
 

 
 

ADIRA FOUNDATION 
Recommendations for Community Engagement and Outreach  

Targeting People of Color 
 

I. EXECUTIVE SUMMARY 
Adira Foundation (“Adira”) retained GOOSTOCK Consulting, LLC. (“GOODSTOCK”) to develop a 

community engagement strategy targeting people of color (POC). An assessment was conducted with 

Greg Smiley, Founder & CEO and Lauren Ruiz, Program Manager in October 2020 to clarify the goals and 

priorities of Adira’s community engagement efforts. The following report captures: (1) feedback to the 

assessment; (2) recommendations and prospective activities based on the experience/perspective of 

GOODSTOCK and insights gleaned from focus groups and key informant interviews conducted by 

GOODSTOCK in fall 2020 on the behalf of Adira; and (3) tools and resources to support the 

implementation of outlined activities.  

 

Recommendation Overview 
Following are the priority recommendations for increasing engagement and outreach specific to 
communities of color for which GOODSTOCK has also identified supporting activities: (1) Prioritize 
Network Mapping & Network Building; (2) Develop a Targeted Partnership Strategy; (3) Develop & 
Implement Engagement Opportunities; and (4) Deploy Targeted Communication Efforts.  Implementing 
the recommendations and corresponding activities will require both the targeted/dedicated support of 
identified staff members, and the input and expertise of key stakeholders and consultants with lived 
experience and expertise relating to the engagement of POC and POC serving organizations (and key 
allies). 
  
Activity Categories & Order of Implementation 
The identified activities can be placed in one of the four categories below, with each type of activity 
yielding varying outcomes and benefits. Process activities should be implemented first, with the 
prioritization of other activities dependent on the interest and identified direction of Adira. Moving in 
the direction of mutual interest/energy (be this internal or that of prospective partners) can often result 
in early and/or quick wins.  

• Process: these activities, including network mapping and developing a POC specific strategic plan are 
foundational to advancing POC and equity focused projects and interventions.   

• Engagement: these longer-term activities or interactions with key stakeholders help build authentic 
and deep relationships. They can take place over extended periods of time, and help build a cadre of 
invested stakeholders or ambassadors who reap the benefits of and/or help advance the mission of 
Adira. 

• Events: these stand-alone and shorter-term events are typically designed to attract a larger number 
of individuals for a less in-depth interaction such as a training or educational workshop (virtual or  
in-person). These events help increase the reputation and profile of Adira without the deeper 
relational benefits of longer-term engagement efforts. 

• Communications: activities falling in this category are designed to both increase the profile and 
reputation of Adira (further positioning the organization as an ally, thought-partner, and content 
expert/influencer) 



 

 
 

II. ASSESSMENT FEEDBACK 

1) Are there specific types of organizations/institutions and/or sectors with whom you would 
prioritize establishing relationships, and why? 

• (GS) We have to introduce ourselves to all sectors: first the health-specific:  Representatives 
from U.S. government, state governments, pharma, bio, private insurers, pharmacies, patient 
associations, advocacy groups, research institutions, public foundations, private foundations, 
“boundary spanners” like the National Alliance on Caregiving. Those are musts, and those are 
the health-specific groups.  

• (GS) In addition, we also need to reach higher—to work with those which may be health-
adjacent – not visibly connected to health but whose larger missions, larger ways of working are 
about helping people about building families/ communities / and being empathetic and 
responsive.  For instance, I may not see the U.S. Tennis Association (USTA), National Public Radio 
(NPR), the Professional Association of Diving Instructors (PADI), the United Nations Staff 
Association, and the United Methodist Church (UMC) – affiliations that I personally have had at 
points in my life—as being primarily health focused in the traditional ways; but I do believe that 
if presented with an opportunity to work with or for people with a family of 5 
neurodegenerative diseases, I believe we could find some common ground to work on.  I believe 
given something of the right scope and something that doesn’t look too “niche” like ALS alone 
or Parkinson’s by itself, there might be greater possibility of a common project. So we have to 
target both.  

• (LR) Direct service organizations primarily serving POC impacted by ND because those are the 
organizations patients and caregivers trust. We will be able to engage with POC impacted by ND 
and identify, from those organizations primarily assisting them, which gaps in service persist. 

