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Norma Holland Leaving 13WHAM but Finding New
Ways to Help Community
Patti Singer
Mornings are going to be different in Norma Holland’s
house – maybe in yours, too.
Since 2002, Holland has been waking up at 2 a.m. to get
to the 13WHAM television studio to anchor News This
Morning and Good Day Rochester. Her last day of that
routine is Aug. 23, when her contract ends and she leaves
broadcast journalism to start a new career as a brand ambassador for the digital marketing company Digital Hyve.
”As my children get a little older, I started to think what
would life look like if I didn’t wake up so early to go to
work,” she said. “I started to consider what I wanted to
do.”
Holland, 44 and the mother of two girls, ages 3 ½ and 1
½, said the move has been months in the making. She has
been with 13WHAM for nearly 24 years.
“You start thinking, ‘What am I good at, what do I like to
do?’ When you’ve been a place for a very long time, it’s
very easy almost to forget what your skill set is. You take
for granted the things you do every day because you do
them every day.”
Shortly after the first of the year, she sought counsel from
people she trusted and admired to help her take stock.
One of those conversations was with Jeff Knauss, who
worked in sales at 13WHAM and become a friend. They’d
occasionally joke about how fun it would be to one day
work together.
“I called him up and said, ‘Remember the conversation
we had a couple of years ago?’ The rest is history,” Holland said.

Holland said she heads into her new career excited about
the opportunity to learn and be part of the growing digital world. “I want to go where everyone else is going and
be able to in five years keep up with the talk.”
She leaves her former career with one less face of color,
something she said has been on her mind.

event and emcee that, and I’d have to say no because I
have to get up a 2 a.m. I feel that even though you won’t
see my face on TV, I’m still in the world of media, digital
though it is. And with a better sleep schedule, I feel I can
be out in the community in ways I couldn’t before. My
dedication to the community and my desire to help is not
waning with my departure from television.”

“When you are a person of color and you’re in a field
where there’s not a lot of you, you do feel a responsibility
to represent your community,” she said. “That’s just natural. You have a sense of pride in your heritage. Being from
a racially and culturally mixed background, I did feel that
and that was something that weighed very heavy in my
mind and on my heart.”
She said she had to be honest with herself about whether
staying in broadcast news still served her. “The truth was,
it just did not.”
Holland said her career change “was borne out of what
was good for me and my family.”
But she can do the math and said broadcast journalism as
an industry is not where it needs to be.
“I am concerned about the number of us on the news. It
is something I’ve always felt a concern about. The bottom
line is we need more faces. Kids need to see themselves
everywhere, not just in sports, not just in law enforcement, not just in any one sector. My girls need to see
themselves in every place they look, in every place that
they are.”
Even though she said she’s no longer going to be the “TV
Lady” that people call her, she will still have a presence.
“I would get asked all the time, could you come to this
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Explaining Alzheimer’s in words they know
olic Family Center at a health fair. She started talking
with the Alzheimer’s Association representative at the
next table.
Originally from Colombia, Velez was part of the Hispanic community that the Alzheimer’s Association knew it
needed to reach.
Hispanics are about 1 ½ times more likely than whites
to develop the disease, according to data from the Alzheimer’s Association. Genetic factors do not appear
to account for differences among racial groups. Socioeconomic factors and the rates of illness such as heart
disease, high blood pressure and diabetes may be more
responsible.
Velez received extensive training so she can explain dementia and how it can affect an individual and the family.

A generation ago, people living with cancer didn’t want
to say they had the disease. Now, often it’s a topic of
conversation.
“People say they have cancer and they get support,”
said Estella Velez, a community educator/promotora
at the Alzheimer’s Association, who works for Catholic
Family Center. “Why not say with Alzheimer’s, you have
a disease. You don’t need to be ashamed.”
People aren’t there – yet.
Velez is using her experience as a supervisor in the adult
and aging services program with Catholic Family Center
to educate Hispanic families about Alzheimer’s and connect them to services through the Alzheimer’s Association.
“The hard thing is, in the beginning they want to hide,”
she said. “We know people have shame about this disease. Why? Because you don’t want people to know.
They’re feeling bad.”
Velez said that some people think they should keep their
family business private. But if people hide the disease,
“there is no way they can get support” for themselves
as caregivers or their loved one through the activities
and resources of the Alzheimer’s Association and their
community.
She said some family members try to do everything
themselves. “Sometimes people want to be a super
woman. It’s not good. You’re under stress many months.
You can be sick. Your mom or your father won’t have
the support when they need it. You need to have some
help.”
Velez’s involvement with the association started accidentally about 10 years ago. She was representing Cath-

“I say there are different types of dementia. It’s not only
Alzheimer’s. Alzheimer’s is the more common.”

“The client says the sky is purple,” she said. “You say,
yes, it’s purple. You don’t say, no it’s blue. You don’t
want to start fighting with them, because they’re having
a problem with the disease. … The goal is to give people
with dementia a wonderful day, no crying, no fighting,
no stress.”
Velez said she would like to start a Spanish language
support group, but one of the barriers is time. She said
many family members work multiple jobs and it can be
difficult for them to attend sessions.
Alzheimer’s is not in Velez’s family, but her mother did
have a brain tumor. Velez said that her knowledge about
brain diseases helped her recognize symptoms and get
tests for her mother. Her mother died in 2016.
Velez said the experience helped her understand the
stress that families go through. Volunteering to help
those families is emotional but gratifying.
“You give relief,” she said.

While dementia in general and Alzheimer’s specifically
are associated with the elderly, the disease can
strike people in their 50s or 60s. Velez said that
because researchers are looking at possible connections between dementia and other chronic
illness that affect the heart and the blood vessels, she encourages people to lead a healthy
lifestyle.
“We teach controlling your sugar, blood pressure, weight,” she said. “We try to teach this to
the community so they can go to their doctor.”
Velez said she is referred to families by nurses,
through the Alzheimer’s Association and by people she knows. She said that older family members want information in Spanish but younger
generations are more comfortable with English.
She talked about a baby shower, where she
was asked to come early to talk with the family
whose grandmother was showing signs of dementia. She said that because of the disease, the
woman was more likely to remember her life in
Puerto Rico from decades ago than to recognize
what was going on around her on a daily basis.
To explain changes in the brain, Velez fills two
boxes with corn. One represents a healthy brain
and is heavier. The other represents a brain affected by dementia, and it’s lighter.

Ser propietario de una vivienda
es importante.
Estamos disponibles para ayudar a los compradores de vivienda
por primera vez a sobrellevar el proceso hipotecario y comprar una
vivienda económica, aunque tenga:
• Poco dinero para un pago inicial
• Un historial de crédito escaso o “que no sea perfecto”
• Un cambio de empleo reciente
Para comenzar, llame al 1-888-253-0993 o visite mtb.com/mortgage.

“It’s something tangible for them,” she said.
“People understand the brain changes.”
Velez also teaches home health aides about
working with individuals who have dementia.

