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IN THIS ISSUE

Timothy E. Gibbs, M.P.H., N.P.Mc. 
Executive Director

Omar A. Khan, M.D., M.H.S.
President

Not so long ago, communities were to be ‘studied’ and perhaps ‘worked with’. We 
have fortunately entered an era where partnership with communities is much better 
understood and articulated. Community Engaged Research, CER (or sometimes 
CEnR) for short, considers and elevates the power of bringing- even welcoming- 
community partners into the traditional research process.

While CER is not the right fit for all research, it can be a powerful tool to better 
understand what is occurring in the social environment and with individual patients, 
with a view to determining better outcomes. In turn, CER can be an effective 
mechanism to cycle results back into the community with whom the research is being 
jointly investigated.

This issue is focused on CER, and the Academy/DPHA has been a proud partner in 
a CER partnership focused on Chronic Kidney Disease in Delaware. Through that 
partnership, we learned about what mattered to patients, and we developed a deeper 
level of compassion and understanding that traditional research might not have 
engendered. 

CER doesn’t mean abandoning traditional research protocols and best practices, 
rather it adds dimension and perspective. During the CKD Stakeholder Engagement 
Initiative we had the good fortune to meet William “Bill” Murray. Bill died due to 
complications from heart disease toward the end of the official research protocol. Bill 
was a fighter, a champion, and an excellent man. He was a passionate advocate, a 
pillar of our group, and is sorely missed. We valued his ideas and how he was always 
energetic, and passionate- in other words, engaged.

Other CER studies in this issue focus on a range of topics, including: adolescent 
pregnancy, autism, curbing violence in the City of Wilmington, stroke reduction, 
community collective impact, LARC, and Hepatitis C.

We thank Heather Bittner Fagan, M.D., M.P.H., F.A.A.F.P. and Claudine Jurkovitz, 
M.D., M.P.H. for their guest editorship of this issue.

Since September of 2015 we have published this Journal and watched its readership 
grow. Along the way we’ve had the unintended but desirable consequence of bringing 
people and groups together around common themes who may otherwise never have 
collaborated. That is a good thing, and is now a part of our stated goal – collaboration 
on behalf of public health.

Every issue will likely feature articles which may not have an obvious context within 
the issue theme. The reality is that we want to elevate excellent work on behalf of our 
community when it occurs, rather than hold it back until a future issue where it would 
better “fit.” In keeping with peer-reviewed journals which feature theme issues with 
no more than half the articles of that theme, we will continue featuring the best of 
medicine and public health in each issue. 

If you are engaged in the practice of public health education, prevention, or research 
please consider penning an article. To be sure, it is work on your part and on ours, but 
we engage together- as researchers, community members, practitioners- to improve the 
public’s health.
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Community-Engaged Research (CEnR) has become 
the talk of the town in translational research. The 
National Institute of Health (NIH), the predominant 
funder of research in the United States, has made 
translational research a priority, and emphasizes 
community engagement as a necessary component of 
translational research. Translational research seeks to 
eff ectively translate new knowledge (research) into new 
approaches for prevention, diagnosis, and treatment 
of disease and translation is essential for improving 
health (impact). Initially, most of us defi ned translational 
research as “bench to bedside” but disparity science and 
implementation science has made us all acutely aware 
that we need to go much further than the bedside and 
ensure that the often amazing discoveries of science 
are eff ectively and equitably shared to the benefi t of all 
communities. In this issue, we highlight several local 
examples of CEnR. To begin, Dr. Dewey’s work and 
the work of Moore and colleagues are examples of 
implementation, taking evidence-based interventions 
and applying them in the real world settings where these 
interventions are needed most. 

Why CEnR matters for Health Equity

Heather Bittner Fagan, M.D., M.P.H., F.A.A.F.P., 
Jacqueline Ortiz, M. Phil. and 
Bettina Tweardy Riveros, Esq.

“The challenge 

associated with 

knitting investigators 

and stakeholders 

together in 

bidirectional 

relationships across 

the full spectrum 

of research activities 

is enormous”
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Community-Engaged research (CEnR) is about partnership. 

� e ultimate goal of research is to improve health. 
Yet, research often fails to permeate locally, especially 
in vulnerable communities. CEnR is not a particular 
method but rather an approach to research which 
emphasizes an equitable partnership and seeks to include 
the voice of those communities who are likely to be 
impacted by the research. CEnR prioritizes developing 
capacity, improving trust, and translating knowledge to 
action. While CEnR is not exclusively about engaging 
with vulnerable populations, it is especially pertinent in 
communities who experience disparity. Dr. Kahal’s work 
educating community physicians on Hepatitis C virus 
(HCV) screening and treatment is an example where the 
having done the science and created the medicine are not 
enough. Lifesaving treatments for HCV have often failed 
to get to the vulnerable communities who need it most.

Engaging patients and communities in research improves 
impact. 

It seems obvious: engaging the target community in 
the research process increases the likelihood of success. 
Yet, organizations and individuals struggle with the 
practicality of how to do this. � e typical recipe for 
research success includes highly focused research, 
centered on the priorities of the funder, led by a single 
investigator at an academic institution and designed to 
begin and end according to funding of a limited time 
frame. � is recipe often opposes the need for shared 
power, responsiveness and transparency needed to truly 
partner with a community. And this recipe often fails 
to address many of the complex problems in health care 
and health inequity. In the academic world of “publish 
or perish,” a researcher may prioritize publication yet 
publication is rarely a route to meaningful dissemination 

and impact in the community. In CEnR, academics and 
communities collaborate and share a priority-to have a 
meaningful improvement of health.

Let’s start somewhere

Although the terms CEnR and Community-based 
Participatory Research (CBPR) are used interchangeably, 
CEnR is an umbrella term which includes CBPR. 
CBPR includes the community as a full partner in all 
phases of research and is often considered highest level 
of CEnR, the holy grail of community engagement. 
Yet, most researchers are not CBPR researchers and 
most are not trained in CEnR. Yet, even investigator-
driven research can and should embrace the principles 
and approaches of CEnR in order to improve research 
translation. A researcher can work with communities 
to identify outcomes which matter most to them, for 
example diabetics may care more about amputation rates 
than hemoglobin A1C blood test results. A researcher 
may be more successful in disseminating knowledge to 
the target community using lay language at a certain 
reading level as opposed to the highly technical jargon-
rich language used in scienti� c journals and meetings. 
Sharing power and engaging the help at any point in the 
research process makes for better translational research. 
And translational research, that which applies discovery 
to improve the human condition, is the real Holy Grail 
we are all trying to grasp.

CEnR and its relation to Health Equity

Achieving health equity will require community 
engagement. Since the publication of the seminal 
report Unequal Treatment in 2003 there has been a 
steady increase in the volume of research dedicated 
to identifying and understanding disparities in health 
outcomes among underserved populations. We have 
learned through this body of work that disparities 
are the result of a complex interplay of factors 
including pressures from social determinants of health 
environment, individual behavior and the e� ects of 
institutionalized racism in the provision of care. � e 
problem is well-documented. However, to translate that 
body of work into interventions that narrow the gap 
fundamentally requires the community to inform and 
guide the development and implementation of programs 
that will be most e� ective.

Community participation is speci� cally e� ective in 
ensuring interventions are locally and culturally relevant 
to a given populations. Often the underlying causes of 
patterns that lead to poor health outcomes are rooted in 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 1. Community Engaged Research requires many stakeholders to work together.  Figure compliments of ACCEL Community Engaged Research requires many stakeholders to work 
together. Figure compliments of ACCEL
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factors that are unique to place or patterns of interaction.  
Dr. Chen’s work, featured in this issue, focuses on 
curbing violence in Wilmington; this work is a good 
example of engaging the community most a� ected 
by a problem to solve the problem and highlights the 
importance of understanding and addressing social 
determinants of a complex medical issue. As health care 
systems increasingly use community health workers to 
engage the community in health care and address the 
social determinants of health, the role of community 
health workers has been the subject of a great deal 
of research. In the work by Medaglio published in 
this edition, we see how, alongside other institutional 
supports, community health workers target speci� c 
barriers, address SDOH and help individuals to access 
needed medical resources.

Involving the community in research and intervention 
design leverages cultural norms and social relationships 
within the community, making what might have 
been a barrier a stepping stone to sustainable health 
improvement initiatives. � e challenge is to form 
trusting relationships with community institutions 
that can be sustained over time, so that better health 
outcomes can be sustained. CEnR recognizes that 
collaboration and advocacy are needed to address health 
disparity. A number of challenges make sustaining 
relationships di�  cult, including the cyclical nature of 
grant funding coupled with shrinking public funding for 
community initiatives. In the end, the road to success in 
decreasing disparities and making long term sustainable 
improvements runs through community engagement. 
Listen to the community voice and switch the old 

approach. It’s not research on us or advocacy for us, it is 
research and advocacy with us. Engaging those who bear 
the burden of a problem not only makes good sense, it 
makes good science.  

References
Concannon https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3403141/

J Gen Intern Med. 2012 Aug; 27(8): 985–991. Published online 2012 Apr 13. 

A New Taxonomy for Stakeholder Engagement in Patient-Centered Outcomes Research

ACCEL: this � gure was created with support from an Institutional Development Award (IDeA) 
from the National Institute of General Medical Sciences of the National Institute of Health under 
grant number U54–GM 104941 (PI: Binder-Macleod)
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Bettina Tweardy Riveros, Esq. Chief Health Equity O�  cer; Senior Vice President, Government A� airs and Community 
Engagement. Bettina Tweardy Riveros, Esq. has responsibility for strategically engaging community stakeholders in 
partnerships that advance Christiana Care Health System’s strategic aims and vision for a healthy Delaware and furthering 
its work in cultural competency, diversity and inclusion, as well as having a leadership role in guiding Christiana Care’s 
health policy agenda. Prior to joining Christiana Care, Riveros served as senior adviser for health policy in the o�  ce of 
Delaware Gov. Jack Markell and as chair of the Delaware Health Care Commission. Among her many accomplishments, 
she was responsible for developing the strategy to implement the A� ordable Care Act in Delaware, including the Health 
Insurance Exchange partnership model and Medicaid expansion that expanded access to health care for thousands of 
Delawareans. She was involved in the development of the State Innovation Model that supports Delaware’s transition to new 
health care delivery and payment models and an increased focus on population health, and was a founding member of the 
Delaware Center for Health Innovation.

Jacqueline Ortiz, M.Phil. is the Director for Health Equity and Cultural Competence at Christiana Care Health System in 
Newark, DE. She has over � fteen years of experience researching, teaching and working in the area of cultural competence 
in health care, social networks, economic sociology and organizational analysis. Currently she Jacqueline holds a BA in 
Sociology from Occidental College, an MA in Sociology from Boston College and an M.Phil. from Yale University in 
New Haven, CT. While pursuing � eld research at Yale she worked as an organizational consultant in Latin America and 
the United States, in both the public and private sectors. She has consulted in Fortune 500 companies, the government of 
Argentina and multi‐lateral organizations like the World Bank and Transparency International.

Heather Bittner Fagan, M.D., M.P.H., F.A.A.F.P., is a practicing family physician and researcer in Family & 
Community Medicine at Christiana Care. Dr. Fagan leads the Community Engagement and Outreach Core for 
ACCEL, Delaware’s Center for Translational Research.  Dr. Fagan has published in Cancer, Cancer Epidemiology, 
Biomarkers and Prevention, Medical Care, Journal of the American Board of Family Medicine, Journal of Obesity, 
and other journals. Dr. Fagan has had funding for her work from the National Institute of Health, the Patient-
Centered Outcomes Research Institute as well as state and foundation grants. Dr Fagan’s work on this issue was 
supported in part by an Institutional Development Award (IDeA) from the National Institute of General Medical 
Sciences of the National Institutes of Health under grant number U54-GM104941 (PI: Binder-Macleod)

April 17, 2019

S AV E  T H E  D AT E
4.17.19

 

�e Tower at STAR Audion
100 Discovery Blvd., Newark, DE  19713

Inviting Delaware residents, policymakers; advocates; 
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Abstract: As our state and nation face increasingly tight program budgets and more limited funding sources, 
collaboration has come to the forefront as a critical mechanism to promote health and well-being. The Collective Impact 
framework is an emerging approach to guide larger scale changes at a community or regional level. Through the 
establishment of 5 core tenants including establishing a backbone organization/central infrastructure, shared agenda, 
shared measurement systems, mutually reinforcing activities and continuous communication the CI framework advances 
the work of prior theorists and creates a foundation for health promotion. In this article we discuss the foundations of 
the approach and describe how the tenants are applied using examples from a case study of the Wilmington Collective 
Community Impact Study. Finally we refl ect on the evidence to date for the CI approach and offer critical points of 
discussion to advance community-engaged programming in a small city.

Allison Karpyn, Ph.D., Henry Wolgast and Tara Tracy

Realizing Collective Impact for Community 
Health: A Wilmington Case Study
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Collective impact (CI) approaches are increasingly 
being used locally and globally to more e�  ciently 
and collaboratively address the need for large scale 
social change.1,2 � e CI framework seeks to maximize 
available resources, both public and private, by bringing 
together what might otherwise be independent e� orts. 
While strategies for collaboration, and an emphasis 
on community engagement is certainly not new in the 
� elds of public health and community development, 
the CI framework provides a core infrastructure for 
collaboration.

� e practice of community engagement is now well-
established as part of large and small foundation funding 
e� orts3-5, health promotion programming and research 
supported by the Centers for Disease Control and 
Prevention, Institute for Education Sciences and the 
National Institutes of Health6-10, among others. Such 
mechanisms build on tested theoretical frameworks 
with wide-spread application including Community-
based Participatory Research11, � eory of Collective 
E�  cacy12,13 and Community Coalition Action � eory 
(CCAT)14,15.

� e CI method while originally developed by industry, 
largely advances the earlier work of Butterfoss and 
Kegler’s CCAT but applies a 5 pillar framework. � ese 
pillars include partners coming together to de� ne 1) a 
common agenda, 2) shared measurement, 3) mutually 
reinforcing activities and maintain 4) continuous 
communication, guided by an identi� ed, strong 5) 
backbone organization. At the same time, the approach 
emphasizes the importance of advocacy, equity and 
supports a culture that fosters trust, respect, and regard 
for the local context.

Alignment is at the centerpiece of the CI model. In so 
doing it attempts to reduce or eliminate duplicative 
activities and achieve measures and programming which 
more intentionally address a problem across sectors, 
through coordination and sharing.

Despite its growing application and use, there remains 
few applied examples of the approach in the peer-
reviewed literature16. Early examples from the grey 

literature however demonstrate the impact that collective 
impact can have on underserved communities. For 
example, in 2011 the Campbell Soup Company made a 
$10 million commitment to reduce hunger and obesity 
in the Camden, NJ community, the location of its 
World Headquarters17. � e city of Camden is home to 
74,500 residents, 32% of which are children, and 45% 
which speak a language other than English at home. 
Nearly 40% of its residents live in poverty making, 
on average, $14,100 a year, per capita18. Yet, despite 
challenges, agencies including the YMCA, � e Food 
Bank, Camden Coalition for Healthcare Providers, and 
� e Food Trust committed resources to achieve strong 
programming and support services in the area guided 
by a Collective Impact Framework. Since this time a 
number of other funders and community leaders have 
joined the collective, further leveraging the common 
agenda for their own work.

Here we describe the early phases of a Wilmington, DE 
model which is working to build a collective impact 
framework. In it we will describe how the 5 pillars of the 
collective impact model can work to promote healthy 
diets in a local community.

� e Wilmington Context

� e University of Delaware’s Center for Research 
in Education and Social Policy (CRESP), although 
not based in the city of Wilmington, is committed 
to community engagement to support and address 
inequities faced by residents across the state. In 2018 
the Center was awarded a USDA AFRI grant in order 
to pilot and test a collect impact approach to improving 
fruit and vegetable consumption on the west-side of 
Wilmington. � e project, “Realizing a Community’s 
Collective Impact” or CCI, sought to leverage existing 
e� orts on the west-side of the city to test whether or 
not the collective could improve fruit and vegetable 
consumption. Wilmington is home to 71,000 residents, 
25% of whom are children with a growing senior 
population (13%). Twenty-six percent of Wilmington 
residents live in poverty, with an average per capita 
income of $26,26319.

Camden, New Jersey
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Backbone Organization

Backbone organizations, de� ned as those that create 
and manage collective impact programs, require 
an organization with dedicated sta�  to manage the 
work of the collective1. In Wilmington the decision 
to have CRESP serve as the backbone organization 

was largely decided due to the � nancial support 
available for the project. In both, the backbone 
organization is responsible for ensuring activities are 
mutually reinforcing, that partners receive continuous 
communication, and that evaluation strategies are 
implemented in alignment with the goals of the 
collective.

1) a common agenda
2) shared measurement
3) mutually reinforcing activities and maintain 
4) continuous communication  

1. Common Agenda

� ere are a variety of resources available publicly to 
help organizations and projects develop a common 
agenda2,20 though all emphasize the importance of 
achieving common principals to guide the group 
and its decisions, a common understanding of the 
problem, a measurable goal to help de� ne success (and 
how it is measured), a clear framework for how the 
collective will operate and how the group will split 
up the work, and an understanding for how progress 
will be tracked and lessons will be learned. Embedded 

within these conversations the group is also encouraged 
to work within an asset-based (rather than de� cit-
based) approach, identify opportunities to achieve 
shared responsibility, emphasize the importance of 
empowerment for the collective and the community and 
to think holistically about health and community well-
being. Other important tenants of the approach include 
transparency, achieving sustainable relationships and 
respectful communication.

2. Shared Measurement

Measurement strategies require use of common metrics, 
collectively agreed upon objectives, and partners willing 
to incorporate common measurement strategies and 
reporting format to benchmark results. While there 
is no one size � ts all approach to changing the health 
of communities, it is possible to nest the work being 
done and set targets for improved outcomes. Metrics 
should include at minimum the size of the total 
investments including leveraged funding, the volume of 
community programming underway (time by activity 
and number of individuals impacted) as well as the 
behavioral outcomes resulting from programs including 
changes in knowledge, attitudes and behaviors relevant 
to each of the three categories of e� ort noted above. 
� ree steps to the development of shared outcome 
measurement include Step 1: Identifying and Agreeing 
on Objectives, Step 2: Leveraging Existing Instruments 
and Approaches, and Step 3: Launching the Resources 
and Protocol (� gure 1).

 

  

 

Step 3: 
Launch 

Resources & 
Protocol

Step 2: 
Leverage 
Existing 

Instruments 

Step 1:
Identify & 
Agree on 
objectives

Figure 1. Creating Shared Outcome Measurement

Step 1: Identify & Agree on Objectives

Common objectives used in prior collective impact work 
include improving the quantity and quality of physical 
activity, improving the quality and diets of children, 
increasing awareness of the importance of physical 
activity, achieving meaningful and sustained parent 
involvement in schools and childrens’ activities, creating 
a culture of support for eating well and exercising 
and e� ectively engaging community leaders. In the 
Wilmington example, partners recognized that families 
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did not consume the recommended servings of fruits 
and vegetables, and partners agreed that a core metric 
for impact of the intervention would be to measurably 
improve fruit and vegetable consumption.

Step 2: Leverage Existing Instruments

In order to understand the collective impact across 
stakeholder groups a review of existing instruments 
was undertaken by the backbone organization in 
consultation with the collective. Ultimately one tool 
which would be administered by the backbone itself 
was selected for community use. In other examples, 
however a set of questions, or indicator metrics 
have been identi� ed which allows each organization 
to independently measure impacts using common 
wording such that data can be combined to report on 
the impact of the collective as a whole. Most typically 
impacts include output metrics including quantity of 
programming and participation, as well as outcome 
metrics such as change in physical activity, food 
insecurity, economic stability or similar. In addition, 
e� orts to understand the total amount of funds invested 
and those that were leveraged as a result of the collective 
are often valuable. In the case of Wilmington measures 
included data collected from the collective programs 
as well as randomly sampled household outcome data 
collected from the community for which programming 
was intended to bene� t. Because the CCI e� ort included 
a research component as well, additional data was 
collected from a control community in the nearby city of 
Bear, DE.

Furthermore, it is important to note that existing 
secondary data, that is data that is already being collected 
nationally, could be used strategically to leverage on-
the-ground data collection approaches. For example, 
where mature and intense programming is occurring, 
examination of shifts in hunger or obesity or other 
national indicators relative to other, similar areas in the 
US could be considered. Depending on the scope of the 
initiative, leveraging existing, valid and reliable metrics 
can generate greater support in the academic community 
for understanding the impact of the work and, at the 
same time, may alleviate data collection stress on the 
ground. One potential resource for this type of data 
collection is the National Collaborative on Childhood 
Obesity Research (NCCOR). NCCOR has established 
a measures registry which catalogues existing survey 
measures and the reliability and validity information 
supporting their use.

3. Mutually Reinforcing Activities. 

In Wilmington, the project, “Realizing a Community’s 
Collective Impact” or CCI, builds on the Wilmington, 
DE-based knowledge, experience, and presence of the 
sta�  and leaders of 11 non-pro� t and institutional 
partners. � e e� ort draws on existing e� orts of these 
community partners but aligns e� orts around a common 
theme and purpose, to encourage consumption of 
fruits and vegetables, speci� cally tomatoes and apples. 
Speci� cally partners’ representatives implement their 
existing and on-going nutrition education and healthy 
living programs while at the same time tailoring the 
work to encourage consumption of these particular items 
during the same month, and overlaying an additional 
common evidence-based zoo-animal messaging 
campaign (“Tastimals”) as part of their work in both 
English and Spanish. � e Tastimals animal characters 
were previously shown to positively in� uence healthy 
food choices (Karpyn, et al. 2017; Karpyn, etal. 2016) 
and through the common framework, a greater impact 
at the community level can be achieved. Some examples 
of how the collective can work within a common 
agenda (Tastimals and tomato/apple promotion) while 
leveraging existing resources between mutually enforcing 
activities include:

•  SNAP-Ed cooking programs (Food Bank of 
Delaware);

•  Inclusion with bagged tomato or apple patient give-
aways (Westside Family Healthcare);

•  Dissemination at an event for the Friends of Father 
Tucker Park (West Side Grows);

•  Pick-up during Mobile Pantry events (St. Francis 
Hospital); and, 

•  Distribution by St. Francis Hospital and the 
Delaware Zoological Society (the Society supported 
the original Tastimals research) as part of the “Zoo 
WalkBy” held during the “Healthy Kids, Brighter 
Futures” event.

11



Prior to the CCI project, most partners were aware 
of the other partners and their activities, and had, 
in some cases, sporadically collaborated to deliver 
nutrition education programs. However, the CCI 
partnership has created new bonds among the various 
partners: for example, the Food Bank of Delaware 
now delivers nutrition education programs at both St. 
Francis Hospital and Westside Family Healthcare; these 
organizations had not formally worked together prior to 
the CCI project.

4. Continuous Communication. 

In a time where many forms of work rely almost 
exclusively on email, texting, and other electronic forms 
of communication, CCI implementation occurs largely 
through frequent and regular forms of face-to-face 
contact. For example, in Wilmington CCI partners 
meet locally in person at a site hosted by a CCI partner. 
� ese approximately two-hour meetings have generated 
important and useful feedback to project leaders 
(e.g., regarding Tastimal design, or study timing), and 
established new working partnerships. Also, the two 
CCI partners (i.e., Woodlawn Library, Adams Fresh 
Grocer) that do not host active nutrition education 
programs are nonetheless important community focal 
points within the study area. As such, sta�  from the CCI 
lead organization visits these two sites weekly to deliver 
a range of CCI program materials for pick up by these 
partners’ clients. During these visits, Library and Grocer 
sta�  provide information regarding those program 
materials that generated interest, how the materials were 
used, and other key points of feedback.

Notwithstanding personal contacts, CCI leaders and 
sta�  use email to update partners on key and timely 
points such as delivery of program materials. Also, an 
e-newsletter is used to regularly update CCI’s Advisory 
Community which is comprised of the Wilmington 
area’s key funders of and policy makers for nutrition 
education e� orts.

Re� ections and Conclusions

In smaller cities and communities like Wilmington, 
DE, a collective approach is increasingly needed; both 
our nation’s � scal climate and interest in cross-sector 
community-engaged research and programming require it.

Particularly in smaller geographic areas, non-pro� t, 
government and foundation e� orts to improve health 
and well-being can result in overlapping e� orts and 
unintentionally approaching the same partners with 

similar asks from the same institutions. At the same 
time, smaller institutions may undertake very similar 
activities but without the bene� t of common metrics 
or coordination in the approach such that the resources 
brought to bear are less robust than could be achieved 
collectively. Further, once a collective approach is 
established the framework provides a foundation from 
which additional e� orts can build and grow. In its most 
robust form, the collective is then working to both 
achieve its own common agenda, and that agenda can 
become a backbone for extending the work to other 
investors, researchers, and collaborations from additional 
sectors.

Prior research on the CI approach emphasizes the 
importance of the backbone organization’s leadership 
to provide an e� ective means of communication and 
sta�  ng. A strong backbone, which ideally comes from 
a single organization, has been found to further the 
collective’s credibility, outreach in terms of its range 
of contacts, and e� ective technical assistance to its 
partners16. � e backbones e� ectiveness also lies in its 
ability to attract additional partners and share lessons 
learned21.

As e� orts to expand university and hospital-based 
intervention and research continues to expand into the 
community, e� orts to develop and sustain partnerships 
both with each other, and across sectors will be of 
increasing importance. Perhaps most importantly 
however, will be our e� orts to sustain and engage 
community partners in these e� orts. A collective impact 
framework for this work will support more intentional, 
collaborative and sustained e� orts which can help shape 
e� ective policy while maintaining stable and ongoing 
data collection e� orts which can further advocate 
for needed programs, and to assist in closing gaps in 
disparities.
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Abstract: Firearm related assault injuries 
disproportionately aff ect young men of color related to 
a variety of social & ecological vulnerabilities. Delaware, 
and particularly the city of Wilmington, has experienced 
a disproportionately high number of these injuries, 
and this article follows the public health approach in 
defi ning the scope of the problem, establishing what is 
known about the pathophysiology and transmission of 
injury, describing the eff ectiveness of newer prevention 
programs in both public safety and public health, and 
highlighting important constraints and considerations 
for program evaluation and research.

What is the role of public health in the prevention of 
violent � rearm injuries? Homicide is the leading cause of 
death for young black Americans and those aged 10-34 
years have died at more than 10 times the rate of white 
Americans (Sheats et al., 2018), mostly from � rearm 
injuries (Centers for Disease Control [CDC], 2013). For 
those who survive their violent injuries, research suggests 

many are likely to be injured again with one study 
� nding a 44% recurrence rate and 20% mortality rate
within 5 years. (Sims et al., 1989) � ere are few health
disparities that are as profound; the American College of
Surgeons Committee on Trauma (ACS COT) has plainly
stated, “Violent intentional injury is the most poorly
addressed public health problem in America” (Stewart,
Kuhls, Rotondo, & Bulger, 2018, p. 282). However,
understanding � rearm violence in public health terms is
both a novel and complex task. � e Violence Prevention
Alliance of the World Health Organization (2011)
outlines a public health approach to violence in four
steps that could be applied to Delaware:

1) Defi ning the problem
Wilmington’s experience with � rearm violence is an 
outlier compared to the rest of the nation; a high pro� le 
article by Jones (2014) in Newsweek was literally titled 
“Murder Town USA (aka Wilmington, Delaware).” 
An epidemiologic investigation in Wilmington by the 
Centers for Disease Control and Prevention (2015) 

David Chen, M.D., M.P.H.
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notes “although Wilmington is a moderately-sized city 
of approximately 71,525 residents, when compared to 
all large cities in the United States, its homicide rate in 
recent years has been reported to be as high as 4th overall. 
In fact, in recent years, the growth in Delaware’s homicide 
rate (Wilmington is the largest city in Delaware) has 
outpaced that of every other state” (pp. 1-2). Adolescents 
12-17 years old in Wilmington have a 3.4/1,000 risk 
of being a victim of � rearm violence (compared to 
1.8/1,000 in Chicago) making it the highest in the nation 
(Linderman, Horn, Para, & Fenn, 2017).

Public reporting on � rearm violence in Delaware 
has improved recently. � e Delaware News Journal 
maintains an online application to track publicly 
reported assault-related � rearm injuries in Wilmington 
(“Wilmington Shootings,” 2018), and in 2018 the 
city of Wilmington began releasing reports on speci� c 
incidents through the online tool CrimeMapping 
(Read, 2018) as well as aggregate data comparing 
weekly crime reports to year-to-date historical trends 

(“Compstat reports,” n.d.). Delaware received funding 
in 2016 to participate in the National Violent Death 
Reporting System (“State by State,” n.d.), a public 
health surveillance system meant to pool information 
from death certi� cates, coroner/medical examiners, 
law enforcement, and toxicology into an anonymous 
database (“National violent,” 2017).

But despite the increasing availability of public 
information on where and when speci� c incidents 
of � rearm violence occur, some information is very 
di�  cult to obtain or never reliably tracked. Using 
healthcare information as an example, details about type 

of weapon, caliber of bullet, and severity of injury may 
be documented in a trauma registry or police reports, 
but these are not accessible except for speci� c research 
objectives or only if aggregated to de-identify reporting. 
Circumstantial details (e.g. whether injury was caused 
by a � ght or whether individuals were in� uenced by 
alcohol) may be documented as subjective historical data 
in a patient’s chart, but this depends on the initiative of 
individual providers. Patient medical records are often 
scattered among institutions and so determination of 
history of similar injuries or related health issues requires 
manually requesting and reviewing records, not all of 
which are available in the Delaware Health Information 
Network. Studies suggest as many as a third of assault-
injured youth are uninsured (Cunningham et al., 2014) 
which would skew any analysis of administrative health 
insurance data attempting to assess broader utilization 
patterns. A primary care provider (PCP), who has 
the greatest liberty in accessing health records, might 
receive most of this health information, but even an 
astute PCP would not have default access to most social 

services or school data 
(such as from a guidance 
counselor suggesting recent 
con� icts there); they are 
not even routinely noti� ed 
if their patient becomes 
incarcerated, related to the 
incident or not. Any health-
related information is 
heavily protected under the 
Health Insurance Portability 
and Accountability Act 
(HIPAA) and cannot be 
shared with social service 
or justice systems without 
explicit and signed patient 
consent and is rarely 
subpoenaed.

