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Cover Photo Image Description:
Two Black women embrace tenderly.
One woman, Engracia, sits in a
power wheelchair and gazes down
with eyes closed as she places her
hand on the arm of another woman,
Christine. Christine, with short blonde
hair, leans her head on Engracia’s
arm and caresses her neck.
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Welcome

people, people with disabilities, family caregivers, homecare workers, caregivers, seniors,
older adults, or all of the above. Their stories
are gathered in this collection.
This convening occurred at a moment where
the conversation around homecare was cracking open in a new way. In April, just as our
fellowship applications opened, the Biden Administration revealed that they intended to invest $400 Billion in this nation’s long-term care
infrastructure. It became clear that we had a
unique opportunity to move decision-makers,
community members, and friends and to use
our stories to transform policy and our broken
homecare system.

Dear Reader,

For so many of us, giving and receiving care
is part of our everyday lives. Millions of Californians need support with daily activities like
bathing, eating, and meal preparation in order to live at home, with independence and
self-determination. Millions of paid homecare
workers and unpaid family caregivers do their
best to meet this need. But this system is inadequate. Homecare worker shortages, low wages,
and lack of support for family caregivers leave
so many people struggling, and even forced
into institutions.

As part of this moment, many storytelling fellows led with gusto, speaking at rallies, sharing
their stories with members of Congress, posting
their testimonies online, and educating community members. One of those storytelling fellows
was Engracia Figueroa, a fierce and loving activist and Hand in Hand member, and a beloved
community leader. Engracia tragically passed
away this Fall.

This summer, Hand in Hand: The Domestic Employers Network gathered 25 people who need
or provide support at home—or both—to develop and share their personal care stories. As
organizers and advocates from all across California, these storytellers identify as disabled
HAND IN HAND FELLOWSHIP STORIES
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During the fellowship, Engracia flew from Los
Angeles to Washington DC to deliver a speech
at the #CareCantWait rally, alongside her friend
Christine Laing, who also worked with her as
a personal care attendant. Her speech, which
she worked on during the fellowship, opens this
story collection.

and an infection that spread through her body.
These injuries were so severe that she passed
away on October 31, 2021.
Engracia’s story has now been heard around
the world. Dozens of publications reported the
story of her life and her passing. And her story
was far from complete.

On the plane ride back from that trip to DC,
United Airlines destroyed Engracia’s power
wheelchair, treated Engracia and Christine with
enormous disrespect, and placed Engracia in
two wheelchairs that caused serious injuries.
One day after her harrowing plane ride, in the
midst of shock, pain, and the bureaucratic nightmare of fighting for her wheelchair, Engracia still
joined the fellowship session. She shared her story and other fellows stayed late into the evening
to provide support and share their own awful
experiences of mistreatment by airlines. The fellows and the larger Hand in Hand community
fought alongside Engracia as she battled United
to replace her wheelchair. Engracia’s wheelchair
was replaced months after United destroyed her
wheelchair, but Engracia had sustained injuries
from the loaner chair, including pressure sores,

I believe that there are many ways to honor Engracia. I hope that the many people who knew
and loved her, and those who have learned
about her after her death, continue to honor her
memory through action, art, and storytelling.
Most especially, justice for people with disabilities, including access to homecare and the civil
rights and safety of disabled people on airlines.
One way that our storytelling community will
continue to honor her is by sharing our stories
and continuing the fight to transform our care
infrastructure.
Engracia captured the best of this fellowship,
and the best of this movement as a whole: She
built meaningful relationships, was deeply committed, and spent time in deep reflection about
4
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herself and her ancestors. She was curious, enthusiastic, and wildly brave in her commitment
to winning and sharing her story.

within Hand in Hand. She also served on the
Mayor’s Commission for Persons with Disabilities in Oakland, California, the Board of Easy
Does It Emergency Services, the Policy Advisory
Committee for the Metropolitan Transportation
Committee, and the Public Authority Advisory
Committee for Contra Costa County.

We are also honoring Dr. Michelle Hernandez,
another storytelling fellow, who passed away
in December 2021 as a result of complications
from cancer. While Dr. Hernandez does not
have a story in this collection, as she had to take
a break from the fellowship due to her growing
health challenges, she was a lifetime disability
rights leader and advocate. She was a powerhouse, and a force of positivity, humor and
love who was a long-time member and leader

We dedicate this storytelling collection to the
memories of Engracia and Dr. Hernandez.
We invite you to lead as courageously as Engracia and Dr. Hernandez, and as every other fellow who is taking the risk of sharing their
deeply personal stories with you. Join us in taking action, sharing your own story, and committing to winning justice for homecare workers
and consumers alike.

Image Description:
Dr. Michelle
Hernandez, a Latina
woman with short
brown hair and
blond streaks, smiles
at the camera from
a power wheelchair.
She wears a pink
scarf and dark gray
sweatshirt and is
in a living room.

With care and determination,
Kayla Shore
Community Organizer, Hand in Hand
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Engracia
Figueroa

Engracia Figueroa delivered the following
speech at the #CareCantWait Rally on July 13,
2021. At this event, her image and story was featured in the “Communities of Care” installation
by artist Paola Mendoza. Those pictures are featured alongside her story.
We have left the text of her speech nearly verbatim, editing only slightly for clarity. During
this speech, she was side-by-side with Christine
Laing, a long-time friend and homecare worker.
Christine gave her own powerful speech right
after Engracia.
In an interview with Caring Across Generations
on that day, Engracia said, “Currently, caregiving is systemically in America looked upon as a
low-end, immigrant, post-slavery industry. And
that is a problem. It needs to be liberated along

Image Description: Engracia Figueroa, a Black woman
with hair in short twists, sits in a power wheelchair
and smiles down at the camera. She wears a black
summer dress. Her right leg rests against the wheelchair,
her left leg isn’t visible due to her amputation.

6
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“

with everything else. We need to give people
good wages that they can live on.” She went on
to add, “Everyone must be liberated in America.
This is the time for these shackles to be removed
in order for this country to move forward, where
we need to go, because so many more people
are going to be disabled by age, by injury, or by
sickness.” Engracia saw how our history informs
our present and our future. She had a vision for
a future of liberation and care for everyone.

I want to say good morning, because it’s

ebrating a life-aversary with everybody also.
Since then, I have been able to live a full life
thanks to homecare workers who assist me with
my basic daily needs—workers like Christine
right here. She has supported me for the past
10 years, and she’s here today. But trust me, this
ain’t been an easy road.

nine o’clock in L.A. But good afternoon, everyone.
I am Engracia Figueroa and I live in Los Angeles, California. And I am so honored to be with
you all on this historic day. I’m a proud member
of Hand in Hand, the Domestic Employers [Network]. Can we get it for [the] domestic employers network? [Applause and cheers] I’m also the
president of Communities Actively Living Independent and Free. We’re an independent living
center in downtown Los Angeles.

Our system of care in this country means that
I’m forced to impoverish myself in order to
qualify for In-Home Supportive Services. I live in
constant fear that I’ll be forced in an institution.
I’m always looking for homecare providers, but
because of the high rate of turnovers and the
low wages, it’s ...[always] a problem. That has

At 22 years old, I became disabled as a result
of a spinal cord injury and left leg amputation.
And my anniversary is this Thursday, so I’m celHAND IN HAND FELLOWSHIP STORIES

Our system of care in
this country means that
I’m forced to impoverish
myself in order to
qualify for In-Home
Supportive Services.
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got to change. I’m terrified of aging in the system because far too many people with disabilities just like me are forced into nursing homes
because they have no other choice. And during
the pandemic, [for] many people in that situation, that literally meant death. How many lives
were unnecessarily lost because of our broken
system of care? This has got to end.

nities installation, because we have incredible
opportunities as a nation to invest in all of our
futures. My future and the future of homecare
workers are interconnected. It’s time for the
world to hear our stories and understand that
now is the time to invest in home-and-community-based services. Thank you so much for
having me again, and I am honored to be here.
Thank you so much.