• (LR) Prioritize engaging with organizations and individuals in the non-profit and private sectors. 

These are the orgs/people we can immediately have impact on and gain support from. 

2) What are your greatest priorities as it relates to increased engagement with POC focused 
organizations? 

• (GS) Health care is principally unfair. It stratifies people by how much they can afford, who they 
know at institutions, where they live, how much ingenuity and time they have, and worst of all, 
how they sick they are or likely will be. Further, it is isolating and scary.  Different institutions 
within health care push patients (and therefore costs) to someone else, driving the sickest 
patients into a corner.  

• (GS) So half of my answer is to reach out to those who are the most in need of active help.  I see 
Medicaid expansion as passive help.  Some people need detectives to come find them because 
they’ve been pushed into too many isolated corners. This could be of their color, their rural 
location and huge distance from any comprehensive health centers, their language.  I can’t say 
that engaging POC is the right proxy for health inequities—it our larger corner is about fairness 
and fighting isolation; but I do believe that actively reaching out for connections and coming to 
it from the front door and not in through the side door, is a healthier approach. The second half 
of the answer is sort of like in the previous question.  I’d like us to find those POC organizations 
that are not only health-specific but health-adjacent which is why reaching the AKAs and others 
in the Divine Nine is appealing.  To use your term—we don’t need to Columbus into territory 



 

 
that’s already been well-established, let’s see if there is benefit working for larger institutions 
(Southern Poverty Law Center) to work on larger populations (Adira’s 5) 

• (LR) For Adira to better represent, through our programs and priorities, the full community of 
people impacted by ND; to ensure organizations focused on serving POC impacted by ND are 
aware of Adira and have the opportunity to apply for funding; to direct program funding toward 
programs and services which are addressing the greatest needs of POC impacted by ND.     

 
3) Why does engaging with POC focus organizations matter to Adira? 

• (GS) Adira holds Equity, Shared identity, Reduction of Isolation as core values.  Working with 
POC is part of that.  In fact, to NOT actively engage POC would be a glaring problem.  

• (LR) The core of Adira’s activities stem from convening the voices of those most impacted by ND 
to elevate their priorities in the health care and social care systems. We know that POC are 
impacted by ND in large numbers, most extensively via Alzheimer’s and MS (the 2 largest Adira 
focused ND populations), and experience disparities in care across the spectrum. We need to 
make sure we are making intentional efforts to engage with communities of color to properly 
address these issues.   

 
4) What does Adira hope to gain from increased engagement of POC focused organizations? 

• (GS) Ways of work on health-related issues from both a health-specific and a health-adjacent 

point of view.  

• (LR) Relationships/stronger relationships with organizations serving those impacted by ND, 
including: (1) opportunities for collaboration; (2) broader pool of organizations to fund; (3) 
leverage for other introductions (to other potential partners or donors); (4) better 
understanding of how POC focused organizations exist within larger ND network 

• (LR) Awareness/recognition of Adira in communities of color/amongst organizations, including: 
increased engagement via social media; (2) participation in surveys/convenings/focus groups; 

• increase in individual stories collected/shared 

• Better understanding of issues specifically affecting POC impacted by ND, including: (1) better 
understanding of the health and social care systems; and (2) better understanding of priorities 
of POC impacted by ND          

 
5) What relationships/social capital within Adira’s staff and board do you think can be most 
effectively leveraged in support of establishing relationships with POC focused organizations? 

• (GS) Some ideas though I haven’t done a full inventory:  
o My work on HIV and my history with both leaders of color in HIV but also organizations 

with a POC emphasis 
o Multiple board members with experience in HIV and city and county health work—Laura 

Hanen probably has the deepest bench of existing relationships in working with people 
of color 

o My work in eastern and southern Africa and relationships I’ve built with people working 
there or on behalf of people there.  Working with the United Nations which is inherently 
built by and for people of all ethnicities.  

o Two board members, Zen Melesse and Helen Frary, who share those UN histories. 
o New board member, Cynthia Gomez, who has served on many national advisory panels 

related to health equity.  