Part of this data fragmentation is related to the “silos” in 
which di� erent databases of information are stored (even 
within a single sector such as healthcare), but much of it 
also derives from the fact that while exposure to � rearm 
violence is prevalent, events are both sparse and highly 
publicized. � is makes it di�  cult for public information 
systems to disclose individual incident information while 
protecting anonymity to ensure victim safety. Systems 
may be reluctant to share information except on a case-
by-case basis, and victims themselves may be unwilling 
to disclose the most pertinent incident details out of 
the very real fears that “snitches get stitches”, that they 
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may reveal self-incriminating information (especially if 
gang-a�  liated), or that they will be forced to re-live an 
intensely traumatic experience (Parra, 2015).

What we can draw from public information and prior 
analyses of crime patterns (“Wilmington public safety 
strategies commission,” 2015) in the city of Wilmington 
are relatively simple conclusions: that � rearm violence 
is clustered in several speci� c neighborhoods within the 
city (primarily with high rates of poverty) (Linderman 
et al., 2017) and is more likely to occur at certain 
times (night) and during certain months of the year 
(summer). Moreover, the community impact of � rearm 
injury is di�  cult to overstate. � e People’s Report, 
an ethnographic participatory action research study 
conducted by residents in Southbridge and Eastside 
communities, found that 60% of participants had “seen 
a seriously injured person after an incident of violence,” 
that 55% had at least one relative killed with a gun, that 
nearly 60% lost a friend to gun violence, and that the 
average age in which loss of a friend occurred was 18 
years old (Payne, 2013, pp. 40-42).

In an interview for the News Journal, Dr. Hal Byck at 
Nemours Jessup Street o�  ce described his experiences 
as a pediatrician in a heavily a� ected community (the 
Northside) in this way:

“My purpose is not just to get them to 18 but to have 
them have a good foundation to get through life. So 
every time an 18- or 19-year-old is shot, not only does 
it hurt, but somewhere I didn’t do what I needed to 
do.” � e Jessup Street o�  ce, which serves mostly 
Wilmington residents, deals with wellness visits 
and the average childhood struggles. But Byck’s 
team also takes on chronic stress and trauma, the 
kind associated with seeing a person shot to death 
outside your home or hearing gunshots regularly 
ring out down your block. Byck said about 25 
to 30 percent of his childhood clients say they 
have seen someone get shot or die, a question he 
now asks as a part of childhood physicals. Some 
have seen this happen four or � ve times, he said. 

For many who call Wilmington home, that’s just 
normal. (Horn, 2018)

2) Establish why violence occurs
� e CDC promotes a social ecological framework 
in approaching violence prevention that recognizes 
that prevention must address individual, relationship, 
community, and societal factors (“� e social ecological,” 
2018). � e investigation by the CDC in 2015, speci� c 
to Wilmington, attempted to characterize through a 
retrospective analysis of those who perpetrated a � rearm 
crime what historical risk factors led to the incident 
(CDC, 2015). � is found that a combination of factors, 
including prior victimization by violent crime and 
exposure to structural factors such as disconnection 
from socioeconomic support systems (e.g. through 
unemployment, incarceration, suspension/expulsion 
from the education system), was ultimately more 
predictive of perpetration than any single set of risk 
factors alone. What this con� rms is that, for those 
living in poverty, structural inequity and disparity 
ampli� es individual level risks of victimization and 
perpetration. � is occurred even though the majority 
of these individuals had already received some form of 
social assistance program at some point (73%) with the 
majority having also been recipients of state juvenile 
services (such as community probation, residential 
detention, behavioral health services, or managed care 
services; 54%) (p. 6). It also suggests that those with 
the highest risks associated with violent injury, either 
as victim or as perpetrator, have poor integration with 
existing medical and social service supports.

On an intrapersonal level, exposure to violence is 
thought to create pathophysiologic biological and 
behavioral changes that increase vulnerability to 
maladaptive behaviors and poor health outcomes. In 
pediatrics and the study of child maltreatment, the 
proposed mechanism is that chronic environmental 
exposure to stressors (such as Adverse Childhood Events 
(ACEs), “toxic stress”, or allostatic load) eventually 
causes the hypothalamic-pituitary-adrenocortical 
(HPA) axis to become disordered (Shonko�  et al., 
2012). � is and other induced neurobiological changes 
impact development and are associated with abnormal 
immune system function (which predispose to medical 
illness and trauma) as well as changes in the frontal and 
limbic regions of the brain (which are responsible for 
emotional regulation and threat perception) (Mo�  tt 
& Tank, 2013). In the context of violent injury, this 
growing body of research has been adapted to propose 
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that repeated exposures to violence (such as through 
observation of abuse or by direct victimization) creates 
maladaptive biological and behavioral patterns over time 
which, if not treated, may eventually propagate to others 
through the perpetration of violent injury. Evidence does 
suggest that exposed children are more likely to carry 
weapons in adulthood (Casiano, Mota, A� � , Enns, & 
Sareen, 2009) and that increased exposures to ACEs also 
increases risk for violence perpetration such as bullying, 
physical � ghting, and dating violence as adolescents 
(Duke, Pettingell, McMorris, & Borowsky, 2010).

On an interpersonal level, person-to-person risk 
factors and expressions of violence propagate across 
relationships and social networks in patterns. Drs. Tracy, 
Braga, and Papachristos, the leading experts in � rearm 
injury network analysis, summarize the relationships in 
this way:

� e results of our systematic review demonstrate 
that one’s risk of violence, including victimization 
and perpetration of gun or other weapon violence, 
is increased through close connection with 
someone who has either perpetrated or been a 
victim of violence, with transmission demonstrated 
across family ties, intimate partner relationships, 
peer networks, and co-o� ending networks. 
Although not restricted to studies speci� cally 
using measures of gun violence as exposures and 
outcomes, this review shows that serious weapon-
related violence can potentially arise from exposure 
to domestic violence in childhood, not just from 
delinquent and criminal activity among peers. 
Furthermore, the introduction of weapon violence 
into an intimate partner relationship signi� es an 
increased risk of severe subsequent violence in that 
relationship. (2016, p. 81)

In essence, the best studied interpersonal in� uences on 
weapon carrying behavior primarily involve three axes: 
family/home environment, peers, and co-o� ending 
networks. � ese clearly span community and societal 
domains, with focus on the latter two in the context of 
group violence (e.g. violence occurring in the context 
of gangs and gang a�  liation). Innovative research in 
these networks using formal analysis found that in 
Boston 85% of all gunshot victims were in a single 
network representing less than 5% of the community’s 
population (Papachristos & Wildeman, 2014), and that 
in Chicago nearly 70% of all nonfatal gun injuries were 
concentrated in a network representing only 6% of the 
total population (Papachristos, Wildeman, & Roberto, 

2015). Non-gang members can still be at an elevated risk 
of � rearm injury by “social closeness” rather than gang 
a�  liation (Papachristos, Braga, & Piza, 2015), and some 
cities report lower rates of gang a�  liation in adolescent 
assault injuries (Cunningham et al., 2014). Yet using 
predictive network analysis of co-o� ending networks 
to identify those at highest risk of injury is promising, 
and in Chicago a probabilistic “social contagion model” 
can identify individuals in a network at heightened 
imminent � rearm injury risk on a real time basis (Green, 
Horel, & Papachristos, 2017).

� e Delaware News Journal has reported closely on 
� rearm violence and attributes numerous incidents to 
two speci� c groups, “Only My Brothers” and “Shoot 
to Kill”, where dozens of members have been indicted 
since 2016 (Horn, Wilson, & Parra, 2018). According 
to claims by the Delaware Department of Justice: “Our 
prosecutors, working closely with law enforcement, have 
identi� ed criminal street gangs as drivers of much of the 
violence in the city over the past several years.”

3) Find out what works to prevent violence
Evidence from public safety studies increasingly 
show that punitive measures alone have limits to 
their e� ectiveness and that strategies more similar to 
public health which change the social & ecological 
environment will be necessary components in reducing 
violence. Public safety programs dealing with physical 
and social disorder, known as “disorder” or “broken 
windows” policing, can be e� ective in decreasing crime; 
a meta-analysis of 28 of these strategies in large and 
small geographic areas concluded there were “consistent 
crime reduction e� ects across a variety of violent, 
property, drug, and disorder outcome measures” (Braga, 
Welsh, & Schnell, 2015, p. 580). � e e� ectiveness of 
these strategies, even though modest, are consistent and 
suggest that addressing issues of structural inequity (e.g. 
structural violence) and the ecological environment 
works. � e conclusion of � e People’s Report, 
conducted in Southbridge and East Side, describe these 
relationships plainly but also highlights how guarded the 
community may be to increasing public safety presence:

Findings strongly suggest that physical violence 
in its many forms in Wilmington, Delaware is 
profoundly tied to structural inequality. A critical 
mass of residents reported direct and/or indirect 
experiences with violence in the form of: (1) 
physical assaults; (2) kni� ngs; (3) shootings; (4) 
drug use/sales of drugs; and (5) homicide—to 
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more structural forms of violence including: (1) 
unemployment; (2) poor schooling opportunities; 
(3) unhealthy living conditions; or (4) “failing” 
or “corrupt” civic and political leadership. Also, a 
variant of residents spoke of “unfair” or invasive 
law enforcement procedures including being: 
(1) pro� led and frisked; (2) caught up in raids 
or sweeps; (3) detained without detention; (4) 
arrested; and/or (5) incarcerated. Nonetheless, 
participants overall were found to demonstrate 
positively high levels of: (1) psychological well-
being; (2) social well being; (3) attitudes toward 
education; (4) and attitudes toward employment. 
� at is, while community residents reported being 
overwhelmed with physical violence as well as 
blocked opportunity or structural violence, these 
data strongly suggest that they love themselves; 
they love their communities and families; they 
want to work and; they want quality educational 
opportunities. (Payne, 2013, p. 25)

Here, the social determinants of health and public 
safety overlap and is where the � elds can learn from 
each other. Both bodies of literature are comprised 
mostly of small studies with varying inclusion criteria, 
size, methods, quality, and interventions. � is sort 
of heterogeneity can make it di�  cult to determine 
which programmatic elements are truly e� ective. As 
an example, programs that reduce juvenile recidivism 
vary widely and include everything from boot camps, 
cognitive-behavioral therapy, prison visitation, family 
therapy, drug court, victim-o� ender mediation, etc. 
with varying e� ectiveness; a meta-analytic overview 
by Lipsey (2016) suggested a novel approach to 
e� ectiveness research through “identi� cation of factors 
that characterize the most e� ective programs” rather 
than the actual structure of programs themselves. (p. 
126) His analysis concluded that “therapeutic” programs 
(e.g. counseling, mentoring, skills training, etc.) were 
more e� ective than those based on coercion/control (e.g. 
surveillance, deterrence, and discipline), and that among 
these the quality of the program perhaps mattered more 
than the actual intervention itself: “the average program 
of this rather variable generic sort can be quite e� ective 
if implemented well and targeted on high risk o� enders. 
It does not take a magic bullet program to impact 
recidivism, only one that is well made and well aimed.” 
(p. 145)

� is lesson, that the quality of a program may matter 
more than � delity in replicating successful but speci� c 
models, is one that public health is also learning in 

health behavior programming. It also gives hope that 
smaller cities and di� erent environments can build 
successful programs and research. To that end, it will be 
instructive to consider several prototypes of successful 
models, drawing from both public safety and public 
health, to understand which elements can be best 
adopted in Wilmington.

Focused deterrence programs begin from the premise 
that a small number of individuals are responsible for 
the majority of � rearm related violent incidents and that 
they respond to selective and strategic pressure (Braga & 
Weisburd, 2015). As David Kennedy (2006) describes, 
these programs identify key o� enders and “communicate 
directly and repeatedly with o� enders and groups to let 
them know (a) that they are under particular scrutiny, 
(b) which acts (such as shootings) will receive special 
attention, (c) when such attention has, in fact, been 
given to particular o� enders and groups, and (d) what 
they can do to avoid enforcement action” (pp. 156-157). 
� ey are o� ered services and community supports, many 
of which can be provided by social service and health 
systems, but are reminded that � rearm violence will 
result in special enforcement by “any and all legal tools” 
available to sanction groups (pp. 157). Most studies 
on focused deterrence found e� ectiveness in reducing 
youth homicides and violent crime in cities such as 
Boston, Cincinnati, Indianapolis, and Los Angeles 
(Braga & Weisburd, 2015). A number of these were 
necessarily quasi-experimental and Braga & Weisburd 
plainly state, “� e positive outcomes of the existing 
body of evaluations indicate that additional randomized 
experimental evaluations, however di�  cult and costly, 
are warranted” (2015, p. 65).

By contrast, strictly non-punitive and popular healthcare 
programs for high-risk individuals are Hospital 
Violence Intervention Programs (HVIPs). � ese apply 
an intervention soon after a violent injury incident 
and couple it with intensive community-based case 
management. Promoted by the American College of 
Surgeons among many others, this approach seizes on 
the “teachable moment” created by violent injury to 
match patients to needed resources (Dicker et al., n.d.). 
Many programs use community health and outreach 
workers with personal prior experience with crime 
violence as the frontline engagement sta�  who can 
rapidly build rapport and serve as the bridge to connect 
patients to services. Programs have demonstrated 
e� ectiveness in reducing reinjury and hospital 
readmissions, reducing arrests and convictions for 
violent crime, and promoting employment (Purtle et al., 
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2013; Chong et al., 2015). � ese programs are attractive 
because they avoid the involvement of law enforcement 
and focus on supportive rather than punitive or 
deterrent interventions.

� e literature on HVIPs echo some of Lipsey’s 
observations on juvenile recidivism, � nding that the 
most e� ective programs maximize impact through 
peer counseling (Becker, Hall, Ursic, Jain, & Calhoun, 
2004), encourage multimodal strategies that improve 
community and social organization, and adopt a 
comprehensive strategy to promoting the health of boys 
and young men of color (Heinze et al., 2016). Also 
similarly, research suggests that not all interventions and 
case-management strategies have equal e� ect (Cheng, 
Wright, Markakis, Copeland-Linder, & Menvielle, 2008; 
Aboutanos et al., 2011); this heterogeneity suggests 
that an analysis similar to Lipsey’s examining success 
of individual program factors rather than the models 
themselves would be helpful.

Examining a third model for violence prevention gives 
insight into the complexity of research, evaluation, 
and program development in this � eld. Cure Violence 
(CV) seeks to halt the epidemic/transmissible nature of 

violence through Violence 
Interrupters who actively 
mediate and de-escalate 
street con� icts occurring 
in real time, an innovative 
intervention which works in 
tandem with more traditional 
outreach workers and case 
management (Butts et al., 
2015). In summarizing the 
evidence of Cure Violence 
programs, the authors note 

broader challenges and limitations to research and 
program evaluation that are instructive for Wilmington 
(Butts et al., 2015, pp. 47 - 48):

•  Controlling for confounding factors is crucial but 
di�  cult, especially if reduction in shootings is the 
outcome measure

•  To do this, random assignment on the neighborhood 
level is needed, but would require “as many as 15 or 
20 in each condition, perhaps more” (p. 47)

•  Random assignment may be impractical, as it would 
require several years with rigorous program design 
to monitor program � delity and ensure no crossover 
contamination between intervention and control sites

•  “…few cities have enough neighborhoods with 
su�  cient numbers of shootings to reliably measure 
change over time” (p. 48)

•  Clustered random assignment with closely matched 
pairs is impractical because neighborhoods are often 
contiguous and interventions may require travel 
across neighborhood boundaries

•  Law enforcement interventions or other community 
actions may change in response to surges in crime, 
confounding measurement

� eir concluding recommendations for Cure Violence 
programs have direct application to quasi-experimental 
designs more broadly:

•  Implementation measures should encompass regular 
recording of all program activities...

•  Establishing baseline measures is particularly 
important because, too often, program evaluations 
begin after the treatment has been implemented, 
hampering true measurement of pre-intervention 
outcomes.

•  Neighborhoods selected for evaluation should have 
an average population size of 10,000 residents and 
report at least 40 shootings per year.

•  � e CV model is designed to a� ect not only the 
behavior and attitudes of program participants but 
also the behavior and attitudes of individuals in their 
social networks. Any sampling design for interviews 
and surveys may need to distinguish at least three 
types of research subjects: program participants, 
other high-risk individuals who are known to and 
socially networked with program participants, 
and the broader resident populations of high-risk 
communities.

•  Before evaluation commences, researchers should 
ensure that the local police department is willing 
to share crime incident data that capture fatal and 
nonfatal shootings at the address level.

•  Ideally, an evaluation would have access to police 
shooting data at least 60 months prior to and 30 
months after CV implementation. � ese data would 
allow for interrupted time series analyses as well as 
di� erence-in-di� erences evaluation methods.
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4) Implement interventions
Following an all-time high in 2017 for � rearm injuries, 
2018 has seen a reduction by approximately 60%; 
this may be attributed to new public safety strategies 
emphasizing community policing and a data-driven 
approach (though details on methods are not public), 
the latent e� ect of prior arrests, and perhaps some 
element of regression to mean (“Finally, Good,” 2018). 
While exciting and hopeful news, the evidence presented 
here suggests broader systemic changes must take place 
to sustain changes.

A summary of the strategic e� orts from six CDC funded 
National Centers of Excellence in Youth Violence 
Prevention (YVPC) makes several important points on 
how researchers can work to construct “packages” of 
e� ective interventions: help communities to understand 
the role and requirements of evidence-based practice, 

carefully select 
programs 
and cultivate 
capacity (both 
innovation-
speci� c 
and general 
organizational), 
and coordinate 
and align e� orts 
within the 
community 
(Kingston et 
al., 2016). For 
example, in 
high capacity 
communities 

that already had active intervention programs, 
packaging meant aligning existing resources and 
adding complementary programs. For low capacity 
communities, either no interventions existed or 
could not be easily scaled, trust did not exist between 
potential partners, or took signi� cant time (for one 
example 18 months) to build capacity before program 
implementation could begin. Consequently, the role of 
researchers also varied: in one context, they helped align 
and develop program evaluations for existing e� orts; in 
others, they were more directive in selecting programs, 
developing needs assessments, forming advisory boards, 
and providing data.

Wilmington is well on its way to building such 
capacity. Following the work of the original report, 
the CDC Advisory Council – a broad coalition of 38 

representatives from public, private, government, and 
non-pro� t agencies – published a blueprint in 2017 
for a comprehensive response to youth adult violence, 
which calls for a combination of care coordination, 
interventions, and policy changes (“Community,” 2017). 
While these improve the capacity of the community 
to meet a constellation of needs, one of the critical 
next steps will be designing a blend or “package” of 
well-planned programs and evaluations to address 
populations at di� erent levels of risk in ways that are 
careful not to pro� le or stigmatize, especially those at the 
highest risk of injury: youth o� enders transitioning back 
into communities from juvenile detention, violently 
injured patients presenting to the hospital for their 
injuries, individuals with gang a�  liation or proximity, 
and other community-identi� ed members in crisis. 
� ere is no better opportunity than now for community 
engaged researchers to leverage their data-oriented skill 
and knowledge set to advise the service organizations and 
institutions represented in the CDC Advisory Council 
(now known as the Wilmington Community Advisory 
Council) in carefully designing and implementing these 
programs. Well-designed research not only serves the 
community by maximizing e� ectiveness and yielding 
actionable data locally, but can help propel the state of 
Delaware as an innovation leader in eliminating one of 
our most devastating health disparities.

� is work was supported in part by an Institutional Development 
Award (IDeA) from the National Institute of General Medical 
Sciences of the National Institutes of Health under grant number 
U54-GM104941 (PI: Binder-Macleod)
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THE TOLL OF  
YOUTH VIOLENCE

Youth violence is a widespread public health 
issue that negatively effects youth, families, 
and communities. Each day, about 13 youth 
die from homicide and more than 1,300 
are treated in emergency departments for 
nonfatal injuries. Nationally, the lifetime 
costs of assault-related injuries among 
youth, including medical care, lost work,  
and household productivity, are estimated  
to exceed $18 billion.

EVALUATING STRATEGIES TO 
PREVENT YOUTH VIOLENCE

The Centers for Disease Control and 
Prevention (CDC) is a leader in youth 
violence prevention research. CDC:

•  Collects data and monitors trends in  
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and factors that protect youth;

•  Evaluates programs and strategies  
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•  Supports adoption of evidence-based 
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through CDC’s technical package  
for prevention. 
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On Sept. 10, 2018 at the New Castle County Public Safety 
Building, Delaware Governor John Carney signed three bills to 
fight the addiction epidemic and save lives. One bill creates the 
nation’s first overdose system of care.  Photo by Jill Fredel. 
 
 

Governor John Carney signs legislation 
creating the nation’s first Overdose 
System of Care 
 

At a Sept. 10 bill signing, Governor John Carney 
signed three bills to save lives threatened by the 
addiction epidemic.  All are priorities of the state’s 
Behavioral Health Consortium. Senators Stephanie 
Hansen, Bryan Townsend and Representatives 
David Bentz and Helene Keeley sponsored the bills. 
 

The new laws will: 
• Create the nation's first Overdose System of Care
to improve care, and treatment of patients who
overdose.  According to Department of Health and
Social Services officials, the Overdose System of
Care will help to better transition individuals after an
overdose from an ER setting to more
comprehensive treatment.
• Link patient care data related to overdoses
collected by DPH’s Office of Emergency Medical
Services or the state epidemiologist with data in the
Prescription Monitoring Program.
• Encourage prescribers and patients to consider
using proven non-opioid methods of treating back
pain.
 

Don’t forget your flu shot! 
 

DPH advises Delawareans age 6 
months and older to get their flu 

shots by the end of October. Find the DPH flu 
clinic schedule and flu information at 
flu.delaware.gov or call 1-800-282-8672.     

Community Partner Support Unit   
brings social services to the community 
 
 

Delawareans who qualify for state benefits 
sometimes need help connecting to assistance 
programs. The Division of Social Services’ (DSS) 
Community Partner Support Unit (CPSU) serves as 
a bridge between the Delaware Department of 
Health and Social Services and service 
organizations.  
 

CPSU works with nearly 300 community partners to 
help individuals apply for Temporary Assistance for 
Needy Families (TANF) benefits, general cash 
assistance, the Supplemental Nutrition Assistance 
Program (SNAP), child support, and Medicaid. 
CPSU also connects Delawareans to resources for 
housing, energy assistance, behavioral health, and 
employment and training.  
The CPSU partners with more than a dozen 
employers to provide case management, subsidized 
wages, and transportation services to businesses 
that agree to hire DSS clients.  
 

“The CPSU helps increase access to services by 
going where our clients are and helping people find 
and keep jobs that can lead them to self-
sufficiency,” said DSS Director Ray Fitzgerald. 
You’ll find the CPSU at libraries, community 
centers, health fairs, and events. Their offices are in 
Claymont, Wilmington, Dover, and Milford.  
 

For more information, visit 
https://www.dhss.delaware.gov/dhss/dss/cpsu.html, 
call 302-792-0900, view this video, or email 
community_partnership_support_unit@state.de.us. 
 

Monique Edwards, left, and Dana Cook, center, both of the 
Division of Social Services’ Community Partner Support Unit, 
shared resources at an event the CPSU organized in August. 
It was held at the Porter State Service Center in Wilmington. 
Photo by Brian Aiken/CPSU. 
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Division of Public Health (DPH) Director Dr. Karyl Rattay, far 
left, visited Delaware Technical Community College’s 
Wilmington campus on Oct. 30 to celebrate Radiation 
Protection Week with Radiologic Technology students and 
professors. Also pictured are Frieda Fisher-Tyler (second from 
left), who leads DPH’s Office of Radiation Control; Authority on 
Radiation Protection Chair Dr. Frances Esposito (third from 
left); and DTCC President Dr. Mark Brainard, third from right. 
Photo by Donna Sharp. 
 

DPH and partners celebrate Radiation 
Protection Week Nov. 4-10, 2018 
 

Division of Public Health Director Dr. Karyl Rattay 
and the Office of Radiation Control (ORC) traveled 
to Delaware Technical Community College’s 
(DTCC) Wilmington campus on Oct. 30 to celebrate 
Radiation Protection Week, which Governor John 
Carney proclaimed as November 4-10, 2018 in 
Delaware.  DTCC’s Radiologic Technology students 
are educated through a partnership with Christiana 
Care Health System to achieve national credentials 
in radiologic technology, nuclear medicine 
technology, and dental assisting. ORC certifies 
radiation technologists and technicians, and 
inspects radiation service sites and equipment.
 

Visit the Authority on Radiation Protection at  
www.deradiationprotection.org to learn how 
radiation protects and enhances personal health. 
 

Diabetes Wellness Expo is Nov. 13 
 

The Delaware Diabetes Coalition is hosting the 
2018 Diabetes Wellness Expo on Nov. 13, 2018 
from 9:00 a.m. to 3:00 p.m. at the Dover Downs 
Conference Center, located at 1131 N. DuPont 
Hwy. in Dover, Delaware.  Free admission provides 
access to diabetes information, exhibitors, 
giveaways, health screenings, and educational 
information on diabetes management, nutrition, 
exercise, and related health issues.  For more 
information, visit www.dediabetescoalition.org or 
call 302-388-9728. 
 

Expedited Partner Therapy now legally 
permitted in Delaware 
 

Expedited Partner Therapy (EPT) is now allowed by 
law in Delaware, following the signing of Senate Bill 
157. EPT is the clinical practice of treating the
sexual partners of patients clinically diagnosed with
an STD by providing a prescription, or dispensing
medications to the patient to
take to his/her partner without
the health care provider first
examining the partner. EPT’s
purpose is to decrease the rate
of reinfection and transmission
of STDs to other partners.
 

EPT is not a mandate. For more 
information, visit DPH’s EPT website: 
http://www.dhss.delaware.gov/dhss/dph/dpc/ept.html. 
 
 

 Prepare now for winter weather 
 

When the leaves fall, review how prepared you 
are for winter storms, extreme cold, and power 

outages.  The Delaware Emergency Management 
Agency (DEMA) provides these suggestions: 

 

 Have a household emergency kit containing
water and food for household members and
pets. Also keep an emergency kit in your
vehicle.  Visit PrepareDE.org for helpful
checklists.
 

 Keep extra blankets on hand and within reach.
Each household member should have a warm
coat, gloves or mittens, a hat, and water-
resistant boots. Hypothermia, when the body
becomes chilled, can be deadly.

 Stay inside during storms.
 

 Keep gas tanks full in case of emergency and
to prevent fuel lines from freezing.
 

 Avoid unnecessary driving during storms and
be aware of traffic restrictions before you drive.
Let someone know your destination, your route,
and when you expect to arrive.
  

 A winter storm WARNING means that severe
weather such as heavy snow or ice is coming.  A
BLIZZARD WARNING means to expect strong
winds, blinding wind-driven snow, and
dangerous wind chill. Seek shelter immediately!
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Abstract: To decrease barriers to long-acting reversible 
contraception (LARC) for teens, this study aimed to reveal 
knowledge, attitudes, and beliefs that parents have about 
LARC.

Methods: A participatory action research approach was used. 
We recruited a diverse group of community researchers who 
participated in all phases of our study. Four focus groups were 
recruited using snowball sampling. Two researchers used a 
values coding process to code data independently. The team 
met to identify emerging themes.

Results: The 46 parents were predominately female and 
ethnically diverse. Preventing teen pregnancy was salient 

although a double standard between parents of boys and 
girls became apparent. A key theme that emerged was the 
importance of prevention of sexually transmitted infections 
(STIs). There were some reservations about LARC provision in 
school-based health centers. Another theme was the need for 
access to confi dential birth control for other teens but not for 
their own teens. Lastly, the advantages of LARC mentioned 
were eff ectiveness and ease of use. The disadvantages were 
increased STIs, risky behavior, hormonal changes, and side 
eff ects.

Conclusion: Most of the parents in our study had limited 
knowledge of LARC. They were aware of its benefi ts but were 
uneasy about actual and perceived side eff ects.

Assessing Delaware Parents’ 
Knowledge, Attitudes and 

Preferences About 
Long Acting Reversible 

Contraceptives for 
Teens Using 

Participatory Action Research
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1Department of Pediatrics, Sidney Kimmel Medical College at � omas Je� erson University, Philadelphia, PA
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3Community Co-Investigator
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Introduction: Teen pregnancy continues to be a 
signi� cant public health and socioeconomic issue in 
the United States and in Delaware.1 � is is despite the 
signi� cant decreases in teen pregnancy, birth, abortion, 
and sexual activity rates over the past two decades in 
our state and country.1,2 Delaware has a teen (15-19) 
pregnancy rate higher than the national average (46 vs 
43/1000 girls) and has the 3rd highest pre-teen (10-
14) birth rates.2 Delaware Latinas ages 15-19 have the
highest Hispanic teen pregnancy rate in the country
(95/1000 girls) and girls in Delaware have the 5th
highest black teen pregnancy rate (76/1000).2 � e
consequences of teen pregnancy a� ect teen fathers, teen
mothers, their o� spring, and society as a whole. � ese
include reduced academic and career achievement, infant
mortality, behavioral health problems, and increase
taxpayer expenditures on public services.3 Delaware teens
also have the 4th highest teen abortion rate in the US.2

Despite the marked decrease in teen pregnancy rates, 
sexually transmitted infection (STI) rates amongst teens 
and young adults are at record highs.4 In 2017, 2.3 
million STI cases were reported.4 � at is 200,000 more 
cases than 2016.4 Delaware’s chlamydia and gonorrhea 
rates are amongst the top 15 in the United States.5

Nearly a quarter of Delaware 9th graders and nearly two-
thirds of Delaware 12th graders have had sex.6 sixty-nine 
percent of Delaware’s sexually active teens did not use 
any form of hormonal birth control the last time they 
had sex.6 Oral contraceptive pills and condoms are the 
most commonly used form of contraception for teens.6,7 
Long acting reversible contraception (LARC) has been 
shown to be the most e� ective form of birth control for 
women of all ages.7,8,9 In 2014, the American Academy 
of Pediatrics recommended that LARC be considered 
the � rst line contraceptive choice for adolescents.8 � ere 
is some concern that teens who use LARC methods 
will decrease use of condoms and that could lead to 
increased STI risk in this population.10 More recently, 
the American College of Obstetrics and Gynecology 
emphasized that dual method use (condoms paired 

with more e� ective contraceptive methods) is the ideal 
contraceptive practice for teens.9

Nevertheless many places where Delaware teens received 
reproductive health care (school-based health centers, 
walk-in teen clinics, detention centers, Job Corps, 
pediatricians’ o�  ces, etc.) did not provide LARC for 
teens at the start of this study. Practitioners at these sites 
were concerned about the administration of LARC in 
teens without parental knowledge or consent, although 
teens can legally consent to these services in Delaware. 
Because traditionally these services were provided to 
older women and by gynecologists it was unclear if the 
community would be accepting of these new guidelines 
and of non-gynecologic providers providing this care.