I am so excited, thrilled, honored, and privileged to be participating in the Caring Commu-

“

It’s time for the world
to hear our stories and
understand that now
is the time to invest in
home-and-communitybased services.

Image Description: Engracia sits in a power wheelchair,
wears a green t-shirt, and speaks into a microphone in front
of banners that read “CareCantWait, National Domestic
Workers Alliance, and SEIU.” Christine, a Black woman with
bright red hair, stands next to her. She wears a matching
green t-shirt that reads “Hand in Hand,” and red pants.
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Angela
Jemmott

Image Description: Angela, a Black woman wearing
fuschia lipstick and a purple cardigan, sits in a chair
reading a book. Her mother, an older Black woman with
glasses, red lipstick, and a green sweater, smiles and
looks over Angela’s shoulder as she reads.

Like a good story, our elders’ lives are full of

fascinating chapters to be read and their lives
should be a good read to the very end. The life
story of my mother, Mama Jewel, has been full
of wonderful chapters. Currently we are in the
chapter of her life called, “The battle with dementia.” Dementia is such a cruel disease. It
creeps up on you and then tries to rob you of
every precious thing in your life. It has become
more challenging to make sure that her life is
good to the very end.

“
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Like a good story,
our elders’ lives are
full of fascinating
chapters to be
read and their
lives should be
a good read to
the very end.

My mother loves watering her roses, talking to
her neighbors and tending to the things of her
home. But these tasks are now impossible without some form of assistance. We thought we
invested in the best for Mom when we had purchased long-term care insurance, using funds
that our dad left for Mom after he passed away.
But it turns out that such a policy isn’t able to
cover her actual needs. We now have to pay out
of pocket for expensive homecare support that
we thought we were prepared for. Today the
battle is not only with dementia, but also with
how to keep Mama in her home with loving,
caring people around her.

“

Our aging elders deserve to experience their
last chapters with a good ending. We as a community, as a state, as a nation, must embrace
that we have an obligation to contribute the
pages of their story. We can add to their story.
We can add to our own stories too. We all need
to fight to include a new chapter where leaders
of this great nation establish access to a universal long-term services and supports program
that allows every single one of us—Mama Jewell, you, and I—to live and age with dignity. That
is our vision—quality and affordable long-term
care at home for all of us.

Our aging elders deserve to experience
their last chapters with a good ending. We
as a community, as a state, as a nation,
must embrace that we have an obligation
to contribute the pages of their story.
10
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Arianne
Campbell

Image Description: Arianne,
a young Latina woman with
long dark hair, smiles up
at the camera as she holds
her very small baby son,
who wears a diaper and
has mask with a tube and
another tube on his back. A
hand with a blue glove is on
Arianne’s shoulder, where
there are more tubes.

When I was 18, during a workshop for Latinx

My son’s birth, at 25 weeks gestation, forced our
family to decide which life-saving measures to
take that would ultimately result in lifetime disabilities. Eventually, Colin overcame over fourand-a-half months in the NICU and came home
to two parents who loved him dearly, had the
financial resources to support him, and were
excited to create a life of promise for him.

college students, I began to see my life mission
as helping others feel that they were worthy of
becoming their highest fulfilled selves. When I
decided to become a parent, I looked forward
to having a front row seat to provide a young
person with all the opportunities I had missed
growing up, and imparting my skills of independence and perseverance. That dream for
this type of parent and child relationship soon
changed dramatically when my son, Colin, was
born.
HAND IN HAND FELLOWSHIP STORIES

The challenge of parenting a child with a disability caused an unanticipated strain on my
marriage, and within 3 years of his birth we
separated and eventually divorced. I wanted
11

Image Description: Arianne, a Latina woman with long dark wavy hair, wears a navy
blouse and holds the arm and back of her
child, Colin. Colin, around 10, wears a white
button down shirt. Both smile at the camera, they stand in a park at golden hour.

to continue my role as a full-time parent, especially given the fact that my son had developmental delays and medically complex needs to
advocate for. I realized, as a single parent now,
that I would have to create a complex system to
provide for myself and my son’s needs simultaneously, all while navigating another complex
system of medical care, education, and community services for people with disabilities. The
independence that I had taken pride in cultivating for myself was challenged when I realized
that creating independence for Colin would
require the assistance of those who understood
his disabilities while also realizing his abilities.
In California, we learned that there were many
state-provided resources that could assist him
in realizing his full potential. Receiving an In12
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dividualized Education Plan ensured that he
could learn in a public school with any number
of supports he required. Programs like California Children’s Services and Regional Centers
also provide support with healthcare and integrating into the community.

sion two shifts of caregivers coming each day,
in the morning to support him in starting his
day, and in the evening to help him with dinner and transfer him back into bed. I can see
him spending his days working somewhere like
Disneyland—where he can be with people and
share his joy with others. This kind of independent, interdependent future is possible only
with a robustly funded, well-run homecare system that pays caregivers adequately, provides
training and resources to homecare providers
and recipients alike, and supports parents in
building the skills needed for an independent
future for their children.

Of these services, none has been more vital
than In Home Support Services (IHSS), which
provides funding for Colin’s personal care. With
this monthly funding, my son is able to live at
home and receive personal care support that
makes it possible for him to accomplish his daily
activities and goals. It allows me to be paid for
this personal care work, or to pay someone else
to provide personal care while I work outside of
the home for higher pay or more benefits.

Nine years into this journey with him and six
years doing it as a single parent, I am finally feeling stronger in my ability to create a life
of success for both myself and him. I share my
story in hopes that it will inspire others to see
the imperative need to support $400 billion in
funding for Home and Community-Based Services. Such funding and support will allow me
to continue this journey with my son and create
the promise of a better future for him.

As both a parent and a care provider, I want to
dedicate the time needed to collaborate with
Colin on meeting his needs, and begin to help
him in building skills for an independent future.
I imagine a future for Colin where he lives independently in an apartment, where he can
hire people who understand his needs. I enviHAND IN HAND FELLOWSHIP STORIES
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Bhumit
Shah

Imagine driving down the highway on your way to

work when suddenly your car stops in the middle of the
lane during congested morning traffic. You have no access
to roadside assistance and you have no one to come help
you. You try desperately to text and call friends and family.
Most don’t answer the call, while others simply can’t get to
you any time soon. With every passing second things get
worse and worse and it’s terrifying.
This is what it feels like for me when I receive a text at 5
a.m. from my care provider letting me know that they won’t
be able to show up that morning to assist me in transferring from my bed to my wheelchair and getting ready for
my own workday. On mornings like this, I lie in bed, texting dozens of people on my contact list, hoping I can find
someone to show up to my “highway emergency.” Worse
yet, I am not alone with being faced with this reality. Far
too many Americans face this dilemma on a daily basis.

Image Description: Bhumit, a South Asian
man with short brown hair, sits in a power
wheelchair and, smiling, looks off camera
to his left. He wears a grey button-down.