Prestamista hipotecario equitativo.
Se aplican ciertas restricciones. Sujeto a aprobación del crédito y de la propiedad. Toda la documentación de préstamo se le proporcionará en inglés.
©2019 M&T Bank. Miembro FDIC. NMLS# 381076. 15609-HSP 190603 VF
La Voz Rochester: 5” x 6.75”
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An Overview of Alzheimer’s Disease
What is Alzheimer’s disease?
•
The most common type of dementia.
•
A progressive disease beginning with mild memory loss possibly
leading to loss of the ability to carry on
a conversation and respond to the environment.
•
Involves parts of the brain
that control thought, memory, and language.
•
Can seriously affect a person’s
ability to carry out daily activities.
Although scientists are learning more
every day, right now, they still do not
know what causes Alzheimer’s disease.
Who has Alzheimer’s Disease?
•
In 2014, as many as 5 million
Americans were living with Alzheimer’s
disease.1
•
The symptoms of the disease
can first appear after age 60 and the risk
increases with age.
•
Younger people may get Alzheimer’s disease, but it is less common.
•
The number of people living
with the disease doubles every 5 years
beyond age 65.
•
This number is projected to
nearly triple to 14 million people by
2060.1
What is known about Alzheimer’s Disease?
Scientists do not yet fully understand
what causes Alzheimer’s disease. There
probably is not one single cause, but
several factors that affect each person
differently.
•
Age is the best known risk factor for Alzheimer’s disease.
•
Family history—researchers
believe that genetics may play a role in
developing Alzheimer’s disease.
•
Changes in the brain can begin
years before the first symptoms appear.
•
Researchers are studying
whether education, diet, and environment play a role in developing Alzheimer’s disease.
•
Scientists are finding more evidence that some of the risk factors for
heart disease and stroke, such as high
blood pressure and high cholesterol
may also increase the risk of Alzheimer’s disease.
•
There is growing evidence that
physical, mental, and social activities
may reduce the risk of Alzheimer’s disease.
How do I know if it’s Alzheimer’s disease?
Alzheimer’s disease is not a normal part
of aging.
Memory problems are typically one of

the first warning signs of cognitive loss.
According to the National Institute on
Aging, in addition to memory problems,
someone with Alzheimer’s disease may
experience one or more of the following signs:
•
Memory loss that disrupts daily life, such as getting lost in a familiar
place or repeating questions.
•
Trouble handling money and
paying bills.
•
Difficulty completing familiar
tasks at home, at work or at leisure.
•
Decreased or poor judgment.
•
Misplaces things and being unable to retrace steps to find them.
•
Changes in mood, personality,
or behavioral.
If you or someone you know has several
or even most of the signs listed above,
it does not mean that you or they have
Alzheimer’s disease. It is important to
consult a health care provider when
you or someone you know has concerns
about memory loss, thinking skills, or
behavioral changes.
•
Some causes for symptoms,
such as depression and drug interactions, are reversible. However, they can
be serious and should be identified and
treated by a health care provider as
soon as possible.
•
Early and accurate diagnosis
provides opportunities for you and your
family to consider or review financial
planning, develop advance directives,
enroll in clinical trials, and anticipate
care needs.
How is Alzheimer’s disease treated?
Medical management can improve the
quality of life for individuals living with
Alzheimer’s disease and their caregivers. There is currently no known cure
for Alzheimer’s disease.
Treatment addresses several different
areas:
•
Helping people maintain mental function.
•
Managing behavioral symptoms.
•
Slowing or delaying the symptoms of the disease.
Support for family and friends
Currently, many people living with Alzheimer’s disease are cared for at home
by family members.
Caregiving can have positive aspects
for the caregiver as well as the person
being cared for. It may bring personal
fulfillment to the caregiver, such as satisfaction from helping a family member
or friend, and lead to the development
of new skills and improved family relationships.

No se quede
esperando una cura.
Ayúdenos a encontrarla.
alz.org/TrialMatch

¿Cómo funciona TrialMatch?
1. Cree una cuenta gratuita.

2. Responda algunas preguntas
para completar su perfil
o el de otros familiares.

3. Reciba una lista personalizada
de estudios con los que usted
posiblemente sea compatible.

4. Decida si desea ponerse en contacto
con el equipo de alguno de los estudios.
TrialMatch mantendrá su información
de manera confidencial y usted no tiene
la obligación de participar en un estudio
o de comunicarse con algún equipo.
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Acerca de TrialMatch
mer’s disease.1 This number is projectTrialMatch®, de la asociación
ed to nearly triple to 14 million people
by 2060.1
In 2010, es
the costs
Alzheimer’s Association,
un of treating Alzheimer’s disease were projected to fall between $159 and
servicio de compatibilidad
de$215 billion.4 By 2040,
these costs are projected to jump to between $379 and more than $500 billion
estudios clínicos gratuito
annually.4 y fácil
Death rates for Alzheimer’s disease
de usar para personas
demencia,
are con
increasing,
unlike heart disease
and cancer death rates that are on the
decline.5 sanos
Dementia, including Alzheicuidadores y voluntarios
mer’s disease, has been shown to be
underreported in death certificates and
que no tengan demencia.
therefore the proportion of older peo-

Although most people willingly provide
care to their loved ones and friends,
caring for a person with Alzheimer’s disease at home can be a difficult task and
might become overwhelming at times.
Each day brings new challenges as the
caregiver copes with changing levels of
ability and new patterns of behavior. As
the disease gets worse, people living
with Alzheimer’s disease often need
more intensive care.
Add Information HERE about local caregivers.
What is the burden of Alzheimer’s disease in the United States?
Alzheimer’s disease is
•
One of the top 10 leading causes of death in the United States.2
•
The 6th leading cause of death
among US adults.
•
The 5th leading cause of death
among adults aged 65 years or older.3
In 2014, an estimated 5 million Americans aged 65 years or older had Alzhei-

ple who die from Alzheimer’s may be
considerably higher.

TrialMatch está disponible
Source: The Alzheimer’s Association
2019 Alzheimer’s Disease Facts and Figsolo en inglés.
ures”

¿Quiere saber más?
Comuníquese con TrialMatch de la
forma que le sea más conveniente.
» Visite alz.org/TrialMatch
» Envíe un correo electrónico
a TrialMatch@alz.org
» Llame al 800.272.3900
» Complete esta tarjeta y devuélvasela
a un representante de la asociación, o
bien envíela por correo a la siguiente
dirección:
Alzheimer’s Association
Attn: TrialMatch
225 N. Michigan Ave., Fl. 17
Chicago, IL 60601
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Five things you can do to reduce your risk
Patti Singer
pattisinger@minorityreporter.net
As you get older, your
risk of developing Alzheimer’s disease or another dementia increases. You may think there’s
nothing you can do.
Dr. Frederick Marshall,
Dr. Frederick Marshall chief of the Geriatric
Neurology Division at
the University of Rochester Medical Center, listed
five things you can do to reduce your risk. Doing any
or all won’t guarantee you’ll never develop dementia. But practicing each one can improve your overall
health.
Limit alcohol use. Marshall said that in a study of
millions of French people, those who did not drink
alcohol or had only one drink a day had one-third

the risk of dementia as people who had two or more
drinks a day.
Monitor your risk for heart disease. There’s an expression of what’s good for the heart is good for the
brain, so illness that affect your cardiovascular system can take a toll on your brain.
Blood pressure is one thing that can affect both.
The top number should not be higher than 120
and the bottom number should not be higher
than 80. https://www.heart.org/en/health-topics/
high-blood-pressure/understanding-blood-pressure-readings
Cholesterol and blood sugar also are important factors in brain health. “You hear about Type 1 and
Type 2 diabetes,” Marshall said. “Some people refer
to Alzheimer’s as Type 3 diabetes.”
Be social. Marshall has worked in Latin America and
Puerto Rico. “Maybe this is my cultural bias, but I
remember seeing a sense of community … that is

stronger than the sense of community in the Caucasian Norte Americano culture,” he said. “People
played dominoes, were hanging out in the plaza
with large groups of family.”
Marshall said that humans have evolved to be social creatures. While any brain activity is good in the
long run, activities with other people seem to offer
the most protection. “Having a conversation is putting our brains through a workout. It’s much better
to spend an hour talking to a friend than it is doing a
word search or a Sudoku.”
Modify what you eat. Have more leafy greens, fresh
fruits and vegetables and fish. Minimize red meat
and fatty foods. Instead of using fats that are solid
at room temperature, use fats, such as olive oil, that
are liquid at room temperature.
Exercise. Strive for activity three times a week, and
work to the point where you sweat.