At the same time that we received funding for this 
project the Delaware Contraceptive Access Now (CAN) 
started.11 � is e� ort by the state in partnership with the 
nonpro� t Upstream USA is a transformative project to 
reduce unintended pregnancy. Delaware CAN’s goal 
is to increase access to contraception for all women 
of reproductive age so they are empowered to become 
pregnant only if and when they want to.11 � e concept 
inspired by the CHOICE Project which decreased 
unintended pregnancy by increasing access to any 

method a women wanted including LARC. 11,12 While 
Delaware CAN is not particularly a teen pregnancy 
prevention intervention, 77% of teen pregnancy is 
unplanned.1,2

From a public health standpoint, it makes sense to 
increase access to contraceptive services. However, 
access is just one of the barriers to community uptake 
of a public health intervention. Reproductive coercion 
is de� ned as threats or behaviors that in� uence 
reproductive decision to pressure an individual into 
initiating, keeping, or terminating a pregnancy.13 
Historically partners, health care professionals, 
governments, and courts have coerced women into 
using contraception with both well-meaning and 
nefarious intentions.9,13,14 Vulnerable communities such 
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as minorities, low income, disabilities, at risk youth, 
immigrants, and those involved with the justice system 
have been targets of reproductive coercion in the past 
and may be more hesitant to participate in clinical trials 
or public health e� orts due to these prior abuses.9,14 
� us our team sought to explore how accepting these 
communities would be for LARC for their teens.

� e speci� c aims of our project were to reveal current 
knowledge, attitudes and beliefs that Delaware parents 
of teens have about LARC, to understand parental 
preferences about administration of LARC, and to 
disseminate results to the public to help decrease barriers 
to LARC for teens.

Methods: In order to address potential community 
concerns around LARC use in teens, a participatory 
action research approach was chosen. Participatory 
Action Research (PAR) is a research approach that 
emphasizes participation of community members with 
a focus on actionable data.15 � is project was led by an 
academic principal investigator (PI) and community 
co-investigator (CI). We recruited a diverse group of 
community researchers who were parents of teens and 
they participated in all phases of our project (study 
design, data collection, data analysis, and dissemination).

Focus group participants were recruited using snowball 
sampling via social networks, a�  nity resource groups 
of a hospital, and a workforce development program. 
In order to be sensitive to racial/ethnic concerns and 
di� erences regarding contraception, we chose to cluster 
focus group participants by their race/ethnicity. We 
held four two hour long focus groups (2 White, 1 
Black, 1 Latina) led by 1-2 community researchers 
who matched the ethnicity of participants. Group 
discussions were led by community researchers and 
the PI using a 36-question semi-structured discussion 
guide that was developed by the entire research team 
using the integrative behavioral model. Participants were 
compensated for their time and opinions by receiving 
dinner and a $55 gift card.

Two researchers used a values coding process to code 
data independently (manually and with NVivo 8). 
� e researchers then met with the research team to 
identify emerging themes and resolved discrepancies 
by consensus.

Results:  � e 46 focus group participants were 
predominately mothers of youth ages 9-20 and 
ethnically diverse. � e majority thought their teens 
were (24%) or possibly (28%) sexually active. seventeen 
percent of the parents in our focus groups have used a 
LARC method (See Table 1). � ere were a few themes 
that emerged as the result of our focus group discussions.

Importance of Teen Pregnancy Prevention: 
Girls>Boys

Preventing teen pregnancy was salient although a double 
standard between parents of boys and girls became 
apparent.

I have a son and a daughter. My views and concerns 
are very di� erent because I have to worry about the 
possibility of her getting pregnant but with him, I have 
to show up at somebody else and say, “Oh! Sorry about 
that.” (Latina Participant)

I don’t think it should, but I think it does. I think 
unfortunately generally what happens when a teenage 
girl becomes pregnant, then that responsibility falls on 
her family. It’s unfortunate but that is what happens. 
I do think it becomes more important for their family 
to make sure their daughter does not become pregnant. 
Where the parents of the boy are like, “Boys will be 
boys” and see what happens. (White participant)

Unfamiliarity with LARC methods for teens

Parents could list all methods of birth control including 
LARC but were not familiar with LARC methods. � e 
advantages of LARC mentioned were e� ectiveness and 
ease of use. � e disadvantages were increased STI risk, 
hormonal/body changes, and worries about infertility. 
(See Figure 1)
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You got just everything now so I’m not privy to all 
these birth controls. I tried Depo, I blew up, but I’m 
like, if it ain’t natural and what should be stopping 
your cycle when that’s a God-given thing and that 
should come naturally. � ey got pills, they got stu�  to 
go on the arm, then you can see it and I don’t know 
enough about it that I would want my child to try 
this. (Black Participant).

Preventing sexually transmitted disease is as important as 
pregnancy prevention

Despite there being only one question in the focus 
group discussion guide about LARC and STIs, the 
importance of STIs was a key theme that emerged in all 
the focus groups. Parents were concerned both about 
risky behavior and decreased condom use in teens 
who used LARC methods. � ey also wanted to make 
sure STI prevention was being discussed by LARC 
providers. Condoms were thought of a method that had 
no side e� ects and had the bene� t of protecting against 
pregnancy and STIs.

Condom I think is a better thing, because avoid 
pregnancy, avoid transmission of disease (Latina 
participant).

Sometimes I feel a great threat of diseases as a 
consequence rather than pregnancy should my teenager 
become sexually active (White participant).

Confi dential Services are for those kids not my kids

Another theme was the need for access to con� dential 
birth control services for teens of other parents but not 
necessarily for the teens of the focus group participants.

I’m okay with this, only because I think there’s a lot of 
children don’t have the parental support that we have 
in this room, and there’s a lot of teen pregnancies in 
homes where they don’t have the traditional structure, or 
parents are working all the time, so I would rather they 
have access than not. (White participant)

So of course, you wouldn’t want your child going in 
because you feel like you have a relationship but for 
those parents that don't or they aren’t comfortable. 
Like for me, when I was growing up I had something 
like that, that I felt comfortable because my mom 
didn’t talk to me. � at’s why I’m not against the idea 
of it because I think who that service is there to serve. 
(Black participant)

Reservations about LARC at SBHCs
While accepting of the provision of birth control in 
SBHCs, parents were concerned about LARC services 
in SBHCs due to concerns about lack of a sterile 
environment and lack of additional personnel available 
that would be available in a doctor’s o�  ce or hospital. 
In addition there were concerns that there may not be 
as much privacy in a SBHC compared with a traditional 
health care provider setting. Lastly, there were concerns 
about younger teens accessing these services in a SBHC.

It’s {school clinic} not a sterile environment. 
(White participant)

� e kids in school, everybody know everybody’s business. 
(Black participant)

Population Control
Although not a central theme, the two minority groups 
did discuss the use of LARC to control or limit their 
ethnic population. In the black group there was more of 
a concern that violence would limit the growth of their 
population than the increased use of LARC. Neither of 
the two white groups thought this was a concern.

I do want to make a statement. I’ve got nothing 
against you that you are facilitating this session. So 
I’m always suspicious at nature, so these questions that 
if {local health care system} is sponsoring it gives me 
the impression, that {local health care system} is trying 
to target the Hispanic community for LARC. � en 
what’s the underlying agenda there? Is it that we’re 
overpopulating and there are too many kids coming out 
of our community, so let’s stop the population, so let’s 
give them LARC? Seriously I get very suspicious at � rst. 
I have read a lot of stories. (Latina participant)*

If more Black men’s keep getting killed, it’s going to slow 
it {the population} down. (Black Participant)

*Name of local health system edited out to maintain con� dentiality.
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Discussion:  Prior studies have focused on patients 
and providers’ contraceptive beliefs, usage/provision 
rates, and/or accessibility to contraception. A few 
have surveyed parents or the public’s beliefs about 
con� dential care and access to contraception. 
Furthermore none have taken an in depth approach 
to the use of LARC speci� cally. � is is important as 
LARC di� ers from other forms of contraception in that 
it requires invasive procedures that lead to implantable 
birth control methods that cannot be stopped without 
provider intervention.

� is qualitative study of Delaware parents knowledge,
attitudes, and preference about LARC use in teens is
our group’s � rst step to understanding what themes are
salient to parents. Most of the parents in our study had
limited knowledge of LARC. � ey were aware of its
bene� ts but were uneasy about actual and perceived side
e� ects. � ey were receptive to birth control for teens
in all health care settings but had some concerns with
LARC being provided in SBHCs. Many participants
expressed a desire for communication and involvement
with their teen’s birth control decisions but understood
the need for con� dential services especially if those
services were for other people’s kids. Most importantly
they want to be reassured that LARC providers will
continue to emphasize STI prevention.

LARC use in women of reproductive age is a hot 
topic in our state and around the country. � ere are 
many studies that look at adult and adolescent patient 
acceptance of LARCs but not many that look at how 
the community views these services. Parents are still the 
primary in� uencers of their teens and their opinions 
about this form of birth control can be a barrier or a 
facilitator to their teen’s access to services. Our study 
shows that parents are open to these methods but 
may have some reservations. STI rates are increasing 
locally and nationally amongst youth and young adults 
during the same time that LARC use is increasing 
in this population. While there are no studies that 
explicitly link the two phenomena, communities may 

perceive a cause and e� ect relationship that could lead 
to decreased uptake of these highly e� ective methods of 
contraception.

� ere were a few limitations to this study some of
which are inherent to a qualitative study design. � is
was a small study of mostly highly educated, biological
mothers of teens in New Castle, County and the results
may not be generalized to other parents/guardians in
the rest of the state or outside of the state. We used
the themes that emerged in this study to create a
quantitative survey which was distributed to a larger
sample statewide. New Castle County, Delaware is a
small part of a small state so participants may know
each other and the subject matter was very personal.
Focus group participants may have not wanted to share
their true feelings on this subject due to concerns for
con� dentiality and due to social acceptance bias. � e PI
and CI were both providers of adolescent reproductive
health services in the area and attended and/or co-
facilitated each group which could have led to moderator
acceptance bias. We tried to control for this by having
the community researchers be the lead group facilitators
and by having other research team members present
and taking notes during the group in order to decrease
bias. We also tried to decrease analysis bias by validating
emergent themes with the multiple members of the
research team.

Conclusions: Preventing teen pregnancy is still very 
important to parents of teens although it was more 
important for their daughters than for their sons. 
Parents had some but not always accurate or extensive 
knowledge about LARC methods. � ey had concerns 
about safety of LARC methods and that teen LARC 
use would lead to riskier behavior and increased STIs. 
Parents want communication and involvement with 
their own teen’s contraceptive choices but were accepting 
of con� dential services for kids of other parents.

Recommendations:
1. Craft teen and parent of teen-speci� c messaging

regarding LARC that addresses safety, future fertility,
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STI prevention, and why condoms alone is not 
su�  cient to prevent pregnancy.

2. Ensure through evidence-based research that STI
rates are not increasing due to increased use of
LARC amongst teens (ex: tracking contraceptive
method on STD reports, LARC registries, etc.)

3. Target boys and parents of boys as important parts
of teen pregnancy prevention and LARC education
e� orts.

4. Be sensitive to concerns of reproductive coercion
of vulnerable populations and make sure practice
policies and procedures are vigilant to avoid real or
perceived coercion.
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Figure 1. LARC Advantages and Disadvantages.

Table 1. LARC PAR Focus Group Demographics.

Gender 90% Female 10% Male

Parenting status 95% mother of father of teen 1 Grandparent 1 stepparent

Education 27% Advanced Degree 22% College 20% High School and some College

Race/Ethnicity 50% White 30% African American 20% Hispanic

Religion 74% Christian 24% No preference

Residence 70% Suburban 26% City 100% New Castle County, DE

Income 33% >$100,000 20% $50-99,000 26% $25-49,000 17% <$25,000

Insurance 78% Private 22% Medicaid

Works In Healthcare 72% No 18% Yes

Sexually Active Teen 24% Yes 28% Unsure

Use of LARC 17% 7 IUDs 1 implant

Table 1.  LARC PAR Focus Group Demographics.
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October 2018
The Nation’s Health headlines

Online-only news from The Nation’s Health newspaper

Read and share this month’s Healthy You on Breast 
Cancer. 

If  you understand the factors that most affect your risk 
of  breast cancer, you have a better opportunities for 
preventing it. And if  you do have risk factors, knowing 
what they are will help you work with your health pro-
viders to get the right preventive care. 

Download a PDF of  the most recent issue of  Healthy 
You:

• English
• Spanish
• Quick Facts: Short, easy-to-share and print version

Listen to this tipsheet as an audio recording.

Read the full October 2018 issue online
The full issue is online now. Read and share these  
stories, comment and search our archives via The 
Nation’s Health website. And don’t forget to take this 
week’s news quiz to test your public health knowledge!

Stay in the know about public health by reading news 
from The Nation’s Health newspaper. Stories in the 
October 2018 issue include: 

• Home visits helping to reduce asthma dis-
parities: Addressing triggers
Read full story >>

• Libraries, public health work together on
community health: Settings serve as community
hubs
Read full story >>

• Concerns grow about burnout, stress in
health care workers: New demands adding to bur-
den
Read the story >>

• American Indian, Alaska Native providers
improve community health
Read full story>>

• Campaign calls on parents to address gun
safety: End Family Fire raising awareness of  kids’
gun access at home
Read full story >>

• CDC: Zika continues to pose threat in US:
Data show thousands of  pregnancies have been
impacted
Read full story >>

• Maryland dentists show screening patients
for hypertension works
Read full story >>

HIGHLIGHTS FROM

The
  NATION’S HEALTH

A  P U B L I C A T I O N  O F  T H E  A M E R I C A N  P U B L I C  H E A L T H  A S S O C I A T I O N
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Addressing the Sexual 
Health of Delaware Teens 
through Evidence-Based 
and Promising Education

Objective

Readers will be able to identify the impact of the 
Alliance for Adolescent Pregnancy Prevention (AAPP) 
in improving knowledge and attitudes regarding risky 
sexual health behaviors.

Methods

Three AAPP, Be Proud! Be Responsible!(BPBR), Making 
Proud Choices! (MPC) and Wise Guys: Male Responsibility 
(Wise Guys), are assessed using 3 similar pre- and 
post-surveys which are designed specifi cally for these 
curricula. These surveys measure changes in knowledge 
and attitudes toward sexual health and risky behaviors 
at baseline and completion of the course.

Results

In Delaware, adolescents who completed any of the three 
AAPP programs have shown an increase in knowledge 

around condom usage; an increase in awareness of 
the factors around safe sexual health practices and 
healthy relationships; and, a positive change in attitude 
around communication – both with a partner and their 
parent(s)/guardian(s). Post-survey scores improved 
for BPBR, MPC and Wise Guys by 8%, 18% and 8%, 
respectively.

Conclusions

Reproductive health education is essential for teenagers, 
giving them the tools to make safer choices if they 
choose to have sex (Delaware Department of Health 
and Social Services, n.d.). In Delaware, the Youth Risk 
Behavior Survey (YRBS) indicates that teens continue to 
take risks with their sexual health. Programs like AAPP 
have the capacity to continue to make a positive impact 
on reducing the risk of STI and HIV transmission, along 
with potentially lowering the number of teens who 
become pregnant.

Christopher C. Moore, B.A., LSSGB
Nicole A. Fournakis, B.S.
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Addressing the Sexual 
Health of Delaware Teens 
through Evidence-Based 
and Promising Education

Introduction
Teens and young adults in the United States represent 
25 percent of the population who identify as sexually 
active; however, these adolescents make up 50 percent 
of the new cases of sexually-transmitted infections (STI) 

each year (CDC, 2017). In 2016, the state of Delaware 
climbed the rankings to number eight in the nation for 
the incidences of Gonorrhea and Chlamydia, especially 
in teens (Centers for Disease Control and Prevention, 
2016). Annually, rates of STIs continue to rise across 
Delaware (Newman, 2017). In addition, unintended 
pregnancies and teen birth rates have declined nationally 
by 63% within the last 25 years; however, Delaware still 
ranks high compared to national levels (Trends in Teen 
Parenting, 2016). Delaware teens consistently reported 
high rates of sexual activity in the 2017 Youth Risk 
Behavior Survey (YRBS). Delaware ranks high among 
all states in sexual activity, number of sexual partners, 
and age at which students begin to have sex. As of 2017, 
Delaware's rates of sexually active teens, and teens who 
became sexually active young, ranked 2nd highest in the 
nation of states who participated in the survey (Delaware 
Department of Health and Social Services, n.d.). � ese 
high rates of STI or pregnancy incidence in teens are 
not a coincidence; conversely, they are the result of risky 
behaviors that are characteristic of teens. While there 
has been a call for state and local health departments 
to initiate e� orts around rapid detection and clinical 
treatment, an argument for focusing on education 
and prevention to mitigate these risky behaviors can 
be made. Research shows that education around risk-
reduction strategies and contraception can help youth 
delay sex, use condoms or contraception, and be 
monogamous (Alford S, et al, 2008). Moreover, another 
study found that teens who received comprehensive 
sex education were 50% less likely to get pregnant and 
conversely, risk of HIV and STIs signi� cantly drop 
as a result of these education programs (Kohler et al, 
2008). Given the high STI ranking and unintended 
teen pregnancies and births in Delaware, there is a 

prime opportunity to use education to reduce these 
risky behaviors from teens through a comprehensive, 
evidence-based teen education program. � e Alliance for 
Adolescent Pregnancy Prevention (AAPP) is doing just 
that: it provides quality reproductive health education 
across the state, and e� orts to implement more rigorous 
evidence-based interventions are proving successful. 
With this high-caliber program in place, Delaware will 
become a national model for collective impact in public 
health, most especially for this youth population. � ese 
AAPP programs often serve as a compliment to larger 
programs and services available to teens, including the 
School-Based Health Centers, community centers and 
faith-based initiatives.

Methods
� e Alliance for Adolescent Pregnancy Prevention 
(AAPP) is a partnership between Christiana Care Health 
System and the Delaware Division of Public Health, 
providing Delaware youth with skills and information 

to help avoid or reduce involvement in risk behaviors, 
particularly high-risk sexual behaviors, and to promote 
positive youth development. More speci� cally, AAPP 
works to reduce the number of teenagers who are 
sexually-active, become pregnant and become teen 
parents. AAPP o� ers evidence-based and promising 
programming statewide for young people. It also serves 
physicians, educators, nonpro� t groups and anyone 
else who provides care for teens and their families. 
Currently, AAPP provides three programs: two evidence-
based curricula, Be Proud! Be Responsible! (BPBR)
and Making Proud Choices! (MPC); and, Wise Guys: 
Male Responsibility (Wise Guys), which is designated a 
promising program by the Centers for Disease Control.
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� e two evidence-based curricula – BPBR and MPC 
– are designed to empower young adolescents (13-18 
year-olds and 11-13 year-olds, respectively) to change 
their behavior in ways that will reduce the risk of 
becoming infected with HIV and other STIs, and their 
risk of becoming pregnant. � ese programs emphasize 
the reality that teens, especially those who are at-risk, 
have the power can reduce their own risk for STIs, HIV, 
and pregnancy by using a condom when choosing to 
have intercourse (Can� eld-Davis, Jain & Meyer, 2011). 
As abstinence-plus curricula, BPBR/MPC also discusses 
the importance of understanding that abstaining from 
sexual behaviors is the most guaranteed risk-avoidance 
behavior. With social media and access to sexually-
explicit media are in� uencing young people, now, more 
than ever, not all teens will choose abstinence. (Landry, 
et al, 2017). Both BPBR/MPC are designed to address 
speci� c objectives related to knowledge, attitudes, and 
behaviors around sexual health. At the completion of 
the BPBR/MPC curricula, youth are expected to have 
(1) increased knowledge about prevention of HIV, 
STDs and pregnancy; (2) increased positive attitudes/
beliefs about condom-use; (3) increased con� dence in 
their ability to negotiate safer sex and to use condoms 
correctly; (4) stronger intentions to use condoms if they 
have sex; and, ultimately (5) a lower incidence of STD/
HIV risk-associated sexual behavior and (6) stronger 
sense of pride and responsibility (Jemmott, Jemmott 
& McCa� ree, 2015). � e former is delivered over 6, 
1-hour sessions, the latter over 8, 1-hour sessions, thus 
giving BPBR participants 60 and MPC participants 80 
hours of education.

In addition, AAPP also provides a program targeting 
males: Wise Guys. � is promising program is designed 
to prevent adolescent pregnancy by reaching adolescent 
males, which makes it unique from the majority of 
curricula. � e program acknowledges young males as 
"whole" individuals with a variety of needs and desires 
(Children’s Home Society of North Carolina, 2017). 
Interactive lessons and activities focus on assisting 
participants to question their own identity, their 
future goals and what steps they would need to take 
to turn goals into successes. � e curriculum focuses 
on understanding one’s self, values, future goals, and 
sexuality. In addition, Wise Guys addresses personal 
and family values, communication and theories 
around “masculinity”, dating violence, abstinence and 
contraception, STI and HIV-prevention and the impact 
of teen parenting.

All three AAPP programs are assessed using pre- and 

post-surveys which are designed speci� cally for each 
curriculum. � e surveys for BPBR and MPC are 
required to be used as all aspects of these curricula must 
be delivered with � delity, including the assessment 
(Jemmott, Jemmott & McCa� ree, 2015). � e Wise 
Guys survey, while not validated, was created by the 
authors, Children’s Home Society of North Carolina, 
and is the preferred assessment tool to be used by 
agencies delivering the program.

� ese surveys measure changes in knowledge and 
attitudes toward sexual health and risky behaviors. 
� e Wise Guys surveys also measures e�  cacy around 
condom use and perception of ability to communicate 
with parents.

Results
Between July 2016 and June 2017, AAPP reached 609 
teens through education across the state of Delaware. 
Of this number, 53% were male and 47% were female. 
� e average age for an AAPP participant was 15, and 
the majority of the participants across the 3 programs 
self-identi� ed as a racial minority (African-American, 
Hispanic/Latino, and multi-racial). Of the total 
number of teens who signed-up for an AAPP group, 
84% completed the program. � e three programs were 
implemented in middle and high schools, public, private 
and charter, and in community sites ranging from Boys 
and Girls clubs to a summer camp. Teens that completed 
these programs have shown an increase in knowledge 
around condom usage; an increase in awareness of the 
factors around safe sexual health practices and healthy 
relationships; and, with Wise Guys speci� cally, a positive 
change in attitude around communication – both with a 
partner and their parent(s)/guardian.

Be Proud! Be Responsible!
The data gathered for the analysis of the BPBR program 
was derived from self-reported pre- and post-test 
knowledge, attitude, and behavior measures between 
July 2016 and June 2017. Averaged scores have been 
used to analyze the change in pre- and post-test results 
for youth participating in the 6-module program. This 
assessment was delivered at the fi rst and last session 
for each group and is comprised of 22 multiple choice 
questions. Of that number, 17 questions measure 
knowledge and 5 address behaviors based on 
knowledge. For the 17 knowledge-based questions, the 
scores for correct responses increased from 68% to 82% 
(14%) from pre- to post-test. This included questions 
related to modes of HIV-transmission and proper 
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condom usage. For the 5 questions assessing behaviors 
based on knowledge, the scores for correct responses 
increased from 63% to 83% (20%) from pre- to post-
test. This included questions related to safe sexual 
practices using condoms. Overall, the number of correct 
responses increased from 66% to 82% (16%) from pre- 
to post-test (n=194).

Making Proud Choices!
The data gathered for the analysis of the MPC program 
was derived from self-reported pre- and post-test 
knowledge, attitude, and behavior measures between 
July 2016 and June 2017. Averaged scores have been 
used to analyze the change in pre- and post-test results 
for youth participating in the 8-module program. This 
assessment was delivered at the fi rst and last session 
for each group and is comprised of 24 multiple choice 
questions. Of that number, 19 questions measure 
knowledge and 5 address behaviors based on 
knowledge. For the 19 knowledge-based questions, the 
scores for correct responses increased from 62% to 91% 
(29%) from pre- to post-test. This included questions 
related to modes of HIV-transmission and proper 
condom usage. For the 5 questions assessing behaviors 
based on knowledge, the scores for correct responses 
increased from 53% to 92% (39%) from pre- to post-
test. This included questions related to safe sexual 
practices using condoms. Overall, the number of correct 
responses increased from 55% to 87% (32%) from pre- 
to post-test (n=220).

Wise Guys
The data gathered for the analysis of the Wise Guys: 
Male Responsibility was derived from self-reported 
pre- and post-test measuring knowledge, behaviors and 
attitude, between July 2016 and June 2017.

Average gain scores (converted to percentages) have 
been used to analyze the signi� cance of di� erent 
reported gains in pre- and post-test results for youth 
participating in the 10-week program. � e Wise Guys: 
Male Responsibility pre- and post-test delivered at 
the � rst and last session of each group is comprised 
of 27 questions, ranging from multiple choice, to a 
measurement of attitudes using a Likert Scale. Of that 
number, 10 questions measure attitudes, 9 questions 
measure knowledge, 3 questions assess behavior and 
2 questions assess e�  cacy of condom use. For the 10 
questions measuring participant attitudes toward safe 

sexual practices, the percentage of positive answers 
illustrating healthier choices increased from 66% to 
85% (19%) from pre- to post-test. For the 3 questions 
measuring participant behaviors around safe sexual 
practices, the percentage of positive answers illustrating 
healthier choices increased from 70% to 86% (16%). 
For the 9 knowledge-based questions, the percentage 
correct responses increased from 60% to 93% (33%) 
from pre- to post-test (n=195).

Discussion
� e results from the 2016-2017 school year for these 
three programs are positive. However, the increases with 
MPC and Wise Guys participants are more signi� cant. 
� ere are some factors which may be impacting this. 
First, MPC participants receive 2 additional hours of 
educator than participants in BPBR. In addition, by 
virtue of being 11-13, MPC participants may not 
have received any sexual health education in school, 
prior to this intervention; BPBR participants are 
more likely to have had at least one semester of sexual 
health education if they are attending a public high 
school. Wise Guys participants receive 10 hours of 
education, and the material focuses on health from a 
more holistic lens, giving males the opportunity to speak 
freely about topics they may not otherwise be discussing 
in other social settings (ex: values, goal-setting and 
healthy relationships).

It is also worth noting the intent behind the use of 3 
di� erent tools to compare 3 di� erent curricula. While 
the 3 curricula, BPBR, MPC, and Wise Guys, aim 
to accomplish a positive impact on teen’s attitudes, 
behaviors, and health, each must be unique in delivery 
to cater to the dynamic teen populations. While both 
BPBR and MPC are similar in content, their assessment 
tools and delivery of the curriculum must be tailored to 
suit the age and attrition level of the participating teens. 
Even a few years di� erence between age groups matters 
in how well a teen can retain curriculum information. 
� us, it is critical to measure knowledge and attitudes 
between the two groups di� erently to appropriately 
match by age levels. Wise Guys, while more speci� c than 
BPBR/MPC, is unique compared to other adolescent 
programs nationwide because of its speci� city to focus 
on teen boys. Few programs exclusively consider the 
health of adolescent boys making Wise Guys a unique 
addition to AAPP programming. Given the nature of 
yet another teen population, Wise Guys too needed 
a separate tool from BPBR/MPC to align the speci� c 
curriculum deliverables to adolescent males. It is 
necessary to compare all curricula together in order 
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to view all successes and opportunities of the AAPP 
program for the adolescent population in its entirety. 
But even adolescents comprise of dynamic characteristics 
with regard to age (speci� cally maturity level), gender, 
attitudes, and beliefs. A single tool of “one size � ts all” 
to measure these dynamic groups would not be feasible 
or do justice to realistically measure the sought-after 
outcomes of the AAPP program.

As AAPP sta�  plan for the future, it is critical to remain 
aware of the needs of teens that may not comfortably 
access these programs. � is includes Lesbian, Gay, 
Bisexual, Trans and Queer youth (LGBTQ+), youth 
of color and youth with disabilities. It is important 
to acknowledge that curricula used by AAPP, while 
inclusive frames the education around a heterosexual, 
non-disabled lens. While the evidence-based curricula 
comes with the expectation that each is delivered 
with � delity, it is critical to also be creative in meeting 
the speci� c needs of these populations. While AAPP 
continues to provide quality, evidence-based and 
promising education for Delaware teens, there are a 
number of opportunities which have become a priority 
as the program plans for the future. � is includes 
strengthening capacity to consistently serve the diverse 
needs of teens across the state of Delaware, while 
maintaining � delity; and, reaching marginalized groups 
with reproductive health education they may not 
otherwise be receiving.

Conclusions
AAPPs evidence-based curricula has the capacity to 
continue making a positive impact on reducing the risk 
of STI and HIV transmission, along with potentially 
lowering the number of teens who become pregnant. 
As such, these reproductive health programs make 
Delaware the perfect canvas to serve as a national model 
for collective impact by positively in� uencing teen 
health. Adaptations to the curricula will be needed in an 
ongoing basis for di� erent groups and changing social 
norms.
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Urgent need for dementia research in LMICs
•  India study sets stage for U.S. test of screening tool
•  Brazilian brains focus of genomics research
•  Potential dementia risk factors merit study in Africa
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Africa’s health, research workforce gets $26M boost
To further strengthen the health care and research 
workforce in sub-Saharan Africa (SSA), Fogarty is 
planning to award about $22 million over five years, 
through a new program funded by the President’s 
Emergency Plan for AIDS Relief (PEPFAR). The seven 
projects being supported by the Health Professional 
Education Partnership Initiative (HEPI) are intended 
to leverage the achievements and lessons learned 
from the previous Medical and Nursing Education 
Partnership Initiatives (MEPI and NEPI).