My name is Bhumit Shah and I am a person with a disability that relies on home and community-based services so I
can continue to be an active participant in society: going to
work as a community advocate, meeting friends for drinks,
and getting my daily exercise. All these activities depend
on the actions and availability of others, which include
family, friends, and paid care providers.
14
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We as a society value gadgets and gizmos over
people. We pay people a lot more money to
make and sell products than we pay them to
provide services to people. But make no mistake, providing care is hard work. Therefore
care needs to be flowing in both directions on
that two-way street. Current government programs offer care providers extremely low wages with no benefits. So, those who are passionate about supporting people with disabilities
and the aging population are left struggling to
support themselves and their own families. This
is terrible for providers and terrible for consumers like me because it makes finding homecare
providers that can meet my unique needs extremely difficult, forcing all of us to make hard
choices between our professional lives and
our health. I know about this struggle firsthand
because, for now, my 69-year-old mom is my
“back-up provider” when paid care providers
can’t make it. A nurse for 38 years, my mom
struggles to find time to care for herself.

the clock care would cost me between $10,000$15,000.00 a month. Not many Americans can
afford this exuberant price tag. What will happen to us then? What will happen if that person
can’t show up to work one day? And what will
happen when I can no longer rely on my mother to be my backup “roadside assistance”?
Image Description: Bhumit sits in a power wheelchair and
smiles at the camera. A young man and woman with light
skin lean on his chair, smiling. Another young Latina woman kneels in front, smiling at the camera. They are homecare attendants and each wear colorful shirts and jeans.

I know that eventually there will be a day when
we will be forced to find around-the-clock care
providers. If I were to pay out of pocket, around
HAND IN HAND FELLOWSHIP STORIES
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Ate Bingbing*
Image Description: Cristina,
a Filipina woman, looks at the
camera with her fist in the air.
She is standing outside and
wearing a mask reading “Health
Safety & Dignity,” and a colorful
t-shirt that reads California
Domestic Workers Coalition.

My name is Cristina, but my friends
know me as Ate Bingbing. I am a worker

More times than not, I also have to work multiple
jobs at once in order to make ends meet. In the
morning, before my usual work day begins, I work
as a private caregiver for the elderly. And then
after work, late at night, I work as a housecleaner.

leader with the Filipino Advocates for Justice in
Oakland and I’ve been a domestic worker since
2009. I’m a single mom and the sole breadwinner for my family. My life as a domestic worker began when I decided to work abroad and
leave the Philippines. Since starting, I’ve experienced all aspects of domestic work. I’ve been
a nanny. I’ve been a house cleaner. And when
I came to the US, I became a homecare worker
or private caregiver.

When the COVID-19 pandemic arrived in the
US I decided to stop working because I have
underlying health conditions that put me at the
greatest risk should I contract the virus. I know
the challenges I am experiencing are challenges that thousands of domestic workers are
16
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“

Time and time again, we need to put our
lives and livelihoods in danger to provide
care and help to others. But who is looking
out for us and providing the care that we
need, too? No one should have to choose
between their livelihood or health.

experiencing too. So for now I am focusing on
organizing my fellow domestic workers to keep
us safe while at work.

protection against calamities like wildfires, and
now a pandemic virus. Time and time again, we
need to put our lives and livelihoods in danger
to provide care and help to others. But who is
looking out for us and providing the care that
we need, too? No one should have to choose
between their livelihood or health.

We are all scared to work during this time because, as domestic workers, we are not included in any of the health and safety standards
that are provided to other workers during this
time. Our type of work is excluded from federal labor laws and therefore we also don’t have
HAND IN HAND FELLOWSHIP STORIES

*This is a nickname. ‘Ate’ is a Filipino honorific,
meaning big sister.
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Carrie Madden

Nearly five years ago, my mom moved in
with my sister and me. Mom needed extra

help due to her recent diagnosis of dementia.
She had to stop driving, needed help paying
bills, required assistance taking medication,
and could no longer cook without fear of hurting herself or others. Like one would imagine, as
the time passed, her needs increased.

Image Description: Carrie’s mother, an older white woman with glasses and short light brown hair, sits in a chair
and looks at the camera smiling. Gigi, a smiling Filipina woman with hair in a ponytail, hugs her and Felix, a
Filipino man with a shaved head leans in and smiles.

My sister and I, who are both wheelchair users
due to muscular dystrophy, helped with her every need. We both knew there would be a time
in the future when we would need additional
help for her. We planned carefully for that.
When the time came, we got her In-Home Supportive Services (IHSS), which provides in-home
care workers, and all was good for well over a
year. IHSS saves the state of California a lot of
money because homecare is more affordable
than nursing home care—nursing homes here
currently cost an average of $10,000 a month.
We were saving the state a lot of money by
taking care of our mom at home. More importantly, mom loved being in a familiar place with
her family. But then my mom’s health declined
18
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again. We reached out to her social worker,
but this time there was no reply. The IHSS system is underfunded, and this was not our first
time encountering a bureaucratic obstacle. We
tried repeatedly to no avail. We were frustrated beyond belief. Our mom needed more care,
but without the approval from this overworked,
under-resourced social worker, we were stuck!
Felix and Gigi, our IHSS workers, were good
people who didn’t want to leave my mom without what she needed, so they began to increase
their workload without the increase in pay. This
should have never happened. No one should
have to provide care at their own expense.

“

have dementia. Almost 700,000 live in California. I am sure that many want to stay at home
and be around their loved ones. We need to be
there for those with dementia and their families.
Will you take action to help people like Felix and
Gigi get paid for the real hours they work? Will
you be there for people like my mom who’s final
wish was that she stay at home and be with her
family? Hundreds of thousands of families are
dealing with issues like this. Will you be there for
them?

Mom was surrounded by her family, at home,
when she died. That is what she wanted, and
despite all the struggles, that is what we were
able to give her. Right now, there are families trying to take care of a disabled or elderly family member at home. They are stressed,
tired, and feeling alone. They thought that they
planned for everything. Let’s work to ensure
that they, all alone, don’t have to.
There are 6.2 million people in the U.S. that
HAND IN HAND FELLOWSHIP STORIES

Right now, there are
families trying to take
care of a disabled or
elderly family member
at home. ... Let’s work
to ensure that they, all
alone, don’t have to.
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Carmencita
(Menchu) Daz

Image Description: Menchu, a Filipina
woman, wears pearl earrings, a white
scarf, and a blue sweater. She stands in
front a washing machine and looks at
the camera.

I migrated to the US almost 31 years ago, and
I’m a homecare worker. Most of us homecare
workers absorb exceptional emotional and
physical stress every day, especially those of us
who are undocumented. By and large we are
on our own, with no workplace protections, no
regulations, and no collective bargaining. We
tell ourselves over and over again that there is
no alternative to our current situation, and then
we really begin to believe it.

er for me. I learned that immigrants and undocumented immigrants all have equal rights
and slowly I began to learn about how I could
change the outcome of my own story.
At first I was hesitant to talk about my status
with my co-workers and even with other Filipinos like me. I was afraid. But when I attended
that conference, I realized I wasn’t the only one
in this situation. We are not only thousands, but
millions! It is very liberating that I now have the
courage to talk about my immigration status
so openly now. I learned that, in California, we
do have some workplace protections. It’s been
good to be informed about these laws and the
rights of homecare workers, like me, so we don’t

And then in February 2020 I was invited to attend the NDWA conference in Las Vegas. I listened to several speakers share their stories
and I attended a session about working on
immigration issues and that was an eye-open20

HAND IN HAND FELLOWSHIP STORIES

“

I too want to enjoy
quality care as I age with
dignity. We all should
be able to count on that
as well as each other.