Cinco cosas que puedes hacer para reducir tu riesgo
Patti Singer
pattisinger@minorityreporter.net
A medida que envejece, su riesgo de desarrollar la
enfermedad de Alzheimer o
demencia aumenta. Puedes pensar que no hay
nada que puedas hacer.
El Dr. Frederick Marshall, jefe de la división de Neurología Geriátrica en el
Centro Médico de la Universidad de Rochester,
enumeró cinco cosas que podemos hacer para
reducir el riesgo. Hacer uno o todas estas cosas no
garantizará que nunca se desarrolle
demencia, pero practicar cada uno puede mejorar
su salud general.
Limite el consumo de alcohol. Marshall dijo que,
en un estudio de millones de personas francesas,
aquellos que no bebieron alcohol o tomaron solo
un trago al día tuvieron
un tercio del riesgo de demencia a personas que
tomaron dos o más bebidas al día.
Controle su riesgo de enfermedad cardíaca. Hay
una expresión que dice que lo que es

bueno para el corazón es bueno para el cerebro,
entonces las enfermedades que afectan
el sistema cardiovascular puede afectar su cerebro.
La presión arterial es una cosa que puede afectar a
ambos. El número superior no debería ser mayor
que 120 y el número inferior no debe ser mayor a
80.
https://www.heart.org/en/health-topics/highblood-pressure/understanding-blood-pressure-readings
El colesterol y el azúcar en la sangre también son
factores importantes en la salud del cerebro.
“Escuchaste sobre la diabetes tipo 1 y tipo 2”, dijo
Marshall. “Algunas personas se refieren al Alzheimer como diabetes tipo 3 “.
Se social. Marshall ha trabajado en América Latina
y Puerto Rico. “Tal vez
este es mi sesgo cultural, pero recuerdo haber visto
un sentido de comunidad ...
eso es más fuerte que el sentido de comunidad en
el Norte del anglosajón de la
cultura americana “, dijo. “La gente jugaba al
dominó, pasaba el rato en la plaza con grandes

grupos de familias “.
Marshall dijo que los humanos han evolucionado
para ser criaturas sociales. Mientras que cualquier
actividad cerebral es buena a largo plazo, actividades con otras personas
parecen ofrecer la mayor protección. “Tener una
conversación es poner nuestro
cerebros a través de un entrenamiento. Es mucho
mejor pasar una hora hablando con un
amigo, que estar haciendo una búsqueda de palabras o un Sudoku “.
Modifica lo que comes. Tener más verduras de hoja
verde, frutas y verduras frescas,
pescado, minimice las carnes rojas y los alimentos
grasos. En lugar de usar grasas que
son sólidas a temperatura ambiente, use grasas,
como el aceite de oliva, que son
líquido a temperatura ambiente.
Ejercicio. Esfuércese a hacer actividad física tres
veces a la semana y trabaje hasta el punto
donde sude.
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JOIN THE FIGHT FOR ALZHEIMER’S
FIRST SURVIVOR.

Finger Lakes: Oct. 5 at Granger Homestead
Rochester: Oct. 12 at Frontier Field
Register today at alz.org

ÚNASE A LA LUCHA POR
A LA
LUCHA POR
ELÚNASE
PRIMER
SOBREVIVIENTE
EL PRIMER
SOBREVIVIENTE
DEL ALZHEIMER.
ALZHEIMER.
Finger Lakes:DEL
5 de Octubre
a Granger Homestead

Finger
Lakes: 512
de de
Octubre
a Granger
Homestead
Rochester:
Octubre
a Frontier
Field
www.alz.org
Rochester: 12 de
Octubre a Frontier Field
www.alz.org
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Dementia & Alzheimer’s: Break The Silence, Ask For Education & Help
She noticed that he had a sound of longing to see
his home again. Oscar’s behavior had mellowed
and he seemed to become a quite, introverted
person, not like the energetic and involved person the family knew him to be. While in Puerto
Rico, Staffie had to encourage Oscar to show her
around the town. At this point, she noticed that
he seemed hesitant and reluctant. He didn’t even
seem to know where he was or to actively contact
relatives or friends. Mrs. Morales felt something
was wrong but didn’t know what.

church and community contacts to obtain resources to offset the health care services. The family
needed around the clock nursing services for Mr.
Morales, due to Staffie also now needing her own
medical attention. The only family members that
could possibly help with home care at the time
were two of the sons; one had to move into the
family house and the other son worked full-time
but visited daily to help with the care. Additionally, a visiting nurse was able to be obtained to help
ensure the medication was being administered.
However, it was becoming difficult for the nurse
Once back in Rochester, Staffie and Oscar resumed because Oscar was having difficulty swallowing the
their life. Because Oscar’s English was limited, medication and eventually became discouraged at
Staffie handled most of the family affairs. Mrs. taking medication and having blood drawn.
Morales contacted the family life insurance agent
and asked him to visit the house after her husband Oscar had a heart attack a few months prior.
When the insurance agent arrived Mr. Morales
answered the door, without warning he began
chasing the insurance agent with a butcher’s
knife as if he were an intruder. After the incident
LO QUE NECESITA SABER
the family talked to the insurance agent to idenPARA VIVIR LA MEJOR VIDA POSIBLE
tify what had occurred, the situation sounded
like a scene from a movie. The insurance agent
suggested to have Oscar checked for Alzheimer’s
because he experienced a similar situation with
his father who was diagnosed with Alzheimer’s.

TENGO LA ENFERMEDAD
DE ALZHEIMER

By Tracie Isaac
Oscar G. Morales transitioned from this life on July
23, 2019 after sixteen years of bouts with heart
attack, stroke, dementia and finally without really
knowing that he was afflicted with Alzheimer’s.
The Morales family had never heard of the terms
dementia or Alzheimer’s. Neither family nor
friends had ever discussed if there was an illness
or a concern with an elderly family member. Very
often in the Hispanic culture the elderly are cared
for within the family and if there is behavior considered abnormal, it is generally ignored and overlooked out of respect to the elder.
Born in Juan Diaz, Puerto Rico in the 1930’s, Oscar
Guzman Morales was a man who was very loving
and hardworking. He spent most of his young adult
life in Ponce, Puerto Rico. He migrated to Marion,
NY in 1965 where he worked on a farm. After a
period he moved to Rochester, NY where he met
the love of his life, Staffie Lawson to whom he was
married for fifty-two years, and had one son Bruce
out of the union and a blended family of five children. After working construction for International
Labors Union #435, Oscar Morales moved on to a
twenty-year career at Delco, retiring in 1996. Mrs.
Staffie Morales was a working mother of five for
the City of Rochester driving heavy equipment and
retiring in 2003.
In 2009, Staffie Morales recalls that Oscar Morales wanted to visit his birth place in Puerto Rico.