A related award will provide nearly $4 million over 
five years to fund the African Forum for Research 
and Education in Health (AFREhealth) which will 
serve as a leadership and convening organization to 
network institutions to develop and share innovations, 
curricula and policy. 
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A new program administered by Fogarty will provide $22 million to improve 
health care workforce capacity in sub-Saharan Africa.

NIH trying to change science culture, boost women’s role   
The NIH is strengthening its efforts to end sexual 
harassment both at the agency and within the research 
institutions it funds. “Our goal is to create a paradigm 
shift in the scientific culture wherever NIH research 
activities take place to eliminate sexual harassment 
and enhance women’s contributions to scientific 
advancements,” NIH Director Dr. Francis S. Collins said 
in a statement.

Sexual harassment is about power, he said. “It’s morally 
indefensible, it’s unacceptable and it presents a major 
obstacle that is keeping women from achieving their 
rightful place in science.”

In addition to implementing changes inside NIH, the 

agency is also bolstering grant oversight procedures to 
address sexual harassment at NIH-funded institutions. 
A new website has been developed with information 
regarding NIH policies, terms and conditions that require 
NIH grantee institutions provide a harassment free-
environment, relevant laws and regulations, and contacts 
for reporting any incidents. The URL is www.nih.gov/
anti-sexual-harassment.

A recent National Academies report found no evidence 
that current policies and procedures have significantly 
reduced sexual harassment in academic sciences, 
engineering and medicine, Collins noted. “It is clear we 
must do more to change the fundamental culture of our 
organizations.” 
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Africa’s health, research workforce gets $26M boost 

“Through this new program called  
HEPI, we are empowering African 
institutions to tackle the region’s 
most pressing health problems, 
improve the effectiveness and 
efficiency of the U.S. response to 
HIV/AIDS, and reduce the suffering 
and death the epidemic continues to 
cause across the region,” said Fogarty 
Director Dr. Roger I. Glass. 

The overarching goal of the 
initiative is to encourage activities 
that prepare an African workforce 
capable of meeting the biomedical, 
behavioral and clinical research 
needs in PEPFAR-priority countries 
with a high burden of HIV/AIDS. 
Grantee institutions are being 
supported to expand and enhance 
innovative education models, 
evaluate and disseminate best 
educational practices, introduce 
and test novel training approaches 
including interprofessional education 
activities, and enhance opportunities 
for students to conduct locally 
relevant research as an integral 
part of their professional training. 
In addition, HEPI participants will 
develop strategies to recruit and 

retain qualified faculty, combat 
brain drain of trainees, increase 
the number of health professionals 
in neglected rural areas, and build 
the human and organizational 
resources to support research at the 
institutions. Finally, grantees will 
consult with stakeholders such as the 
Ministries of Health and Education 
to ensure national workforce needs 

are being met, and 
form partnerships to 
strengthen national 
networks of African 
health education and 
research institutions.

The companion 
Association award will 
provide leadership for 
institutions across 
Africa, and act as a 
hub to support joint 
educational activities 
with a focus on 
outreach to broad 
communities and 
multiple stakeholders. 

These may involve holding an 
annual symposium, establishing 
topical working groups, conducting 
mentoring activities and developing 
curricula.

HEPI will build on the framework 
developed through the prior 
MEPI/NEPI programs. Some key 
accomplishments included forming 
a network of more than 60 African 
medical schools, establishing 
dedicated offices for grant writing 
and management, upgrading 
rural training sites, promoting 
interdisciplinary education and 
incorporating research into academic 
training. In addition, new electronic 
educational practices were developed, 
broadband access was enhanced 
across campuses, e-learning 
materials were developed and shared, 
skills labs were established to provide 

training in procedures, and tablets 
were provided so students could 
access current health information. 
Also, a Principal Investigator council 
was formed to manage and coordinate 
activities among participants.

HEPI is administered by Fogarty and 
funded by PEPFAR, the U.S. response 
to the global HIV/AIDS epidemic. 
Begun 15 years ago, PEPFAR now has 
activities in 50 countries and supports 
over 14 million men, women and 
children on HIV treatment.

 
HEPI awards:
Ethiopia: Addis Ababa University

Kenya: University of Nairobi 

Mozambique: Eduardo Mondlane 

University/Mozambique Institute for 

Health Education and Research 

Tanzania: Muhimbili University of 

Health and Allied Sciences 

Uganda: Mbarara University of 

Scienc2e and Technology 

Uganda: Makerere University 

Zimbabwe: University of Zimbabwe

AFREhealth award:
Uganda: Makerere University 

RESOURCES
http://bit.ly/AfricanHealthEd 

The Health Education Partnership Initiative (HEPI) will 
strengthen innovative training approaches, including 
e-learning curricula.
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HEPI will build on progress made under the previous 
MEPI program, which helped Africa's medical schools 
move from hard copy textbooks to tablets.

Photos courtesy of M
EPI Ethiopia
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Africa’s health, research workforce gets $26M boost
To further strengthen the health care and research 
workforce in sub-Saharan Africa (SSA), Fogarty is 
planning to award about $22 million over five years, 
through a new program funded by the President’s 
Emergency Plan for AIDS Relief (PEPFAR). The seven 
projects being supported by the Health Professional 
Education Partnership Initiative (HEPI) are intended 
to leverage the achievements and lessons learned 
from the previous Medical and Nursing Education 
Partnership Initiatives (MEPI and NEPI).

A related award will provide nearly $4 million over 
five years to fund the African Forum for Research 
and Education in Health (AFREhealth) which will 
serve as a leadership and convening organization to 
network institutions to develop and share innovations, 
curricula and policy. 
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A new program administered by Fogarty will provide $22 million to improve 
health care workforce capacity in sub-Saharan Africa.

NIH trying to change science culture, boost women’s role   
The NIH is strengthening its efforts to end sexual 
harassment both at the agency and within the research 
institutions it funds. “Our goal is to create a paradigm 
shift in the scientific culture wherever NIH research 
activities take place to eliminate sexual harassment 
and enhance women’s contributions to scientific 
advancements,” NIH Director Dr. Francis S. Collins said 
in a statement.

Sexual harassment is about power, he said. “It’s morally 
indefensible, it’s unacceptable and it presents a major 
obstacle that is keeping women from achieving their 
rightful place in science.”

In addition to implementing changes inside NIH, the 

agency is also bolstering grant oversight procedures to 
address sexual harassment at NIH-funded institutions. 
A new website has been developed with information 
regarding NIH policies, terms and conditions that require 
NIH grantee institutions provide a harassment free-
environment, relevant laws and regulations, and contacts 
for reporting any incidents. The URL is www.nih.gov/
anti-sexual-harassment.

A recent National Academies report found no evidence 
that current policies and procedures have significantly 
reduced sexual harassment in academic sciences, 
engineering and medicine, Collins noted. “It is clear we 
must do more to change the fundamental culture of our 
organizations.” 
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Africa’s health, research workforce gets $26M boost 

“Through this new program called  
HEPI, we are empowering African 
institutions to tackle the region’s 
most pressing health problems, 
improve the effectiveness and 
efficiency of the U.S. response to 
HIV/AIDS, and reduce the suffering 
and death the epidemic continues to 
cause across the region,” said Fogarty 
Director Dr. Roger I. Glass. 

The overarching goal of the 
initiative is to encourage activities 
that prepare an African workforce 
capable of meeting the biomedical, 
behavioral and clinical research 
needs in PEPFAR-priority countries 
with a high burden of HIV/AIDS. 
Grantee institutions are being 
supported to expand and enhance 
innovative education models, 
evaluate and disseminate best 
educational practices, introduce 
and test novel training approaches 
including interprofessional education 
activities, and enhance opportunities 
for students to conduct locally 
relevant research as an integral 
part of their professional training. 
In addition, HEPI participants will 
develop strategies to recruit and 

retain qualified faculty, combat 
brain drain of trainees, increase 
the number of health professionals 
in neglected rural areas, and build 
the human and organizational 
resources to support research at the 
institutions. Finally, grantees will 
consult with stakeholders such as the 
Ministries of Health and Education 
to ensure national workforce needs 

are being met, and 
form partnerships to 
strengthen national 
networks of African 
health education and 
research institutions.

The companion 
Association award will 
provide leadership for 
institutions across 
Africa, and act as a 
hub to support joint 
educational activities 
with a focus on 
outreach to broad 
communities and 
multiple stakeholders. 

These may involve holding an 
annual symposium, establishing 
topical working groups, conducting 
mentoring activities and developing 
curricula.

HEPI will build on the framework 
developed through the prior 
MEPI/NEPI programs. Some key 
accomplishments included forming 
a network of more than 60 African 
medical schools, establishing 
dedicated offices for grant writing 
and management, upgrading 
rural training sites, promoting 
interdisciplinary education and 
incorporating research into academic 
training. In addition, new electronic 
educational practices were developed, 
broadband access was enhanced 
across campuses, e-learning 
materials were developed and shared, 
skills labs were established to provide 

training in procedures, and tablets 
were provided so students could 
access current health information. 
Also, a Principal Investigator council 
was formed to manage and coordinate 
activities among participants.

HEPI is administered by Fogarty and 
funded by PEPFAR, the U.S. response 
to the global HIV/AIDS epidemic. 
Begun 15 years ago, PEPFAR now has 
activities in 50 countries and supports 
over 14 million men, women and 
children on HIV treatment.

 
HEPI awards:
Ethiopia: Addis Ababa University

Kenya: University of Nairobi 

Mozambique: Eduardo Mondlane 

University/Mozambique Institute for 

Health Education and Research 

Tanzania: Muhimbili University of 

Health and Allied Sciences 

Uganda: Mbarara University of 

Scienc2e and Technology 

Uganda: Makerere University 

Zimbabwe: University of Zimbabwe

AFREhealth award:
Uganda: Makerere University 

RESOURCES
http://bit.ly/AfricanHealthEd 

The Health Education Partnership Initiative (HEPI) will 
strengthen innovative training approaches, including 
e-learning curricula.
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Research revolutionizes hydrocephalus care

A treatment pioneered and proven  
with Fogarty support has revolution-
ized care for hydrocephalus and 
saved money—and probably lives—
in resource-poor and wealthy 
countries alike. Developed by Dr. 
Benjamin Warf after he noticed “an 
enormous number of babies with 
hydrocephalus” presenting at a 
Ugandan children’s neurosurgery 
clinic, the treatment allows doctors 
to avoid placing a shunt in babies to 
drain excess cerebrospinal fluid from 
the brain.

“This is important because half 
of shunts fail within two years of 
placement and all fail within five to 
10 years,” said Warf. “When they 
fail, the child has to have emergency 
surgery or they’ll die from elevated 
intracranial pressure. But in sub-
Saharan Africa and other limited-
resource regions, many patients don’t 
have access to emergency medical 
systems where they can get immediate 
care.” 

Warf himself placed shunts, the 
predominant treatment worldwide 
for hydrocephalus for several 
decades, in hundreds of babies with 
hydrocephalus during his first few 
years in Uganda, but in the back of 
his mind was the nagging thought 
that, while he was treating one 
problem, he was creating another—
shunt dependence. So he set about  
developing a novel treatment for 
hydrocephalus, combining two 
methods that had been used 
individually before, with limited 
success. One, endoscopic third ventri- 
culostomy (ETV), involves making an 
opening in one of the ventricles, or 
cavities, of the brain to allow fluid to 
drain, and the other, choroid plexus 
cauterization (CPC), reduces the 
amount of cerebrospinal fluid the 
brain produces. 

Scientists knew that ETV-CPC 
is less likely to fail over the long 
term but didn’t reduce the size of 
the ventricle as much as shunt 
placement did, raising concerns 
that cognitive development would be 
compromised in children who had 
the new procedure. So, with a grant 
through Fogarty’s brain disorders 
program, largely funded by the 
Eunice Kennedy Shriver National 
Institute of Child Health and Human 
Development (NICHD), Warf and 
his colleagues ran a randomized 
controlled trial to compare outcomes 
after ETV-CPC and shunting 
in babies with post-infectious 
hydrocephalus. 

 
Twelve months after surgery, 
they assessed the neurological 
development of 100 infants enrolled 
in the study conducted at the CURE 
pediatric neurosurgery hospital 
in Mbale, Uganda. Their findings, 
published in the New England 
Journal of Medicine, showed that 
children in the shunt group had 
smaller ventricles a year post-
operation than the ETV-CPC group, 
but brain growth and developmental 
outcomes for the two groups were the 
same. For the first time, research was 
showing that developmental outcome 
correlated with brain volume, not 

ventricle size. “For the past 50 years, 
hydrocephalus treatment has been 
directed at making the ventricle 
smaller, but we found that what’s 
important is not ventricle size but 
whether the brain is growing or not,” 
said Warf.  

The children will be followed for five 
years after surgery to allow Warf and 
his colleagues to continue to monitor 
and assess their development and 
brain growth. 

Warf received a MacArthur Genius 
award in 2012 for developing ETV-
CPC and advancing standards of, 
and access to, health care in both the 
developed and poorest regions of the 
world. 

“ETV-CPC is an example of how 
helping people elsewhere also allows 
us to make gains for Americans,” he 
said. U.S. pediatric neurosurgeons 
have trained in the new technique 
in Uganda, where the large patient 
population allows them to perform 
multiple hydrocephalus operations 
a day. ETV-CPC has been taken 
up at major pediatric neurosurgery 
centers in North America, including 
Boston Children’s Hospital, where 
Warf has worked since he left Uganda 
in 2009. The number of shunts 
placed by pediatric neurosurgeons at 
Boston Children’s has been reduced 
by around a third, meaning fewer 
revisions when a shunt fails. 

Estimates put the total cost in the 
U.S. of maintaining shunt function at 
between $1 billion and $2 billion a year, 
so placing fewer shunts is expected to 
lead to “big cost-savings and a decrease 
in morbidity and mortality from lifetime 
shunt dependence,” said Warf. 

RESOURCES
http://bit.ly/HydrocephalusCare

A health care worker holds a baby with hydrocepha-
lus at the CURE pediatric neurosurgery hospital in 
Uganda.
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P R O F I L E
First Fogarty ophthalmology 
Fellow studies rare cancer 
By Karin Zeitvogel

As the first Fogarty ophthalmology Fellow, Dr. Fran 
Lebajo Wu spent a year in Ethiopia, researching a rare 
pediatric eye cancer called retinoblastoma. Six months 
after diagnosis, more than half of children in Ethiopia 
with retinoblastoma die or are lost to follow-up, while 
in countries like the U.S., nearly all children with the 
cancer survive.
 
Wu worked with pediatric ophthalmologist Dr. Sadik 
Taju Sherief at Menelik II hospital in Addis Ababa— 
one of few facilities in the country of 107 million 
that provide care for children with retinoblastoma. 
As Wu analyzed data Taju had gathered from his 
retinoblastoma patients, she tried to tease out answers 
to numerous questions. How long after noticing the 
symptoms of the cancer did it take for parents to bring 
their children to the hospital? What treatment did a 
child receive? What were the outcomes for these young 
patients?
 
Her research also led Wu to wonder why Ethiopian 
children presented so late with retinoblastoma, what 
the follow-up and referral patterns of Ethiopian doctors 
were, and how having a child with the disease affected 
parents’ mental health. To answer these questions, 
Wu launched several studies, including one in which 
she asked Ethiopian ophthalmologists what resources 
were available to them for diagnosing and treating 
retinoblastoma, and what their practice and referral 
patterns are. That study found wide variations in how 
the eye cancer is treated in Ethiopia and led to a project 
aimed at standardizing retinoblastoma care in the Horn 
of Africa country. Another study led by Wu found that 
caregivers of children with the cancer felt stigmatized 
and faced financial difficulties because of their child’s 
illness. “At least one person said they had to beg for 
money in the streets just to be able to get an MRI for 
their child,” Wu said.

Wu’s research also shed light on why Ethiopian 
children with retinoblastoma often present with 
advanced-stage illness. Patients in whom the cancer 
is detected early can be treated with laser coagulation, 
but advanced retinoblastoma often requires surgery to 
remove the eye, followed by chemotherapy. “There are 

kids in the U.S. whose retinoblastoma was caught early, 
who have 20-20 vision. I did not see many patients like 
that in Ethiopia,” said Wu.
  
Interviews with Ethiopian parents found that while they 
often noticed the most common symptom of the cancer 
early—leucocoria, which is an abnormal white reflection 
from the retina of the eye—they either thought it wasn’t 
abnormal and put off taking their child for treatment, 
or took their child to a health care provider “who did 
not understand that this needs referral and advanced 
treatment,” said Wu. “That was a common story during 
our qualitative study—parents noticed it early but didn’t 
get the appropriate treatment, even if they brought their 
child to a health care provider.”
 
In addition to her research findings, Wu’s Fogarty 
fellowship allowed her to lead a qualitative study and 
conduct research in a resource-poor country for the first 
time. She also helped to organize the first symposium on 
retinoblastoma in Ethiopia in May 2018. More meetings 
are being planned with the aim of “sharing how to build 
capacity and train more ophthalmologists and oncologists 
to treat this disease,” said Wu.
 
Being a Fogarty Fellow not only allowed Wu to help 
improve care for retinoblastoma patients in Ethiopia but 
also taught her how to deal with the pitfalls and benefits 
of doing research in a resource-strapped country. “It 
confirmed for me that I want to work in global health, and 
that research needs to be part of what I do,” she said. 
“Spending a year as a Fogarty Fellow in Ethiopia also 
gave me the vision and tools to seek or create for myself 
a research-focused role in a resource-poor setting and 
taught me how vital research is in building sustainable 
global health projects.”
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that, while he was treating one 
problem, he was creating another—
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hydrocephalus, combining two 
methods that had been used 
individually before, with limited 
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opening in one of the ventricles, or 
cavities, of the brain to allow fluid to 
drain, and the other, choroid plexus 
cauterization (CPC), reduces the 
amount of cerebrospinal fluid the 
brain produces. 

Scientists knew that ETV-CPC 
is less likely to fail over the long 
term but didn’t reduce the size of 
the ventricle as much as shunt 
placement did, raising concerns 
that cognitive development would be 
compromised in children who had 
the new procedure. So, with a grant 
through Fogarty’s brain disorders 
program, largely funded by the 
Eunice Kennedy Shriver National 
Institute of Child Health and Human 
Development (NICHD), Warf and 
his colleagues ran a randomized 
controlled trial to compare outcomes 
after ETV-CPC and shunting 
in babies with post-infectious 
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they assessed the neurological 
development of 100 infants enrolled 
in the study conducted at the CURE 
pediatric neurosurgery hospital 
in Mbale, Uganda. Their findings, 
published in the New England 
Journal of Medicine, showed that 
children in the shunt group had 
smaller ventricles a year post-
operation than the ETV-CPC group, 
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outcomes for the two groups were the 
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showing that developmental outcome 
correlated with brain volume, not 

ventricle size. “For the past 50 years, 
hydrocephalus treatment has been 
directed at making the ventricle 
smaller, but we found that what’s 
important is not ventricle size but 
whether the brain is growing or not,” 
said Warf.  

The children will be followed for five 
years after surgery to allow Warf and 
his colleagues to continue to monitor 
and assess their development and 
brain growth. 

Warf received a MacArthur Genius 
award in 2012 for developing ETV-
CPC and advancing standards of, 
and access to, health care in both the 
developed and poorest regions of the 
world. 

“ETV-CPC is an example of how 
helping people elsewhere also allows 
us to make gains for Americans,” he 
said. U.S. pediatric neurosurgeons 
have trained in the new technique 
in Uganda, where the large patient 
population allows them to perform 
multiple hydrocephalus operations 
a day. ETV-CPC has been taken 
up at major pediatric neurosurgery 
centers in North America, including 
Boston Children’s Hospital, where 
Warf has worked since he left Uganda 
in 2009. The number of shunts 
placed by pediatric neurosurgeons at 
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by around a third, meaning fewer 
revisions when a shunt fails. 

Estimates put the total cost in the 
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pediatric eye cancer called retinoblastoma. Six months 
after diagnosis, more than half of children in Ethiopia 
with retinoblastoma die or are lost to follow-up, while 
in countries like the U.S., nearly all children with the 
cancer survive.
 
Wu worked with pediatric ophthalmologist Dr. Sadik 
Taju Sherief at Menelik II hospital in Addis Ababa— 
one of few facilities in the country of 107 million 
that provide care for children with retinoblastoma. 
As Wu analyzed data Taju had gathered from his 
retinoblastoma patients, she tried to tease out answers 
to numerous questions. How long after noticing the 
symptoms of the cancer did it take for parents to bring 
their children to the hospital? What treatment did a 
child receive? What were the outcomes for these young 
patients?
 
Her research also led Wu to wonder why Ethiopian 
children presented so late with retinoblastoma, what 
the follow-up and referral patterns of Ethiopian doctors 
were, and how having a child with the disease affected 
parents’ mental health. To answer these questions, 
Wu launched several studies, including one in which 
she asked Ethiopian ophthalmologists what resources 
were available to them for diagnosing and treating 
retinoblastoma, and what their practice and referral 
patterns are. That study found wide variations in how 
the eye cancer is treated in Ethiopia and led to a project 
aimed at standardizing retinoblastoma care in the Horn 
of Africa country. Another study led by Wu found that 
caregivers of children with the cancer felt stigmatized 
and faced financial difficulties because of their child’s 
illness. “At least one person said they had to beg for 
money in the streets just to be able to get an MRI for 
their child,” Wu said.

Wu’s research also shed light on why Ethiopian 
children with retinoblastoma often present with 
advanced-stage illness. Patients in whom the cancer 
is detected early can be treated with laser coagulation, 
but advanced retinoblastoma often requires surgery to 
remove the eye, followed by chemotherapy. “There are 

kids in the U.S. whose retinoblastoma was caught early, 
who have 20-20 vision. I did not see many patients like 
that in Ethiopia,” said Wu.
  
Interviews with Ethiopian parents found that while they 
often noticed the most common symptom of the cancer 
early—leucocoria, which is an abnormal white reflection 
from the retina of the eye—they either thought it wasn’t 
abnormal and put off taking their child for treatment, 
or took their child to a health care provider “who did 
not understand that this needs referral and advanced 
treatment,” said Wu. “That was a common story during 
our qualitative study—parents noticed it early but didn’t 
get the appropriate treatment, even if they brought their 
child to a health care provider.”
 
In addition to her research findings, Wu’s Fogarty 
fellowship allowed her to lead a qualitative study and 
conduct research in a resource-poor country for the first 
time. She also helped to organize the first symposium on 
retinoblastoma in Ethiopia in May 2018. More meetings 
are being planned with the aim of “sharing how to build 
capacity and train more ophthalmologists and oncologists 
to treat this disease,” said Wu.
 
Being a Fogarty Fellow not only allowed Wu to help 
improve care for retinoblastoma patients in Ethiopia but 
also taught her how to deal with the pitfalls and benefits 
of doing research in a resource-strapped country. “It 
confirmed for me that I want to work in global health, and 
that research needs to be part of what I do,” she said. 
“Spending a year as a Fogarty Fellow in Ethiopia also 
gave me the vision and tools to seek or create for myself 
a research-focused role in a resource-poor setting and 
taught me how vital research is in building sustainable 
global health projects.”
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Dr. Vonthanak Saphonn earned his medical degree in Cambodia at a time when the country, still 

recovering from war and genocide, was hit by HIV/AIDS. After working on an HIV surveillance 

program in Cambodia, he trained at the University of California, Los Angeles (UCLA) from 1999-

2003 under a Fogarty program, becoming the first Cambodian to earn a Ph.D. in epidemiology. 

Returning home, he was named head of research at the National Center for HIV/AIDS, 

Dermatology and STIs and in 2007 founded the School of Public Health, which he led until his 

appointment as rector of the University of Health Sciences.    

How has Fogarty affected your career? 
Fogarty completely changed my career plan. After 
earning my medical degree, my dream was to become 
a pediatrician. But then I met Professor Roger Detels 
of UCLA in 1997 at a regional workshop he ran in 
Southeast Asia and became interested in epidemiology. 
In Cambodia prior to 2000, public health and research 
were very new and anyone who needed training had 
to go abroad. It’s a big switch from clinical practice to 
public health, but Fogarty allowed me to study in the 
U.S. and successfully make the transition. 

What are some of your career milestones?   
I was inspired by the UCLA/Fogarty program to 
return to Cambodia and nurture the next generation 
of researchers. So after becoming the first Cambodian 
to earn a Ph.D. in epidemiology through the Fogarty 
program at UCLA, I returned home with big ambitions: 
I wanted to establish a school of public health in 
Cambodia. With the support of my mentors at UCLA and 
the network they connected me with, my mission was 
accomplished in 2007 when Cambodia’s School of Public 
Health was opened, offering a master’s of public health 
and a master’s of science in epidemiology. As of today, 
we’ve trained more than 200 students. 

I was dean at the School of Public Health until 2011, 
when I was transferred to the University of Health 
Sciences, where the Ministry of Health named me rector 
in 2012.

What skills did your Fogarty training give you? 
My Fogarty training equipped me with leadership, 
critical thinking, and team-based problem-solving skills 
that prepared me to meet public health challenges. I also 
learned how to network and was exposed to research, 
and through the teaching assistantships I had at UCLA, 
I gained experience of working in an academic setting.  

How important is reciprocity to your programs?   
Reciprocity is very important, regardless of whether a 
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country is low- or high-income. Graduate students 
from the U.S. who want to go into global health come 
to Cambodia to study the large cohorts of patient 
populations with HIV, TB or malaria that we have 
here, and learn from our successes and challenges. 
For Cambodians, on the other hand, studying in the 
U.S. expands our horizons and minds. There are 
now three U.S.-trained Ph.D.s working at the School 
of Public Health in Cambodia, two of whom trained 
under the Fogarty program at UCLA.   

What is your proudest achievement?     
Fifteen years ago, Cambodia was ‘famous’ for having 
the highest HIV prevalence in the region. We had a lot 
of new infections, a lot of patients and no treatment. 
Today, Cambodia is ‘famous’ among Southeast Asian 
countries for a different reason—we’ve succeeded in 
significantly reducing the number of new HIV cases 
and, in 2017, UNAIDS recognized us for achieving 
the 90-90-90 target. This means 90 percent of 
Cambodians living with HIV know their HIV status, 
90 percent of infected people are on antiretroviral 
therapy, and 90 percent of people on therapy have 
viral suppression. We are the only resource-limited 
country in Southeast Asia and one of just a handful 
of countries globally to achieve that goal. I am proud 
that the data on new and existing cases of HIV in 
Cambodia that my surveillance and research teams 
produced and analyzed were used by policymakers 
to plan and develop strategies to successfully combat 
HIV there. 

How did Cambodia reach the 90-90-90 goal?   
A lot of stakeholders got involved, including the 
government and international partners. But without a 
visible, functioning public health institution, it would 
have been very difficult to get a commitment from 
the Cambodian government to be part of the fight. 
It’s because we have such an institution and it had 
proven itself over the years that we were able to reach 
a challenging target like 90-90-90. 
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       very 3 seconds, somewhere in the world, there’s   
       a new case of dementia, according to Alzheimer’s 
Disease International (ADI). One of the most burdensome 
conditions, dementia robs people of their memories, 
reasoning and independence and takes a staggering 
physical, emotional and financial toll on the individual, 
their family and society at large. Many experts are 
predicting a global epidemic that is expected to hit low- 
and middle-income countries (LMICs) particularly hard.

Dementia is an umbrella term for several diseases that, 
for the most part, cause progressive changes in the 
brain that can affect thinking, behavior and the ability to 
perform even simple, everyday tasks. Alzheimer’s disease, 
the most common form, is believed to account for 60-70 
percent of all cases. Increasingly, evidence suggests a 
combination of genetic, lifestyle and environmental factors 

influence the risk of dementia and how it progresses. 
With that, scientists are moving beyond a one-size-fits-all 
approach and are examining the heterogeneity of disease—
how Alzheimer’s and related dementias differ among 
individuals and across groups.

Researchers throughout the world are coming together 
to discover new or better interventions to delay, treat or 
prevent dementia. And they’re studying how to support the 
wellbeing of family members who may experience anxiety, 
depression and other challenges as they tend to a loved 
one who needs round-the-clock care. 

“This is a critical time in Alzheimer’s research, with new 
opportunities to build upon what we have learned,” said 
Dr. Richard Hodes, director of NIH’s National Institute 
on Aging (NIA). Equipped with increased federal funding 
and guided by recommendations resulting from regular 
stakeholder summits, NIA is leading the U.S. government’s 
research effort to prevent and effectively treat Alzheimer’s 
and related dementias by 2025, a goal of the National Plan 
to Address Alzheimer's Disease, established in 2012. “We 
must continue to foster creative approaches that leverage 
emerging scientific and technological advances, establish 
robust translational infrastructure for rapid and broad 
sharing of data and research tools, and work with funding 
partners and other stakeholders to cultivate and sustain 
an open science research ecosystem.”

NIH is supporting several international research 
collaborations to find treatment and prevention solutions, 
identify risk and protective factors, and collect comparable 
data that would enable analysis of worldwide trends. 

Also, a number of research and capacity 
building projects in LMICs have been supported 
through Fogarty’s brain disorders program, with 
funding from across NIH. To encourage more 
collaboration and coordination, NIA and the 
Alzheimer’s Association developed a database of 
publicly and privately funded research around 
the world, the International Alzheimer’s Disease 
Research Portfolio (IADRP).

Noting that only 15 percent of World Health 
Organization member states have a national plan 
to address dementia, WHO last year produced a 
global action plan that calls for a doubling of the 
output of global research on dementia by 2025.
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of new infections, a lot of patients and no treatment. 
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countries for a different reason—we’ve succeeded in 
significantly reducing the number of new HIV cases 
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Cambodians living with HIV know their HIV status, 
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therapy, and 90 percent of people on therapy have 
viral suppression. We are the only resource-limited 
country in Southeast Asia and one of just a handful 
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Cambodia that my surveillance and research teams 
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One of the challenges of screening for cognitive impairment, 
especially in low-resource settings, is accounting for 
varying levels of literacy and education, as well as cultural 
differences. To meet that need, NIH grantee Dr. Joe 
Verghese created a picture-based 
memory impairment screen (PMIS) 
that he validated in India and also has 
begun testing in the U.S. 

