH-promoting

behaviors.

Feel confident in their ability to

control symptoms when they occur.

Feel responsible for having medical
consultations and following medical
advice.

Feel empowered to seek and maintain
supportive relationships that promote
health.

PO, performance objective; CVD, cardiovascular disease; CVH, cardiovascular health.

Stigma and
discrimination

Understand how stigma and
discrimination affect CVH.

Implement healthy coping strategies
to address stigma and
ination-related health

discr
problems.

Build trust

a professional
health educator and follow the
‘guidance provided for symptom
‘management.

Resolve medical distrust that may
prevent access to care while
interacting with a professional
health educator.

Have peer interactions within safe

environment without judgment.

Culture

Access and comprehend
health information that is
culturally relevant.

Choose health behaviors
that align with cultural
practices and community
values.

Use symptom management
techniques that are
culturally acceptable and

easily understood.

Engage with healthcare
providers who respect and
understand cultural
diversity.

Foster social connections
within a culturally diverse

and respectul environment.
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Proximal outcomes

Informed decision

Primary/Distal outcomes

CVH-promoting
behaviors

Blood pressure

Total serum cholesterol

Self-management and
symptom control

Hemoglobin Al

Healthcare access and
medical adherence

BMI

|
: Determinants
'
' Knowledge
Individual '
X | Belief
(Black and Latinx H
sexual minority men ! Stigma and
with HIV) ' discrimination
1
1 Culture
1
'
I
\

Social support

Depression severity
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Variables ~ Subcategory N (%)

Race
Mixed or biracial 13 (43.3)
White 9(30)
Haitian® 4033)
Black 3(10)
Unspecified” 163)
Ethnicity
Latinx‘ 21(70)
Non-Latinx 9(30)
US Born
13 (43.3)

Highest level of academic attainment

High school or GED* 14 (467)
Some college 4(13.3)
2- or 4-year degree 6(20)
Graduate degree 3(10)
Other 3(10)
Employment
Unemployed 14 (467)
Full-time 7(23.3)
Part-time 5(167)
Retired 3(10)
Disabled 1(33)
Annual income
Less than $20,000 14 (467)
$20,001-540,000 10(333)
$40,001-560,000 6(20)
560,001 and above 0(0)

Relationship status
Single 21(70)
Partnered 9(30)

“As Haitian participants self-identified as Black but not Latinx, they were reported separately
for race and not included in the Latin ethnicity category.

“This participant chose not to specify their race, identifying solely as Latinx.

Latin ethnicity included those who racially identified as either Black or White.

'GED general educational development, equivalent to a high school diploma.
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Trainer's Manual Draft 1

2 supervisors gave feedback Minor changes made

Trainer's Manual Draft 2

Printed copies distributed amongst peer

educators for two months

's Manual Translati

No changes requested

Train: ‘rom English to IsiXhosa

Translated Trainer's Manual distributed 3 SSIs with peer educators (telephonic) and no
amongst peer educators via email changes requested
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(N=2)
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Rhodes
University
(N=21)

Makana
Sub-District
Department

of Health
(N=1)

Health Care
Centre
(N=1)
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Design

eldentify gaps/information access gaps in AMR knowledge and misinformation‘
from SSIs and FGDs with healthcare professionals and providers from 7 PHC
clinics

*Design AMR health information materials

J
~
*Online readability tests
*SAM and PEMAT softwares/instruments - readability and HIL analysis
instruments
*End-user feedback from workshops, SSIs and FGDs )
N\

eTranslation of finalized health information materials into local languages
eDistribution of health materials to HCPs and peer educators
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HIL Draft 1

2 supervisors and 5 Pharmacy postgraduate
Peer Review students used SAM instrument and PEMAT,
readability test

HIL Draft 2

8 CHWSs and 7 PAs completed a brief survey

Al s and gave feedback on the HIL directly

HIL Draft 3

|¢

Focus Group Discussion 7 peer educators had a FGD to finalize the HIL
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Clincal / Institutional

Provider

Individual

Individual
< stigma (internalzed, Anicipated &
Enacted)

family and friends)

Provider
= nsufficent positive ntractions
(empathy, nonverbal commurication,
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treatment optons
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‘Community Health Workers
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+ Lowtrust from community

« nsuffcentknowledge and sisetn HIV care
+ High caseload
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Structural Oppression and Systemic Barriers Create and Perpetuate
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Disparities in HIV Outcomes across Intersectional Categories
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Guiding principles Definition and applicatiol