The visit to the doctor confirmed that Oscar had
Alzheimer’s. Prior to this visit, Staffie didn’t think
she had anything to report and no one else in the
family had recognized the changes that occurred
in Oscar’s behavior. After the incident with the
insurance agent, Staffie realized that she had no
one to talk to. There were no Spanish or bi-lingual speaking resources or case workers who
could talk to Oscar Morales or any of his family
members, as well as there were no advocates or
information sources identified to educate the immediate family members.
“It would have been very helpful if there were
Spanish speaking staff or patient advocates that
could have explained dementia and Alzheimer’s.
Having someone to explain this disease would
make it easier on the family and prepare them for
how to handle this illness,” said Staffie Morales.
After the diagnosis, the doctor prescribed medication for Mr. Morales. The medication seemed
to delay the outbursts but additional issues appeared. After several falls in the house from losing his balance, the family returned to the doctor
to find that Oscar’s motor skills were affected.
New medication was prescribed but it was very
expensive and was not covered by their insurance. Luckily, the doctor was able to identify a
medication that could be provided at no charge.
At the time, Staffie Morales had to turn to her

51504.indd 1

Si usted o un conocido suyo esta experimentando estas
señales de advertencia, favor de consultar a un médico.

Para más información, llame al 800.272.3900
o visite alz.org/espanol.

8/16/18 9:29 PM
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The health care tasks increased to having frequent doctor visits which included transportation and physical assistance to lift and secure the patient. Additionally, the house needed to be secured because Oscar tried
to leave the house unescorted at 4 a.m. while all members of the house
were asleep. Now the family had an additional safety concern. Over a
period of three years prior to Oscar’s transition, the resources changed as
the condition became worse.
“It seems that where you live and your insurance determines the information and resources you receive,” said Staffie. “Where should we go and
who has the information? If it wasn’t for someone who had this experience before, I don’t know when we would have been informed about
Alzheimer’s.”
Alzheimer’s is not a selective disease. Family must pay attention to any
change in behavior or physical functions. Culture and pride should not be
used as an excuse to ask questions about the family medical history. Edu-
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Team MannPower walks to find a cure for Alzheimer’s
she had vascular dementia. Grandma Andrea lived
to be 91 and died in 2010.

Alzheimer’s was invading his mind. Her
faith and love for Chuck helped her accept these things.

In 2007, my father-in-law
Chuck Mann, who was in
his early 70s, was diagnosed with Alzheimer’s.

When our oldest daughter Eliana was
about two months old, we took her to
visit Chuck for the first time. Although
he may have not realized she was his
granddaughter, he smiled happily at
Eliana. My husband, who is a photographer, captured that amazing moment of
joy. As a toddler, Eliana went with us to
visit Papa Chuck several times. When he
passed away in July 2018, my husband
told her that Papa Chuck went to sleep
and was not coming back. To this day,
Eliana still talks about him and, every
night, she prays for Grandma Ruth and
Papa Chuck.

Q. Tell me more about
your father-in-law’s diagnosis and the effect it had
on your family.
A. Chuck and my mothNorma Holland er-in-law Ruth shared the
news with their seven children.
The
entire
family rallied behind
By Olga Monacell
their parents. My husband Matthew
On a recent summer morning, I met and his six siblings wanted to know
with Norma Holland Mann at a coffee what to expect as their father’s disease
shop in Irondequoit. We talked about progresses. Early on, I connected them
her almost 15-year engagement with to the Alzheimer’s Association. Chuck,
the Alzheimer’s Association, Rochester Ruth and some of their children attendand Finger Lakes Region, and her dedi- ed several workshops and conferences
cation to find a cure for Alzheimer’s and offered by the Rochester and Finger
Lakes chapter. It was a learning expeother dementias.
rience for everyone. We learned how
Q. Norma, earlier this year, you have important for people with Alzheimer’s is
assumed the role of the volunteer plan- to retain their dignity. We need to treat
ning committee chair for The Walk to them with respect and advocate for
End Alzheimer’s in Canandaigua. Tell us them because they can’t advocate for
more about your connection to the Alz- themselves.
heimer’s Association.
Chuck and Ruth completed an earA. Early in my career at 13WHAM, I ly-stage orientation series offered by
joined the board of the Alzheimer’s As- the association. They both enjoyed getsociation, Rochester and Finger Lakes ting to know other couples that were
Region Chapter. As a journalist, I was facing Alzheimer’s or another dementia.
familiar with the projection that, as the Chuck and Ruth wanted to do more.
size and proportion of U.S. population They started a support group for family
age 65 and older continue to increase, caregivers in Wayne County.
the number of Americans with Alzheimer’s and other dementias would esca- Chuck’s disease progressed rapidly.
Eventually, he had to go to a memory
late rapidly.
care unit and later to a skilled nursing
However, on a personal level, I didn’t facility. Fortunately, Alzheimer’s never
know much about Alzheimer’s or oth- changed his personality, even though
er forms of dementia. As I was learning I knew it could. This definitely was his
more about the disease through my in- saving grace. He remained as gentle as
volvement with the Association, I real- he used to be. Some female residents
ized that my beloved grandmother’s for- at the nursing home would mistake him
getfulness was indicative of dementia. for their husbands and would want to
My grandmother, Andrea Alicea Diaz, hold hands with him. It was hard for my
was in her mid-80s and not formally di- mother-in-law to see him holding hands
agnosed at the time. We later learned with other women, but she understood

Q. When did your family begin participating in the Walk to End Alzheimer’s?
A. Our extended family began partici-

pating in the Walk to End Alzheimer’s
in 2008, when Chuck was newly diagnosed. He walked with us the first few
years after his diagnosis. Now, we continue to walk in his memory. We call
ourselves Team MannPower (see front
page photo). We, the Manns, believe
that there will be a cure or a treatment developed within our lifetime. If
we don’t have that faith, what do we
have? I love the Walk. For me, it is not
just walking. It is getting together with
people who share the same experiences. Join our family for the Walk to End
Alzheimer’s on October 5 at Granger
Homestead in Canandaigua.
See page 14 for information on how to
register for Walk
A version of this article was first published in the July/August issue of Rochester Woman Online.

Saturday, OCtOber 5 | 8 p.m.

Gina Chavez
A nine-time Austin Music award winner, Gina Chavez’s passionate,
bilingual songs traverse cumbia, bossa nova, vintage pop,
reggaeton, and folk. With dynamic vocals and sharp social
commentary, Chavez take audiences on a journey through the
Americas, expertly blending sounds with tension and grace.