While more sophisticated studies 
are required to officially diagnose 
dementia, this tool is a useful way to 
flag people who are having cognitive 
difficulties or may be at risk of 
impairment, said Verghese, a professor 
of neurology and medicine at Albert 
Einstein College of Medicine. The 
tool uses four pictures—each from a 
different category, such as animal or 
body part. People are asked to identify 
the images, associate each with a 
category and then recall the pictures. It’s a four-minute test 
that non-specialists can administer. 

Verghese is studying the PMIS in more than 300 people in 
Kerala, India through a National Institute on Aging (NIA) 
grant, funded under Fogarty’s brain disorders program. He 
successfully demonstrated it could discriminate those with 
dementia from those without. The validated tool was later 
tested at a dementia center with a racially and ethnically 

Study in India sets stage for U.S. tests of screening tool 

To better understand 
Alzheimer’s disease 
and how it differs 
between ethnic 
groups, NIH-funded 
scientists aim to 
conduct post-mortem 
analysis of 10,000 
human brains 
donated for research 
in Brazil. 

        The country offers an  
        unparalleled setting  
        for the study because 
its population is a unique mixture of African, European 
and Native Brazilian ancestry, and because it mandates 
autopsies be done on anyone who dies without a known 
cause.

diverse population that Verghese runs in a New York City 
suburb. Researchers found it proved to be a reliable test 
that accounted for cultural, language and educational 
differences.

With another NIH grant, through 
a collaboration between the NIA 
and the National Institute of 
Neurological Disorders and Stroke, 
Verghese is studying is studying 
a five-minute screen—dubbed 
the “5-cog”—to flag people who 
may have cognitive impairment 
so they can be referred for further 
evaluation. The screen will include 
a version of the PMIS and a 
test measuring how fast people 
walk. The latter evolved from 
his research validating motoric 
cognitive risk syndrome, in which 
older people develop a slower gait 

and complain of memory loss, signaling they may be at 
risk for dementia.

“The idea is that somebody else in the office gives the test 
and then passes the results on to the physician, the same 
way blood pressure and heart rate are taken by a nurse,” 
explained Verghese. “If we can show this works, this would 
be one more thing that could be done before the patient 
actually saw the physician. 

U.S. investigators are collaborating with colleagues at the 
University of Sao Paolo to collect the brains and conduct 
the research. Located in Brazil’s most populous city, 
the university houses a center that performs more than 
13,000 autopsies a year, affording scientists a large pool 
of potential brains for research. Investigators will identify 
genetic variations that cause brain damage and dementia 
symptoms, which will greatly increase understanding of 
how these conditions affect blacks and Latinos, both in 
Brazil and the U.S.

“The opportunity in Brazil is extraordinary. There’s no 
other place in the world where a study of this size could 
be accomplished,” according to Dr. David Bennett of 
Rush University Medical Center in Chicago, which has 
an $11.2 million grant from NIH’s National Institute on 
Aging to lead the Study of Ancestry, Neurodegenerative 
Diseases and Stroke (SANDS).

Brazilian brains focus of Alzheimer’s genomics research

An NIH-funded study in India demonstrated a picture-
based memory impairment screen could discriminate 
people with dementia from those without.

Im
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r. Joe Verghese

NIH grantees who’ve been conducting post-
mortem studies of brains from donors in the 
U.S. are conducting a large study in Brazil to 
understand Alzheimer’s in minorities.
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risk of dementia, attributed to their longevity compared to 
men, as noted in the ADI report.

Genetics
Carrying a form of the apolipoprotein E (APOE) gene is 
known to increase the risk of Alzheimer’s disease among 
people in the U.S., but research in sub-Saharan Africa 
has produced mixed results. An early study from the 
Indianapolis-Ibadan project found the allele was not 
associated with Alzheimer’s disease in elderly Yoruba, 
while a later study with a larger cohort found it was. 
Studies by researchers in two other countries found no 
connection. Meanwhile, a novel mutation in another gene, 
presenilin 1, was found to cause familial, early-onset 
Alzheimer’s disease in South Africa, affecting 12 people 
spanning four generations of the same family.

Vascular disease 
In the Yoruba study, elderly participants with high blood 
pressure had an increased risk of dementia, compared 
to people with normal readings. “Hypertension has stood 
out to be a convincing risk factor,” said Ogunniyi, noting 
that was a key contribution of the Indianapolis-Ibadan 
project. He led a study believed to be the first to examine 
hypertension and dementia in Africa. The risk was most 
significant with a systolic BP ≥ 160 or diastolic BP ≥ 90. 
High cholesterol and peripheral artery disease also have 
been associated with dementia in other studies in the 
region.

Education and literacy  
While education is considered a strong mitigating factor 
in high-income countries—with studies supporting the 
“cognitive reserve” hypothesis that education may impact 
onset of the symptoms of dementia—results in SSA are 
inconclusive. Some studies have found an association 
between low education and dementia, others found no 
interaction. When an association has been found, it’s 
often greater for women than men.

As dementia rises in Africa, 
urgent need for research

T 

As the population ages, countries in sub-Saharan Africa need more dementia 
research to help curtail what’s described as an impending crisis.
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      he aging population in sub-Saharan Africa poses  
      an “impending crisis,” with the number of people         
      with dementia expected to surpass 7.6 million  
by 2050. That forecast would be a 250 percent increase 
from current numbers, according to Alzheimer’s Disease 
International (ADI). 

To curtail the growing burden of dementia that’s already 
costing the region an estimated $6.2 billion each year, 
experts say there’s an urgent need to study possible risk 
factors and potential interventions.

“In Africa the prevalence will be climbing unless we 
do something about it,” said Dr. Adesola Ogunniyi, a 
professor at the University of Ibadan in Nigeria, who 
is involved in a Fogarty-supported training program. 
“We need to do more studies and focus on preventive 
strategies and then compare risks over time and see how 
this will pan out.”

Ogunniyi was a co-principal investigator on a long-
term NIH-funded project that compared two groups 
of people of African origin living in different settings—
African Americans in Indianapolis, Indiana and Yoruba 
in Ibadan, Nigeria. The longitudinal study ran from 
the early 1990s to 2012 and contributed some of the 
earliest evidence on the prevalence, incidence and risk 
factors associated with dementia in sub-Saharan Africa 
(SSA). Its findings of a lower burden of dementia among 
Yoruba compared to African Americans highlighted the 
significance of examining interactions between genes and 
the environment to better understand the condition.

Numerous studies from the project are among those cited 
in a 2017 ADI report Dementia in sub-Saharan Africa: 
Challenges and Opportunities, which provided a snapshot 
of the current situation, reviewed existing evidence and 
suggested areas for future investigation. More research 
is needed in almost all areas of the dementia field, the 
report concluded. It noted most of the evidence is coming 
from countries in central and western SSA, especially 
Nigeria, where the few longitudinal studies of potential 
risk and protective factors have been conducted.

RISK FACTORS MERIT FURTHER STUDY 

Age and gender
Gender and increasing age are the risk factors that have 
been most closely associated with dementia in SSA.  
Studies found women have a two- to eight-fold increased 
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risk of dementia, attributed to their longevity compared to 
men, as noted in the ADI report.
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has produced mixed results. An early study from the 
Indianapolis-Ibadan project found the allele was not 
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Education and literacy  
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inconclusive. Some studies have found an association 
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interaction. When an association has been found, it’s 
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As dementia rises in Africa, 
urgent need for research
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As the population ages, countries in sub-Saharan Africa need more dementia 
research to help curtail what’s described as an impending crisis.
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      he aging population in sub-Saharan Africa poses  
      an “impending crisis,” with the number of people         
      with dementia expected to surpass 7.6 million  
by 2050. That forecast would be a 250 percent increase 
from current numbers, according to Alzheimer’s Disease 
International (ADI). 

To curtail the growing burden of dementia that’s already 
costing the region an estimated $6.2 billion each year, 
experts say there’s an urgent need to study possible risk 
factors and potential interventions.

“In Africa the prevalence will be climbing unless we 
do something about it,” said Dr. Adesola Ogunniyi, a 
professor at the University of Ibadan in Nigeria, who 
is involved in a Fogarty-supported training program. 
“We need to do more studies and focus on preventive 
strategies and then compare risks over time and see how 
this will pan out.”

Ogunniyi was a co-principal investigator on a long-
term NIH-funded project that compared two groups 
of people of African origin living in different settings—
African Americans in Indianapolis, Indiana and Yoruba 
in Ibadan, Nigeria. The longitudinal study ran from 
the early 1990s to 2012 and contributed some of the 
earliest evidence on the prevalence, incidence and risk 
factors associated with dementia in sub-Saharan Africa 
(SSA). Its findings of a lower burden of dementia among 
Yoruba compared to African Americans highlighted the 
significance of examining interactions between genes and 
the environment to better understand the condition.

Numerous studies from the project are among those cited 
in a 2017 ADI report Dementia in sub-Saharan Africa: 
Challenges and Opportunities, which provided a snapshot 
of the current situation, reviewed existing evidence and 
suggested areas for future investigation. More research 
is needed in almost all areas of the dementia field, the 
report concluded. It noted most of the evidence is coming 
from countries in central and western SSA, especially 
Nigeria, where the few longitudinal studies of potential 
risk and protective factors have been conducted.

RISK FACTORS MERIT FURTHER STUDY 

Age and gender
Gender and increasing age are the risk factors that have 
been most closely associated with dementia in SSA.  
Studies found women have a two- to eight-fold increased 
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Early Life
Childhood circumstances such as birthweight and 
nutrition and their potential role in dementia have 
not been well-researched in SSA, according to the ADI 
report. A study in Central Africa found an association 
between losing a parent in childhood and dementia, but 
a later investigation found none.

Lifestyle and behavior
Diet, alcohol consumption and 
exercise—known to affect heart 
and brain health—are also being 
studied to see if they play a role 
in dementia. Yoruba Nigerians, 
whose traditional diet of grains, 
vegetables and fish is low-calorie 
and low-fat, were found to have 
lower cholesterol and a lower 
incidence of Alzheimer’s disease 
compared to African Americans 
in a study from the Indianapolis-
Ibadan project. An unrelated 
investigation in Nigeria examined 
cognitive impairment after stroke 
and found that a pre-stroke 
daily diet of fish and moderate-
to-heavy physical activity were 
protective. Findings on the 
relationship between alcohol and 
dementia are mixed.

Psychosocial 
Having a weak social network has 
been identified as a risk factor for 
dementia in SSA studies. Mean- 
while, other research suggests Africa’s traditional 
communal way of living, in which people are surrounded 
by family and friends, may have a protective effect by 
keeping the brain active. “This constant stimulation, we 
think, keeps brain synapses functioning and can reduce 
cognitive decline,” said Ogunniyi, who reported on the 
finding as part of the Indianapolis-Ibadan project. He’s 
now on a research team studying cognitive stimulation 
therapy, which uses group sessions with activities to 
stimulate and engage people who have mild to moderate 
dementia. 

HIV dementia
Prevalence and risk factors of HIV-associated 
neurocognitive disorder (HAND) are being studied in 
SSA, but most of the research relates to young adults. 
Research in high-income countries (HICs) has shown 
long-term use of antiretroviral therapy is increasingly 
resulting in cognitive impairment and dementia, which 
is likely to be mirrored in SSA as the population living 
with HIV continues to age. Data on HAND in older 
Africans “is a current and urgent knowledge gap,” 
according to the ADI report. 

Environment
While exposure to neurotoxins—such as copper, lead 
and aluminum—was not included as a possible risk 
factor in the ADI study, it was referenced in a Fogarty-
led publication on brain disorders across the lifespan as 
an area that warrants more investigation. Many people 
living in developing countries experience significant air 
and water pollution, yet most of the work examining 
the possible relationship between cumulative exposure 

and onset of dementia has been 
done in HICs. There are unique 
opportunities to advance scientific 
understanding by conducting 
studies in SSA and other low-
resource settings, the authors 
suggested. For example, many of 
the world’s 14 million artisanal 
gold miners work in parts of Africa 
where there is little regulation 
and they are often exposed to high 
levels of mercury.

URGENT RESEARCH AGENDA
While researchers are forecasting 
a dramatic rise in dementia cases 
in SSA, public awareness and 
understanding of the condition 
in the region are low. Local 
languages may not even have a 
word for dementia and people may 
attribute symptoms to normal 
aging, or witchcraft, which could 
lead to stigma and discrimination.

To help SSA countries prepare for a rise in dementia 
cases as the population ages, the ADI report offers 
suggestions for an urgent research agenda. Studies 
estimating the prevalence and incidence of dementia 
should be a top priority and, when possible, designed 
to monitor incidence and mortality over time. Other 
suggested areas for future investigation include: 

  •  The potential effect of genetic and modifiable risk   
     factors that would support implementing risk       
     reduction programs, policies and campaigns.

  •  The impact of the HIV/AIDS epidemic on dementia,  
     particularly among older people.

  •  The experience of people with dementia and their  
     caregivers as it relates to stigma, discrimination  
     and seeking help.

“This report provides important evidence of the huge 
scale of the challenge we face on multiple fronts in sub-
Saharan Africa,” said Alzheimer’s Disease International 
CEO Paola Barbarino. “Not only is dementia hidden 
socially, but governments must do more to enhance the 
infrastructure needed to support those affected.”
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Women living in sub-Saharan Africa are at greater risk of 
dementia than men.
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OPINION

Encouraging research innovations that improve health
I find anniversaries can provide 
us with useful opportunities 
for reflection. As a diarrheal 
disease expert, I have recently 
been contemplating the impact 
of a research breakthrough that 
occurred fifty years ago—the 
discovery that oral rehydration 
therapy (ORT) could save 
thousands of people at risk of 
dying of cholera, for a treatment 
that cost just pennies to 
administer.
 

In 1968, a report from Bangladesh was published that 
described how oral rehydration solution (ORS) was 
used to successfully treat patients hospitalized in shock 
with cholera gravis, which untreated had a 40 percent 
mortality rate. Although research in the 1940s had 
demonstrated that administration of intravenous (IV) 
fluids was an effective approach, many cholera sufferers 
were located in low-resource settings where that was not 
available. For them, ORS was a miracle!

A few years later, at a cost of five cents each, UNICEF 
began producing and distributing packets of ORS that 
were to be added to a liter of water. Since 1968, the 
estimated number of childhood deaths from diarrhea has 
declined from about 5 million per year to about half a 
million. 

In 1992, following years of debate about use of ORT 
in the U.S., the CDC recommended ORT should be 
the treatment of choice for all American children with 
diarrhea.

So what can we learn from this story of discovery that  
we could apply to other deadly diseases? 

Sometimes the solutions are simple  
Previous research had shown that sugar and salt 
mixed with water helped cholera patients. But it also 
killed some of them. The young scientists working in 
Bangladesh decided to measure the patients’ output and 
use that as a basis to decide how much fluid to replace. 
That was the key to success. 

Persistence in the face of failure  
As I’ve learned in my rotavirus vaccine development 
career, setbacks are inevitable. By studying what went 
wrong, seeking advice from others and redoubling my 
efforts, I have managed to help produce some effective 
tools that prevent child deaths.

Necessity is the mother of invention  
An American team of young physician-scientists found 
themselves in the unique setting of endemic cholera in 
the Ganges delta. People would literally die in front of 
them if the researchers didn’t find an affordable, yet 
effective treatment. This wasn’t a discovery made in a 
remote lab, it was made on the front lines of human 
suffering.

Optimism and fresh perspectives of youth  
Established diarrheal disease experts knew ORS could be 
the answer but were perhaps intimidated by earlier failed 
clinical trials that resulted in some deaths.
 
Success breeds success  
The 1968 article detailing the positive results was 
followed by a burst of research that increased the use 
of ORT for other diarrheal diseases and advanced new 
formulations that included zinc and encouraged feeding 
during diarrhea. 
 
Oral rehydration therapy 
remains the mainstay of 
treatment for diarrhea 
worldwide for both adults 
and children and can be 
used by parents at home, 
as well as in clinics and 
hospitals.
 
Perhaps there are other 
simple treatments awaiting 
discovery that could 
prevent childhood deaths 
from other causes. I hope 
this story of success helps motivate some 
of today’s young scientists. With the lives of so many 
children at stake, what better motivation can any of  
us have?

RESOURCE
 http://bit.ly/GlassORT

By Dr. Roger I. Glass, Director, Fogarty International Center
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between losing a parent in childhood and dementia, but 
a later investigation found none.
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been identified as a risk factor for 
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while, other research suggests Africa’s traditional 
communal way of living, in which people are surrounded 
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with HIV continues to age. Data on HAND in older 
Africans “is a current and urgent knowledge gap,” 
according to the ADI report. 

Environment
While exposure to neurotoxins—such as copper, lead 
and aluminum—was not included as a possible risk 
factor in the ADI study, it was referenced in a Fogarty-
led publication on brain disorders across the lifespan as 
an area that warrants more investigation. Many people 
living in developing countries experience significant air 
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studies in SSA and other low-
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suggested. For example, many of 
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and they are often exposed to high 
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URGENT RESEARCH AGENDA
While researchers are forecasting 
a dramatic rise in dementia cases 
in SSA, public awareness and 
understanding of the condition 
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languages may not even have a 
word for dementia and people may 
attribute symptoms to normal 
aging, or witchcraft, which could 
lead to stigma and discrimination.

To help SSA countries prepare for a rise in dementia 
cases as the population ages, the ADI report offers 
suggestions for an urgent research agenda. Studies 
estimating the prevalence and incidence of dementia 
should be a top priority and, when possible, designed 
to monitor incidence and mortality over time. Other 
suggested areas for future investigation include: 

  •  The potential effect of genetic and modifiable risk   
     factors that would support implementing risk       
     reduction programs, policies and campaigns.

  •  The impact of the HIV/AIDS epidemic on dementia,  
     particularly among older people.
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thousands of people at risk of 
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used to successfully treat patients hospitalized in shock 
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demonstrated that administration of intravenous (IV) 
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were located in low-resource settings where that was not 
available. For them, ORS was a miracle!
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estimated number of childhood deaths from diarrhea has 
declined from about 5 million per year to about half a 
million. 

In 1992, following years of debate about use of ORT 
in the U.S., the CDC recommended ORT should be 
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career, setbacks are inevitable. By studying what went 
wrong, seeking advice from others and redoubling my 
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the Ganges delta. People would literally die in front of 
them if the researchers didn’t find an affordable, yet 
effective treatment. This wasn’t a discovery made in a 
remote lab, it was made on the front lines of human 
suffering.

Optimism and fresh perspectives of youth  
Established diarrheal disease experts knew ORS could be 
the answer but were perhaps intimidated by earlier failed 
clinical trials that resulted in some deaths.
 
Success breeds success  
The 1968 article detailing the positive results was 
followed by a burst of research that increased the use 
of ORT for other diarrheal diseases and advanced new 
formulations that included zinc and encouraged feeding 
during diarrhea. 
 
Oral rehydration therapy 
remains the mainstay of 
treatment for diarrhea 
worldwide for both adults 
and children and can be 
used by parents at home, 
as well as in clinics and 
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Perhaps there are other 
simple treatments awaiting 
discovery that could 
prevent childhood deaths 
from other causes. I hope 
this story of success helps motivate some 
of today’s young scientists. With the lives of so many 
children at stake, what better motivation can any of  
us have?
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By Dr. Roger I. Glass, Director, Fogarty International Center
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Colleagues, collaborators mourn Mayosi  
Professor Bongani Mayosi, a noted cardiologist and dean of 
the Faculty of Health Sciences at the University of Cape Town, 
died in July. His international research collaborations include 
serving as principal investigator with the Human Heredity and  
Health in Africa (H3Africa) initiative, managed by NIH’s National 
Human Genome Research Institute and Fogarty. Mayosi’s 
numerous honors include election to the U.S. National Academy 
of Medicine. 

Top U.S. science advisor nominated 
Dr. Kelvin Droegemeier has been nominated to head the White 
House Office of Science and Technology Policy and serve as the 
president’s top science advisor. A meteorologist with a Ph.D. 
in atmospheric science, Droegemeier is Oklahoma’s secretary 
of science and technology, and has been the vice president for 
research at the University of Oklahoma. He’s served on the Na- 
tional Science Board, which provides guidance to the National 
Science Foundation, during the two prior administrations.

NIH announces new biomedical institute director   
NIH has tapped Dr. Bruce J. Tromberg to lead its National 
Institute of Biomedical Imaging and Bioengineering (NIBIB), 
where he will oversee an annual budget of $378 million. 
Tromberg comes to NIH from the University of California, 
Irvine, where he’s held dual appointments in biomedical 
engineering and surgery. He has been the principal investigator 
on multiple NIH grants, including the Laser Microbeam and 
Medical Program (LAMMP). 

Sizemore to lead Fogarty international relations    
Dr. Christine F. Sizemore is the new director of Fogarty’s 
Division of International Relations. Sizemore, who holds a Ph.D. 
in bacterial genetics and microbiology, began her NIH career at 
the National Institute of Allergy and Infectious Diseases where 
she most recently led its Tuberculosis, Leprosy and other Myco- 
bacterial Diseases Section, and contributed to the development 
of numerous international collaborations. Prior to joining NIH, 
she worked in the pharmaceutical and biotechnology industry.

Nursing institute director Grady retires   
After 30 years at the NIH, National Institute of Nursing Research 
(NINR) Director Dr. Patricia Grady has retired. Her NIH career 
began at the National Institute of Neurological Disorders and 
Stroke where she served as deputy director and acting director, 
before being tapped to lead the nursing institute in 1995. Her 
accomplishments include developing an intramural research 
program that improved understanding of fatigue in cancer 
patients and pain associated with digestive disorders.     

New report examines global quality of care 
Up to 8 million deaths occur each year from poor 
quality of care in developing countries−more 
than HIV, TB and malaria combined−according to 
a report published by the U.S. National Academies 
of Sciences, Engineering and Medicine. The study 
calls for more implementation science research and 
development of interventions to improve care.
Report: http://bit.ly/NAMquality

Study explores gaps in postdoc training
A landmark report identifies gaps in externally 
funded international postgraduate research training 
in Africa. While strengthening research capacity is 
recognized as a leading strategy to overcome health 
disparities worldwide, the study finds that support 
for research training is very unevenly distributed.
Report: http://bit.ly/TDRAfrtraining

Health policy and systems research studied
For health policy and systems research to remain 
relevant, its practitioners must re-think how health 
systems are conceptualized to keep up with rapid 
changes in how diseases are diagnosed and 
managed, according to a recent report published in 
the journal Health Research Policy and Systems. 
Report: http://bit.ly/HPSRreport

NIH develops resource for behavioral trials 
The NIH is requesting public comment on a draft 
Behavioral and Social Clinical Trials Template, 
created to guide investigators through the 
systematic development of a comprehensive clinical 
protocol. This is an expansion of the e-Protocol Tool.
Website: http://bit.ly/NIHtemplate

Free diabetes resource published online
A one-stop reference for medical information 
about diabetes has been published online by the 
NIH’s National Institute of Diabetes and Digestive 
and Kidney Diseases. The publication contains 
prevention, treatment and other information.
Website: http://bit.ly/DiabetesNIDDK

FDA expands incentive program
The FDA has added Lassa fever, chikungunya, rabies 
and cryptococcal meningitis to a program designed 
to encourage development of new treatments. The 
initiative gives companies that develop drugs for 
certain tropical diseases a special pass to speed up 
the process for a future drug application.
Press release: http://bit.ly/FDAtropical
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Fogarty trainees in Dhaka collaborate on diarrheal diseases

During a recent visit to Dhaka, Bangladesh, Fogarty Director Dr. Roger  
I. Glass had an opportunity to review the scientific projects being led  
by Fogarty trainees at the icddr,b.
 
“I was most impressed by the scientists I met who are working on 
research projects that are best done in Bangladesh, and helping to 
advance our knowledge of diseases that remain real killers of children 
and adults in endemic and epidemic settings—typhoid, cholera and 
diarrheal diseases in general,” said Glass.
 
The researchers are working in partnership with investigators in the U.S. 
and elsewhere to share experiences, skills and collaborative research to 
improve diagnostics, vaccines and knowledge of diarrheal diseases.

For more information, visit www.fic.nih.gov/funding

  Funding Opportunity Announcement                                     Details                  Deadline

https://www.icddrb.org/

RESOURCES

Emerging Global Leader Award - Career Development (K43) http://bit.ly/GlobalLeaderOp Nov 7, 2018

Global Brain and Nervous System Disorders Research across the Lifespan
(R21 Clinical Trial Optional)
(R01 Clinical Trial Optional)

http://bit.ly/globalbrainR21 
http://bit.ly/globalbrainR01

Nov 7, 2018
Nov 7, 2018

International Research Scientist Development Award (IRSDA) (K01)
Independent Clinical Trial Required
Independent Clinical Trial Not Allowed

http://bit.ly/IRSDAct 
http://bit.ly/IRSDAnoct 

Mar 7, 2019
Mar 7, 2019

Planning for Noncommunicable Diseases and Disorders Research Training 
Programs in LMICs (D71) http://bit.ly/NCDlifespan    Mar 14, 2019

Chronic, Noncommunicable Diseases and Disorders Research Training  
(D43 Clinical Trial Optional) http://bit.ly/NCDtraining    Nov 13, 2018

Fogarty Director Dr. Roger I. Glass recently visited the labs at the icddr,b in Bangladesh and  
reviewed the research projects being conducted by Fogarty trainees. From left: Drs. Saruar  
Bhuiyan, Farhana Khanam, Yasmin Ara Begum and Glass.
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systems are conceptualized to keep up with rapid 
changes in how diseases are diagnosed and 
managed, according to a recent report published in 
the journal Health Research Policy and Systems. 
Report: http://bit.ly/HPSRreport

NIH develops resource for behavioral trials 
The NIH is requesting public comment on a draft 
Behavioral and Social Clinical Trials Template, 
created to guide investigators through the 
systematic development of a comprehensive clinical 
protocol. This is an expansion of the e-Protocol Tool.
Website: http://bit.ly/NIHtemplate

Free diabetes resource published online
A one-stop reference for medical information 
about diabetes has been published online by the 
NIH’s National Institute of Diabetes and Digestive 
and Kidney Diseases. The publication contains 
prevention, treatment and other information.
Website: http://bit.ly/DiabetesNIDDK

FDA expands incentive program
The FDA has added Lassa fever, chikungunya, rabies 
and cryptococcal meningitis to a program designed 
to encourage development of new treatments. The 
initiative gives companies that develop drugs for 
certain tropical diseases a special pass to speed up 
the process for a future drug application.
Press release: http://bit.ly/FDAtropical
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Fogarty trainees in Dhaka collaborate on diarrheal diseases

During a recent visit to Dhaka, Bangladesh, Fogarty Director Dr. Roger  
I. Glass had an opportunity to review the scientific projects being led  
by Fogarty trainees at the icddr,b.
 
“I was most impressed by the scientists I met who are working on 
research projects that are best done in Bangladesh, and helping to 
advance our knowledge of diseases that remain real killers of children 
and adults in endemic and epidemic settings—typhoid, cholera and 
diarrheal diseases in general,” said Glass.
 
The researchers are working in partnership with investigators in the U.S. 
and elsewhere to share experiences, skills and collaborative research to 
improve diagnostics, vaccines and knowledge of diarrheal diseases.

For more information, visit www.fic.nih.gov/funding

  Funding Opportunity Announcement                                     Details                  Deadline

https://www.icddrb.org/

RESOURCES

Emerging Global Leader Award - Career Development (K43) http://bit.ly/GlobalLeaderOp Nov 7, 2018

Global Brain and Nervous System Disorders Research across the Lifespan
(R21 Clinical Trial Optional)
(R01 Clinical Trial Optional)

http://bit.ly/globalbrainR21 
http://bit.ly/globalbrainR01

Nov 7, 2018
Nov 7, 2018

International Research Scientist Development Award (IRSDA) (K01)
Independent Clinical Trial Required
Independent Clinical Trial Not Allowed

http://bit.ly/IRSDAct 
http://bit.ly/IRSDAnoct 

Mar 7, 2019
Mar 7, 2019

Planning for Noncommunicable Diseases and Disorders Research Training 
Programs in LMICs (D71) http://bit.ly/NCDlifespan    Mar 14, 2019

Chronic, Noncommunicable Diseases and Disorders Research Training  
(D43 Clinical Trial Optional) http://bit.ly/NCDtraining    Nov 13, 2018

Fogarty Director Dr. Roger I. Glass recently visited the labs at the icddr,b in Bangladesh and  
reviewed the research projects being conducted by Fogarty trainees. From left: Drs. Saruar  
Bhuiyan, Farhana Khanam, Yasmin Ara Begum and Glass.
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Hazardous weather events can occur suddenly and 
without warning, forcing Delawareans to shelter in 
place or evacuate. � e Division of Public Health (DPH) 
recommends that Delawareans who live alone or have 
access and functional needs plan ahead and designate 
a “preparedness buddy” to help them plan for, and 
respond to, emergencies.

Preparedness buddies can help prepare a household 
emergency kit and an evacuation plan in case of 
� res, hurricanes, � oods, extreme heat or cold events, 
snowstorms, and disease outbreaks. � e buddy system 
ensures that vulnerable Delawareans have helpers, and 
that they have enough medication, oxygen, medical 
supplies, food, and water.

People with access and/or functional needs are those that 
have visual, hearing, mobility, cognitive, emotional, or 
mental limitations. � ey may need help maintaining 
independence, communicating, and getting medical care 
and taking their medications. � ey may need supervision 
and might rely on translation, sign language interpreters, 
or transportation services. People with access and/or 
functional needs should ask someone dependable to 

serve as their preparedness buddy and another to be their 
alternate buddy.

DPH’s Preparedness Buddy brochure, available 
at http://www.dhss.delaware.gov/dhss/dph/php/
preparednessbuddy.html, is an important tool to get 
started. � e brochure is available in seven languages: 
English, Spanish, French Creole, Vietnamese, Simpli� ed 
Mandarin, Traditional Cantonese, and Brazilian 
Portuguese. � e brochure’s step-by-step template makes 
it easy to develop a personalized emergency plan in case 
individuals must evacuate or shelter in place.

� e Preparedness Buddy brochure includes a list 
of essential emergency items: drinking water, food, 
eyeglasses, � ashlights, wheelchairs, hygiene items, a 
� rst-aid kit, and important documents. It provides 
spaces on which to list the primary care physician, 
allergies, medication and supplies, and transportation 
requirements.