Image Description: Menchu’s hand is on the lower
back of an older woman with white hair, helping
her walk out of the room. Both have their back
to the camera, and the older woman is leaning
over a walker. They are in a living room.

get subjected to intimidation and abuse.
I am 68 years old now and having Long-Term
Services and Supports (LTSS) is very important to me. Those who are aging and undocumented, like me, have no safety net even if we
contribute to Social Security. I am not currently
eligible for benefits and I am unable to afford
purchasing health insurance for myself. I’ve
spent my whole life providing care for others so
that they may age with dignity. And yet, now as
I get older I am having to confront the idea that
I may not be eligible to receive the same kind
of support. I too want to enjoy quality care as I
age with dignity. We all should be able to count
on that as well as each other.
HAND IN HAND FELLOWSHIP STORIES
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Connie Barker

My name is Connie Barker, and over the last

seven years or so, I’ve watched my aging partner Jan
come very, very near to death at least a half dozen
times. It’s not fun.
In fact, watching someone I love fight for breath on
a ventilator, suffer in rehab from the hell of multiple
broken ribs due to a successful CPR intervention, or
receive the last rites of the Catholic church on multiple occasions has been excruciatingly difficult, to say
the least.

Image Description: Connie, a white
woman with a short hair and glasses,
uses a device to check the pulse of Jan, an
older white woman with short gray hair,
a tie-dye t-shirt, and a nasal cannula.

Thanks to the dedication and skill of literally hundreds of health care personnel, she survived every
one of those near brushes with death. However it was
always at the price of truly astronomical health care
bills, and eventually necessitated my having to give
up every other kind of work to become her full-time
caregiver, care coordinator, and health advocate.
But once I did that – work for which I was mostly not
paid— the most amazing thing started to happen.
Things started to get better!
Slowly, and with the help of an experienced and
skilled homecare nurse, I learned how to recognize
the early signs of serious problems – and to act.
22
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It’s now been more than ten years since those
early days and I’m a much more skilled homecare worker. Jan is a much more skilled recipient of care. And as a result we go to the ER
much less often. We now know how to assess,
solve, and communicate what we need to medical staff in a way that allows them to do what
will work for her and them simultaneously.

community events. But most will never get that
chance if we insist on continuing to treat homecare as an unskilled, untrained, entry-level position that you can fill by essentially hiring people off the street at barely over minimum wage,
with no benefits.
Far too many homecare workers are still living
in poverty, holding down multiple jobs just to
make ends meet, and providing homecare services with either inadequate training, or no way
to be properly recognized and compensated
for the skills we have acquired on the job.

While my work as a care provider for my loved
one is important and fulfilling, it has also made
it completely impossible for me to return to any
other kind of life, because it’s so hard to find
substitute or fill-in caregivers. I can’t return to
work or school because there just aren’t people available to hire with the requisite skills and
training, willing to work for the low wages InHome Supportive Services offers.

The care infrastructure we provide has been
neglected for far too long. It can and should be
centered in our economic recovery. When caregivers are respected as the essential workers
that the last year and a half has unequivocally
shown us to be, everyone benefits! We will have
lower health care bills, quicker returns to health
and community living for clients, fewer opportunity costs, better wages with less stress for
caregivers, and economic growth that centers
local jobs and local growth. Please– let’s make
it so. What more are we waiting for?

Everyone dealing with Disability, Chronic Illness
and/or Aging deserves individually focused
skilled homecare. Such care catches problems
early, avoids expensive ICU and rehab stays,
and helps people remain in, or return to, a life
in their communities: working, visiting family and friends, going to religious services and
HAND IN HAND FELLOWSHIP STORIES
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Cynde Soto

I was born with a physical disability and have used

a wheelchair my entire life. I’ve been living independently
in the community regardless of my disability and went to
college with the assistance of a homecare worker. While
in college I joined disability rights groups to fight for our
rights as individuals with disabilities. I got a job working
at an independent living center as a service provider to
assist other disabled people to achieve their goal to live in
the community. At 49 years old things took a different turn.
I sustained a spinal cord injury which left me completely
paralyzed below my shoulders, yet I maintain the ability
to breath without a ventilator. Before this I could use the
restroom myself, cook food, and unlock and open doors.
Now I need total help with these tasks among other activities of daily living.

Image Description: Cynde, a Mexican-American woman with freckles,
red hair, and a glasses, sits in a power
wheelchair while a Black woman (mostly out of frame) applies red lipstick.

In my younger years I needed the maximum hours allowed under the In Home Supportive Services, or IHSS,
program. After my injury I now need all of that, plus a
Nursing Home Waiver, just to stay healthy at home. Even
though my disability has progressed I am still able to
work, volunteer, and live independently. But, this is only
made possible with the assistance of personal care attendants who I hire through IHSS and the nursing home
waiver program.
24
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No one should have to worry about upcoming
governmental budget cuts and how they may
lead to institutionalization and early death. Instead, we should all be able to look forward to
a long life, retirement, and leisure time, all while
living at home. Yet every year in California, we
experience a budget battle in order to maintain
funding for Home and Community-Based Services (HCBS), including the publicly subsidized
program I rely on - IHSS. This in turn makes it
so that disabled people are held hostage and
are forced to live in constant fear of losing the
funds that enable us to remain living in our own
homes. Even though in-home care costs the
state less than institutional care, our funding
is always put first on the chopping block to be
drastically reduced or eliminated when it comes
to balancing the government’s budget. The
stress of this battle is often overwhelming for
those of us with significant disabilities trying to
live in our homes and lead productive lives. The
feeling of fear and uncertainty never leaves my
mind which hangs over my head like a noose
swinging from the gallows.
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Image Description:
Cynde sits next to Jessica,
a Black woman wearing
a red shirt. They look at
each other, laughing.
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David Moore

Image Description: David, a
Black man with an Afro and a
trimmed greying beard, wears
a dark striped sports jacket and
looks pensively off camera.

My mom smiles more than anyone I
know. She sings more than anyone I know.

After Dad retired from the armed services
he was deemed to have too much money to
qualify for Long-Term Services and Supports.
This means Dad’s pension fund is the only
thing we have to pay for all of Mom’s support
needs, and it’s shrinking. We would love to
have security for our own mother and for all
people who are aging and/or disabled. The
recent pandemic has only added to the stress
of my mom’s care. Government mismanagement of the COVID-19 crisis has prevented
most of our family from visiting her, out of an
abundance of caution, even though she is in
her own home.

And, my mom also prays more than anyone I
know. Her own mother died when she was just
five years old. She met my dad at age 18 and
shortly thereafter she left Jim Crow on a train
with him. Mom grew up without an indoor toilet nor running water. I was born when she was
19, and Dad was 20. They would go on to have
eight more children. They were married for 65
years until Dad died. His death was related to
his commitment to personally caring for Mom.
Considering the current insufficient support system for families, it’s not too hard to understand
just how this came to be.
26
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My mom smiles more than anyone I know.
She sings more than anyone I know. And, my
mom also prays more than anyone I know.

This is my inheritance: a wonderful father and
his legacy sustain me and I want to make sure
my mom has everything she needs, including
respect. Just this week I sent off more documents to secure more funding for Mom, aiming
to assure that she will continue to receive the
best from caregivers, and that all her needs are
met.
We will continue to work hard to give my mom
the love and care she deserves. We will continue to push for expanding funding and access
to Long-Term Services and Supports. We will
continue to worry about shrinking savings accounts. We will continue to ask you to care too,
because someday long-term care and support may be needed for one of your parents, or
maybe it will be needed by you.
HAND IN HAND FELLOWSHIP STORIES

Image Description: An older Black woman with pulled-back gray hair and glasses leans
against an older Black man with graying hair
and a pink polo shirt. They sit on a coach together and look at the camera, smiling gently.s
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Gillian
Fallon
In 2011, I was a new
mom, working full-time outside

my home in a job and a city that I loved.
I was striving to find a way to integrate this new
identity with my work and home life. Sometimes I got it right with a supportive partner and
doting grandparents who lived close by. And
sometimes I got it wrong with more than one
meeting held with a baby under a desk. But I
was learning and felt confident that despite the
occasional stumble, I was finding my footing.