artscenter.naz.edu • 585-389-2170
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Equipo MannPower Camina Para Encontrar una cura
para el Alzheimers
Por Olga Monacell
En una reciente mañana de verano, me encontré con Norma
Holland Mann en la cafetería iSquare en
Irondequoit. Hablamos de su compromiso
de casi 15 años. con la Asociación de Alzheimer, región de Rochester y Finger Lakes, y
su dedicación para encontrar una cura para
el Alzheimer y otras demencias.
P. Norma, a principios de este año, has
asumido el papel del presidente del comité
voluntario de planificación para la caminata para acabar con el Alzheimer en Canandaigua. Danos
más información sobre su conexión con el
Alzheimer Asociación.
R. Al principio de mi carrera en 13WHAM,
me uní a la
junta de la Asociación de Alzheimer, de
Rochester y el capítulo de Finger Lakes.
Como periodista, estaba familiarizada con
la proyección de como el tamaño y proporción de la población estadounidense de 65
años o más seguía aumentando, también
el número de estadounidenses con Alzheimer y otras demencias se intensificarían
rápidamente.
Sin embargo, a nivel personal, no sabía
mucho sobre el Alzheimer u otras formas
de demencia, fui aprendiendo más sobre
la enfermedad a través de mi participación

con la Asociación, y me di cuenta de que
el olvido de mi amada abuela fue indicativo de demencia…mi abuela Andrea Alicea
Díaz, tenía alrededor de 80 años y no fue
formalmente diagnosticada en aquel momento. Más tarde nos dimos cuentas que
ella tenía demencia vascular. La abuela Andrea vivió hasta los 91 años y murió en el
2010.
En el 2007, mi suegro Chuck Mann, quien
estaba en sus 70 años fue diagnosticado
con Alzheimer.
P. Cuéntame más sobre el diagnóstico de tu
suegro y el efecto que tuvo en tu familia.
R. Chuck y mi suegra Ruth compartieron la
noticia con sus siete hijos. Toda la familia se
reunió para apoyar sus padres. Mi esposo
Matthew y sus seis hermanos querían saber qué esperar medida que progresaba la
enfermedad de su padre. Lo primero que
hice fue los conecté con la Asociación de
Alzheimer. Chuck, Ruth y algunos de sus
hijos asistieron a varios talleres y conferencias ofrecidos por el capítulo de Rochester y Finger Lakes. Fue una experiencia
de aprendizaje para todos. Aprendimos lo
importante que es para las personas con
Alzheimer retener su dignidad Necesitamos tratarlos con respeto, y abogar por
ellos porque ellos no pueden abogar por sí
mismos.

Chuck y Ruth completaron una serie de
orientación sobre las primeras etapas de
la enfermedad ofrecida por la asociación.
Ambos tuvieron el placer de conocer otras
parejas que estaban
enfrentando al Alzheimer u otra demencia. Chuck y Ruth querían hacer más. Ellos
comenzaron un grupo de apoyo para familiares a cargo del cuidado en el condado de
Wayne. La enfermedad de Chuck progresó
rápidamente. Finalmente, tuvo que ir a una
unidad de cuidado de la memoria y luego a
un centro de ancianos especializado. Afortunadamente, la enfermedad de Alzheimer
nunca cambió su personalidad, aunque yo
sabía podría. Fue definitivamente su gracia
salvadora. El permaneció tan gentil como
solía ser. Algunas veces las mujeres residentes del hogar de ancianos lo confundían
con sus esposos y querrían tomarse de la
mano con él. A mi suegra le costaba verlo
él tomado de la mano con otras mujeres,
pero ella entendió
que el Alzheimer estaba invadiendo
su mente. Su fe y el amor por Chuck la
ayudaron a aceptar estas cosas.
Cuando nuestra hija mayor, Eliana, tenía
dos meses de edad, la llevamos a visitar
a Chuck por primera vez. Aunque él no se
haya dado cuenta de que ella era su nieta,
le sonrió alegremente a Eliana. Mi esposo, que es fotógrafo, capturó eso increíble
momento de alegría. Cuando Eliana estaba
pequeña fue con nosotros para visitar a

LOCAL

Papa Chuck varias veces. Cuando
falleció en julio del 2018, mi esposo le dijo
que Papa Chuck se fue a dormir y no iba a
regresa. Hasta el día de hoy, Eliana todavía
habla de él y, todas las noches reza por la
abuela Ruth y papá
Chuck.
P. ¿Cuándo comenzó su familia a participar
en la caminata
en contra del el Alzheimer?
A. Nuestra familia extendida comenzó a
participar en la caminata para acabar con
el Alzheimer en el 2008, cuando Chuck estaba recién diagnosticado El caminó con
nosotros los primeros
años después de su diagnóstico. Ahora
seguimos caminando en su memoria Nos
llamamos Team MannPower. Nosotros, los
Manns, creemos que habrá una cura.o un
tratamiento desarrollado dentro de nuestra vida. Si nosotros no tenemos fe, ¿qué
tenemos? Me encanta la
caminata. Para mí, no es solo caminar. Es
estar conectados con personas que comparten las mismas experiencias. Únase a
nuestra familia para el Walk to End Alzheimer’s el 5 de octubre en Granger Homestead en Canandaigua.
Una versión de este artículo se publicó por
primera vez en el
Edición de julio / agosto de Rochester
Woman Online.
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cuerpo y cerebro sano es vida sana
consejos de las últimas investigaciones

un programa de educación de la Alzheimer’s Association
Durante siglos, hemos sabido que la salud del cerebro y la salud del cuerpo están conectadas. Pero ahora la ciencia
puede brindar información sobre cómo tomar decisiones sobre el estilo de vida que pueden ayudar a mantener
saludables el cuerpo y el cerebro a medida que envejecemos. Únase a nosotros para conocer las investigaciones
en las áreas de dieta y nutrición, ejercicio, actividad cognitiva y participación social, y use herramientas prácticas
que lo ayudarán a incorporar estas recomendaciones en un plan para el envejecimiento saludable.
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Las minorías y las mujeres corren un mayor riesgo de
padecer la enfermedad de Alzheimer
¿Tiene usted más probabilidades de contraer la enfermedad de Alzheimer? Lea sobre
quién está en riesgo y qué puede hacer.
Los hispanos y afroamericanos en los Estados Unidos verán los mayores aumentos en la enfermedad
de Alzheimer y las demencias relacionadas entre
2015 y 2060.1 La demencia no es una enfermedad
específica, sino más bien un término general para la
capacidad deteriorada de recordar, pensar o tomar
decisiones que interfieren con el hacer actividades
diarias.
La enfermedad de Alzheimer es el tipo más común
de demencia. Las estimaciones actuales indican
que alrededor de 5,8 millones de personas en los
Estados Unidos tienen la enfermedad de Alzheimer
y demencias relacionadas, incluidos 5,6 millones
de 65 años o más y aproximadamente 200,000
menores de 65 años con Alzheimer de aparición
más joven.
Para el 2060, se pronostica que el número de casos
de enfermedad de Alzheimer aumentará a aproximadamente 14 millones de personas, siendo las

poblaciones minoritarias las más afectadas.

• Los casos entre hispanos aumentarán siete veces
con respecto a las estimaciones de hoy.
• Los casos entre afroamericanos aumentarán cuatro veces con respecto a las estimaciones actuales.
Las condiciones de salud como las enfermedades
cardíacas y la diabetes pueden explicar estas diferencias, ya que son más comunes en las poblaciones
hispanas y afroamericanas. Los niveles más bajos
de educación, las tasas más altas de pobreza y
una mayor exposición a la adversidad y la discriminación también pueden aumentar el riesgo de la
enfermedad de Alzheimer.
Entre todas las razas, las mujeres tienen casi dos
veces más probabilidades de verse afectadas por la
enfermedad de Alzheimer que los hombres. La diferencia se debe principalmente a que las mujeres
viven más años.