Buddies can include in the personal emergency plan 
what to do in case of interrupted utilities (electricity, 
gas, phone, and garbage disposal) and interrupted 

Preparedness Buddy Initiative 
Helps Vulnerable Delawareans 

Prepare for Emergencies
by Sean Dooley, Community Relations Offi  cer, Delaware Division of Public Health

Information from Division of Public Health, Preparedness Buddy Brochure
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transportation (medication deliveries, transportation to 
and from work, and caregiver and family visits). Home 
health care clients should contact their providers to ask 
how bad weather impacts their schedule and their ability 
to reach clients. Include contact names, street addresses, 
phone numbers, and email addresses. It is important to 
review and update emergency plans each year or during 
peak disaster seasons.

A helpful resource for completing the brochure is 
the “Emergency Preparedness” section of the Guide 
to Services for Older Delawareans and Persons with 
Disabilities at http://www.delawareadrc.com/, pages 82 
to 84. Also read the emergency planning instructions for 
your region:

•  New Castle County Emergency Operations: 302-
395-2700 or http://nccde.org/154/Emergency-
Management

•  Kent County Emergency Operations: 302-735-3465 
or www.co.kent.de.us/public-safety/emergency-
management.aspx

•  Sussex County Emergency Operations: 302-855-7801 
or www.sussexcountyde.gov/emergency-operations-
center

Finally, register Delawareans with access and functional 
needs with the Smart 9-1-1 website: https://www.
smart911.com/. Smart 9-1-1 is a service that allows 
residents to create a free household safety pro� le that 
9-1-1 and � rst responders can use during an emergency. 
It is in a secure database held by SMART 911which is 
accessible only after a call is placed and for a limited 
timeframe. Whenever anyone in a Smart 9-1-1 
household dials 9-1-1 from a phone associated with the 
pro� le, it is displayed to the 9-1-1 call taker. All three 
counties use Smart 9-1-1.

For more information on items to keep in a disaster kit 
and evacuation planning, visit:

•  www.Preparede.org - � e State’s central site for 
emergency planning and preparedness, created jointly by 
the DPH Emergency Medical Services and Preparedness 
Section, the Delaware Emergency Management Agency, 
and the Delaware Citizen’s Corps.

•  www.Allreadyde.org - � e University of Delaware’s 
webpage for Emergency Readiness Planning for 
Delawareans with Disabilities.

•  www.Ready.gov – � e Federal Emergency Management 
Agency’s planning site for individuals with disabilities 
and others with access and functional needs.

•  � e American Red Cross’s People With Disabilities 
planning page, http://www.redcross.org/get-help/how-
to-prepare-for-emergencies/disaster-safety-for-people-
with-disabilities#Plan-Ahead. � e website includes 
how to assemble a survival kit and o� ers additional tips 
about managing communications, equipment, service 
animals, pets and home hazards.

References
American Red Cross — http://www.redcross.org/get-help/how-to-prepare-for-emergencies/
disaster-safety-for-people-with-disabilities#Plan-Ahead

Division of Public Health, press release, “DPH Shares ‘Preparedness Buddy’ Brochure to Help 
Delawareans Prepare for Emergencies,” http://www.dhss.delaware.gov/dhss/pressreleases/2017/
preparedness_02172017.html

Division of Public Health – Preparedness Buddy brochure, http://www.dhss.delaware.gov/dph/
php/preparednessbuddy.html

PrepareDE.org — http://www.preparede.org 

COMPAÑERO
DE PREPARACIÓN

Cree una red personal de 
ayuda

Pídale a familiares, amigos y otras personas 
que sean parte de su plan.  Comparta 
cada aspecto de su plan con todos los 
miembros del grupo, incluidos amigos 
o familiares que residan en otra área 
que no se vería afectada por la misma 
emergencia y que puedan ayudar, si fuera 
necesario. 

¿QUÉ MÁS NECESITA SABER  
SU COMPAÑERO?

OFICINA LOCAL PARA EL MANEJO 
DE EMERGENCIAS 

New Castle County: 302-395-2700 
Kent County: 302-735-3461 

Sussex County: 302-855-7801

Busque un compañero  
de preparación

Busque personas con quien pueda 
contar para que sean sus compañeros 
de preparación.  Asegúrese de que 
entienden y acepten ser sus compañeros 
antes de elaborar un plan de preparación.

Ellos pueden llamar para ver cómo está 
y proporcionarle asistencia en caso de 
emergencia.

COMPAÑERO DE PREPARACIÓN

Nombre

Teléfono de la casa

Teléfono celular

Correo electrónico

COMPAÑERO ALTERNATIVO

Nombre

Teléfono de la casa

Teléfono celular

Correo electrónico

¿Tiene un familiar o amigo fuera del 
estado que no se vería afectado por la 
misma emergencia, que pueda ayudarlo 
si fuera necesario?

Nombre

Teléfono de la casa

Teléfono celular

Correo electrónico

ALTERNATIVO

Nombre

Teléfono de la casa

Teléfono celular

Correo electrónico

Asegúrese de que 
un miembro de su 

red de ayuda tenga 
una l lave extra de su 

casa y sepa dónde 
usted guarda el  k i t 
de suministros de 

emergencia.

Su nombre

Plan de emergencia personal

Mi red de ayuda personal
Estilo del sistema  
de compañerismo

Otros recursos
http://www.ready.gov/individuals- 

access-functional-needs

http://www.redcross.org/prepare/
location/home-family/disabilities

http://www.preparede.org

http://www.allreadyde.org
Oficina de Preparación: 

302-223-1720

PREPARASYON POU 
SITIYASYON IJAN

Non Ou

Plan Kadisjans Pèsonèl Ou
Rezo Soutyen Pèsonèl Mwen  

Kalite Sistèm Patnè Preparasyon an

Kreye Pwòp Rezo Soutyen Ou

Mande fanmi, zanmi, oswa lòt moun pou 
patisipe nan plan ou.  Pataje chak pati 
nan plan ou ak tout moun  ki nan gwoup 
ou, ki gen ladan yon zanmi oswa fanmi ki 
pa rete nan menm zòn avèk ou kote ijans 
la pa t ap afekte epi yo kapab ede ou si li 
nesesè.

KISA PATNÈ OU BEZWEN  
KONNEN ANKÒ?

AJANS JESYON KADIJANS LOKAL

New Castle County:  302-395-2700
Kent County:  302-735-3461

Sussex County:  302-855-7801

Lòt Resous yo

http://www.ready.gov/individu-
als-access-functional-needs

http://www.redcross.org/
prepare/location/ home-family/

disabilities

Chèche Yon Patnè  
Preparasyon Pou Sitiyasyon Ijan

Chèche yon moun ou kapab depann 
sou li kòm yon Patnè Preparasyon Pou 
Sitiyasyon Ijan. Asire yo konprann ak 
dakò pou yo sèvi kòm patnè ou anvan 
ou devlope yon plan preparasyon pou 
sitiyasyon ijan.

Yo kapab voye zye sou ou ak bay ou 
asistans si ta gen yon sitiyasyon kadijans.

PATNÈ PREPARASYON POU 
SITIYASYON IJAN

Non

Telefòn Kay

Nimewo Selilè

Adrès Imèl

PATNÈ ALTÈNATIF

Non

Telefòn Kay

Nimewo Selilè

Adrès Imèl

Èske ou gen yon fanmi oswa zanmi ki pa 
rete nan menm eta avèk ou kote menm 
kadijans lan pa pral afekte yo epi yo te 
kapab ede ou si li nesesè?

Non

Telefòn Kay

Nimewo Selilè

Adrès Imèl

YON LÒT ANKÒ

Non

Telefòn Kay

Nimewo Selilè

Adrès Imèl

Fè yon jan pou yon moun 
nan rezo soutyen ou a

gen yon kle kay ou 
epi li konnen kote ou 

mete twous  pwovizyon 
kadijjans ou.

PATNÈ

Lòt Resous yo

http://www.ready.gov/individuals-ac 
cess-functional-needs

http://www.redcross.org/prepare/
location/home-family/disabilities

http://www.preparede.org

http://www.allreadyde.org Biwo Preparasyon: 302-223-1720

NGƯỜI BẠN SẴN 
SÀNG GIÚP ĐỐI 
PHÓ TRƯỜNG 

HỢP KHẨN CẤP

Tên của quý vị

Kế hoạch cá nhân để đối phó trường hợp 
khẩn cấp

Hệ thống hỗ trợ cá nhân của tôi

Hình thức hệ thống bạn sẵn sàng hỗ trợ

Tạo cho mình một hệ thống hỗ trợ
Yêu cầu gia đình, bạn bè và những người 
khác tham gia trong kế hoạch của quý vị 
Nói cho mọi người trong nhóm, kể cả bạn 
hay thân nhân sống ở một khu vực khác mà 
sẽ không bị ảnh hưởng bởi cùng một trường 
hợp khẩn cấp hay cấp cứu và có thể giúp 
quý vị nếu cần, biết về mọi khía cạnh của 
kế hoạch của quý vị.

NHỮNG ĐIỀU GÌ KHÁC MÀ 
NHỮNG NGƯỜI HỖ TRỢ QUÝ VỊ CẦN 

BIẾT?

CƠ QUAN QUẢN TRỊ 
CẤP CỨU ĐỊA PHƯƠNG 

Quận New Castle: 302-395-2700 
Quận Kent:  302-735-3461 

Quận Sussex: 302-855-7801

Other Resources
http://www.ready.gov/individu 
als-access-functional-needs

http://www.redcross.org/
prepare/location/home-family/

disabilities

Tìm một người bạn sẵn sàng giúp đỡ để đối 
phó với trường hợp khẩn cấp

Tìm một người mà quý vị tin cậy để làm 
người bạn sẵn sàng giúp đỡ quý vị trong 
việc đối phó với trường hợp khẩn cấp. Quý 
vị phải biết chắc chắn là người này hiểu và 
đồng ý làm người bạn sẵn sàng giúp đỡ quý 
vị trước khi quý vị thiết lập kế hoạch chuẩn 
bị đối phó với trường hợp khẩn cấp.

Người này có thể thăm viếng, theo dõi 
tình trạng của quý vị và giúp đỡ quý vị nếu 
trường hợp khẩn cấp có xảy ra.

NGƯỜI BẠN CHÁNH SẴN SÀNG GIÚP ĐỠ 
ĐỂ ĐỐI PHÓ TRƯỜNG HỢP KHẨN CẤP

Tên

Điện thoại nhà

Điện thoại di động

Địa chỉ email

NGƯỜI BẠN PHỤ THỨ HAI

Tên

Điện thoại nhà

Điện thoại di động

Địa chỉ email

Quý vị có thân nhân hay bạn sống ngoài 
tiểu bang mà có thể không bị ảnh hưởng bởi 
cùng một trường hợp khẩn cấp hay cấp cứu 
và có thể giúp đỡ quý vị, nếu cần, không?

Tên

Điện thoại nhà

Điện thoại di động

Địa chỉ email

NGƯỜI PHỤ

Tên

Điện thoại nhà

Điện thoại di động

Địa chỉ email

Phải bảo đảm là một người nào 
đó trong hệ thống hỗ trợ của quý 
vị có chìa khóa nhà của quý vị 
và biết quý vị cất bộ dụng cụ cấp 
cứu ở đâu.

Những nguồn hỗ trợ khác
 

http://www.ready.gov/individuals-ac 
cess-functional-needs

http://www.redcross.org/prepare/
location/home-family/disabilities

http://www.preparede.org

http://www.allreadyde.org
Văn phòng Chuẩn bị sẵn sàng:  

302-223-1720

應急夥伴

您的姓名

個人應急計劃
我的個人支持網路

夥伴系統類型

建立個人支持 
網路

請求家人、朋友、其他人加入 您的計
劃。與您團體中的 每個人分享您的全部
計劃，

包括與那些在不會受到 同樣緊急情況影
響且必要時可提供幫助的 朋友或親屬。

您的夥伴還需要瞭解 
哪些事宜？

當地緊急情況 
管理署

紐卡斯爾縣：302-395-2700 
肯特縣：302-735-3461 
蘇塞克斯縣：302-855-7801

尋找應急夥伴
尋找您可依靠的人來擔任您的應急夥
伴。確保在制定應急計劃之前，備選人
瞭解並同意成為
您的夥伴。
在發生緊急事件的情況下他們可以關照
您並提供援助。

備選應急夥伴

姓名

住宅電話

手機

電子郵件

應急夥伴

姓名

住宅電話

手機

電子郵件

您在外州還有 不受同樣緊急情況影響 並
能幫助您的親屬 或朋友嗎？

姓名

住宅電話

手機

電子郵件

備選人員

姓名

住宅電話

手機

電子郵件

其他資源
http://www.ready.gov/individuals-ac 

cess-functional-needs

http://www.redcross.org/prepare/
location/home-family/disabilities

http://www.preparede.org

http://www.allreadyde.org

 
 請確保您支持網路內的人有您家的備用鑰  
 匙，並且知道您存放急救箱的位置。

備災辦公室: 
302-223-1720

COLEGA 
DE APOIO

Seu nome

Plano de emergência pessoal
Estilo do meu sistema de colegas 

da rede de apoio pessoal

Crie uma rede de  
apoio pessoal

Convide familiares, amigos e outras pessoas  
para participar do seu plano. Compartilhe 
todos os aspectos do seu plano com todas  
as pessoas do seu grupo, incluindo um  
amigo ou parente de outra região que não  
seria afetado pela mesma emergência, 
mas que poderia ajudar se necessário. 

DO QUE MAIS SEU COLEGA 
PRECISA SABER?

AGÊNCIA LOCAL DE 
GERENCIAMENTO DE EMERGÊNCIAS
Condado de New Castle: 302-395-2700 

Condado de Kent: 302-735-3461 
Condado de Sussex: 302-855-7801

Encontre um colega de apoio

Encontre alguém em quem você pode 
confiar para ser o seu colega de apoio. 
Garanta que ele compreenda e concorde 
em ser seu colega de apoio antes de 
desenvolver um plano preventivo.

Ele pode verificar como você está e prestar 
assistência em caso de emergência.

COLEGA DE APOIO

Nome

Telefone fixo

Celular

E-mail

COLEGA DE APOIO SUBSTITUTO

Nome

Telefone fixo

Celular

E-mail

Algum parente ou amigo seu de outro 
estado que pode não ser afetado pela 
mesma emergência poderia ajudar  
se necessário?

Nome

Telefone fixo

Celular

E-mail

SUBSTITUTO

Nome

Telefone fixo

Celular

E-mail

Garanta que alguém da sua 
rede de apoio tenha uma 
chave extra da sua casa 
e saiba onde você guarda 

seu kit de emergência.

Outros recursos
http://www.ready.gov/individuals-ac 

cess-functional-needs

http://www.redcross.org/prepare/
location/home-family/disabilities

http://www.preparede.org

http://www.allreadyde.org

应急伙伴

您的姓名

个人应急计划
我的个人支持网络 伙伴系统类型

建立个人支持 
网络

请求家人、朋友、其他人加入 您的计
划。与您团体中的 每个人分享您的全部
计划，

包括与那些在不会受到 同样紧急情况影
响且必要时可提供帮助的 朋友或亲属。 

您的伙伴还需要了解 
哪些其他事宜？

当地紧急情况  
管理署 

纽卡斯尔县：302-395-2700 
肯特县： 302-735-3461 

苏塞克斯县： 302-855-7801

Other Resources
http://www.ready.gov/individu 
als-access-functional-needs

http://www.redcross.org/
prepare/location/home-family/

disabilities

寻找应急伙伴
寻找您可依靠的人员来担任您的应急伙
伴。确保在制定应急计划之前，备选人
了解并同意成为 您的应急伙伴。
在发生紧急事件的情况下他们可以关照
您并提供援助。

应急伙伴

姓名

住宅电话

手机

电子邮件

备选应急伙伴

姓名

住宅电话

手机

电子邮件

您在外州还有 不受同样紧急情况影响
并能帮助您的亲属 或朋友吗？

姓名

住宅电话

手机

电子邮件

备选人

姓名

住宅电话

手机

电子邮件

请确保您支持网络内的人员有
您家的备用钥匙，并且知道您
存放急救箱的位置。其他资源

http://www.ready.gov/individuals-ac 
cess-functional-needs

http://www.redcross.org/prepare/
location/home-family/disabilities

http://www.preparede.org

http://www.allreadyde.org 备灾办公室: 
302-223-1720

PREPAREDNESS 

BUDDY

Your Name

Personal Emergency Plan
My Personal Support Network 

Buddy System Style

Create a Personal Support 
Network

Ask family, friends, others to be part of 
your plan. Share each aspect of your plan 
with everyone in your group, including 
a friend or relative in another area who 
would not be impacted by the same 
emergency who can help if necessary. 

WHAT ELSE DOES YOUR BUDDY 
NEED TO KNOW?

LOCAL EMERGENCY 
MANAGEMENT AGENCY 

New Castle County: 302-395-2700 
Kent County: 302-735-3461 

Sussex County: 302-855-7801

Other Resources
http://www.ready.gov/individu 
als-access-functional-needs

http://www.redcross.org/
prepare/location/home-family/

disabilities

Find a Preparedness Buddy

Find someone you can depend on to 
serve as your Preparedness Buddy. 
Make sure they understand and agree 
to be your buddy before developing a 
preparedness plan.

They can check on you and provide you 
with assistance if an emergency incident 
occurs.

PREPAREDNESS BUDDY

Name

Home Phone

Cell

Email

ALTERNATE BUDDY

Name

Home Phone

Cell

Email

Do you also have an out-of-state relative 
or friend who may not be impacted by 
the same emergency who can help you if 
necessary?

Name

Home Phone

Cell

Email

ALTERNATE

Name

Home Phone

Cell

Email

Make sure someone in 
your  suppor t  ne twork 
has an extra key to your 
home and knows where 
you keep your emergency 

supply kit.

Other Resources
http://www.ready.gov/individuals-ac 

cess-functional-needs

http://www.redcross.org/prepare/
location/home-family/disabilities

http://www.preparede.org

http://www.allreadyde.org Office of Preparedness: 302-223-1720

Sean Dooley, Community Relations Offi  cer, 
Delaware Division of Public Health
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Abstract

Objectives: This research project aims to build capacity 
for social skills interventions for ASD for adolescents in 
community mental health settings in Delaware, using The 
Program for the Education and Enrichment of Relational Skills 
(PEERS), a social skills group program developed at UCLA 
(Laugeson and Frankel, 2010). 

Methods: Aim 1: A two-day education on PEERS was provided 
to community clinicians (n=15), and clinicians completed a 
survey assessing their perception of implementing a social 
skills group intervention for families at three time points. Aim 
2: Five PEERS groups were held at three community mental 
health locations. Caregivers (n=14) completed rating scales 
assessing family quality of life, social skills, or parenting stress.

Results: Clinicians reported increased confi dence in their 
ability to deliver social skills intervention following two-day 
education on PEERS. Furthermore, the clinicians who facilitated 
a PEERS group (n=9) reported a clinically signifi cant increase in 
confi dence. Fourteen families completed PEERS; no difference 
was reported regarding family quality of life, social skills, or 
parenting stress.

Conclusions: This study shows the feasibility of expanding 
social skills interventions for children and families affected 
by ASD into community mental health settings, as 15 
clinicians received additional education regarding social skills 
interventions and fi ve more group opportunities using the 
PEERS program were made available in the community. 

Laura Dewey, Ph.D.
Cathy Rose, L.P.C.M.H.
Jessica Mueller, Psy.D.
Brianna Spencer, B.A.
Brian Freedman, Ph.D.

Increasing Access to Empirically-Validated 
Interventions for Autism Spectrum Disorder: 

Dissemination of PEERS into Community 
Health Settings
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Autism spectrum disorder (ASD) is a lifelong 
neurodevelopmental disorder marked by signi� cant 

impairment in social communication and interaction 
and the presence of restricted, repetitive patterns of 
behavior and interests. At the present time, it is estimated 
that approximately 1 in 59 children have a diagnosis 
of ASD in the United States (CDC, 2018). ASD is 
also commonly associated with other conditions such 
as intellectual disability (ID) and other mental health 
comorbidities such as anxiety, depression, obsessive-
compulsive disorder (OCD), and attention-de� cit/
hyperactivity disorder (ADHD; McClintock, Hall, & 
Oliver, 2003). � us, individuals and families a� ected by 
ASD often experience daily functional challenges.

Social skills groups have been found to be one way 
to teach social skills to individuals with ASD. In one 
meta-analysis, Reichow, Steiner, and Volkmar (2013) 
found that individuals with ASD who participated in 
a group-based social skills intervention reported less 
loneliness and an increase in social competence and 
quality of friendships than those individuals with ASD 
who did not participate in a social skills group. Many 
studies have shown that group social skills interventions 
are e� ective for adolescents with ASD in that group 
settings serve as an in vivo opportunity to practice new 
skills (White, Keonig, & Scahill, 2007). Researchers 
have shown that teaching both basic and more complex 
social skills in a group context has been supportive of 
both improved relationships and quality of life (QoL) for 
adolescents with ASD and their families (Rankin, Weber, 
Kang, & Lerner, 2016). With an increase in social 
skills, adolescents with ASD are more able to e� ectively 
communicate their needs and desires, as well as attend 
to the needs and desires of others, including their 
peers and other family members (Laugeson, Frankel, 
Gantman, Dillon, & Mogil, 2012). Adolescents also 
bene� t from an increase in social skills development in 
school with teachers as well as in employment situations 
(Cappadocia and Weiss, 2011).

One program that has been particularly e� ective in 
teaching social skills to adolescents with ASD is the 
UCLA Program for the Education and Enrichment 
of Relational Skills (PEERS; Laugeson and Frankel, 
2010; Haddad, 2013). � e PEERS intervention intends 
to improve social skills of adolescents with ASD and 
support caregivers in helping their adolescent navigate 
novel social experiences like calling a friend or joining a 
new peer group. PEERS is unique because it emphasizes 
ecologically-valid skills, role playing between group 
leaders and participants, practicing of skills in session, 
and homework assignments that are facilitated by 
caregiver involvement. Research indicates that basic 

social skills 
development 
programing 
increases 
relationship 
satisfaction 
among 
adolescents with 
ASD and their 
caregivers (Weiss, 
Cappadocia, 
MacMullin, 
Viecili, & 
Lunsky, 2012; 
Haddad, 2013; 
Chang et al., 
2014) and 
that increased 
functioning in children and adolescents with ASD 
leads to a positive increase in overall family functioning 
(Haddad, 2013).

Community Engagement Plan in Delaware

A recent needs-assessment of families a� ected by ASD 
in the state of Delaware identi� ed a critical need for 
social skills interventions among caregivers of children 
with ASD (Rhoton & Ekbladh, 2012; University of 
Delaware, 2013). Furthermore, this needs-assessment 
also highlighted the dearth of all services for families 
a� ected by ASD in Southern Delaware. At the time of 
the study, the PEERS social skills group program was 
available to families in an outpatient hospital clinic (at 
Nemours/AIDHC in Wilmington, DE) and in select 
school districts across the state. However, opportunities 
for social skills group interventions for ASD in the 
community were rare, not based on an empirically-
validated programs, and restricted primarily to northern 
parts of the state.

� e ACE Research Awards of the Delaware-CTR 
ACCEL program, a partnership between the University 
of Delaware and Delaware institutions, o� ered a unique 
opportunity to take an existing evidence-based practice 
(the PEERS program for families a� ected by ASD) 
and disseminate this program into the community. 
� is undertaking involved the engagement of several 
community partnerships: Dr. Dewey as the academic 
investigator from Nemours/AIDHC, Ms. Rose as the 
community investigator from Delaware Guidance 
Services for Children and Youth, Inc (DGS), Dr. 
Freedman as mentor from the University of Delaware, 
and Autism Delaware as a source of study recruitment 
and support.

PEERS® for Adolescents is a 16-week evidence-based social skills intervention for motivated teens in middle and high school 
who are interested in learning new ways of making and keeping friends. This internationally acclaimed program, used in 
over 35 countries, was originally developed at UCLA by Dr. Elizabeth Laugeson. During each group session, teens are taught 
important social skills and are given the opportunity to practice these skills in session during socialization activities. Parents 
attend separate sessions at the same time and are taught how to assist their teens in making and keeping friends by helping to 

expand their teen’s social network and providing feedback through coaching during weekly socialization homework 
assignments. PEERS® may be appropriate for teens with Autism Spectrum Disorder, ADHD, Anxiety, 

Depression or other social and behavioral disorders. Parent participation is required. 

Teens will learn how to:

• Use appropriate conversational skills
• Use humor appropriately
• Use electronic communication  
• Enter & exit conversations
• Be a good host during get-togethers
• Be a good sport
• Handle arguments and disagreements
• Change a bad reputation
• Handle rumors and gossip 
• Handle rejection, teasing and bullying

For enrollment information, please contact 
(310) 26-PEERS (310-267-3377) 
or email: peersclinic@ucla.edu

For more information, please visit our website at 
www.semel.ucla.edu/peers

@UCLAPEERS@UCLAPEERSwww.facebook.com/uclapeerspeersclinic@ucla.edu

Social Skills Group For Adolescents
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Study Aims

� e aims of this study were twofold; Aim 1: Build 
capacity for ASD interventions by providing formal 
education to community clinicians at DGS in PEERS; 
and Aim 2: Assess parent perspectives following 
participation in PEERS regarding social skill symptoms, 
parenting stress, and family QoL. � is project explored 
the feasibility of disseminating PEERS into community 
mental health settings by assessing community clinician’s 
perceptions of implementing PEERS prior to formal 
two-day education, after the education, and again 
following PEERS intervention. Additionally, this project 
expanded on the current research by using measures 
aimed to assess caregivers’ parenting stress and QoL, 
in addition to perceived social skills improvement, at 
baseline and following the PEERS intervention.

Method

Aim 1: Build capacity for ASD interventions by providing 
formal education to community clinicians in PEERS

� e � rst part of the study design involved educating 
community mental health clinicians on implementation 
of PEERS. � e clinical director at DGS identi� ed 
clinicians interested in expanding their clinical 
competency on ASD and providing social skills 
interventions from the agency’s � ve locations across the 
state of Delaware; these clinicians hold at a minimum 
a master’s degree in a mental health � eld. A two-day 
formal education in PEERS for these clinicians (n=15) 
was held at the DGS location in Dover, a central 
location in the state. � e education included an overview 
of ASD and adolescence led by the study authors, as 
well as instruction on using the PEERS manual led by a 
University of Delaware instructor who also disseminated 
PEERS into school-based settings. Support was provided 
to the clinicians regarding logistics as well, such as 
considerations when recruiting participants, information 
to be provided to families, and billing/documentation 
to support sustainability. In order to understand 
the feasibility of successfully holding PEERS in the 
community, clinicians completed a survey developed 
by the researchers three times over the course of the 
study: prior to the two-day education, after the two-day 
education, and following PEERS group completion 

(see Appendix A). Prior to the beginning of PEERS 
education, the study was explained to the clinicians and 
written informed consent was obtained.

Implementation of PEERS

After the two-day education in PEERS, two sets of 
PEERS groups were conducted: Set A consisted of three 
PEERS groups held at three DGS sites (Seaford, Lewes, 
and Dover); Set B consisted of two PEERS groups held 
at two DGS sites (Lewes, Seaford) conducted following 
completion of Set A. � e reduction from three sites 
to two sites occurred due to attrition of the clinicians 
trained in PEERS. Each PEERS group was held for one-
hour, once a week, for 14 weeks in the evenings. Two 
clinicians ran the adolescent group in order to role-play 
social skills, and one clinician ran the concurrent parent 
group. Topics covered included: trading information, 
two-way conversations, electronic communication, 
choosing appropriate friends, appropriate use of humor, 
entering a conversation, exiting a conversation, get-
togethers, good sportsmanship, teasing and embarrassing 
feedback, bullying and bad reputations, handling 
disagreements, rumors and gossip, and graduation 
and termination. Families that participated in 11 of 
the 14 sessions were considered to have completed 
the treatment. At each of the � rst sessions, clinicians 
explained the study to the adolescents and their 
caregivers; written informed consent from the caregivers 
and written assent from the adolescents was obtained.

Aim 2: Assess parent perspectives following participation 
in PEERS regarding social skill symptoms, parenting stress, 
and family QoL.

� e second part of the study aimed to understand the 
impact of the PEERS group on caregivers’ perspectives 
of social skills improvements and family functioning. 
� e participants were the caregivers of adolescents with 
ASD recruited from the community by � yers distributed 
by Nemours/AIDHC, DGS, and Autism Delaware. 
Inclusion criteria included caregivers of individuals with 
a historical diagnosis of ASD and evidence of average 
language and cognitive ability (based on either school/
medical records or clinician judgment) between the ages 
of 10 and 18. Exclusion criteria included non-English 
speaking families. In total, � ve PEERS groups were held 
at three DGS locations across the state of Delaware. 
� irty families enrolled in PEERS (age range of child: 
10-17; M=13 years; Males=23, Females=7), and 14 
families were considered to have completed PEERS 
(attended 11 or more sessions and the same caregiver 
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completed both pre and post measures). Caregivers 
(n=14) completed: 1) Social Responsiveness Scale, 
Second Edition (SRS-2; Constantino & Gruber, 2012; 
to measure social skills); 2) Stress Index of Parents of 
Adolescents (SIPA; Wu, 201 7; to measure parenting 
stress); and 3) Beach Center Family Quality of Life Scale 
(FQOL; Beach Center on Disabilities, 2006; to measure 
family quality of life).

Results

Regarding dissemination, this research study allowed 
for 15 community mental health practitioners to gain 
increased competency in understanding and supporting 
families a� ected by ASD as well as concrete training 
on the implementation of empirically-validated social 
skills interventions. � ese clinicians serve communities 
across the state of Delaware, and it is hoped that this 
opportunity positively in� uences their clinical practice.

� e � rst aim of this study sought to understand 
the impact of the two-day education on PEERS on 
clinician’s con� dence in delivering social skills group 
intervention, based on their ratings on a Likert Scale 
questionnaire developed by the researchers. Results 
showed that clinicians (n=14) reported increased 
con� dence in their ability to deliver social skills 
intervention following two-day education on PEERS, as 
rated on a Likert Scale with 0 being no con� dence and 
5 being most con� dence (pre: M=3.2, SD=1.3; post: 
M=4.1, SD=.9; t(14)=-2.82, p=.014). Furthermore, the 
clinicians who facilitated a PEERS group (n=9) reported 
a clinically signi� cant increase in con� dence (t(8)=-
2.309, p=.05) from post education to post facilitation of 
a PEERS group.

