
 

Looking Back: Care, Community of People With
Disability, and the Cost of Carrying Others

 

“A home/village is only a home because of the well-being and
presence of all its people” ~ Zimbabwe

Conversation was grounded with the guiding proverb and the group connected it to
caregiving by emphasizing that community wellness depends on how caregivers,
elders, families, and vulnerable people are supported.

The opening song was "Dull" by award winning Nigerian artiste Asake. The group
also viewed it in that same light, with participants reflecting on themes of
responsibility, family dependence, and the need not to “slack” when loved ones are
relying on you.

Our Conversation with
﻿Victoria Nneji, PhD

Founder and CEO of AKALAKA

Bridging Research and
Practice to Close the Care
Partner Wealth Gap

 "I have been caregiving for over 25 years. First alongside my mother and later on from the
pandemic it was including my mother as well as the other members I was already caring for. It

was tough because then I still had to balance my full time job as an engineer with this other
piece. At the time I had to spend over a month reading like a 300 pages insurance policy

documents just to understand how the system worked. Even with a PhD and a highly technical
background, I found the long-term care system deeply inaccessible. That realization, combined
with 91 interviews I conducted with other caregivers during the pandemic, became the turning

point that pushed me to launch AKALAKA."

Pearls of Wisdom

💎Care is not one-sided, and it should not be treated as incidental family help, but as a
relationship with value, labor, and impact on both people involved.

💎If someone with my education and flexibility found the process nearly impossible, then
the system was fundamentally failing the very families it was meant to serve.

💎The “modern village” must be more than a sentimental phrase. In the traditional village,
people lived near one another, knew one another’s circumstances, and shared
responsibility. In today’s world, distance, migration, work demands, and economic
pressures have changed that. Technology now helps families stay connected, but
connection alone does not solve the structural problem.

https://youtu.be/pGazU3J6ySw?si=vuHB2wSfGyrmb6qb
https://us02web.zoom.us/meeting/register/upjlbCuHTn6yuS9CPuk9Qg
https://us02web.zoom.us/meeting/register/upjlbCuHTn6yuS9CPuk9Qg
https://us02web.zoom.us/meeting/register/upjlbCuHTn6yuS9CPuk9Qg


💎 ﻿African cultural values around family care are often a source of strength, but without
openness, language, and systems that honor disabled people and their families, those
same settings can become isolating.

💎 Caregiving cannot be treated as a side issue. It sits at the center of family life,
community well-being, disability justice, economic survival, and the broader project of
reimagining what a truly supportive African immigrant “village” should look like today.

At AKALAKA, a care partner is understood not simply as a helper, but as someone in
a caring relationship, with caregiving seen as symbiotic: when one person is well,
the other benefits, and when one struggles, the other is affected. Victoria also
explained the meaning behind the name AKALAKA, an Igbo word that carries the
dual meaning of handprints and destiny. She used this to frame the organization’s
broader vision that all of us, at some point in life, will either need care, give care, or
both, and that this shared destiny should move society toward a more collective and
humane way of organizing support.

The discussion highlighted caregiving as love, labor, culture, stigma, policy
challenge, and a space for community-rooted redesign. Victoria noted that care is
often reduced to physically intensive tasks such as lifting, bathing, or transfers, when
in reality it also includes emotional support, meal preparation, planning, coordination,
and many other invisible forms of labor that make daily life and all other forms of
work possible. In that sense, a modern village must include not only love and duty,
but also the economic and structural supports needed to make care sustainable.
She also reflected on the tension within African cultural expectations around care,
especially care for people with disability. While many families value keeping loved
ones at home and in community, disability is still often stigmatized, hidden, or
surrounded by silence. She stressed the need to normalize disability, use respectful
language, and ensure that people with disabilities are fully included in community life
rather than treated as burdens or kept invisible.

As the conversation deepened, the economic realities of caregiving came sharply
into focus. Victoria argued that the healthcare and insurance systems often fail to
account for the realities of unpaid caregiving, especially for women of color. Families
routinely perform essential care work such as supervision, coordination, and daily
support, yet because this labor happens behind closed doors it is rarely seen,
counted, or compensated. She highlighted the painful financial tradeoffs many
families face, including having to spend down savings and assets to qualify for
assistance, or risking liens on property later in life. At the end, it was emphasized
that the care partner wealth gap is not abstract, but is built into policies, eligibility
rules, and systems that force families into impossible choices.

You can learn more about AKALAKA. Check out their socials!

           

https://www.facebook.com/akalakaorg
https://www.facebook.com/akalakaorg
https://hi.akalaka.org/
https://hi.akalaka.org/
https://www.instagram.com/akalakaorg
https://www.instagram.com/akalakaorg
https://www.linkedin.com/company/akalaka
https://www.linkedin.com/company/akalaka
https://www.youtube.com/@AKALAKAorg
https://www.youtube.com/@AKALAKAorg


Join a dynamic full-day virtual summit
bringing together community leaders,
community-based organizations,
students, researchers, health
providers, and public sector partners to
explore traditional African ways of
knowing, community wisdom, and
cultural values.

Through participatory sessions, the
summit will examine a central question:
What values connect African
immigrant communities across
cultures and histories — and what
do they teach us about how
research should be understood and
practiced?

Registration opens soon.

Sign Up to Receive ARP 2026 Updates!

JUNE ALKEBULAN CIRCLE
Our Next Session:

Wednesday, June 24th, 3PM–4:30PM EST

Guest Speaker:
David Agor, DNP, UPENN

Topic of the Day:
Nutrition and Holistic Mental Well-Being Among

African Immigrants in the U.S.

RSVP Now
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