 

 
o Adira staff, the majority of whom have both professional and personal POC 

relationships.  I don’t want to speak for them—I’d rather they speak themselves to this. 

 
III. RECOMMENDATIONS 
 
Based on input to the assessment of community engagement needs identified by Adira staff, four key 
areas have been outlined to develop and strengthen Adira’s engagement with and impact on 
communities of color as it relates to the organizations prioritized neurodegenerative diseases (ND). To 
help support the implementation of recommendations outlined below GOODSTOCK suggests:  

1) A subset of staff members supports the development and implementation of a community 
engagement strategic plan targeting people and communities of color (which incorporates 
recommendations and activities below as deemed appropriate, and additional activities 
identified within the team); 

2) The engagement of people of color living with or impacted by Adira’s prioritized ND to help 
inform and vet the development and implementation of activities in response to 
recommendations below; 

3) The ongoing engagement of advisors, stakeholders and consultants with lived experience and 
expertise relating to the engagement of communities of color and POC serving organizations. 

 
RECOMMENDATION 1: Prioritize Network Mapping & Network Building  
Based on Adira being a new organization that is still clarifying funding and programmatic priorities, a 
critical first step for the organization to increase both visibility and name recognition among POC and 
POC serving organizations is to engage in personal network mapping to identify where current 
relationships and influence exist specific to POC and POC serving organizations. A personal network is a 
set of human contacts known to an individual, with whom that individual would expect to interact at 
intervals to support a given set of activities. Personal networks are intended to be mutually beneficial, 
extending the concept of teamwork beyond the immediate peer group. 
 
Suggested activities to be implemented by Adira: 

• Encourage Adira staff and board members to conduct a personal network inventory to identify 
POC, POC serving organizations, and key allies that could potentially increase the impact of Adira 
on communities of color (through introductions to new participants/stakeholders/supporters to 
the organizations, providing feedback to Adira’s funding and program efforts, volunteering  
needed skills based-supports, etc.). See Personal Network Map template in the Tools and 
Resource section below; 

• Send outreach emails to all individuals identified through the personal network mapping process 
which includes both an overview of Adira and opportunities for them to learn more or become 
engaged; 

• Encourage and equip staff and board members to host “friend-raisers” to increase the number 
of POC friends and/or supporters within the Adira network that are actively engaged in and/or 
champion the efforts of the organization.  

 
RECOMMENDATION 2: Develop a Targeted Partnership Strategy  
Two key priorities expressed by Adira staff for to the development of partnerships specific to POC and 
POC serving organizations (gleaned both from responses to the assessment questions above and 



 

 
feedback provided to GOODSTOCK) include:  (1) a desire to engage with traditional partners actively 
addressing their prioritized ND (national disease focused organizations, national caregiver organizations, 
ND support groups, clinical and health care focused organizations, etc.); and (2) an interest in engaging 
non-traditional patients (as opposed to “professional patients” who might already be actively engaged 
in organizations based on their own ND diagnosis), and non-traditional partners including civic 
organizations, fraternities and sororities, faith based institutions, private sector institutions, etc. 
 
There are barriers and opportunities as it relates to Adira actively establishing partnerships with 
traditional partner organizations.  GOODSTOCK believes that a primary barrier to Adira partnering with 
more traditional organizations working in the ND space (both POC serving organizations and those 
without this specific focus) is the possibility that they will view Adira as a competitor and be reluctant to 
engage. GOODSTOCK views the primary opportunities to engage with traditional organization as: (1) the 
ability of Adira to support and/or supplement services and programming through grants and funding, 
and (2) the positioning of Adira to serve as the umbrella organization focused on amplifying the message 
and impact of disease specific organizations working to address Adira’s prioritized ND.   
 
To identify fruitful partnership opportunities with both traditional and non-traditional POC serving 
organizations, Adira must seek to understand the value it adds to the existing services and offerings of 
these organization and seek to better understand - from a partner perspective - what’s in it for them 
(WIFT).   
  