“

Then, my partner’s mother Valerie was diagnosed with dementia. After speaking with her
doctors, we understood it was no longer safe for
her to live alone. We made the decision to have
Valerie leave her home in Australia and move in
with us, in the United States, so that we would be
able to care for her as long as we could safely
do so. When Valerie arrived at our apartment,
28

We never know when
we will need care
and support in our
lives, but when we do,
increased funding for
Home and Community
Based Services (HCBS)
will help to ensure
it is there for us.
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she was delighted by all the bonus time with her
grandson, but struggled to adjust to the new environment. We quickly realized that Valerie’s dementia was more advanced than we had anticipated, and she required round-the-clock care.
We had to find a solution, and fast.

Together with Valerie’s home care aides, care
agency, and the New York Memory Center, we
worked out a schedule and system of support
that blended home and community care in a
way that exponentially improved all of our lives.
For the first time since Valerie had come to live
with us, we had real confidence in the care
she was receiving. This support transformed
us from a family suffering from dementia to a
family living with dementia and allowed us to
spend several years of living and enjoying time
together that would not otherwise have been
possible.

We went through a series of homecare agencies,
but weren’t able to find a reliable, consistent
match for our family. As we struggled, so did Valerie as her condition continued to worsen, and
we were running out of hope. Then, one day, we
came across the New York Memory Center. This
community organization provided transportation
and adult day care with arts and engagement
programs for older people living with dementia,
in addition to support for their caregivers and
families. They accepted people regardless of
immigration status, and rates were on a sliding
scale so that no family would be turned away
because of an inability to pay. It was such a relief
to meet and speak with the kind and compassionate staff there. Our entire family benefited
from their extensive expertise and experience
working with people who had been diagnosed
with dementia and their families.
HAND IN HAND FELLOWSHIP STORIES

We never know when we will need care and
support in our lives, but when we do, increased
funding for Home and community based services (HCBS) will help to ensure it is there for
us, whether we are living in New York, or in our
new home, San Francisco. My family and I have
benefited from the life-changing support of receiving in-home and community care. My family’s story shouldn’t be the exception, it should
be the rule. Together I believe we can make that
happen.
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Hannah Jo
Karpilow

Image Description: Hannah, a white woman with white hair (that has a hint of purple),
wears a mask and a white coat embroidered
with “Hannah Jo. Home Care Wiz” Her lanyard says SEIU 2015, and her pins say Attendant Pride and Justice for Home Workers.

My name is Hannah Karpilow and I am an In-

Home Supportive Services (IHSS) worker in Alameda
County.
I was raised by the architects of the Independent
Living Movement. At twenty years old I started doing attendant work and in a short time I found myself enmeshed in a community of artists, organizers,
and policy wonks working to change the way society
saw and treated people with disabilities. I learned so
much from being in the background, volunteering at
various events, and then traveling as a paid attendant to countless conferences around the country
and beyond. I recognized that attendant care is the
cornerstone of independent living for those that need
help with activities of daily living.
I knew that the work that I did was worth far more
than the state minimum wage I received, so in the late
1980s I joined a small group of advocates and lobbied
the local Board of Supervisors to add to the wage the
state was paying. We were met with understanding
nods, but the demand for social service monies was
great, and the budget was slim. Fast forward to 2021,
and the movement has grown to include a robust coalition of local and national organizations of workers
30
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“

Now at age sixty, I have no retirement and will
receive minimal social security when it reaches
maturity. I hope that, when the time comes,
I will be able to get the care I need and that
those who provide it will be paid a fair wage.

and people with disabilities. We now have an
opportunity to pass legislation that can increase
funding for Home and Community Based Services up to $400 billion. This could expand eligibility and increase the pay for homecare workers, creating millions of living-wage jobs for
people who care.

live in poverty when I have worked all my life?
I hope that, when the time comes, I will be able
to get the care I need and that those who provide it will be paid a fair wage. If the HCBS
system was infused with $400 Billion, people
wouldn’t have to choose between doing work
that they love and earning enough to support
their families.

I’ve met so many people who love this work,
like me, but simply can’t afford to stay in this
low-wage job. Now at age sixty, I have no retirement and will receive minimal social security
when it reaches maturity. Is it right that I should
HAND IN HAND FELLOWSHIP STORIES

Everyone at some point will have a Long-Term
Care story to tell. This is only one part of mine
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Ibsyn
Cadavez

Image Description: Ibsyn, a Filipino man with
short hair, sits in a banquet hall wearing a
black suit and burgundy striped tie. He is at
the bat mitzvah of a client’s grandchild.

It’s incredibly hard for undocumented workers

to be treated with dignity and respect in the workplace.
People, employers, agencies all take advantage of our
situation and exploit our fears.
In 2006, I was working as an undocumented caregiver
at a long-term care facility in Oxnard County, California. Those times were very trying in particular because
there were rampant ICE raids taking place at caregiving facilities throughout California. A great number of
us began to live in constant fear.

Early one morning we were violently awakened by a raid
at our facility where they took one of our co-workers, a
caregiver, just like me. Eventually I moved to a different
facility in Agoura Hills. During that time, I also began
working 24-hour shifts. I would begin my workday at one
facility, working from 7am to 7pm, earning only $70 for a
12-hour workday. Then, I would rush out the door on my
way to another facility to work another 12-hour shift from
7pm to 7am. I learned to endure the fatigue and lack of
sleep for the sake of providing for my family. I needed to
find a way to improve my wages and income. It didn’t
take too long before I was forced to find an employer
who would pay me “under the table.” THIS would improve my working conditions, or so I thought.
32
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equipment, as I don’t drive and I did not have
enough money to pay for the fare. So I had to
walk for miles to the new agency. Once I arrived
and they found out that I was undocumented,
they told me that they would pay me only $70
and that they would charge me $50 to drive me
to and from the worksite.

We need to learn how
to respect and honor
our elders by showing
dignity to those who,
like myself, work to
take care of them.

These many, many injustices are difficult to
bear. My faith, my belief that a person’s life is
a gift from God, and my participation in the
Pilipino Workers Center of Southern California
(PWC) have helped me get through these difficult times. Through my membership at PWC, I
learned that I can be protected from agencies
that try to take advantage of me and withhold
wages, and that I have a right to minimum
wage.

But the new agency asked me to come to work
despite feeling ill with a fever and body chills.
They said that they could not find another care
provider to take my place temporarily. The only
other available caregiver had not had a day off
from work in three months. Feeling bad for my
co-worker, and knowing my financial need as
well, I agreed to work even though I was incredibly ill. The very next day, I was assigned to
a new agency in a new part of Los Angeles. Not
only was I having to work while ill, I now had
to travel further, and to a new location. I had
no idea how I would travel with all of my work
HAND IN HAND FELLOWSHIP STORIES

The day-to-day challenges of caregiving are
very important for me to share with others, so
they can learn from my story. We need to learn
how to respect and honor our elders by showing dignity to those who, like myself, work to
take care of them.
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Janie
Whiteford

My name is Janie Whiteford and I am the

president of the California In-Home Support Services Consumer Alliance (CICA). I am also a personal care consumer myself.
I am a Quadrapalegic, 35 years post-injury. For the
past 35 years, I’ve hired personal care assistants
for my personal care at home. The current rate for
private care providers is way beyond the means of
so many people, thereby not allowing them to have
the care they need, or getting reduced care. I am
fortunate enough to be able to financially support
the care that I need.
For those who aren’t, those who need care will
eventually draw down on their finances until they
are eligible for Medicaid services. There is also a
massive care provider shortage across the country forcing too many care consumers to go without
needed care, or worse yet, forcing them to go back
into institutional settings instead of being able to
live in their homes.