Intersecting categories One social category cannot fully define or explain an individual’ needs and experiences. Intersectionality recognizes that multiple categories
underlie each of our lived experience.
Planning team process: In defining the problem, we took into account the multple dimensions of dentity and lived experience that influence the
experiences of PLWH and the various staff and care providers that work with them, choosing an expansive and inclusive defintion of the problem,
rather than a more focused and reductionist definition

Muli-level analysis Relationships and associations happen across multiple levels of society and across policies (from the micro to the macro) that can reinforce
inequities
Intervention Planning: In identifying critical components of the response to the problem we have adopted a multilevel approach, including the

individual, organizational staff, linic, community:

Power Systems of power have been used across structurallevels (local, federal, global) to create and enforce inequities based on identity. IBPA
prioritizes recognition of how power can be resisted, replicated, and modified to dismantle systems of inequities
Planning team process: we emphasized relationship building and regular check ins for the planning team. The wimeeting (see Footnote 1)
provides open space for ongoing discussions, emphasizing the shared responsibility we each have for shaping the agenda, discussion and decisions of
the planning tean
Intervention Planning: Our intervention planning is informed by evidence from key stakeholders on the systemic barriers leading to healtl
inequalitis and the role of institutions in producing power hicrarchies in the healthcare system.

Reflexivity Reflexivity reminds researchers, stakeholders, and policy makers to practice self-awareness, recognize positions of privilege, and conduct
continual conversations concerning these topics.
Planning team process: The planning team sought to itegrate this principle in our analysis and in our discussions to acknowledge limits o each of
our knowledge, various positions of privilege, and to consider insights from applying the intersectionality-based policy analyss.
Intervention Planning: Community members on the research team conducted community co-design sessions, knowing that their positionality over

that of the academic researchers, would faciltate rflexive feedback from PLWH and community leaders on intervention plans.

ime and space Understanding of the world, societal structures, individuals, and identities are rooted in specific places and times.
Planning team process: Throughout the analysis we maintained a focus on the situation in St. Louis, acknowledging the role the historical and

ongoing racial, economic and social discrimination, disparities and divisions play in the lives of PLWH in St. Louis.

Diverse knowledges Recognizing, including and affirming voices and experiences of groups, especially of those that have historically been marginalized, i vital to
addressing inequities and dismantling systems of power.
Planning team process: Each planning team member is recognized as an expert, some through lived experience, some through education, and all
essential for the project. We sought feedback and input from diverse voices through formal interviews, focus groups and community feedback
sessions, seking participation formas that worked for different individuals.
Intervention Planning: We conducted research results checking sessions with young PLWH and trans gender PLWH to ensure their perspectives

were captured in resuls.

Social justice Social justice aims to find methods to dismantle inequity in social structures and policies.
Planning team process: Application of the guiding principle o social justice encouraged consideration of the intersection of racism, homophabia,
sexphobia, poverty; addiction, mental illness, and other factors that drive the HIV epidemic in identifying barriers to HIV care and challenges in
implementing the intervention.

Intervention Planning: We prioritized strengthening services for marginalized communites.

Equity Equity challenges everyone to consider what polices can achieve fairess and justice regardless of privilege and oppression.
Planning team process: All planning team members were compensated, ither as consultants or as researchers. A brief survey was distributed after
each planning team meeting, creating space for feedback and suggestions. Based on planning team feedback midway through the project
we integrated an ‘unmeeting’ space in each planning team meeting to allow for unstructured and open feedback and discussion as needed.
Application of the guiding principle of equity oriented the planning team to capture changes in equity along with other outcome measurements.
Intervention Planning: We compensated the PLWH and front-line health workers who participated in our study the same as the providers and

community leaders we interviewed.
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Characteristic n (%)

Current gender, n (%)

Female (cis) 17(459)
Male (cis) 17 (45.9)
Gender-queer or non-binary 127)
Trans-woman 2(5.4)
Race, n (%)

Black or African American 26(703)
White 9(243)
Notanswered 2(54)
Ethnicity, n (%)

Hispanic or Latino or Spanish origin 0(0)
Age range, n (%)

18-25 0
26-35 5(13.5)
36-45 11(29.7)
16-55 8(21.6)
56-65 11(297)
65+ 2(54)

Highest level of education completed, n (%)

No Schooling 127)
High School / GED 2(5.4)
Some college 12(324)
Bachelor’s Degree 4(108)
Masters Degree 11(29.7)
Associates Degree 40108)
Professional Degree 127)