Comprender las disparidades en la enfermedad
de Alzheimer y las demencias relacionadas es el
primer paso hacia el desarrollo de estrategias de
prevención y servicios dirigidos a las personas con
mayor riesgo de desarrollar la enfermedad.
Involucre a su médico y familia
Los adultos mayores, especialmente las mujeres,
los hispanos y los afroamericanos que experimentan síntomas de pérdida de memoria deben someterse a una evaluación realizada por su proveedor
de atención médica. Hacer esto temprano puede
ayudar a centrar los esfuerzos en la atención oportuna para los pacientes y sus cuidadores. También
brinda la oportunidad de descartar otras posibles
razones para la pérdida de memoria, como los
efectos secundarios de los medicamentos, el estrés
o las deficiencias de vitaminas.

Minorities and Women Are at Greater Risk for Alzheimer’s Disease
Are you more likely to get Alzheimer’s disease? Read about who is at risk and what
you can do.
Hispanic and African Americans in the United
States will see the largest increases in Alzheimer’s disease and related dementias between
2015 and 2060.

Dementia is not a specific disease but rather
a general term for the impaired ability to remember, think, or make decisions that interferes with doing everyday activities.
Alzheimer’s disease is the most common type
of dementia. Current estimates are that about
5.8 million people in the United States have
Alzheimer’s disease and related dementias,
including 5.6 million aged 65 and older and
about 200,000 under age 65 with younger-onset Alzheimer’s.
By 2060, the number of Alzheimer’s disease
cases is predicted to rise to an estimated 14
million people, with minority populations be-

ing affected the most.

Cases among Hispanics will increase seven
times over today’s estimates. Cases among African Americans will increase four times over
today’s estimates.
Health conditions such as heart disease and
diabetes may account for these differences,
as they are more common in the Hispanic and
African American populations. Lower levels of
education, higher rates of poverty, and greater
exposure to adversity and discrimination may
also increase risk of Alzheimer’s disease.
Among all races, women are nearly two times
more likely to be affected by Alzheimer’s disease than men.
The difference is due primarily to women living longer.

Understanding the disparities in Alzheimer’s
disease and related dementias is the first step
toward developing prevention strategies and
targeting services to those most at risk for developing the disease.
Get Your Doctor and Family Involved
Older adults, especially women, Hispanic, and
African Americans who are experiencing symptoms of memory loss should have an assessment performed by their health care provider. Doing this early can help focus efforts on
timely care for patients and their caregivers.
It also provides the opportunity to rule out
other possible reasons for memory loss, such
as medication side effects, stress, or vitamin
deficiencies.
Source: The Alzheimer’s Association 2019 Alzheimer’s Disease Facts and Figures”
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Caregiver Stories: Wife, daughter, granddaughter
By Olga Monacell
According to the 2019 Alzheimer’s
Association Alzheimer’s Disease
Facts and Figures Report, more
than 1.6 million family members
provide care to their loved ones
who live with Alzheimer’s or another dementia in New York State.
On average, caregivers spend 24
hours per week helping their family members with activities of daily living such as bathing, dressing,
eating, handling money and going
to doctor’s appointments. About
two thirds of dementia caregivers
are women. Twice as many women
as men actually live with the adult
they are caring for, which results in
depression, financial burdens and
impaired health. Recently, I interviewed three women caregivers.
Here are their stories.
Angelina Cotto

One in three dementia caregivers
are 65 and older, just like Angelina
Cotto of Rochester. For two years,
Angelina has been caring for Heriberto, her husband of 32 years who
lives with Alzheimer’s dementia.
When Angelina was young, she
briefly worked as a home aide, assisting clients with cleaning, making
meals and companionship. “Because I loved taking care of the elderly and got attached to every one
of them, I had to quit thaAt job. The
hardest part for me was seeing my
clients pass away. It was too painful
to lose them,” said Angelina.

She first met Heriberto at church
in the late 1970s. Originally from
Puerto Rico, he had just moved to
Rochester and become a preacher
focusing on prison ministry. They
got married in 1987. About two
years ago, while visiting inmates
at a correctional facility, Heriberto
passed out and was taken to a hospital by ambulance. Shortly afterward he was diagnosed with Alzheimer’s. “He repeats the same thing
over and over again. Sometimes I
get angry but I try not to show him
my anger. I need to be patient and
I pray about it. Doctors told me his
memory was going to get worse. So,
we decided to move from our house
on St. Paul Street to an apartment
building. Now we are close to public
transportation and a grocery store,”
said Angelina.
Heriberto is prone to wandering.
Even though he wears a MedicAlert
SafeReturn bracelet from the Alzheimer’s Association, Angelina is
reluctant to leave him alone. Both
Angelina and Heriberto have children from previous marriages. “Our
children work and don’t have time
to visit often, but we talk on the
phone and they help out with getting medications from the pharmacy or taking us to doctors’ appointments,” said Angelina.

her two daughters and supported
her aging parents. A few years ago,
her mother Ramonita, who lived in
Rochester, developed dementia and
needed help with daily living activities. About the same time, her father Pablo’s health took a turn for
the worse as well and he decided to
move from New York City to Rochester. Maria had to scale back her
work hours and, eventually, she left
her job. “My employer at the time
was very understanding and offered
me a flexible schedule. However,
my parents took precedence over
my career. I had to share most of my
time between my mother’s house
and my father’s apartment,” said
Maria.
Her mother qualified for the Consumer Directed Personal Assistance
Program (CDPAP), a Medicaid program that allows family members
to hire and supervise home health
aides on behalf of their loved one
who are disabled or chronically ill.
Maria’s husband, children and siblings were all supportive of her decision. A licensed practical nurse with
experience at nursing homes and
homecare agencies, Maria felt best
prepared to provide adequate care
to her own parents at their home
for as long as possible. “My mom
was a nursing assistant and used
to bring me to work at the nursing
home. Mom took pride in taking
care of the elderly and I developed
a passion for working with the elderly, too,” reminisced Maria.

For more than 30 years, Angelina
has been teaching Bible classes for
children at the First Pentecostal
Church on Campbell Street. “I love
working with kids and they love She arranged for her mother to
me. They worry and ask about me
when I miss a class,” said Angelina.
The couple also gets help from the
church. The pastor and his wife arrange for transportation whereas
church volunteers watch Heriberto
while Angelina teaches Bible classes.
Maria Delegado
National surveys have found that approximately one quarter of dementia caregivers are “sandwich generation,” meaning that they provide
care to a parent while also caring
for a child under 18. Maria Delgado of Rochester is one of them. She
had a fulltime job as she cared for

move into an apartment next door
to her father’s apartment and
moved in with them. “I’m a firm believer in the power of prayer and I
knew that, with God’s help, I could
manage. It was a blessing to be able
to live with my parents and care for
both of them,” said Maria. Although
her siblings couldn’t provide any
hands-on help, they helped by visiting, getting medications and groceries, and occasionally giving Maria
gift certificates for massages.
As her parents’ healthcare needs
grew, Maria hired aides to help her
care for Ramonita and Pablo. Based
on her own professional experience, she noticed that some of the
aides lacked specialized dementia
training and were having difficulties interacting with Ramonita and
Pablo. “My mother used to be a
hospitable and giving person. Her
door was always open, she always
had food on the table, and she welcomed anyone who needed a place
to stay. When she developed dementia, she turned into a different
person. I would get frustrated with
her and I knew some of the aides
were getting frustrated as well. I
wanted them to be patient and
kind,” said Maria.
Throughout the apartment, Maria
posted poems about dementia and
insisted that all of the aides read
them. Maria also contacted the Alzheimer’s Association and requested
assistance in training her home care
staff. The Alzheimer’s Association
sent a volunteer community educa-
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tor to coach Maria and the aides in
effective communication strategies.
This summer, both Ramonita and
Pablo passed away, only a few
weeks apart. Maria is back home
with her husband and daughters.
“I’m grieving and trying to adjust
to a post-caregiving life,” said Maria. “I’m comforted by the fact I was
with both of my parents when they
passed away, holding their hands.”
Tamara Fontanes
It is increasingly common for younger family members like Tamara Fontanes of Ontario County to become
caregivers as well. Tamara is providing care to her grandmother Edda
Garcia Sanes. For some time after
being diagnosed with Alzheimer’s
dementia, Edda lived independently in her hometown in Puerto Rico.
When Tamara visited her grandmother a few years ago, she noticed
that Edda’s cooking skills were declining and she was no longer able
to take care of herself.