Suggested activities to be implemented by Adira: 

• Conduct a SWOT Analysis (or the comparable and more strengths-based SOAR Analysis) to 
clarify how Adira is currently positioned as it relates to engagement of POC and POC serving 
organizations; 

• Develop a strategic plan specific to increasing Adira’s engagement of and impact for POC and 
POC serving organization.  GOODSTOCK recommends a two-year plan with SMART goals 
(specific, measurable, achievable, relevant/realistic, and time-based goals), with the first year 
focused on clarifying, establishing and strengthening key relationship, and the second year on 
the development and implementation of identified and prioritized activities. 

o Prioritize which traditional and non-traditional partners to engage. See Prospective 

Partner Organizations in Tools & Resource section below - a starting point only that will 

require the inclusion of additional organizations based on Adira’s identified partner 

priorities; 

o Prioritize issues around which there exists national discussion/interest which Adira is 

best positioned to support and advance with key partners (mental health, caregiver 

support, social determinants of health, etc.)  

o A comprehensive listening tour with prioritized POC and POC serving organizations will 
be critical in supporting Adira in more fully understanding the types of 
activities/programming/funding to support  

• Pursue opportunities to engage with the pharmaceutical industry. There’s a disparity in POC 
obtaining their medication. Focus specifically on improving communication and access issues 
between the pharmaceutical industry and the communities of color impacted by ND  for major 
impact. 
 



 

 
Questions to Consider Prior in Establishing Partnerships to Increase POC Engagement & Impact: 

• What’s in it for them (partner organization)? 

• What’s in it for us (Adira)? 
o In what way’s does this prospective partnership help advance our mission? 
o What value does this prospective partnership yield for our key stakeholders? 
o What would success look like from our perspective should this partnership move 

forward? 

• In what ways can we tangibly supplement or enhance the existing efforts of this prospective 
partner organization? 

• What gaps in services offered by the prospective partner organization is Adira best suited to 
fill/address (either through funding, collaborative programming, networks and connections, 
etc.) 

 
RECOMMENDATION 3: Develop & Implement Engagement Opportunities 
In addition to seeking input from POC to help inform Adira’s funding and program priorities (to which 
Adira has demonstrated clear commitment), developing and implementing engagement opportunities is 
critical to not only attracting but retaining POC and POC serving organizations as key stakeholders. 
Beyond being engaged as a resource, the engagement opportunities offered by Adira for POC and POC 
serving organizations will help further clarify what’s in it for them – be that network building, tapping 
into resources, leadership and professional development opportunities, a national platform through 
which to disseminate information, etc.  
 
Suggested activities to be implemented by Adira: 

• Establish a POC “Advisory Council” or “Engagement Committee” to help guide and inform 
Adira’s efforts specific to communities of color; 

• Establish a mentorship program through which individuals are matched with people living with 
or impacted ND. While mentor matches don’t have to be racially concordant, there is value in 
connecting POC living with or impacted by ND with like individuals; 

• Identify opportunities to engage with and support social service organizations working to 
address key social determinants of health that disproportionately impact POC (Meals on 
Wheels, housing coalitions, transportation services, etc.).  Helping to address social 
determinants positions Adira to gain increased access to POC who may often be 
disproportionately impacted by these determinants; 

• Coordinate “ND Expo” similar to Black Expos held nationally. Team up with other non-profits 
working in the ND for this event; 

o The ND Expo can serve to spotlight services and goods, provide educational content, 
and feature community talk-back session (date from which could be analyzed much like 
focus group data);  

o Incorporate a few recognized keynote speakers in the ND community and also spotlight 
individuals impacted by ND (amplifying their voices and experiences); 

• Host virtual happy hours and other social events for POC living with and impacted by ND that 
aren’t focused on their respective diseases, but rather, are conducted for the sole purpose of 
providing a social outlet and building community. These social events provide an opportunity for 
Adira to spotlight the services and resources of non-traditional partners through mini-learning 
sessions, the content of which can be identified by participants; 

https://www.blackexposouth.com/


 

 
• Launch an awareness day/week that spotlights Aidra’s prioritized ND and further positions the 

foundation as the umbrella for these issues. Use this day/week to both spotlight the efforts and 
contributions of ND specific organizations and clearly demonstrate the commonalities and 
shared challenges across prioritized ND communities. 