Not answered 1(40)
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Descriptive questions Responses to descriptive questions

1. What knowledge, values, and experiences do | 1.1 Knowledge: Structural and systemic challenges / inequality and the impact it has on opportunity and health;
you bring to this area of analysis? Implications of power and positionality; Social work, mental health, substance use, nutrition, infectious discases;
Global and local HIV epidemics; Advocacy and political initiatives around HIV

12 Values: Self-awareness, deep listening and reflecti

n, clarity, understanding, growing; commitment to actively engage

in changing self and systems; the power of individuals and the power of hope; utlizing privilege to build more

equitable systems and redress historical inequalities; centering the individual, community-centered program design,

listening and incorporating feedback to build better systems; passion, showing up for our communites; equity,
equality, justice, and truth

13 Experiences: Diverse array of living experiences: metropolitan, rural, urban; diverse array of family situations: Single

parents, co-parents, single parent homes, mult-parent homes, small families, large families, recent immigeat

diverse array of family expectations around religion, academic environments; experiences with poverty, government
assistance, job loss, racism, sexism, gender-ism, abuse; minorities across intersectional categories and as majority
group members; experience with healthcare systems as patients and caregivers; dealing with substance abuse and the
criminal justice system; examples of how others in our lives have used privilege / power / their voice to help build

equality; many prior experiences either living with HIV or working with PLWH

2. What s the ‘problem’ under consideration?  Structural oppression and systemic barriers create and perpetuate challenges for PLWH in their care management that
then lead to disparities in HIV outcomes across intersectional categories.
3. How has our representation of the problem’  The planning team representation of the problem evolved as an equity lens was brought to discussion, collaborative
come about? interrogation of roles of power in the HIV prevention and treatment space, review of interview data, and a repeated
process of revisiting the issue and questions to arrive together at a representation. In striving to orient the problem
definition and future solutions from the perspective of PLWH, we have named structural oppression and systemic barriers
that perpetuate historic inequities and discrimination
4. How are groups differentially affected by this By representing the problem as an issue of structural oppression and systemic barriers differentially impacting individuals
representation of the ‘problem’? living with HIV we are secking to refocus attention on groups who have been impacted by such systemic and structural
issues. This includes people with low income, people of color and gender minorities who have worse outcomes in
managing HIV as a chronic disease (see #6 below).
5. Whatare the current policy responses to the 5.1 St. Louis responses: Ryan White programs offer a range of HIV care and support services:
“problems’? a. (eg. Early Intervention Services, Mental Health Services, Substance Abuse Outpatient Care, Food Bank/
Home Delivered Meals/, Medical Case Management, Mental Health Education/Risk Reduction, Medical
Transportation, Housing, etc.) (1)
b, Challenge: highly siloed response system; restrictive cligibilty requirements
5.2 Fast Track Cities St. Louis
53 CARS - CDC grant focused on policy change around syphilis, gonorrhea, chlamydia - current grant focused on
18-29 Black men; LGBTQI focus, but general to all Black men
B. Transformative questions Answers to transformative questions

6. What inequalities actually exist in relation to People with low income, people of color and gender minorities have worse outcomes in managing HIV as a chronic
the ‘problem'? disease.*
a. Raceand ethnicity: African Americans are more likel to be diagnosed with HIV; less likely to continue in care
or be virally suppressed in St. Louis and in Missouri as a whole.
b, Gender and sexuality: MSM have higher rates of HIV diagnosis, and lower rates of continuing in care and viral
suppression than men and women infected with HIV through heterosexual contact or injection drug use.

‘The age of individuals newly diagnosed with HIV has slightly increased over time, and younger

indi

duals are less likely o engage in HIV care.
d. Socioeconomic status: People living below the poverty line are less likely to be engaged in care, as are people
who are homeless or incarcerated.

e Geography: higher proportion of cases from southeast Missouri, and

er rates of care disparities in central

Missouri.
7. Where and how can (immediate) Organizations serving people living with HIV need to receive sufficient funds to support clients in meeting basic needs
interventions be made to improve the such as food, shelter, transportation, access to services.
problems in St. Louis? Re-envision public spaces (such as Juneteenth Park) to create welcoming public social gathering spaces and build
community.
8. What are feasible short, medium and long 8.1 Short term:

term solutions?

Social supports for basic needs

Increased availability of CHWs to support PLWH in getting their needs addressed

. Require state and federal government documentation to show where the need is, and to directly provide resources

‘where the needs are.