Image Description: Gathered on sand dunes in front of
the ocean, a group of 5 older women have their arms
around each other. One of the women, Janie, sits in a
wheelchair. Another younger women, a PCA employed
by Janie, smiles and stands closer to the camera.

Over the years, I have been involved not only personally with this issue but at the community level.
As a rehabilitation counselor, I have counseled
34

HAND IN HAND FELLOWSHIP STORIES

“

many, many folks on how to hire, manage,
and develop good relationships with their providers. I have found that both provider and
consumer need training so that they hire and
train the provider, and build a long-lasting,
successful professional relationship. None of
us are born managers.
When these relationships are most successful,
the person you employ can begin to feel like a
friend, and then family. I have taken my Personal Care Assistant (PCA) with me on trips for
their help, they come to parties with us, and it
becomes a very personal, gratifying long-term
experience. In fact, my husband just officiated
the wedding of a long-time PCA.
This all is possible when we have the funds
to pay providers adequately and the tools to
train both consumers and providers in how to
navigate this unique employer-employee relationship.

HAND IN HAND FELLOWSHIP STORIES
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There is a massive
care provider shortage
across the country
forcing too many
care consumers to go
without needed care
or worse yet forcing
them to go back into
institutional settings
instead of being able
to live in their homes.

Judy Jackson
Image Description: Judy, an older white
woman, with gray hair pulled into a
tight ponytail, looks at the camera.

For many years, I was a teacher. Then, I

became very sick, and I was eternally too sick
and too tired to work—I couldn’t even work a
few days a month as a substitute teacher. I became homeless. I wasn’t homeless because I
didn’t want to work. I was homeless because
I had cancer twice on top of already having
diabetes, severe allergies, asthma, and then
COPD. I had to fight hard to get access to the
services I needed, from securing housing to
getting in-home care.

this is where I met my friend Carol. We went
shopping together from time to time because
we both used walkers and other folks walked
too fast for us. We began to look out for each
other quite regularly. One day I noticed that
Carol’s apartment wasn’t as neat as it was
when I had visited before. She rinsed her dirty
dishes without using dish soap and put them
away. She had notes laying on the couch and
coffee table to remind herself of things she
needed to do.

In 2002, I moved into a senior housing apartment for the first time after being homeless and

Carol’s income was very limited at this time so
I helped her sign up for In-Home Supportive
36
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Is there a senior who lives alone near you? Have you
checked to see if they have someone to help them?
Have you checked on the seniors that you know? Do
you have a plan for who will be there for you someday?

Services (IHSS). This provided her with a way to
pay for a caregiver who cleaned, prepared her
meals, and made sure she got the right dose
of her medicine. I began to feel hopeful about
Carol’s situation and the support she was now
receiving. But then suddenly I noticed a new
change in Carol’s behavior. Now when we went
shopping, she didn’t always stop walking when
the traffic light turned red. When I asked her
about it she said, “I have lived here all my life.
No one in this town would run me over.” I tried
to ask her doctor about dementia but was told
that she couldn’t share anything with me unless
I had a medical power of attorney for Carol.
She was so alone and no one was helping.

program until Covid hit and they closed. Fortunately for Carol, our county had a pilot program
that helped her stay away from busy streets,
provided her with someone her age to talk to,
and someone to cook and clean. She likes it and
is doing well again, for now.
What about all the other seniors like Carol? Or
what about folks like me, before I won the fight
for services and finally got access to senior housing? What about seniors and people with disabilities? There are over 1.2 million seniors living
alone in California. Over 53,000 seniors live in
my county. And over 500 seniors live alone in
my zip code. Is there a senior who lives alone
near you? Have you checked to see if they have
someone to help them? Have you checked on
the seniors in your family? Do you have a plan
for who will be there for you someday?

Once I got a medical power-of-attorney I
learned that Carol had underlying dementia.
This led to enrolling her in the local daycare
HAND IN HAND FELLOWSHIP STORIES
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Julie Fisher
and Lester
Bruens

Image Description: Julie,
a white woman with short
gray hair and a brightl
blue patterned button
down, speaks into a
microphone at a podium.
The podium has a banner
that reads #CareEconomy.
Speaker Nancy Pelosi,
wearing a bright pink
jacket and a cloth mask,
looks attentively at Julie.

Lester and I were two busy adults living

was not feeling well and he decided to lay
down to rest. His bad headache turned into
severe pain, disorientation, and confusion. We
didn’t know then that he was experiencing a
brain aneurysm. By the end of the day he had
been transferred from the ER to a neurology
ICU. It was unclear if he would be able to walk
or eat again. As his coherency returned and
he became responsive, he vowed that when it
was time to leave the hospital, he would leave
walking.

in San Francisco. We loved each other, looked
after each other, and shared many social justice pursuits. Our shared passion for health &
housing justice, working through conflict with
communication and love, and, always, worker’s
rights was core to our connection. I was never
much of a homemaker, and in between protests
and meetings, we shared the cooking, cleaning,
and errands.
One day, a few years ago, I was home recovering from a routine pacemaker replacement.
Lester was getting ready to make breakfast—
he was always the better cook. Suddenly, he

After four and a half months of hospitalizations,
surgeries, therapies and recovery that is just
what he did - he walked out the door. Like all
38
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survivors of brain aneurysms, recovery and rehabilitation continued. But now, while at home,
there would be less support. There would be no
more teams of doctors, nurses, and occupational therapists. Suddenly it was just a team of
two: Lester, and me. Lester worked so hard to
return home, and now it was my turn to work
hard to help keep him there.

It was scary to be thrown into this role with
no training and limited resources. We need to
climb 21 stairs to get to our apartment from the
street. When we first got home, Lester could
climb stairs, but it took a lot of time, concentration, and care. What would we do in an
emergency? We would benefit from even more
therapies, accessible housing and training for
me as the caregiver. Since accessible housing
wasn’t available, I would need to up my game
at home and put into practice some new homekeeping skills as well as developing caregiving
skills, which continues today. As caregivers, we
need training, funding, and support.

By this point, I had exhausted my sick time
and time off in my job at a department store,
where I had worked for many years. I didn’t
qualify for paid family leave, so I quit. With
Lester’s return home, this moment was the
beginning of my caregiving for him. It was also
my new full-time job.

Lester and I both realize now how very important it is for all people to have access to good
in-home caregiving, so that we can all recover
and live in the comfort of our homes. We also
now see how important it is for caregivers to be
well-paid and receive benefits including time
off and paid family leave. Simply put, care has
to be seen as a two-way street in order for it to
be sustainable long term.

Gone for the time being were the days of
working full time, getting takeout food, sharing laundry duties, library trips, trips to the
beach, attending rallies and meetings at City
Hall. Now I would be the one cooking, cleaning, shopping, helping with exercise, arranging
appointments, accompanying him on outings,
driving and more.
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All kinds of medical catastrophes can happen
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to any of us, anytime. It doesn’t just happen to
one person - it happens to our entire family, our
entire community, our entire medical team and
our entire neighborhood. Let’s use this time to
prepare and to make sure we have a caregiving infrastructure in place. We need generous
and consistent funding for home care today because like Lester, any day, without warning, you
and I may need it, too.