 
RECOMMENDATION 4: Deploy Targeted Communication Efforts  
The engagement and partnership of POC and POC serving organizations requires that Adira assess its 
current communication efforts and develop a concrete strategy to effectively reach this demographic.  
 
Suggested activities to be implemented by Adira: 

• Identify and recruit individuals who identify as POC to represent key stakeholder groups 
including physicians and persons who have been diagnosed with Adira’s top 5 ND. In some 
instances, particularly when striving to reach a targeted demographic rather than the general 
population, the message can be less important than the messenger. When people think of 
Geico, they instantly think of the gecko. Who do we see when we hear from Adira? That’s what 
will resonate and make the message land long after it’s been shared. 

• Develop a social media strategy that increases Adira’s visibility and strengthens the 
organizations position as a trusted source for both information and commentary/perspectives.  

o Seek to increase engagement with POC serving organizations focused on ND, POC living 
with and impacted by ND. See Social Media Influencers in Tools & Resource section 
below. 

o Based on capacity constraints, consider recruiting an intern (graduate level preferred by 
not required) to support the build-out and development of Adira’s communication 
efforts, and task them with actively engaging POC social media influencers.  

• Identify local and national publications that target POC to increase Adira’s visibility among 
communities of color, and increase the participation of communities of color in Adira’s 
engagement activities and funding opportunities.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 

 
IV. TOOLS & RESOURCES 
 
A. PERSONAL NETWORK MAP 
Sample network map below. Additional rows to be added under each section to capture comprehensive 
list of Adira staff and board member contacts. 
 

Name  Organization Email Prospective Contribution 
(connector, volunteer, donor) 

Friends and Family 

    

    

Professional 

    

    

Academic 

    

    

Associations, Community Groups, Faith Community 

    

    

 
B. PARTNERSHIP DEVELOPMENT: SOAR ANALYSIS 
SOAR analysis is a strategic planning technique which helps organizations focus on their current 
strengths and opportunities, and create a vision of future aspirations and the result they will bring. 
Building on strengths requires less effort and resources than trying to correct weaknesses. 
 

 
Source: SOAR Analysis.  GroupMap.

https://www.groupmap.com/map-templates/soar-analysis/


 

 
 

C. PROSPECTIVE PARTNER ORGANIZATIONS 
The list below serves as a starting point for Adira when considering POC serving organizations as prospective partners (both traditional and non-
traditional organizations included).  Contact information for many organizations was not available through an online search and will require 
additional outreach to obtain. While the list below primarily captured national organizations, the value of establishing local and state 
partnerships is also important as Adira seeks to become a more recognized player in the ND landscape.  
 

Organization  Contact (as available) Health Focus 
(Yes/No) 

ND Focus (MS, ALS, 
Parkinson’s, Huntington’s, 
Alzheimer’s) 

Medical & Public Health Organizations 

Association of American Indian Physicians Dr. Melissa Begay - Public Relations & 
Marketing (missy.begay@gmail.com) 

Y N 

National Council of Asian Pacific Islander 
Physicians 

 Y N 

National Hispanic Medical Association - Maria Carrasco, MD, MPH – National 
Equity, Inclusion & Diversity Council 

- Ron Estrada – Vice President, National 
Community Empowerment 

Y N 

National Medical Association  Y Y (2019-2020 Priority Issues 
#5 Alzheimer’s & 
Parkinson’s) 

The Society of Black Academic Surgeons  Y N 

Association of Black Women Physicians  Y N 

National Black Nurses Association, Inc. Sheldon D. Fields, PhD, RN – Associate Dean 
for Equity & Inclusion 

Y N 

National Black Association for Speech-
Language & Hearing 

 Y N 

National Association of Black Physical 
Therapists, Inc.  

 Y N 

Black Mental Health Alliance  Y N 
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BrightFocus Foundation Nancy Lynn – Sr. Vice President, Strategic 

Partnerships 
Y Y (Alzheimer’s Disease 

Research Program) 

African American Health Program Elisse Barnes, JD, PhD – Aging Community 

Liaison (ebarnes@mcfarlandassociate.com) 

Y N 

National Indian Council on Aging, Inc.  Y N (Family Caregiving Needs) 

National Asian Pacific Center on Aging  Y N (Diverse Elders Coalition) 

The National Caucus & Center on Black 
Aging, Inc. 