In the aftermath of Hurricane Maria, which left Edda’s house without power and clean water supply,
Tamara and her husband Carlos
moved their grandmother to New
York State where she now lives with
them. Caring for her grandmother
has become Tamara’s fulltime job
as Edda requires around-the-clock
supervision. Tamara keeps Edda engaged and busy all the time. They
play board games and attend various social activities offered through
the Alzheimer’s Association in Rochester and throughout the Finger
Lakes region. Both Edda and Tamara
enjoy the outings and the company
of other individuals with dementia
and their caregivers.
Tamara has fully embraced her
new role as a caregiver. She also
joined an Alzheimer’s Association
support group where she interacts
with other people who face similar
challenges of caring for a loved one
with dementia. After each monthly meeting, Tamara feels energized
and equipped with new practical
advice on how to handle daily caregiving tasks.
The Alzheimer’s Association offers a
number of resources for caregivers
online, in person and on the phone.
A professionally staffed 24/7 helpline offers information and advice
in over 200 languages. We are also
looking for volunteers to facilitate
support groups for caregivers and
deliver educational programs in the
community. For more information,
call 1-800-272-3900 or visit alz.org.
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Care plans follow diagnosis of Alzheimer’s
Patti Singer
pattisinger@minorityreporter.net

one. Memory changes can be caused by
factors which are treatable.

If you have high blood pressure, several
medications can help you control the condition.

“It seems likely that Alzheimer’s disease in
some ways is similar to normal aging, so it’s
hard to figure out where the disease begins
and where normal aging starts,” Gill said.
“It’s true it can be very hard to tell between
normal aging and the beginning of serious
memory problems caused by Alzheimer’s
disease. … Knowing the diagnosis and being able to plan for the future can be helpful.”

The same with a number of other chronic
illnesses, where a diagnosis leads to a prescription. If that medication doesn’t work,
others may. If they don’t cure the disease,
they go a long way to slowing its progression and reducing symptoms.
Alzheimer’s disease is different.
“The medicines are minimally effective
at best,” said Dr. David Gill, director of the
Memory Center at Unity, which is part
of Rochester Regional Health, and board
member at the Alzheimer’s Association,
Rochester and Finger Lakes chapter. “They
can improve memory and overall function
a little bit. That’s why we use them. But obviously we need something much better.”
There is no cure for Alzheimer’s. Medications haven’t changed substantially in 10
years.
The University of Rochester Medical Center
is one of the leading research sites in the
nation and seeks Hispanics and individuals
of other ethnicities to participate in clinical
trials. Getting a drug through the process
takes years, and there are more disappointments than celebrations.
Still, it’s important to see your doctor as
soon as you suspect changes in your own
memory or you notice things in a loved

Finding services for your family member
and for you, and developing a care plan......
“We are able to help somebody, to guide
them through illness,” Gill said. “It’s a team
approach to improve the … quality of life of
somebody with Alzheimer’s disease or other dementia.”
Care plans help the individual with dementia and the person’s family, said Carol
Podgorski, director of the Finger Lakes Center of Excellence for Alzheimer’s Disease,
which is funded by the state Department of
Health and part of UR Medicine, and member of the medical and scientific committee
at the Alzheimer’s Association.
“ A care plan is important because it’s a
road map for navigating an illness that lasts
a very long time,” she said.
A care plan typically has several parts that
need to be updated as the disease progresses.
“The first part to the care plan is helping a
patient and family adjust to the diagnosis

or to changes that result from the diagnosis,” Podgorski said. “The second part might
be dealing with losses or changes in behavior, and the last part is dealing with major
loss of function and caregiver support.”
Seeking help after a diagnosis can provide
strategies for handling depression and anxiety, which can reduce the individual’s cognitive function. Care plans that are established early also help the individual identify
what is important in the remaining years
and give meaning to that time.
Dr. Frederick Marshall, chief of the Geriatric Neurology Division at the University of
Rochester Medical Center, said he sees tremendous involvement among the families
of Hispanic patients in the memory care
program at UR Medicine.
“I am impressed oftentimes that multiple
children will show up at the appointments,”
he said. He’s noticed a commitment among
family members to care in their homes for
an elder with dementia, and that responsibility is shared across generations.
The rate of Alzheimer’s among Hispanics is
slightly higher than the rate among whites,
according to data from the Alzheimer’s Association. The reasons aren’t believed to
be genetic but may have to do with socioeconomic differences and rates of diseases
such as high blood pressure and diabetes,
which also can affect the brain.

mostly Caucasian subjects,” Gill said. “Having people of underserved and minority
populations is critically important. Every
person who’s Hispanic that gets involved
in research can play a huge role because
they’re desperately needed.”
Language and mistrust of the medical establishment can be barriers to research for
non-whites. Marshall, who has provided
medical care in Venezuela and Puerto Rico
and has taken Spanish lessons, said academics have looked at how best to diversify
research studies.
What they found seems obvious: The success of enrolling minorities into research
was based in large part on the race and ethnicity of the person recruiting participants.
“Folks who are best at recruiting participants from underserved communities for
clinical trials have a cultural background
and a sensitivity that came from being part
of those communities,” he said. “If I could
really have my druthers, I would acknowledge that and we would understand this
is a complex problem that includes the recruiting and retention of skillful people of
color to do the research with us.”

“I think Caucasians tend to access specialty care at a higher rate than folks in the
Hispanic community,” Marshall said. “So
proportional to their representation in the
population, their representation in the clinic is not as high. We still have a fair number
of patients from Latin America, primarily
South America, the Caribbean and Mexico.”
Gill and Marshall said they’d like to see
more representation among Hispanics in
the research that is going on in Rochester.
“Many of the studies have been done with

Dr. David Gill

17

www.rochesterlavoz.com | SEPTIEMBRE | 2019

Planes de cuidado siguen al diagnóstico de Alzheimer

Carol Podgorski, Ph.D.

Patti Singer
pattisinger@minorityreporter.net
Si tiene presión arterial alta, varios
medicamentos pueden ayudarlo a
controlar la afección.
Lo mismo ocurre con otras enfermedades crónicas, donde un diagnóstico
conduce a una prescripción. Si ese medicamento no funciona, otros pueden.
Si no curan la enfermedad, recorrerán
un largo camino para retrasar su progresión y reducir los síntomas.
La enfermedad de Alzheimer es diferente.
“Los medicamentos son mínimamente
efectivos en el mejor de los casos”, dijo
el Dr. David Gill, director del Centro de
Memoria de Unity, que forma parte de
Rochester Regional Health. “Pueden
mejorar un poco la memoria y la
función general. Por eso los usamos.
Pero obviamente necesitamos algo
mucho mejor “.
No hay cura para el Alzheimer. Los
medicamentos no han cambiado sustancialmente en 10 años.
El Centro Médico de la Universidad
de Rochester es uno de los principales
sitios de investigación en la nación y
busca hispanos e individuos de otras
etnicidades para participar en estudios
clínicos. Obtener un medicamento a
través del proceso lleva años, y hay
más decepciones que celebraciones.
A un así, es importante ver a su médico tan pronto como sospeche cambios

en su propia memoria o note cosas
en un ser querido. Los cambios en la
memoria pueden ser causados por
factores que son tratables.

atención que se establecen temprano
también ayudan al individuo a identificar lo que es importante en los años
restantes y le dan sentido a esa etapa.