Image Description: Julie, wearing
a bright blue patterned button
down, red scarf and orange
mask, stands next to Lester, a
tall white man with glasses, gray
hair, and a heavy brown jacket.
He wears a mask. They stand
outside at a community center.
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Kholoud
Rashid

Image Description:
Kholoud, an ArabAmerican woman smiling
and wearing a scarf
over her hair and red
lipstick, stands next to her
brother Khaled, nephews
and niece, father and
mother, and brother
Mohamed, sitting in a
wheelchair. They are in a
backyard in front of gold
balloons that spell “Eid.”

What if you lived in a multigenerational family, and every generation—including

years later. Suddenly at the young age of twenty-two, I found out that my kidneys had failed
and now I too would need care.

you—needed care and support? I grew up in a
home with six sisters, two brothers, my parents,
and my grandmother all under one roof. From
a young age we all became caregivers to both
my youngest brother, Mohamed, who has spina bifida, and my grandmother, who was blind
and had dementia. My parents have both had
health challenges, and my mom has always
been my father’s right hand, even more so after he had a stroke when I was a kid—though
his health would worsen a lot with more physical impairments and a cancer diagnosis many
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In the end, I had to be on dialysis for four years.
During that time there were days where the
only thing that got me through the three-anda-half hours of the treatment were my imagination and the love from the medical staff on
site. Then there were days where all I saw and
felt was the blank coldness of the treatment
room. While I was going through my own journey my other brother, Khalid, began contemplating going through one of his own too. Even41

tually, Khalid made the decision to donate his
kidney to me.

community, like myself and my brother. I am a
caregiver who needs care, too. Everyone—including caregivers and people with disabilities—
should be able to flourish in their lives without
the added stress of wondering how and if one
will get healthcare for their medical needs, or
how they will be able to get the care they need
to live and thrive at home.

I was ecstatic that I would be getting this great
gift of renewed health until I realized that I still
couldn’t afford my long-term medication. That
is when I realized that on top of everything else
I now had to also make sure that I did not make
too much money so that I could stay on Medi-Cal, California’s publicly subsidized health
insurance for lower-income people. Every day, I
checked my bank account to ensure that I didn’t
make enough to disqualify me from Medi-Cal.
At the time I worked at Starbucks, and they
wanted to move me up to a full-time position. I
was forced to turn them down but keep working
part-time to avoid losing my Medi-Cal health
insurance.
Fast forward to the year 2020, when I was offered a full-time position that would also provide me with private health insurance. This
was the first time, since I found out about my
kidneys 17 years ago, that I was able to thrive
AND survive. My full-time job is to support people with disabilities, living independently in the

Image Description: Kholoud smiles
and stands next to her brothers Khaled
and Mohamed, sitting in a wheelchair.
They are in a backyard in front of
gold balloons that spell “Eid.”
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Marigrace Diaz

92 years old. I stay with her during the week
and around the clock, for four days in a row.
I have been taking care of her since 2015. My
second job is over the weekend, caring for another woman who also has Alzheimer’s. All
in all, I work six days a week, 24 hours a day.
That adds up to a 144 hour work week. And all
of these years I’ve been working two to three
jobs because one job alone is never enough to
cover my expenses here, as well as support my
children’s education back home. Also, due to
the nature of our work, I’m constantly scared of
losing my job at any moment should something
happen to any of my senior clients.

Image Description:
Marigrace, a Filipina woman
with long dark hair, looks
at the camera smiling
gently. Her hand, which
bears a ring, watch, and
bracelet, is under her chin.

My name is Marigrace Diaz, I’m a Filipino immigrant residing in Los Angeles, Cali-

fornia and I’m an active member of the Pilipino Workers Center. I am a caregiver and I am
supporting my three children back home in the
Philippines.

During my 18 years as a caregiver, I have experienced many things all due to my immigration status. Undocumented workers are treated badly because we stay silent when we’re
abused so as not to be deported. When I first
came to the United States in 2003, I was sponsored by an RCFE owner. To my surprise, I soon
ended up becoming undocumented because
the petition was not approved and the owner did not inform me until I discovered it after
almost an entire year later. Then there was an

For 18 years, I have taken care of seniors with
different kinds of health conditions such as Alzheimer’s, Lewy Body Dementia, Parkinson’s,
and multiple sclerosis. Currently I am working two separate jobs. One is providing care
to a senior with advanced Alzheimer’s who is
HAND IN HAND FELLOWSHIP STORIES
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All in all, I work six days a week, 24 hours a day. That
adds up to a 144 hour work week. And all of these years
I’ve been working two to three jobs because one job
alone is never enough to cover my expenses here, as
well as support my children’s education back home.

instance when I trained a new caregiver only to
learn that I would get fewer days of work than
them because they were “legal.” Sometimes the
mistreatment and abuse comes from co-workers or the care consumers themselves. Once
a co-worker called me stupid while pointing a
finger in my face. A male patient tried to touch
me inappropriately, forcing me to quit the job.
And then there was the time that the husband
of my patient’s daughter tried to open the bathroom door, while I was showering and everyone
else had left the house. I was so scared that I
blocked the door and never came out until the
rest of the family returned.

security number. I can legally stay and live in
the U.S. but I still can’t afford to leave and go
home. There’s still a hollow feeling in my chest
all the time. The most difficult part in my journey has been being apart from my family. I haven’t hugged my children for 18 years and four
months. Both my parents have passed away
and I was not able to pay my final respects to
them.
I hope that my story will encourage people in
government to reform current immigration policies. We need pathways to citizenship, better
pay, and better working conditions for caregivers so that we too can find a way to realize our
dreams of returning home and seeing our families once again.

In 2015 some things changed for the better, but
only on paper. I got a working visa and a social
44
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Nancy
Krebs

An active senior life full of choice and doing what we

love, isn’t that what we all desire? Our family discovered
you’d better not be active and have dementia. Should that
happen, will you, like my family, have to face a choice between poverty or locking up your loved one?
My mom is an active 91-year-old. In her late 70s, she bicycled 30 mile loops up steep Oakland hills. She also developed dementia at 85 years old. As the dementia advanced
she entered an assisted living facility, remaining active, enjoying a daily two mile hike along a nearby river trail. But 18
months later, Mom began getting lost while walking unattended.
This assisted living facility was going to require one of two
care options: An aide to attend Mom four to six hours a day,
a choice so costly it would have impoverished her. Or, transition her to a locked down memory care unit to limit movement.

Image Description: Nancy’s mother, an
older white woman, stands in front of a
mountain stream, evergreen trains, and
a mountain peak. She stands alone in the
sun, smiling at the camera.

Mom’s neurologist viewed this alternative to be “cruel and
unusual punishment” for a woman as active as she was. His
summary crystallized her dilemma—a choice between poverty or inhumane treatment. Short of other options, the best
alternative we found was to send Mom out of the states.
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We chose to send Mom to Mexico to receive humane, affordable care. This has been
both heart-wrenching and a huge relief.
Heart-wrenching to send her away from us, her
family, including grandchildren with whom she
laughed, told stories and shared her love of nature. This is all hard to do now from afar. A huge
relief because now she can remain an active
senior who participates in the things that matter to her. My mom has a loving caretaker who
takes her on outdoor walks daily; the quality of
life that this country with all its wealth, cannot
seem to provide.
We wish Mom were here with us. With more
funding for home-based care, seniors will be
able to age with dignity AND with family. Had
this funding been available a few years ago,
our family may have had a fourth option, not
poverty, nor imprisonment, nor sending Mom
away, but rather keeping her here with us. Help
other families have a choice we were once denied. PLEASE support more funding for home
and community-based services, so no more
families have to make heart-wrenching decisions like mine.