Increase distribution of support funds through small front line organizations, while balancing reporting
requirements to not over-burden organizations.
82  Medium term:

a. Actively create community, multidisciplinary and welcoming spaces to hold historic trauma.

b, Ready access to affordable, rapid, highly sensitive home tests

¢ Workto ensure continued social and governmental buy-in for sociocconomic suppors

d. Integration of HIV services into primary care clinics and practices

83 Long term:
a. Actively build and integrate healing spaces into health care systems for redressing trauma.
b, Continue vaccine development and testing

sk,

d. Strengthen measurement and effective dissemination of research-based information on health disparities to the

c. “Transform federal funding organizations to look more like the clients at

public across multiple categories (racefethnicity, class, geographic location, age, etc).

€. Increase under-represented minority (URM) healthcare workers, to reduce medical mistrust and improve

culturally attuned relationships between communities of color and healtheare providers.
. Prioritize organizations that center race and racism to emphasize the need to dismantle racism to address HIV; reduce
‘emphasis on programs that focus on individual behavior change that arerit addressing the roots of the drivers of risk.

g Utilization of a systems thinking lens for framing conversations about the HIV epiden

h.Public discussion of interlocking systems of oppression.
9. How will proposed program reduce Developing an effectively networked CHW system to support PLWH will do the following, leading to reductions in
inequities? inequities.

o CHWs have been shown to leverage community and social networks to expand reach of policies and impacts and

deliver care outside of traditional spaces / withi

communities, thus improving services to marginalized communities

b, Developing healthcare workers with lived experiences that are from communities that ae traditionally under-
represented o are part of the highest need areas and strengthening their positions within care teams and care
systems will increase availability of culturally competent care

c. Supporting healthcare workers in new models of care deployment (e, funding, supervision, training, community
deployment, etc) will focus on addressing traditional barriers to care that ffect communities with greatest care needs

. Focus on front-line units of care provision will better support patients in managing their own care

. Promoting cooperation across multiple organizations will help to break down silos, enhance the sharing of

information, resources, and best practices, and lead to a more cohesive and effective implementation process.

10 How will implementation and uptake ‘We have actively engaged with community leaders and groups during the intervention development process, such as the
be assured? Fast Track St. Louis Steering Community, and will present the planned intervention design to multiple local groups for

feedback prior to submission of the grant proposal to allow inclusion and revision based on community input.

11 How will you know if inequalities have a. Increase in access to medical information (culturally responsive, linguistically appropriate, regardless of

been reduced? urbanicity)—(more reports of info provided in way I can understand, less frustration)

b, Disproportionality of rates of HIV care engagement and VL suppression across racial, ethnic, sexual, gender and
age differences will be reduced

¢, Increase in populations'access to care (les reports of not getting what they need)

d. Reductions in stigma (reports of ess negative interactions with health care system)

€. Reduction in medical mistrust

12, How has the process of engaging in an ‘The process of engaging in the IBPA has opened spaces for dialog, learning, and action that has altered power dynamics
intersectionality-based program analysis and fostered social justice. Regarding the program development, implementation, and evaluation, engaging in IBPA has.
transformed: your thinking about relation  provided deeper insights into the interconnected nature of individuals' identities. Instead of being a mere sum of their

and structures of power and inequity;the 21t each identity intersects and interacts, creating unique experiences. Overall the IBPA has shifted the conversation

waysin which youand othersengage in the | 4. .1y to addressing structural issues with the research process and the proposed intervention.
work of policy development,

implementation and evaluation; broader

conceptulizations,relations and effctsof

power asymmetry in the everyday world

“Limitations in how St. Louis and Missouri satistics around HIV prevention and treatment are presented preclude more complex intersectional analysis.
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Description of theme Exemplar quotes

Theme 1: motivations to participate and continue engagement

Passion for cancer genetics and bringing awareness of the benefits of genetic

testing and improving healthcare and outcomes

Personal history with cancer

Helping others and their communities

Creating lsting and meaningful change

Theme 2: perceived partnership successes

Diversity in background and experiences of the participants

Diversity in background and experiences of the participants

Safe space for discussion

Theme 3: perceived partnership challenges

Wanted more than the clinical perspective

Providers were not as engaged

Tension between the providers and community members

Theme 4: suggestions and opportunities for improvement

Include decision makers in partnership

Bring community members to clinic to provide a new perspective

“Ithink just the abiliy to share what I am secing on the front lines if you will, or,
you know, part of my rescarch had been on developing tools to help faciltate cascade
‘genetictesting and get these tools into the community—and so  was hopefl to share
some of that with the group and see if we could move that forward” - Academic