� e second aim of this study sought to expand 
understanding of parent perceptions on changes in 
social skills, family quality of life, and parenting stress 
pre- and post-PEERS participation. Given the attrition 
of families, there was a small sample size (n=14). Results 
showed that no di� erence was reported regarding parent 
perception of family quality of life (FQOL: t(13)=-.737, 
p=.474), social skills (SRS-2: t(11)=-1.183, p=.261), or 
parenting stress (SIPA: t(11)=.549, p=.594).

Discussion

� is study extends the evidence base for social skills 
interventions from hospital and school-based settings 
to community mental health clinicians. Primarily, this 
project explored the impact of formal education on 
PEERS for clinicians implementing this intervention. 

Second, this project assessed the possibility of changes 
in parent stress, family quality of life, and perception 
of social skills changes after participation in PEERS. 
Furthermore, this project allowed for the formation of 
novel and innovative partnerships between Nemours/
AIDHC, DGS, the University of Delaware, and Autism 
Delaware. � ese organizations each contribute valuable 
knowledge of the research and treatment for mental 
health di�  culties that a� ect children and families.

Given the results, this study shows the feasibility of 
expanding social skills interventions for children and 
families a� ected by ASD into community mental health 

settings, as 15 clinicians received additional education 
regarding social skills interventions and � ve more group 
opportunities using the PEERS program were made 
available in the community. Although the PEERS 
program did not show changes in parental perception 
of family quality of life, adolescent’s social skills, or 
parenting stress, the study was limited by a small sample 
size of 14 families completing the intervention. Future 
research is needed to understand family characteristics 
and barriers that may impact completion of social skills 
programs in the community.

Successes

� is research study allowed for the formation of novel 
partnerships and increased community engagement 
around the ASD population in Delaware. � e 
willingness of community agencies to be involved in 
opportunities to increase clinical competencies for ASD 
and serve families a� ected by ASD across the state was 
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inspiring; DGS and 
Autism Delaware 
recognized the 
need to increase 
opportunities for 
social skills and 
proved willing and 

able partners. Nemours/AIDHC and the University 
of Delaware gained greater understanding of the 
challenges associated with real-world implementation of 
empirically-validated interventions, such as billing and 
insurance restrictions, time and questionnaire burdens 
on families, and ways to successfully communicate with 
community partners.

It is a testament to the strength of Delaware’s 
collaborators in the ASD community that made this 
research study a success; Delaware gained several 
more clinicians willing and able to provide social skills 
interventions for ASD in communities where the need 
is the greatest, such as in Southern Delaware. At least 
one PEERS group is still being held at DGS in Southern 
Delaware at the time of this publication.

Lessons Learned

� is research study also illuminated future opportunities 
to make community-engaged research a success. First, it 
is critically important to have a champion identi� ed in 
the community who is able to push the cause forward; 
without leadership support from DGS, there would have 
been numerous insurmountable burdens preventing the 
clinicians from taking part in a two-day training and 
creating a new program (e.g., work requirements, billing 
di�  culties, space identi� cation, etc.). Second, ongoing 
consultation or coaching through the learning and 
implementation of empiricially-validated interventions 
is critical; no formal ongoing consultation was provided 
as part of this study, but it may have prevented attrition, 
helped to problem-solve barriers to family attendance, 
increased the support available, and provided additional 
opportunities for ASD-related learning. Follow-up 
coaching following training has proven successful to 
increase � delity of the intervention and outcomes for 
evidence-based practices in working with children with 
ASD (Kucharczyk, Shaw, Smith Myles, Sullivan, Szidon, 
& Tuchman-Ginsberg, 2012). � ird, the community 
mental health � eld is transient; though 15 clinicians 
were originally trained in PEERS, six clinicians had left 
DGS by the end of the study. � is poses challenges in 
planning for the pre- and post data needed for empirical 
research studies.

Last, the sample size in this study was small, both 
in terms of the numbers of clinicians trained and 
the number of families who participated. � ough it 
represents a success in terms of increased community 
engagement in utilizing empirically-validated 
interventions for ASD, it creates a challenge for ongoing 
empirical research. � ere are numerous family barriers 
that need to be better understood and considered when 
embarking on a research study to expand empirically-
validated interventions; these interventions might work 
well in a grant-funded academic institution, but in the 
community they might not be feasible. One burden on 
both families and institutions is that of insurance issues; 
insurance may not cover the cost of social skills groups, 
and reimbursement for the clinicians may be minimal. 
Furthermore, families of children with ASD are often 
burdened with transportation, child care, and � nancial 
responsibilities that prohibit consistent participation in 
a structured, one-hour a week time commitment lasting 
several weeks. � ese considerations highlight the need 
to consider how to adapt and modify interventions to 
meet the realities of families in real world, community 
settings.

Overall, results of this study support the continued 
collaboration between medical centers, universities, and 
community partners to extend evidence-based practices 
into the community. � is project enabled evidence-based 
interventions currently utilized in medical and school 
settings to become more readily available to families 
impacted by autism spectrum disorder. � e education 
and support of a community mental health agency in the 
needs of a unique, specialized mental health population 
will result in increased access to specialized mental 
health services. As rates of ASD grow in the United 
States (CDC, 2018), this sort of specialized training 
in community mental health agencies is essential 
for establishing competent care for those typically 
underserved in communities.
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Appendix A: Clinician Surveys

Clinician Survey – Pre PEERS Education
1. How con� dent do you feel in understanding the symptoms of Autism Spectrum Disorder (ASD)?
 1 2 3 4 5
 None    Very

2. How con� dent do you feel in treating ASD?
 1 2 3 4 5
 None    Very

3. How con� dent are you that you can e� ectively deliver social skills groups for ASD?
 1 2 3 4 5
 None    Very

4. How con� dent are you that social skills groups for ASD result in improvements for children and families?
 1 2 3 4 5
 None    Very

5. How satis� ed are you with the current interventions you use for ASD?
 1 2 3 4 5 N/A
 None     Very

6. What are you hoping to learn from the education in PEERS?
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Clinician Survey – Post PEERS Education
1. How con� dent do you feel in understanding the symptoms of Autism Spectrum Disorder (ASD)?
 1 2 3 4 5
 None    Very

2. How con� dent do you feel in treating ASD?
 1 2 3 4 5
 None    Very

3. How con� dent are you that you can e� ectively deliver social skills groups for ASD?
 1 2 3 4 5
 None    Very

4. How con� dent are you that social skills groups for ASD result in improvements for children and families?
 1 2 3 4 5
 None    Very

5. How satis� ed are you with the current interventions you use for ASD?
 1 2 3 4 5 N/A
 None     Very

6. How much do you believe the PEERS education improved your understanding of ASD?
 1 2 3 4 5
 None    Very

7. How much do you believe the PEERS education improved your interventions skills for ASD?
 1 2 3 4 5
 None    Very

8. How con� dent are you in using PEERS moving forward?
 1 2 3 4 5
 None    Very

9. What do you think will be helpful aspects of PEERS in your setting? Check all that apply.
 ❒ structured program
 ❒ didactics for adolescents
 ❒ opportunity for adolescents to interact
 ❒ caregiver participation
 ❒ other____________________________________

10. What do you think will be barriers to using PEERS in your setting? Check all that apply.
 ❒ Program is too structured
 ❒ Adolescents will not bene� t from didactics
 ❒ Adolescents will not interact with each other
 ❒ Families will not attend consistently
 ❒ Other___________________________________

11. What was most helpful about the PEERS education?

12. What would you change about the PEERS education?
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Clinician Survey – Post PEERS Intervention
1. How con� dent do you feel in understanding the symptoms of Autism Spectrum Disorder (ASD)?
 1 2 3 4 5
 None    Very

2. How con� dent do you feel in treating ASD?
 1 2 3 4 5
 None    Very

3. How con� dent are you that you can e� ectively deliver social skills groups for ASD?
 1 2 3 4 5
 None    Very

4. How con� dent are you that social skills groups for ASD result in improvements for children and families?
 1 2 3 4 5
 None    Very

5. How satis� ed are you with the current interventions you use for ASD?
 1 2 3 4 5 N/A
 None     Very

6. How much do you believe the PEERS education improved your understanding of ASD?
 1 2 3 4 5
 None    Very

7. How much do you believe the PEERS education improved your interventions skills for ASD?
 1 2 3 4 5
 None    Very

8. How con� dent are you in using PEERS moving forward?
 1 2 3 4 5
 None    Very

9. What do you think will be helpful aspects of PEERS in your setting? Check all that apply.
 ❒ structured program
 ❒ didactics for adolescents
 ❒ opportunity for adolescents to interact
 ❒ caregiver participation
 ❒ other____________________________________

10. What do you think will be barriers to using PEERS in your setting? Check all that apply.
 ❒ Program is too structured
 ❒ Adolescents will not bene� t from didactics
 ❒ Adolescents will not interact with each other
 ❒ Families will not attend consistently
 ❒ Other___________________________________

11. How likely are you to use PEERS in the future?
 1 2 3 4 5
 None    Very
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Abstract

Stroke is a leading cause of death and disability among adults 
age 65 and over in the United States. Modifi able risk factors 
for stroke include: obesity, poor nutrition, and lack of exercise. 
Sussex County, Delaware has the highest stroke rate among 
older adults in the state. Twenty-fi ve percent of the population 
in Sussex County are 65 and over and about 70% of adults 
are overweight or obese. Consistent with the social ecological 
framework, the Stroke Population Risk Tool may be used at the 
individual level to identify those at an increased risk for stroke 
and to create individualized stroke specifi c education. At the 
community level, local nutrition, fi tness, and senior services 
may be utilized - with older adults at the highest risk profi le 
participating in a 12 week stroke education program focused on 
risk reduction behaviors, nutrition and exercise classes. At the 
policy level, the Walkability Assessment Tool may be utilized to 
encourage local municipalities to identify areas of the county 
which lack safe spaces to be physically active and to develop 
a plan to create a more exercise conducive environment. 
Taken together, the proposal discusses an implementable 
plan that may, in the long-term, effectively reduce the stroke 
rates of older adults in Sussex County and allow for the early 
identifi cation of those at the greatest risk for stroke.

Introduction

Cerebrovascular accidents (CVA) are the � fth leading 
cause of death in the U.S., associated with long-term 
disability and over $34 billion in health care costs 
(Benjamin, 2015). � ough an estimated 80% of strokes 
are preventable, about 800,000 new or recurring strokes 
occur every year (Yang et al., 2017). Deaths from stroke 
were declining, but the rate of decline has slowed in 
recent years with an uptick in deaths in 2013. � is may 
be due to increases in life expectancy, obesity, reduced 
health care access, as well as an unhealthy diet, and 
physical inactivity (Yang, 2017).

Over 25% of the population in Sussex County, 
Delaware is over the age of 65 (US Census Bureau, 
2016). Delaware is an attractive location for retiring 
baby boomers and other older adults with low overall 
tax rates, a central location and tourist attractions such 
as beaches (Delaware Division of Public Health, 2016). 
By 2040 there is a projected increase of more than 50% 
in the 65 and older population (Delaware Division of 
Services for Aging and Adults with Physical Disabilities, 
2016). Among the oldest old (age of 85 and over), 
population growth is expected to double to more than 
18,000 individuals by 2040 (Delaware Division of 

Services for Aging and Adults with Physical Disabilities, 
2016). � e risk of stroke increases exponentially with 
age; stroke prevalence is about 5.7% in 60-79 year olds 
and 14-15.5% among adults age 80 and over (National 
Health and Nutrition Examination Survey, 2009-2012).

In addition to age, other primary risk factors for stroke 
are diabetes, hypertension and hyperlipidemia (Romero, 
Morris, & Pikula, 2008). Compared to their older adult 
counterparts in other areas of the state, Sussex County 
has the largest population of obese and overweight adults 
with elevated rates of diabetes (28.2%), hyperlipidemia 
(64.8%), and hypertension (64.2%) (Delaware Health 
Tracker, 2017). Older adults in Sussex County also have 
lower physical activity rates (with fewer than half of 
residents reporting regular exercise) and poorer nutrition 
(26.5% consume recommended daily servings of fruits 
and vegetables) (Delaware Health Tracker, 2017). � is 
may be due, in part, to fewer opportunities for exercise, 
an increase in fast food restaurants across the county, and 
a decrease in grocery stores supplying fresh fruits and 
vegetables (Delaware Health Tracker, 2017).

Access to quality health care may also be a barrier 
for some older adults in the county. About 20% of 
communities in the US are rural, but fewer than 10% 
of physicians practice in rural areas (Periyakoil,2010). 
As a designated Health Professional Shortage Area 
(HPSA), Sussex County has over 3,500 people per 
primary care provider (PCP). Of those, 67.5% accept 
new Medicare patients which equates to an average 17 
day wait time for an established patient and a 45 day 
wait time for a new patient (Delaware Division of Public 
Health, 2016). Some older adults also have limited 
access to reliable transportation. Rural populations must 
travel greater distances to reach healthcare facilities, 
particularly specialists, and there is often inadequate 
public transportation (Periyakoil,2010). In a community 
health survey of the three hospital systems in Sussex 
County, lack of reliable transportation was repeatedly 
highlighted as a considerable barrier to healthcare 
(Delaware Division of Public Health, 2016). Access to 
quality healthcare is associated with access to clinical 
preventative screenings and services and overall improved 
mortality (Healthy People 2020, 2017). � us, reduced 
access to care puts patients at an increased risk for stroke.

Given these individual, community and policy-level 
factors in� uencing stroke risk and access to quality 
health care among older adults in Sussex County, this 
paper utilizes a social ecological framework to begin 
to develop a tailored health plan for Sussex County, 
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Delaware. Consistent with current work emphasizing 
the need for increased collaboration between public 
health policy and community level resources to combat 
the multilevel factors contributing to chronic disease, 
this paper provides recommendations for multi-level 
interventions which may be used to e� ectively reduce 
the risk for stroke in the local community (Rattay, 
Henry, & Killingsworth, 2017).

Health Plan

Using the ecological perspective as a framework, the 
primary outcome of this health plan is to decrease 
stroke prevalence from 5.5% to less than the national 

average of 4% within 5 years (Delaware Health Tracker, 
2017). As outlined in Table 1, this will require that we 
target seniors at the highest risk for stroke and establish 
a successful health plan that integrates individual, 
community, and policy-level factors and promotes 
healthy behaviors by the use of a 12-week stroke risk 
prevention program, improved nutrition, and increased 
physical activity.

Outcomes

� e individual level outcomes are to: 1) identify 
individuals at an increased risk of stroke using the 
Stroke Population Risk Tool (SPoRT), 2) institute 

Table 1. Stroke reduction plan for Sussex county. Note: SPoRT= Stroke Population Risk Tool

Individual Level Community Level Policy Level

Outcome 1.  Identify individuals at highest risk for 
stroke.

2.  Institute individualized, patient focused 
stroke risk reduction health plan.

3.  Refer individuals at risk of stroke to 
appropriate community resources.

1.  Establish a 12-week stroke risk reduction 
workshop.

2.  Improved nutrition by improving access to 
healthy foods among seniors.

3.  Improved physical fi tness 
among seniors.

1.  Determine environmental factors 
impeding access to physical activity and 
nutritious foods.

2.  Improve the utilization of public areas for 
walking and exercise.

Performance 
Measure 

1.  Number of individuals screened for stroke 
using SPoRT. 

2.  Number of individuals participating in 
stroke risk reduction health plan.

3.  Number of individuals referred to 
community-based activities. 

1.  Number of individuals participating in 12-week 
stroke risk reduction workshop. 

2.  Number of individuals participating in 
community-based nutrition programs. 

3.  Number of individuals participating in physical 
fi tness classes.

1.  Number of Sussex municipalities using the 
Walkability Assessment Tool.

Strategy/
Tactics

1.  Use of SPoRT to identify individuals at risk 
for stroke.

2.  Develop individualized stroke risk 
reduction health plan. based on SPoRT 
score.

3.  Provide individuals with a list of 
community resources available.

1.  Initiate a 12 week education workshop 
comprised of stroke education on risk factors and 
behavioral risk reduction strategies, nutrition* 
and exercise** interventions. 

 **  Nutrition interventions include: (a) establish a community-
based senior nutrition program, (b) weekly nutrition classes 
focused on a low sodium, low cholesterol, well balanced diet; 
simple meal preparation; healthy food samples; and where to 
obtain fresh ingredients, (c) referrals to meal delivery services 
(Meals on Wheels, local grocery delivery services, mobile 
grocery stores).

 **  Exercise interventions include: (a) 20-50-minute 
choreographed exercise sessions three time a week, (b) referrals 
to community fi tness centers and exercise programs off ered at 
local senior centers.

2.  Continued follow up with health coaches after 
the 12-week workshop to encourage continued 
compliance with health plan. 

3.  Referrals to community transportation services 
to ensure access to doctor’s appointments, 
nutritious meals, and exercise opportunities.

1.  Utilization of the Walkability Assessment 
Tool.
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Delaware. Consistent with current work emphasizing 
the need for increased collaboration between public 
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1.  Use of SPoRT to identify individuals at risk 
for stroke.

2.  Develop individualized stroke risk 
reduction health plan. based on SPoRT 
score.

3.  Provide individuals with a list of 
community resources available.

1.  Initiate a 12 week education workshop 
comprised of stroke education on risk factors and 
behavioral risk reduction strategies, nutrition* 
and exercise** interventions. 

 **  Nutrition interventions include: (a) establish a community-
based senior nutrition program, (b) weekly nutrition classes 
focused on a low sodium, low cholesterol, well balanced diet; 
simple meal preparation; healthy food samples; and where to 
obtain fresh ingredients, (c) referrals to meal delivery services 
(Meals on Wheels, local grocery delivery services, mobile 
grocery stores).

 **  Exercise interventions include: (a) 20-50-minute 
choreographed exercise sessions three time a week, (b) referrals 
to community fi tness centers and exercise programs off ered at 
local senior centers.

2.  Continued follow up with health coaches after 
the 12-week workshop to encourage continued 
compliance with health plan. 

3.  Referrals to community transportation services 
to ensure access to doctor’s appointments, 
nutritious meals, and exercise opportunities.

1.  Utilization of the Walkability Assessment 
Tool.

individualized, patient-focused stroke risk health plans, 
and 3) refer at risk individuals to the appropriate 
community resources. � e community level outcomes 
are to: 1) establish a 12-week stroke risk reduction 
workshop, 2) improve nutrition by improving access to 
healthy foods among seniors, and 3) improve physical 
� tness among seniors. � e policy-level outcomes are to: 
1) determine environmental factors impeding access to 
physical activity and nutritious foods and 2) improve the 
utilization of public areas for walking and exercise.

Performance Measure

� e Stroke Population Risk Tool (SPoRT) is a valid 
and reliable measure of stroke risk in this population 
(C-stat of 0.85 with a 0.83-0.86 95% CI for men and 
0.87 with a 0.85-0.88 95% CI for women) (Manuel et 
al., 2015). � is on-line questionnaire can be completed 
in-person or over the phone with a health care worker 
every two years or during a community-based health 
screening such as those used for hypertension screenings 
(Magnum, Kraenow, & Narducci, 2003; Manuel et al., 
2015). � e SPoRT uses age, sex, BMI, and self-reported 
health behaviors (smoking, alcohol, fruit and vegetables, 
leisure physical activity, stress), sociodemographic factors 
(country, education level), and disease and immobility 
factors (history of diabetes, heart disease, previous stroke, 
hypertension, dementia, cancer, activity limitations) 
to calculate a maximum score (Manuel et al., 2015). 
� e SPoRT behavior score ranges between 0-9 for men 
and 0-11 for women. Each point increase in score is 
associated with a 12% increase in stroke risk for men 
and a 14% increase in stroke risk for women (Manuel et 
al., 2015).

As individual-level health behaviors are di�  cult to 
change, referrals to community-based programs should 
be well-documented and formal follow-up plans should 
be implemented to ensure adherence. Additional calls 
from a health care professional are recommended if 
the older adult does not use the community programs 
as recommended with a discussion of barriers (e.g., 
transportation) to program use. Community-level 
measures are to be collected monthly by quantifying the 
number of individuals participating in 12-week stroke 
risk reduction workshops, community-based nutrition 
programs, and in physical � tness classes with analyses 
on attrition, partial completion, and interviews with 
older adults in the program for quality improvement. 
At the policy level, measures will consist of the number 
of Sussex county municipalities using the Walkability 
Assessment Tool.

Strategy/Tactics

Individual Level

After identifying at-risk older adults, providers/health 
coaches/trained healthcare workers will work one-on-
one with patients to encourage healthcare autonomy 
and foster compliance with the stroke risk reduction 
health plan (Savoy, Hazlett-O’Brien, & Rapacciulo, 
2017). � is plan will directly address the patient’s 
SPoRT score as well as direct the patient to applicable 
community resources in order to encourage healthy 
behaviors. Greater patient buy-in will be encouraged 
through evidence-based practice behavioral modi� cation 
strategies such as goal setting, the establishment of a 
social network in support of the new healthier behaviors, 
self-reward and positive self-talk, as well as structured 
problem solving to help prevent relapse into less healthy 
behaviors (Kahn et al., 2002). A recent study found 
that the most in� uential health education approaches 
are tailored to the individual patient rather than generic 
behavioral materials created for the general population. 
Not only are such individualized approaches more 
relevant to the patients, but they can also be tailored to 
their level of health literacy (Moore & Johnson, 2015).

Community Level

At the community level, individualized education and 
a supportive social network are enhanced through 
educational programs geared toward the elderly 
living at home. Programs are modeled after Jeon and 
Jeong’s (2015) stroke primary prevention program 
which consisted of 12 consecutive weeks of stroke 
education on risk factors and behavioral risk reduction 
strategies, weekly nutrition classes, and exercise classes 
three times a week. � e � rst six weeks will focus on 
managing stroke risk factors such as elevated BMI, 
hypertension, dyslipidemia, etc., thus providing a strong 
foundation for the second six weeks which focuses 
on health risk behavior reduction such as stress and 
obesity management. Jeon and Jeong (2015)’s stroke 
primary prevention program signi� cantly reduced blood 
pressure, blood sugar, lipid levels, depression score, 
and BMI among the rural older adult participants. 
Following completion of this 12 week program, health 
care coaches will continue to follow these patients and 
encourage utilization of community wide nutrition and 
� tness programs. An important barrier for many older 
adults in rural areas is lack of transportation. Without 
access to a vehicle or public transportation older adults 
will be unable to participate in community programs 
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and are at risk for social isolation and dependence 
(British Columbia Ministry of Health, 2004). � is 
will be ameliorated through referrals to organizations 
providing reduced rate transportation to local shopping, 
community centers and events, pharmacies and 
other medical facilities for seniors (CHEER, 2017; 
ITNSouthernDelaware, 2018; La Red Health Center, 
2017; Lewes Senior Activity Center, 2018).

Public policy level

On a policy level, the University of Delaware’s 
Walkability Assessment Tool, which is a three-
step process engaging local stakeholders in active 

workshopping and auditing, will be used to aide local 
governments in the assessment of the strengths and 
weaknesses of their county’s degree of walkability 
(O’Hanlon, Scott, & West, 2016). Walking is one of 
the easiest and cheapest ways for residents to become 
physically active. � us, by increasing walkability 
through infrastructure enhancement, municipalities are 
not only lowering road maintenance costs, reducing 
tra�  c, and improving air quality, but they are increasing 
the level of � tness achieved by their residents and in 
turn contribute to stroke risk reduction (O’Hanlon, 
Scott, & West, 2016).

Possible funding opportunities

� is proposed program in Sussex County could be 
funded with grants through the National Institutes 
for Health (e.g. Personalized Strategies to Manage 
Symptoms of Chronic Illness, Self-Management for 
Health in Chronic Conditions, or Population Health 
Interventions: Integrating Individual and Group 
Level Evidence), as well as through partnership with 

community resources such as senior centers, Sussex 
County Health Coalition, and the Diabetes and Heart 
Disease Prevention and Control Program. Partnership 
with local organizations would strengthen the health 
plan by providing patients with a multitude of 
supportive and health promoting services as well as 
several locations and knowledgeable sta�  to assist with 
the 12 week education program.

Conclusion

High rates of stroke deaths in Sussex County, DE 
suggest there are unmet needs spanning the individual, 
community, and policy levels, particularly among 
rural-dwelling older adults with restricted health care 
access, comorbid health conditions, and poor health 
behaviors associated with CVAs. As a result, this health 
plan focuses on healthy nutrition and increased physical 
activity due to the growing population of obese and 
overweight older adults in Sussex County as well as 
the signi� cant impact obesity, poor nutrition, and lack 
of exercise play in the development and progression 
of cardiovascular disease and stroke (Delaware Health 
Tracker, 2017; Yang et al., 2017). Ultimately the 
success of this health plan will be determined by the 
performance indicator of a deceased stroke rate among 
seniors in Sussex County to below the U.S. average 
(Delaware Health Tracker, 2017).
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on symptom biology and in particular, understanding the underlying physiological, psychological, and genetic/
genomic factors that contribute to the risk of developing chronic pain following injuries.

Stacey Novello, B.S.N., R.N., C.C.R.N. is a Doctorate of Nursing Practice student at the University of 
Delaware, School of Nursing and a critical care nurse at Christiana Hospital.
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Screening Wilmington Communities through the 
Blood Pressure Ambassador Program

Dominique Medaglio, Pharm.D., M.S., Candyce Norris, B.S., Jamila Davis, B.S.

Abstract

Hypertension (HTN) is the most common chronic disease in the United States; it especially affects the African 
American community, with black men and women seeing higher rates of morbidity and mortality. A signifi cant 
opportunity exists to improve the awareness of the dangers of HTN in these communities. Started in 2011, the 
Blood Pressure Ambassador Program at Christiana Care provides a unique solution, using trained volunteers to 
conduct blood pressure screenings throughout the Wilmington area. A peer-to-peer model is used to connect 
trusted individuals from the community to their friends, family, and neighbors. The Blood Pressure Ambassador 
Program has conducted over 12,000 screenings to date, touching residents in all 12 medically underserved areas 
of Wilmington. A recent analysis of the Program found that about half of all African Americans screened were 
found to by hypertensive and one-third did not realize that they had high blood pressure.
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Introduction

Hypertension (HTN) is the most common chronic 
disease in the United States, a� ecting nearly half of all 
adults. It particularly is a major problem in the African 
American community, with black men and women 
having the highest age-adjusted incidences of HTN in 
the world (45.0% and 46.3% respectively). � is leads 
to a 4-times greater rate of end-stage kidney disease, 
a 1.5-times greater rate of death from heart disease, 
a 2-times greater rate of fatal stroke, and a 1.3-times 
greater rate of non-fatal stroke when compared to 
Caucasians. Additionally, African Americans are 2-times 
more likely than Caucasians to not know they have 
HTN and for it to go untreated.1 With the most recent 
guidelines expanding the de� nition of HTN (a lowered 
threshold from 140/90 to 130/80),2 there is signi� cant 
opportunity to improve the awareness of the dangers of 
hypertension to the public, especially within the African 
American community.3

� e Blood Pressure Ambassador Program at Christiana 
Care was created in 2011 in order to improve awareness, 
treatment, and control of blood pressure in the African 
American community. Initially a small pilot project, the 
Program recently expanded in 2015, with a team of over 
100 highly engaged community Ambassadors. As of 
August 1, 2018, 12,175 screenings have been conducted 
in Wilmington and surrounding areas. � is outreach 
program dramatically changes the way community 
members access healthcare information and resources. 
Compared to the traditional model where people travel 
to clinics, the BP Ambassador Program uses a peer-
to-peer model to connect trusted individuals from the 
community to their families, friends, and neighbors. 
Volunteers serve as Ambassadors to provide education, 
screening, and referrals to healthcare resources. � e goals 
of the BP Ambassador Program are:

To increase the awareness of the consequences of 
untreated high blood pressure in the African American 
community, focusing on medically underserved 
neighborhoods in the city of Wilmington and 
surrounding areas.

To identify African Americans with undiagnosed or 
inadequately treated HTN and connect them to care.

Developing a Team of Ambassadors

Ambassadors are recruited through � yers that are passed 
out at community events where BP screenings are 
taking place. Most of the volunteers have some personal 

connection to hypertension (either having a diagnosis 
themselves or having a family member with the 
condition). However, the most powerful recruiting tool 
has been by word of mouth from other Ambassadors.

Training: People who would like to become Ambassadors 
are required to attend one 90-minute training class at 
Wilmington Hospital and are trained by the program 
manager. � e class 
is designed to 
teach Ambassadors 
how to safely 
and e� ectively 
engage with 
the community 
and how to 
take a proper 
blood pressure 
measurement. 
Each Ambassador 
receives an 
evidence-based 
toolkit during 
the class, which 
consists of health 
promotion resources, documentation forms, and an 
automatic, noninvasive BP machine. � eir health 
promotion message includes knowing personal BP 
numbers, the complications of untreated hypertension, 
risk factors for cardiovascular disease, and how to get 
connected to healthcare resources. � is model allows 
ambassadors to perform blood pressure screenings 
independently in their own communities. After 
completing initial training, the program manager 
sends Ambassadors monthly updates about screening 
opportunities at health fairs, clinics, and special events; 
Ambassadors can also initiate screenings on their own, 
including where they may worship or live.

Engagement: To keep Ambassadors engaged with 
the program, the program manager holds quarterly 
meetings for program updates, teambuilding exercises, 
and sharing experiences. During the teambuilding 
meetings, special guests are brought in to train the 
Ambassadors on new techniques or pertinent updates, 
and Ambassadors gather supplies and information to 
distribute in the community. Teambuilding meetings 
are great to keep the Ambassadors engaged but also help 
provide the important linkage between the organization 
and the community. To ensure that the program is 
meeting the needs of the community, the Program 
receives guidance from an Advisory Committee, whose 

Screening Wilmington Communities through the 
Blood Pressure Ambassador Program
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membership consists of clinicians, representatives from 
community organizations and the state government, and 
Wilmington residents.