Image Description: Nancy’s
mother, an older white woman,
smiles at the camera and holds a
hiking pole. She holds hands with
her caregiver, a younger Latina
woman as they walk down a
sidewalk lined with palm trees.
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Susan Friedman

ing with Parkinson’s disease. He lived in San
Francisco and was looking for someone to help
him out at home and to drive to events with
him, in case he could not drive himself.
I had just arrived in California to be near my
daughter and was housesitting until I decided on a permanent living situation. To me, the
daughter of a New Jersey chicken farmer, the
idea of living in San Francisco was a dream. I’ve
been an RN since 1970 and had worked in areas
of nursing from birthing centers to hospice and
long-term care. Helping Marco in San Francisco
seemed a perfect fit.

Image Description: Susan, a white woman with curly
brown hair, sits in front of a music stand in a dark bar,
with a drink on the table. Marco, a white man with short
dark hair looks at Susan, singing and playing guitar.

Some nights, I would wake in the night to hear
his car leave when he would just awaken and
‘go out.’ It might have been for a 2am slice
of pizza at an all-night joint, or to walk the
streets and play his beloved guitar where there
seemed to be an audience.

I met Marco 10 years ago when a mutual

friend introduced us with the comment, “You
two need to meet.”

Marco brought me along on his adventures, we
became close, and even talked about marriage.
Our arrangement was that perfect fit, until our
personal relationship became complicated. My

Marco is a 66-year-old Italian nuclear engineer
and renaissance man whose motto is, “Amore,
Amore, Amore,” with a 30-year experience livHAND IN HAND FELLOWSHIP STORIES
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daughter married, had a child, and I returned
to Santa Rosa alone to live in a co-housing
community near her to help with childcare.

might be awake restless watching an Italian
mountain climber on YouTube—a man reminiscent of his own adventures in Italy. His beloved
guitar, which he used to bring along on his 2am
sojourns, hangs on the wall.

When Marco had a psychotic episode, I brought
him to my home from San Francisco to help
him return to what was his normal. He did not,
however, return to his home in San Francisco,
and due to our caring friendship, we created an
unwritten contract that he would pay the rent
and I would manage his growing need for care.

This arrangement, especially during Covid and
my grandsons’ need for my care, spent down
most of Marco’s resources. His Social Security
check of less than 2000/month is his only steady
income. Although his sons have begun to pay
the rent and his 87-year-old mother sometimes
sends money from Italy, these supports are not
sustainable, especially as Marco’s needs continue to increase.

He began to gradually decline and was no longer able to drive or even manage his day-today needs. As I was the full time ‘nanny’ for my
new grandson, we hired care support privately for a few hours a week. Soon a few hours a
week increased to several hours a day. For several months we hired 40 hours of outside care
a week. Caregivers are paid 25/hour. I provide
the remainder of the care at 0/hour.

At 75, my own health needs care. I have put
off knee surgery for two years as I do not know
how we both will be cared for.
We are not unique. So many people wanting
dignified care at home are facing the challenge
of dwindling resources as elderly are caring for
elderly and disabled partners. It is a time for
creative solutions as we work towards everyone
getting their needs met.

Now, a 2am wake-up is often him peeing in his
Depends because he might not have motility
enough to get up to use the urinal near his bed
nor voice enough to wake me for help. Or, he
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Tom Manley

My name is Tom Manley

the railing so that I can move safely getting to
and answering the street door, taking out recycling, and ascending those nine steps back up.
Without it I would need to crawl up and down
those steps to maintain balance, independence,
and have what dignity I can muster.

and I live in Oakland, California.
My wife and I have been living in the same
90-year-old apartment building for over 30
years. Due to our ever-increasing and challenging physical conditions there has been an
increase in difficulties.

We need to fight to support and expand resources and supports for people like me and my
wife: people with disabilities, workers, family
caregivers. These supports include more public funding for accessible, affordable housing,
more funding for homecare, and the continuation of the Affordable Care Act, which makes
health insurance affordable to millions of
Americans. This all reminds me of our situation
with the stairs at the apartment. The existing
resources act more like a railing to a very long
staircase. I wonder what an elevator would look
like? I can only imagine how it would help.

There are nine steps from our apartment door
to the street door below. To help improve accessibility, a friend installed a railing in the
stairwell for my wife’s use. Since then, she has
lost the ability to walk. Suddenly the railing was
serving more as a decoration. Soon thereafter
my own legs began to weaken and my balance
started to falter.
I myself have cerebral palsy and am 70 years
old. To my fortune, I am ambulatory, but with
age I am in constant fear of tripping and falling.
I use a cane to keep my balance. Now I need
HAND IN HAND FELLOWSHIP STORIES
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Tess Brillante

My name is Tess Brillante and I am a Filipino
migrant, who came to the US ten years ago.
Over the years being an undocumented live-in
caregiver has been a big struggle. Often I have
been paid only $60 a day for 24 hour care work.
Needless to say, these jobs also don’t provide
any sick leave or vacation days. Being told “No
work, no pay!” is just the tip of the iceberg for
workers like me.
I have often dealt with unpaid hours, unpaid
breaks, delayed wages, and having to sleep on
sofas in rooms that are too cold or too hot because some employers don’t provide air conditioning or heating in the homes. Moreover,
none of these employers provided any medical
benefits or retirement.
I became a member of the Pilipino Association
of Workers and Immigrants (PAWIS) because
they helped me and other workers to fight for
our rights with Know-Your-Rights Trainings,
Legal Clinics, and coffee group discussions to
deepen our knowledge of employment laws
and workers rights. I noticed that with every
new training, meeting or conversation, I started

Image Description: Tess, a Filipina woman with light
brown hair below her shoulders, stands in front of a
staircase wearing blue scrubs. She holds a poster where
she is pictured wearing a mask and flexing her arm.
The poster is Tagalog, the English translation is: “Caring
for myself is also caring for my family.” — Tess Brillante
is vaccinated. She represents our Filipino community
as the Vice Chair of Pilipino Association of Workers and
Immigrants (PAWIS).

50

HAND IN HAND FELLOWSHIP STORIES

to feel differently about myself and my work.

ment from employers to caregivers for all the
hours they have worked. No more unpaid hours!
Yes work, yes pay!

Then the Covid-19 virus started to show up in
California and many of my fellow caregivers
were immediately affected. With the help of
PAWIS, I decided that the best way I could help
was to start distributing Personal Protective
Equipment (PPE) and help other workers process their benefits paperwork. Eventually I was
asked if I would be part of a county-wide campaign to increase the number of local people
who were getting vaccinated. I became an instant local celebrity! I had my photo taken and
shared my experience reaching out to folks for
testimonial videos, social media images and local newspapers. All of this was done in an effort
to promote and encourage workers, especially
caregivers, to get vaccinated and it worked.

So what’s next? Well, I would like to take this
opportunity to call the attention of all workers,
especially the caregivers, to unite and fight for
our rights and benefits! I have done my part, it’s
your turn to write your stories and share about
your journeys as caregivers. This will mean so
much for our future, for the empowerment and
victory for all workers.

“

Soon after I was asked to share my stories
about wage theft and other experiences in care
work with local leaders who were interested in
improving the lives of caregivers. I participated
in more than 25 lobby visits until the Successor
Liability Law was enacted and signed by Governor Newsom. This new law will ensure payHAND IN HAND FELLOWSHIP STORIES
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Being told ‘No work,
no pay!’ is just the
tip of the iceberg for
workers like me
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Get involved and
share your story at
domesticemployers.org/
HCBS.