Provider

“Tam also a two-time breast cancer survivor, and I have the gene mutation, so genetics

and hereditary cancer is dear to my heart” - Community Member

“People were very serious about it. The people that were in charge of those meeting;

know how much time they dedicated them selves, you know, in helping other people,
you know. And, I was really; really; really proud of that, you know. To see how much
people care about others when they could have very easily—you know...I say, 'Wow.
‘That’s really dedication.” - Community Member

“There was definitely a sense of, ‘Gosh, this is a big issue and, you know, this requires a
lot? And while you know, multiples make up the whole, right, that—you know every—

s important for multiple different organizations and approaches and atiempts to kind of

change the system, right? That it did seem like  lot with that one particular effort to try

1o make big lasting meaningful change like we all wanted to see” - Academic Provider

“I think the nice thing about this group of providers that was engaged too, was that it
kind of crossed a ot of different departments and divisions and different disease
specialties, and I really value getting to work with my colleagues across departments at
‘WashU. That also really appealed to me that we were going to be spending more time
together and pushing our passion for genetics forward, and we each come in with our
various sets of barriers from different divisions and different departments” - Academic

Provider

“There were multiple different stakeholders that were going o be part

ipating, so
whether its community members, other physicians in sort o different disciplines than
‘mine to kind of bounce ideas offof. I think its also been a really rich experience, just to
have the facilitated discussions between <faciltator> and-and everyone to just think
about all the different angles that I might not be aware of from my perspective.” -

Academic Provider

“I definitely think it was a safe space.... think some of us got emotional because of the

health disparities and things of that nature, but it was a safe space” -

Community Member

“We do not just want clinical expertise. You are experts of your own community and
yourlives and when you are coming in and showing up throughout the entire process,
you bring other perspectives too - Academic Provider

“I saw all the community members engaged. I was engaged in most of the meetings, but
then the provider side of things was a ltle lacking. I'm sorry: I'm saying this as you are
recording, but realy,the provider side was lacking, and I understand. You are providers,
you have meetings, you have urgent things come up, but when everyone el is showing

up to every other meeting, it feels a litle like the issue i being trivialized. Like, yes, this

s on my agenda, but ' an afierthought” - Community Member

“There was just an interesting - somewhat of a we did not quite merge in the middle, but
Tthink it was interesting to feel that sort of tension between community and provider in
terms of like what was possible, and what should be possible, and ‘Why cannot this

be possible?’ and ‘aren't you a doctor, and do not you care?' type of thing. And that wasn't

real, I did not feel that necessarily, but I feel that deeply” ~ Academic Provider

I think that's something really interesting to have the people who would be the decision-
‘makers be able to be the ones in the room who are number one, just hearing what the
community members are saying—which, like you said, is—its really compelling,its hard
tolike be like, “Yeah, no that’s not right;” or, “That not fair because you agree, you are
like, “These are all reasonable things that people should have access to and should

be given” but having that come from potentially someone else might help and have the
providers not wear so many different hats” - Academic Provider

“It might be reasonable to bring the community into the clinic in a way that they could
see it that way too because like we would be in a conference room that is more of an
inspiring space I think than—you know, it a neutral ground I guess, but I do not know,
Tjust wonder about having one meeting over here at the hospital or the clinic or even
oneina community space to all of these spots where care is provided could be helpful? -

Academic Provider





OPS/images/fpubh-13-1589671/crossmark.jpg
©

2

i

|





OPS/images/fpubh-13-1589671/fpubh-13-1589671-g001.jpg
Descriptive

Intersectionality
Based
Policy Analysis

Have lnequalities) \._ Transformative
been Reduced? "






OPS/images/cover.jpg
& frontiers | Research Topics.