Screening the Community

Blood Pressure Ambassadors conduct BP screenings in 
two ways: through scheduled events or self-initiated 
sessions. � e BP Ambassador Program is a long-standing 
partner with a number of community and health-based 
events throughout the area, including Dance Your Heart 
Out, Saving Our Sisters, and Wilmington Community 
Day. Additionally, Ambassadors conduct BP readings on 
their own where they work, worship, live, and play.

Community members who agree to be screened 
complete a short information sheet, where demographics 
are collected. � e Ambassador then measures the 
participant’s BP and notes it on the sheet; a BP of 
140/90 or greater is currently used as the threshold 
for high blood pressure. If the values are found to 
be over 180/110 or if the participant requests it, the 
BP measurement is repeated. If a participant’s BP is 
found to be actively having a heart attack or stroke, 
the Ambassador would call 911 and document. � e 
Ambassador also shares information on the importance 
of ‘knowing your numbers’, the dangers of high blood 
pressure, and ways to keep BP under control. All 
participants who have a measurement of 140/90 or 
greater are encouraged to follow up with a provider 
within 1 month. Participants with measurements over 
180/110 are encouraged to immediately call their doctor 
or go to a medical aid unit or emergency department. 
Any participant without a primary care provider is 
given information to receive direct assistance navigating 
available healthcare resources.

Recent Program Impact

In 2015, the Blood Pressure Ambassador Program 
was enhanced to allow for more detailed data capture, 
including residential addresses of those who were 
screened. � e US Department of Health and Human 
Services, Health Resources and Services Administration 
(HRSA) de� nes a medically underserved area as a 

region where there is a shortage of personal health 
services for residents. � e Wilmington area has 12 
medically underserved census tracts that were targeted 
after the 2015 Program expansion; using the address 
data collected at screenings, the geographical reach 
of the Program could be mapped. Figure 1 shows the 
residential locations and density of program participants. 
� is map shows that the BP Ambassador program has 
successfully reached community members who live 
in all 12 medically underserved census tracts in the 
Wilmington area (shaded in red).

Additionally, the Program’s screenings have taken place 
at a wide variety of locations across the Wilmington 
area. Figure 2 shows the frequency of where screenings 
occurred. � e most common places where Ambassadors 
interact with community members are at special events 
(i.e. health fairs, fundraisers), healthcare settings (i.e. 
hospitals, clinics), and places of worship.

 

 

 

 

 

 

 

 

 

 

 

 

 

 Figure 1. Residential Location of BP Ambassador Participants 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 2. Locations of BP Ambassador Screenings 
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2017 Success Metrics

A prospective observational study was conducted 
January 2017 –June 2017 to analyze the program’s 
success in reaching community members unaware 
of their HTN and connecting them to care. Table 1 
shows the demographics of the study sample. A total of 
1,018 community members were included for study; 
the majority of the population was female and African-
American and the average age was 54.5 years.

As the program’s mission is to target the African 
American population, the metrics of interest for this 
analysis focused on the 651 African Americans in the 
study population; Table 2 contains the � nal results. In 

comparison to the national prevalence of HTN of 40.3% 
for African Americans,4 nearly half of the convenience 
sample was found to be hypertensive. Furthermore, 
while the national estimate of African Americans who are 
unaware of their HTN is 14.7%,5 the sample from the 
Program was nearly double this at 33.8%. � e majority 
of participants (n = 623) stated they had a primary care 
provider and health insurance. Of the 28 community 
members who reported not having a primary care 
provider and/or health insurance, 26 (93.0%) were 
connected to healthcare resource navigators.

Conclusion

� e Blood Pressure Ambassador Program has successfully 
reached Wilmington residents and has conducted 
over 12,000 screenings in the community, including 
medically underserved areas. � e 2017 analysis showed 
that there are great opportunities to make improvements 
in the awareness and control of BP in Wilmington. 
� e BP Ambassador Program is continuing to build 
on previous successes and lessons learned. Future 
work will focus on increasing African American male 
representation in the Ambassador Program and targeted 
interventions, as black males are the most a� ected by 
HTN in the US.
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Table 1. BP Ambassador Program Participants, January 2017-June 2017 

 

 

 

 

 

Table 2. Program Metrics of Success, January 2017-June 2017 African American sample 

Variable N 

Measured BP is in HTN range  
(≥ 140/90) 

320 / 651 (49.2%) 

Unaware of HTN 104 / 308* (33.8%) 

Total qualifying participants 
connected to healthcare 
resource navigation 

26 / 28 (93.0%) 

*12 persons did not respond to this survey question. 

 

Variable N =1018 
Age, mean (SD) 54.5 (15.7) 
Female, n (%) 715 (70.6%) 
Race, n (%) 

African American 
White 
Other 

  
651 (64.3%) 
206 (20.3%) 
46 (4.5%) 

Ethnicity, n (%) 
Hispanic/Latino 

  
34 (3.4%) 
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Care. Previously she served in the Department 
of Healthy Community Partnerships at Johns 
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Frank M. and Robert R. Hoopes  
Medical-Dental Lecture 2019

Tuesday, January 8, 2019 
John H. Ammon Medical Education Center 

6:30 PM Reception with cash bar 
 7:00 - 8:00 PM Presentation followed by Q&A

This educational activity supported by the Frank M. and Robert R. Hoopes Fund  
held at the Delaware Community Foundation and brought to you in a partnership  

between the following institutions.

 
Keynote Speaker

Richard  (Dick) Weems, DMD
Director, Dental Radiology and Director of  
Clinical Operations at the University of Alabama  
School of Dentistry
Co-Founder and Director of the Alabama Dental 
Mass Disaster Identification Team
Member of the national mass disaster response 
team, DMORT

Forensic Dentistry

Register online at www.delamed.org
As educational credit information becomes available, it will be posted online.
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JeffX Global Health Conference
NOVEMBER 16, 2018  I  3 - 9 P.M.

FOERDERER AUDITORIUM • COLLEGE BUILDING • 1025 WALNUT STREET • PHILADELPHIA, PA 19107

SPECIAL REMARKS 
Dr. Mark Tykocinski, MD

Provost and EVP, Academic Affairs 
Thomas Jefferson University

The Anthony F. and Gertrude M.  
DePalma Dean, Sidney Kimmel  
Medical College

KEYNOTE 
Dr. Ross D. Segan, MD, MBA, FACS

Chief Medical Officer 
Medical Devices  
Global Medical Affairs –  
Johnson & Johnson

Have you considered getting involved with global 

health as part of your career? 

Come gain hands-on problem-solving experience 

through interactive small-group workshops co-led 

and developed by internationally renowned global 

health leaders and students across schools.

Topics will highlight innovations and problem areas in the global practice of:

   • Orthopedic Surgery and Rehabilitation

   • Disaster Relief Preparedness

   • Female, Maternal and Fetal Health

   • General Surgery

   • Addiction and Behavioral Health

   • Epidemic / Pandemic Management

   • Neurosurgery, Trauma and Emergency Care

   • Global Local Interventions

This event is open to all Jefferson students. Space is limited. This event will 

count towards HMP credits and the Asano Humanities & Health Certificate. 

REGISTER HERE: https://tinyurl.com/jeffxgh18

Dinner is provided. Join us for a Post-Conference Networking event  

from 9 - 10:30 p.m. 

Sponsored by:

Office of the President, Jefferson (Philadelphia University + Thomas Jefferson University)  

Office of the Provost, Jefferson • College of Population Health • College of Life Sciences  

College of Nursing • Office of Diversity & Inclusion, Sidney Kimmel Medical College 

Office of International Affairs
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Abstract: Hepatitis C virus (HCV) is the most common blood-borne pathogen in the U.S., and Delaware has one of the 
highest sero-prevalence rates in the country. As a cause of signi� cant morbidity and mortality, it is a public health priority 
to identify and link individuals with HCV to care. � e demand of patients with HCV far exceeds the current availability of 
providers in Delaware that o� er HCV management.

Objective: To propose a framework for enabling non-specialist providers within Westside Family Healthcare to manage patients 
with HCV.

Methods: As a recipient of a Harrington Value Institute Community Partnership grant, the HIV Community Program of 
Christiana Care Health System (CCHS) started working together with the NE Wilmington pilot site of Westside in July 2018 
to: 1) provide HCV education to Westside, 2) implement an HCV care model at Westside, and 3) conduct programmatic 
evaluation of this framework’s e� ectiveness. Our goal is to improve Westside rates of HCV knowledge amongst patients and 
sta� , as well as to improve the HCV care continuum, starting with universal HCV screening.

Results and Conclusions: Results from the � rst year of collaboration will be available in August 2019. Implementation of this 
partnership will enable future expansion and continuation of HCV management amongst Westside sites.

Expanding care for patients infected with Hepatitis C 
through community partnership in Delaware

Deborah Kahal, M.D., Neal D. Goldstein, Ph.D., M.B.I., Arlene Bincsik, R.N., Tom Stephens, M.D., Karla Testa, M.D., Susan Szabo, M.D.
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Hepatitis C virus (HCV) is the most common blood-
borne infection in the United States and represents 
a signi� cant cause of morbidity and mortality.1 � e 
prevalence of chronic HCV in this country is estimated 
to be 1.0% of the general population, or approximately 
2.7 million individuals – without accounting for high-
risk, institutionalized individuals, including those who 
are homeless, undocumented, or incarcerated.2 More 
recent estimates suggest that upwards of 2-4 million 
people in the United States have HCV3 with HCV 
accounting for more deaths in our country than 60 
other infectious diseases combined, including human 
immunode� ciency virus (HIV) and tuberculosis.4 
Despite the high national prevalence of HCV, nearly 
half of HCV-infected persons are unaware of their HCV 
status2 and less than 10% of HCV-infected persons have 
been e� ectively treated and cured of HCV.5

In Delaware, there is an estimated statewide HCV sero-
prevalence rate of 13,600 individuals, or approximately 
two infected persons per 100 population (95% 
con� dence interval: 1.76-2.33 per 100 population). 
� is prevalence is one of the highest in the country.6 
While the Delaware Division of Public Health is 
actively working to increase acute and chronic HCV 
case reporting, there remains sub-optimal statewide 
HCV screening and reporting. Consequently, the 
reported HCV sero-prevalence rate is likely a gross 
underestimate of the true burden of HCV in the 
state. HCV is unfortunately a growing international, 
national and local epidemic, paralleling the striking rise 
in opioid-associated deaths and overdoses.7 Given the 
alarming and only increasing community burden of 
HCV, there is a far greater community need for HCV 
care than there is availability of specialists to provide this 
care in Delaware, New Castle County, and the city of 
Wilmington in particular.

At the same time, HCV treatment has revolutionized, 
allowing for short-courses of pan-genotypic, very 
well tolerated therapies (12 or, often times, 8 weeks 
in treatment duration) with extremely high clinical 
and real-world cure rates exceeding 95%.8,9 Moreover, 
Delaware Medicaid insurance restrictions on HCV 
treatment approval have been lifted as of 2018, allowing 
for patients with HCV and little to no accompanying 
liver damage (all the way to patients with advanced liver 
disease, or cirrhosis) to be approved for HCV treatment 
known as direct acting antiviral (DAA) therapy. HCV 
screening, evaluation and treatment guidelines for all 
patients, including patients with all HCV genotypes 
(1-6), cirrhotics and non-cirrhotics, compensated 

and decompensated cirrhotics, and HCV treatment-
experienced and treatment-naïve patients are clearly 
delineated in frequently updated specialty guidelines.10

In light of the growing HCV epidemic, improved 
HCV treatment options, expanded HCV management 
guidelines and access to HCV treatment, as well as 
limited availability of specialists to care for patients 
with HCV, there is an increasing demand for primary 
care providers (PCPs) and patients’ pre-existing medical 
homes to provide the full range of HCV care along 
the HCV care continuum (Figure 1), spanning all the 
way from HCV screening through HCV treatment 
and cure. � ere is a growing body of evidence that 
appropriately trained PCPs are able to treat and cure 
HCV as successfully as specialists.11 Additionally, the 
utilization of patient navigation – an intervention 
employed in chronic and infectious disease management 
to improve health outcomes by addressing patient- 
and systems-level barriers to care and treatment – is 
demonstrated to be particularly e� ective in improving 
health outcomes in high-need populations, including 
low-income and minority populations.12 Regional 
HCV patient navigation programs, such as the “Check 
Hep C” program in New York City and the “C a 
Di� erence” program of Philadelphia FIGHT, serve as 
prime illustrations of highly successful patient navigation 
programs resulting in improved HCV treatment 
outcomes. Real-world data supports that “on-site clients” 
who are able to receive wrap-around, integrated HCV 
care within their medical home lead to improved clinical 
outcomes.11,12,13

With support from the Harrington Value Institute 
Community Partnership Fund, Westside Family Health 
Care and Christiana Care Health System (CCHS) HIV 
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Community Program have undertaken a community-
based collaboration to expand Westside’s ability to 
care for patients with HCV throughout the care 
continuum in order to improve HCV-related health 
outcomes. � ese health outcomes extend beyond the 
full HCV care continuum, additionally including 
post-treatment follow-up and surveillance, ongoing 
targeted risk reduction counseling, recommended 
vaccinations and referral for hepatocellular carcinoma 
(HCC) and/or variceal screening when clinically 
indicated. � e attainment of improved HCV health 
outcomes also mandates patient linkage, engagement 
and retention in HCV care, and ensuring that clinically 
complex patients, such as those patients who are HCV 
treatment-experienced, prior HCV treatment failures, 
HCV re-infections, su� ering from compensated or 
decompensated cirrhosis or concomitant HCC, et al. are 
appropriately referred and linked to specialty care.

As the largest federally quali� ed health center in 
Delaware, Westside cares for approximately 31,000 
patients at � ve sites throughout the state. � is 
partnership will focus on the 16,000 adult patients 
served at Westside’s two Wilmington clinical sites. � e 
Westside Northeast clinical site, serving as the pilot site 
during the � rst year of collaboration, has an active adult 
patient panel of nearly 4,000 unique individuals which 
equates to an extremely conservative estimate of 80 adult 
patients with HCV. � is community-based partnership 
will build upon pre-existing strong ties between CCHS 
and Westside and provide the necessary support to 
educate, train, and empower Westside to provide 
HCV care in the familiar and trusted environment of 
patients’ pre-existing medical home. � e timing of this 
partnership also coincides with Westside instituting 
on-site medication assisted therapy (MAT) for patients 
with opioid dependence in addition to increasing on-site 
services for patients with substance use disorders. � is 

collaborative e� ort represents the � rst concerted e� ort 
to train PCPs in Delaware to deliver HCV specialty care 
within patients’ pre-existing primary care home.

� ere are three major components to this partnership: 
1) education surrounding HCV infection, treatment, 
and management, 2) implementation of the HCV 
care continuum with universal HCV screening, and 3) 
data collection for program evaluation. � e education 
component provided to Westside sta� , including a 
designated HCV patient navigator, includes in-person 
didactic sessions, clinical preceptorships and mentoring, 
site-speci� c reference materials, as well as real-time 
access to Infectious Diseases specialist consultation (by 
providers within the CCHS HIV Community Program). 
� e HCV patient navigator will work closely with 
Westside pilot site patients with HCV to ensure they are 
adequately linked, engaged and retained in appropriate 
HCV care. Concomitantly, Westside patient education 
includes visuals such as posters and infographics which 
emphasize the importance of HCV screening. Tandem 
with the provision of HCV education and the utilization 
of a designated HCV patient navigator, Westside 
and the HIV Community Program are working 
towards improving electronic medical record prompts, 
implementation of universal HCV screening among 
adult patients, and movement through the HCV care 
continuum.

Evaluation of this community-based partnership is 
ongoing and includes a mixed-methods approach of 
quantitative and qualitative data. We will examine 
changes from pre- and post-intervention focusing 
on rates of HCV screening and diagnosis, staging, 
treatment, cure and post-treatment care, as well as 
characterization of external HCV referrals. Along with 
quantitative data, Westside patients’ and sta�  HCV 
knowledge will be tracked with regular administration 
of a validated HCV questionnaire.14 Administration 
of qualitative interviews of Westside providers will 
provide a richer understanding of how this partnership 
a� ects providers’ subjective experiences and feelings 
surrounding the provision of HCV care.

 

Figure 1. Hepatitis C care continuum
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� is partnership aims to improve rates of HCV 
knowledge amongst Westside patients and providers as 
well as improve the HCV care continuum, starting with 
universal HCV screening. � e engagement of a HCV 
patient navigator to aid in educational e� orts and help 
patients with HCV to navigate their HCV care will 
further bolster our goal of improving HCV knowledge 
and linkage to and through care. As Westside PCPs are 
able to provide highly-competent HCV evaluation, 
care, treatment and post-treatment follow-up, we expect 
this program to not only succeed in decreasing the 
community burden of HCV and strengthening Westside 
and CCHS’s existing relationship, but also to increase 
the capacity of the HIV Community Program to provide 
HCV specialty care, thereby improving the overall health 
of the populations served by these healthcare providers.
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preventable diseases, sexual minority health, pediatric infectious diseases, and women’s health surrounding pregnancy. He 
also possesses a background in biomedical informatics with detailed knowledge of hardware and software in the healthcare 
domain. Most recently, he has focused on translational epidemiology, or moving from knowledge generation to application 
and advocacy. He writes a science blog, which is available at www.goldsteinepi.com/blog.

Susan Szabo, M.D. is the Medical Director of 
the HIV Program at Christiana Care Health 
System. Since 1993, she has been responsible for 
coordinating and overseeing the care of patients 
with HIV infection. 

Dr. Stephens works at Westside 
Family Heathcare and specializes 
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COMMUNITY ENGAGED RESEARCH LEXICON
OF TERMS

Allostatic Load
� e wear and tear on the body that accumulates as an 
individual is exposed to repeated or chronic stress.

Cirrhosis
A chronic disease of the liver marked by degeneration of 
cells, in� ammation, and � brous thickening of tissue. 

Community Advisory Panel
An advisory panel or board, consisting of representatives 
of the general public, who meet with representatives of 
the study or institution to relay information between 
groups.

Community Health Worker
Members of a community chosen by community 
members or organizations to provide basic health 
and medical care to their community. � is includes 
preventive, promotional, and rehabilitative care. CHWs 
bridge cultural and linguistic barriers, expand access to 
coverage and care, and improve health outcomes for 
their communities.

Comorbidity
� e simultaneous presence of two or more chronic 
diseases or conditions in a patient.

Compensated Cirrhosis
� e liver is scarred, but still able to perform most of its 
basic functions at some level.

Decompensated Cirrhosis
Liver damage and scarring has progressed to the point 
where the liver can no longer function properly, the 
patient begins to experience more severe symptoms 
of liver disease, and the risk of severe complications 
will increase.

Demographics
Statistical data relating to the population and groups 
within populations. � ese data can include age, income, 
education, etc.

Disparity
Di� erences or imbalances. Lack of equality.

Empirical
Based on or veri� ed by observation or experience, rather 
than theory or logic.

Evidence Based Practice (EBP)
� e integration of clinical expertise, patient values, and 
the best research evidence into the decision making 
process for patient care.

Focus Group
A demographically diverse group of people assembled 
to participate in a guided discussion about a particular 
subject.

Generalizability
In study design, this is the ability of a study’s � ndings 
and conclusions based on its sample population to be 
extended to the population at large.

Genotype
� e genetic constitution of an individual organism.

Grey Literature
Materials and research produced by organizations 
outside of the tradition commercial or  academic 
publishing and distribution channels. Common 
publication types include reports, working papers, 
government documents, white papers, and evaluations.

Hyperlipidemia
Also known as high cholesterol. Abnormally high 
concentration of fats or lipids in the blood.

Hypertension
Also known as high blood pressure. Blood pressure 
readings of over 140/90 are considered high.

Intervention
An action or study undertaken to attempt to improve a 
medical situation. 

Likert Scale
A type of rating scale used to measure attitudes or 
opinions. With this scale, respondents are asked to rate 
items on a level of agreement. Most usually strongly 
agree, agree, neutral, disagree, and strongly disagree are 
used, but variations can be used based on frequency 
(always, sometimes, never), quality (very good to very 
bad), likelihood (de� nitely to never), and importance 
(very important to unimportant). 
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Medical Home
A team-based health care delivery model which provides 
comprehensive primary care. A lead health care provider 
or practice-based care team provides comprehensive and 
continuous medical care to patients to maximize health 
outcomes and facilitate partnerships between patients, 
clinicians, medical sta� , and families.

Mixed Methods Research
A methodology for conducting research that involves 
collecting, analyzing and integrating quantitative and 
qualitative research.

Morbidity
� e condition of being diseased, the rate of disease in a 
population.

Mortality
Death, especially on a large scale.

Multimodal
Using many methods.

Needs Assessment
A process used by organizations to determine priorities, 
make improvements, or allocate resources. It determines 
the gaps between the current state and the wanted 
condition.

Pan-Genotypic
A drug that treats numerous genotypes.

Pathophysiology
� e disordered physiological processes associated with 
disease or injury.

Patient Navigator
An individual who guides patients with suspicious 
� ndings or a given diagnosis through and around 
common barriers in the health system to help ensure 
timely diagnosis and/or treatment.

Peer-to-Peer Model
A research approach wherein members of the research 
target group adopt the role of active researchers, 
interviewing their peer group about experiences relating 
to the research topic.

Pilot Program
Also known as: feasibility study, experimental trial. A 
small-scale, short-term experimental project or program 
that helps determine how a large-scale project or 
program might work in practice.

Prevalence 
� e proportion of a population found to be a� ected 
with a particular disease or medical condition at a given 
time.

Quality of Life (QOL)
� e general well-being of individuals and societies, 
outlining negative and positive features of life. QOL 
includes physical health, family, education, employment, 
wealth, safety, security, freedom, religious beliefs, and the 
environment.

Qualitative Research
A scienti� c method of observation to gather non-
numerical data. � is type of research often looks at 
concepts, characteristics, and descriptions, and is often 
used in the social and natural sciences disciplines. It may 
include things like personal interviews or focus groups.

Quantitative Research
A systematic, empirical investigation of observable 
phenomena via statistical, mathematical, or 
computational techniques. It may include experiments, 
randomized control trials, surveys, observational studies, 
etc.

Recidivism
� e tendency of a convicted criminal to reo� end.

Sampling
� e act of selecting a suitable representation of a 
population. Because studies cannot e� ectively study 
the entire population, a small sample must be gathered 
instead. To be an e� ective sample, the sample population 
must be representative of the population in question. 
Di� erent types of sampling include snowball sampling 
(existing study subjects recruit future subjects from 
among their acquaintances), random sampling (members 
are selected by chance), convenience sampling (a study 
recruits subjects based on convenience (i.e. all the 
students in a class)), etc.

Sero Prevalence
� e level of a pathogen (bacteria or virus) in a 
population, as measured in the blood.

Socioeconomic Status (SES)
An economic and sociological combined total measure 
of a person’s work experience and of an individual’s or 
family’s economic and social position relative to others, 
based on income, education, and occupation.
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Social Determinants of Health
Biological, socioeconomic, psychosocial, behavioral, and/
or social factors that contribute to a person’s current state 
of health. � ese include biology, genetics, individual 
behaviors, social environment, physical environment, 
access to health services and quality health care.

Social Ecological Framework
A theory-based model that considers the interplay 
between individual, relationship, community, and 
societal factors, and how these determine behavior.

Theme
In research, especially qualitative research, a theme is an 
idea, subject, or topic of discourse that arises amongst 
many study participants as important to the topic at 
hand.

Translational Research
An approach to research that emphasizes partnership 
between researchers and communities, and seeks to 
include the voice of those who are likely to be impacted 
by this research. New knowledge or research is used to 
create new approaches for prevention, diagnosis, and 
treatment of disease. 

Validation
Proving the accuracy of something, to con� rm. In 
research, a survey instrument or measurement device 
must be validated (proved to be accurate).

COMMUNITY ENGAGED RESEARCH 
RESOURCES

� e Delaware Academy of Medicine/Delaware Public Health Association strives to be engaged in and relevant to our Delaware 
community. Our mission is to enhance the well-being of our population, and we work with Delaware Hospitals, Universities, 
and other non-pro� ts to bring you the most recent, up to date health knowledge available. But you know things about your 
communities that we do not. You know the problems, challenges, and issues that are facing your neighborhoods and families. 

� e topic of this month’s Journal is Community Engaged Research (CER). � is type of research allows individuals, commu-
nities, and groups to engage with more “traditional” research institutions and implement the programs that their communities 
need. So speak up! Below you will � nd several resources in Delaware dealing with CER, but they are not  the only ones. Go 
out into your communities and � nd the groups, � nd the people doing the work, and join them. If you have any questions, or 
would like contact information for the groups or projects listed in this edition of the journal, drop us a line. 

CER doesn’t work without the community. Only by working together can we make Delaware healthier and happier than it has 
ever been!

ACCEL Community Engaged Research 
https://www.de-ctr.org/ace-award | Create and expand Community-Academic Research Partnerships by developing 
a cadre of independent Community Engagement Scholars in Delaware trained to conduct research that engages the 
community. 

Patient Centered Outcomes Research Institute (PCORI)
http://www.pcori.org/ | Established to fund research that can help patients and those who care for them make bet-
ter-informed decisions about the healthcare choices they face every day, guided by those who will use that information.

University of Delaware: Partnership for Healthy Communities 
https://sites.udel.edu/healthycommunities/ | Seeks to improve the health and well-being of Delaware residents, 
especially those living in communities that experience social and economic disadvantages. A partnership with 
community-based organizations, state and local agencies, students, and University of Delaware researchers. 
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Information for Authors

Submission Requirements
� e DJPH accepts a wide variety of submission formats 
including brief essays, opinion editorials pieces, research 
articles and � ndings, analytic essays, news pieces, 
historical pieces, images, advertisements pertaining 
to relevant, upcoming public health events, and 
presentation reviews. If there is an additional type of 
submission not previously mentioned that you would 
like to submit, please contact a sta�  member.

Submissions should be completed under general 
APA guidelines for formatting and citations. Articles 
should be written in Microsoft Word format, in a clear, 
easily readable font with 1.5-inch to 2-inch spacing, 
and 1-inch margins. � e suggested font is 12 point 
Times New Roman. Once completed, articles should 
be submitted via email to ehealy@delamed.org as an 
attachment. Graphics, images, info-graphics, tables, 
and charts, are welcome and encouraged to be included 
in articles. Please ensure that all pieces are in their 
� nal format, and all edits and track changes have been 
implemented prior to submission. 

Submission Length
While there is no prescribed word length, full articles 
will generally be in the 2500-4000-word range, and 
editorials or brief reports will be in the 1500-2500-word 
range. If you have any questions regarding the length 
of a submission, or APA guidelines, please contact a 
sta�  member. 

Copyright
Opinions expressed by contributors and authors do 
not necessarily re� ect the opinions of the DJPH or 
a�  liated institutions of authors. Copying for uses other 
than personal reference or interest without the consent 
of the DJPH is prohibited. All material submitted 
alongside written work, including graphics, charts, 
tables, diagrams, etc., must be referenced properly in 
accordance with APA formatting. 

Con� icts of Interest
Any con� icts of interest, including political, � nancial, 
personal, or academic con� icts, must be declared prior 
to the submission of the article, or in conjunction with 
a submission. Con� icts of interest are any competing 
interests that may leave readers feeling misled or 

About the Journal

Established in 2015, � e Delaware Journal of Public Health is a bi-monthly, peer-reviewed electronic publication, 
created by the Delaware Academy of Medicine/Delaware Public Health Association. � e publication acts as a 
repository of news for the medical, dental, and public health communities, and is comprised of upcoming event 
announcements, past conference synopses, local resources, peer-reviewed content ranging from manuscripts and 
research papers to opinion editorials and personal interest pieces, relating to the public health sector. Each issue is 
largely devoted to an overarching theme or current issue in public health. 

� e content in the Journal is informed by the interest of our readers and contributors. If you have an event coming 
up, would like to contribute an Op-Ed, would like to share a job posting, or have a topic in public health you would 
like to see covered in an upcoming issue, please let us know.

If you are interested in submitting an article to the Delaware Journal of Public Health, or have any additional 
inquiries regarding the publication, please contact DJPH Deputy Editor Elizabeth Healy at ehealy@delamed.org, 
or the Executive Director of � e Delaware Academy of Medicine and Delaware Public Health Association, 
Timothy Gibbs, at tgibbs@delamed.org 

Public Health
Delaware Journal of

Submission Guidelines
updated October 16, 2018
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deceived, and/or alter their perception of subject 
matter. Declared con� icts of interest may be published 
alongside articles in the � nal electronic publication.

Nondiscriminatory Language
Use of nondiscriminatory language is required in all 
DJPH submissions. � e DJPH reserves the right to 
reject any submission found to be using sexist, racist, 
or heterosexist language, as well as unethical or 
defamatory statements. 

Additional Documents and Information for Authors
Please Note: All authors and contributors are asked 
to submit a brief personal biography (3 sentences 
maximum) and a headshot along submissions. � ese 
will be published alongside � nal submissions in the 
� nal electronic publication. For pieces with multiple 
authors, these additional documents are requested for 
all contributors. 

Abstracts
Authors must submit a structured or unstructured 
abstract along with their article.

� e word limit is 200 words, including headings. A title 
page should be submitted with this abstract as well.

Structured abstracts should employ 4-5 headings:

Objectives (begins with “To…”)
Methods
Results
Conclusions
A � fth heading, Policy Implications, may be used if 
relevant to the article.

Trial Registration information is required for clinical 
trials and must be included in the � nal version abstract

All abstracts should provide the dates(s) and location(s) 
of the study is applicable.

Note: � ere is no Background heading.

Example of Information in Abstract

Objective: State the objective or study question starting with “To …” (e.g., “To determine whether…”).

Methods:  Provide the basic design, place, year(s), setting, and number of participants of the study. If 
applicable, include the name of the study, the duration of follow-up. Indicate exposure and 
outcomes.

Results: Include quantitative results.

Conclusions:  Provide only conclusions of the study that are directly supported by the results, whether positive 
or negative.

Policy implications:  Provide a statement of relevance indicating implications for health policy, avoiding 
speculation and overgeneralization. 

Trial Registration:  For clinical trials, the name of the trial registry, registration number, and URL of the 
registry must be included in the cover letter ONLY and in the manuscript only after it is 
o�  cially accepted.

Relevant Abbreviations should be mentioned here and will not be counted in the word limit.
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