 Y N 

Council on Black Health  Y N 

Black Women’s Health Imperative  Y N 

National Alliance for Hispanic Health Marcela Gaitan, MPH, MA – Sr. Director for 
External Relations 

Y N 

The Cross Cultural Health Care Program - Bryon Lambert – Equity & Inclusion 
Program Director 

- Kay Norman – Equity & Inclusion Program 
Coordinator 

Y N 

Civic Organizations 

National Association for the 
Advancement of Colored People 

 N N 

100 Black Men of America, Inc.  N N (Health & Wellness) 

National Coalition of 100 Black Women, 
Inc. 

 N N (Health Initiatives) 

Congressional Black Caucus Foundation Donna Fisher Lewis – Vice President, Resource 
Development 

N N 

National Council of Negro Women, Inc.  N N 

National Urban League - Dennis G. Serrette – Sr. Vice President & 
Chief Partnerships Officer 

- Herman Lessard – Sr. Vice President, 
Affiliate Services 

N N (Health) 

Congressional Hispanic Caucus Institute  N N 

League of United Latin American Citizens  N N (Health) 

Sororities & Fraternities  
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Delta Sigma Theta Sorority, Inc.  N N (Physical & Mental 

Health) 

Alpha Phi Alpha Fraternity, Inc.  N N 

Kappa Alpha Psi Fraternity, Inc.  N N 

Alpha Kappa Alpha Sorority, Inc.  N N (Women’s Healthcare & 
Wellness) 

Omega Psi Phi Fraternity, Inc.  N N (Health Initiatives) 

Zeta Phi Beta Sorority, Inc.  N N (Elder Care Initiative) 

Phi Beta Sigma Fraternity, Inc.  N N 

Sigma Gamma Rho Sorority, Inc.  N N 

Iota Phi Theta Fraternity, Inc.  N N (Men’s Health Program) 

Faith Based & Religious Organization 

The National Baptist Convention, USA, 
Inc. 

 Y – Health 
Ministry 

Health Outreach and 
Prevention Education 
(H.O.P.E.) 

African Methodist Episcopal Church  N N 

Southern Baptist Convention  N  

 

D. SOCIAL MEDIA INFLUENCERS 

Social Media Influencers 

Name Focus Platforms Followers # 

Dr. Mitzi Joi Williams Neurology Twitter| 
Instagram 

Twitter: 788 | Instagram: 
2,153 

Black In Neuro Neurology Twitter | 
Instagram 

Twitter: 17.3K | Instagram: 
5,538 

Diverse Alzheimer’s Alzheimer’s & Dementia Twitter 10.3K 

Us Against Alzheimer’s Alzheimer’s Twitter 14.5K 

The Dementia Guru Dementia Twitter | 
Instagram 

Twitter: 303 | Instagram: 
1,918 
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Corpse Husband MS Twitter | 

Instagram 
Twitter: 1M | Instagram: 
1.3M 

Bart’s MS Blog MS Twitter  4,245 

Invisible Me MS Instagram 1,961 

Abigail Budd MS Twitter 3,653 

Michael J. Fox Foundation Parkinson’s Twitter | 
Instagram 

Twitter: 89.5K | Instagram: 
125K 

Michael J. Fox Parkinson’s Instagram Instagram: 936K 

Kyle J. Norton Parkinson’s Twitter 363.3K 

Dr. Gary Sharpe Parkinson’s Twitter 9,150 

Huntington Study Group Huntington’s Twitter | 
Instagram 

Twitter: 1,521 | Instagram: 
606 

HD Awareness Huntington’s Twitter 8,100 

Champions for HD Huntington’s Twitter | 
Instagram 

Twitter: 132 | Instagram: 
745 

Dave & Chela Huntington’s, Dementia Twitter 4,171 

Anny Reyes, MS Neuropsychology Twitter 2,436 

Neuro Saweetie Neurology Twitter 3,052 

Ashley Cunningham, MSc Neuroscience Twitter 1,647 

Destinee Neuroscience Twitter 2,032 
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