Community
engagement: models
and effectiveness






OPS/images/fpubh-13-1582710/fpubh-13-1582710-t004.jpg
Total Responded/ Committed to or signed up to Attended

contacted reached attend
Outreach details * * *
Contacted by email/text 56 5 2 1
Contacted by phone call 52 16 8 0
Error or missing contact information 12 - - =

Total 19 21 9 1
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Age
Younger than 40 (0) 0
40-49 (1) 34
50-59 (2) 47
60 years or older (3) 86
Sex

‘Woman (0) 123
Man (1) 104

Ever Gestational Diabetes

Nofnot applicable (0) 21
Yes (1) 16
Family with Diabetes

No (0) 120
Yes (1) 106

Diagnosis of Hypertension

No (0) 1
Yes (1) 16
Physically Active

Yes (0) 163
No (1) 6
Weight Category

Notat sk (0) 58
Column 1 (1) 86
Column 2 (2) 59
Column 3 (3) 2

Total Score 5 or Higher
No 95
Yes 132

Numbers in parentheses correspond to the Risk Scoring Protocol.

264%
150%
207%

37.9%

542%

45.8%

69.6%

5.3%

53.1%

46.9%

48.9%

511%

721%

27.9%

25.6%
37.9%
26.0%

106%

41.9%

58.1%
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Healthcare  Are you seeing your doctor every 3 months
68 90.7%
Use to monitor your diabetes?
Is your blood pressure being checked at the
. P - 76 100.0%
doctor?
Is your cholesterol being checked at the
75 98T%
doctor?
Are you seeing a dentist every 6 months? 17 618%
Are you seeing an eye doctor every year? 66 86.8%
Diabetes. Do you know what the importance of HbAlc
55 724%
Health is in monitoring your T2D?
Literacy Do you know your Body Mass Index (BMD)? 38 50.0%
Social Barriers ~ Are you having trouble paying for your
> s paying foryo 14 18.4%
medications or testing supplies?
‘Are you having problems with transporation
v &P P 1n 14.5%

to medical appointments?
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Healthcare utilization Answered “No" to “Do Answered “No" to “Do you know what the
you know your Body Mass  importance of HbAlc is in monitoring your

Index?” health?”
p-value # p-value
Are you seeing a dentist every No (n=29) s86% 17 448% 13
0173 000954
6 months? Yes (n=47) 44.7% 21 17.0% 8
Are you seeing an eye doctor No (n=10) 30.0% 3 60.0% 6
o SRS 0.115¢ 0.023%¢
every year? Yes (1= 66) s30% 35 27% 15

p-values reflect Fisher’s Exact Test significance (1-sided). Numbers in parentheses indicate row percentages.
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Knowledge question Average pre-  Average post- Percent change Average 3-month Percent change

training score  training score pre-post follow-up score  post-follow-up

Clinical trials are used for: 625% 71.9% 15.0% 65.5% -8.9%
‘What government agency approves drugs

N SRS e 78.1% 9L4% 17.0% 727% ~204%
and devices?
‘There is significant representation of

37.5% 60.9% 625% 58.2% —45%

‘minority groups in clinical trials.
Medications and treatments can have
different effects on people of different races/ 727% 90.6% 247% 764% ~157%

eth

ies.

“The study investigator decides who reccives

the intervention (drug) and who receives the 44.5% 39.1% —12.3% 58.2% 48.9%
control (placebo).

For research to be ethical,all participants

ipate by going through 77.3% 97.7% 26.3% 94.5% -3.2%

formed consent process.

must choose to par

Participation in research is optional, and a

participant may choose to leave the study at 719% 99.2% 38.0% 87.3% -120%
any time,

Research participants must be treated with

respect throughout the duration of their 9L4% 1000% 9.4% 96.4% 48.9%

participation.
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Confidence questiol 0 scale)
How confident do you feel teaching community members about important health topics? 81
How confident do you feel explaining the potential benefits of participating in a clinical trial? 8.1
How confident do you feel explaining the potential risks of participating in a clinical trial? 77

Average Overall Confidence Score 80
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Gender
Male 5 39%
Female 123 96.1%
Other 0 0.0%
Age
18-25 3 23%
26-35 7 5.5%
36-45 37 28.9%
46-55 46 35.9%
56+ 2 203%
No response 9 7.0%
Race/Ethnicity
White 2 9.4%
Black/African American 2 1.6%
Latino/Hispanic 119 93.0%
Asian 0 0.0%
Pacific Islander/Native
Hawaiian 0 oo
American Indian/Alaska
Native ! b
Other 0 0.0%
Education
Less than high school 44 344%
High school graduate/GED 33 25.8%
Some college 20 15.6%
Trade/Technical/ Vocational
ehool 16 125%
Bachelor’s degree 10 7.8%
Graduate school 5 39%
Employment status
Employed-full-time 29 27%
Employed-part-time 49 38.3%
Unemployed-Student/ o L

Training/Stipend

Unemployed 30 23.4%