“Parece probable que la enfermedad
de Alzheimer de alguna manera sea
similar al envejecimiento normal, por
lo que es difícil determinar dónde
comienza la enfermedad y dónde
comienza el envejecimiento normal”,
dijo Gill. “Es cierto que puede ser muy
difícil distinguir entre el envejecimiento normal y el comienzo de problemas
graves de memoria causados por la
enfermedad de Alzheimer. ... Conocer
el diagnóstico y poder planificar para
el futuro puede ser útil “.

El Dr. Frederick Marshall, jefe de la
División de Neurología Geriátrica del
Centro Médico de la Universidad de
Rochester, dijo que ve una tremenda
participación entre las familias de los
pacientes hispanos en el programa de
cuidado de la memoria en el Centro
Médico de la Universidad de Rochester.

Encontrar servicios para su familiar y
para usted, y desarrollar un plan de
atención ......
“Podemos ayudar a alguien, guiarlo a
través de la enfermedad”, dijo Gill. “Es
un enfoque de equipo para mejorar la
calidad de vida de alguien con enfermedad de Alzheimer u otra demencia”.
Los planes de atención ayudan a personas con demencia y a los familiares,
dijo Carol Podgorski, directora del
Centro de Excelencia para la Enfermedad de Alzheimer de Finger Lakes, que
es financiado por el Departamento
de Salud del estado y parte de UR
Medicine.
“Un plan de atención es importante
porque es una hoja de ruta para
navegar una enfermedad que dura
mucho tiempo”, dijo.
Por lo general un plan de atención
generalmente tiene varias partes que
deben actualizarse a medida que avanza la enfermedad.
“La primera parte del plan de atención
es ayudar a un paciente y a su familia a adaptarse al diagnóstico o a los
cambios que resultan del diagnóstico”,
dijo Podgorski. “La segunda parte
podría estar relacionada con pérdidas
o cambios en el comportamiento, y la
última parte está relacionada con una
pérdida importante de la función y el
apoyo del personal de cuidado”.
Buscar ayuda después de un diagnóstico puede proporcionar estrategias
para manejar la depresión y la ansiedad, lo que puede reducir la función
cognitiva del individuo. Los planes de

“A menudo me impresiona ver niños
presente en las citas”, dijo. Ha notado
un compromiso entre los miembros de
la familia para cuidar en sus hogares
a un anciano con demencia, y esa
responsabilidad se comparte entre
generaciones.
La tasa de Alzheimer entre los hispanos es ligeramente más alta que la
tasa entre los blancos, según datos de
la Asociación de Alzheimer. No se cree
que las razones sean genéticas, pero
pueden tener que ver con las diferencias socioeconómicas y las tasas de
enfermedades como la presión arterial
alta y la diabetes, que también pueden
afectar el cerebro.
“Creo que los caucásicos tienden a
acceder a la atención especializada a
un ritmo mayor que la gente de la comunidad hispana”, dijo Marshall. “Tan

proporcional a su representación en
la población, su representación en la
clínica no es tan alta. Todavía tenemos
una buena cantidad de pacientes de
América Latina, principalmente América del Sur, el Caribe y México “.
Gill y Marshall dijeron que les gustaría
ver más representación entre los hispanos en la investigación que se está
llevando a cabo en Rochester.
“Muchos de los estudios se han
realizado con sujetos en su mayoría
caucásicos”, dijo Gill. “Tener personas
de poblaciones marginadas y minoritarias es de vital importancia. Toda
persona hispana que se involucre en
la investigación puede desempeñar
un papel muy importante porque los
necesita desesperadamente ”.
El lenguaje y la desconfianza del
establecimiento médico pueden ser
barreras para la investigación de los
no blancos. Marshall, que ha brindado
atención médica en Venezuela y Puerto Rico y ha tomado clases de español,
dijo que los académicos han estudiado
la mejor manera de diversificar los
estudios de investigación.
Lo que encontraron parece obvio: el
éxito de inscribir a las minorías en la
investigación se basó en gran parte

BECOME AN
ALZHEIMER’S ASSOCIATION
PROMOTOR
Help those facing Alzheimer’s disease in your community

Si usted o un conocido suyo esta experimentando estas
señales de advertencia, favor de consultar a un médico.

Para más información, llame al 800.272.3900
o visite alz.org/espanol.
If you’re a volunteer promotor,
you can spread Alzheimer’s awareness
Hispanics/Latinos are at an increased risk

Join us for an open house:
Location
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EDITORIAL

The views and opinions expressed on our opinion page are those of the authors and
do not necessarily reflect the official policy or position of Lyons Outlet Newspaper.

School safety and security, for real
By Gary Rose
Let’s not arm teachers. In fact, let’s not arm
school staff of any kind, unless they are trained
security officers. Since the Parkland shooting
one year ago, U.S. schools have suffered close
to 100 incidents involving guns, and arming staff
would make schools less safe.
As a security professional for 30 years, I work
closely with law enforcement officials. People
often ask about arming teachers. It is my strongly held belief that we should not, and in my conversations with law enforcement officials at all
levels, the majority of them agree with me. If
school staff have not had law enforcement or
military training, and if they put themselves out
there in an active shooter situation, it would be
dangerous for everybody.
The reason I say law enforcement or military
training, specifically, is because plain old “regular” firearms training is ineffective for this type
of scenario. Are you aware that in some states,
regular firearms training is simply a 47-hour
course that teaches you how to shoot at a still
target? On the other hand, law enforcement
officers have, on average, 840 hours of training
and are taught how to make split-second decisions in crisis situations. And even trained officers only hit moving targets 18 percent of the
time. In states trying to arm teachers, they get
much less training, and in some places, no training at all.
In a real active shooter situation, you are going
to have students and staff running toward you,
running away from you — the totality of the
chaos is incredible.
Also, in a real shooter situation, law enforcement will not be able to tell if you are a good guy
or a “bad actor.” If police see someone with a
gun, they are not going to stop to identify them
or negotiate. Their first objective is to eliminate
the threat, and they are trained to shoot to kill.
And where there are guns, accidents happen.
Just last year, a teacher who had supposedly
been trained to use a gun discharged it in his
classroom by accident, injuring three students,
one of whom ended up with a bullet lodged in
the neck.

Communication is vital among all the players
involved; the school district, law enforcement,
school security and staff, especially mental
health staff.
Every school should have its own school safety and security committee, with the union
represented on that committee. Along with
union representatives, the committee needs
to include custodians, school counselors, social
workers and school nurses. You also will want to
include your local law enforcement, fire, EMS,
school board members, students, parents and
any other key members of the community who
would make your team stronger.
Sometimes a bad actor will not commit a crime
if there’s a high security presence. I cannot
stress this enough: Visibility as a deterrent is a
huge asset.
And, it’s imperative that there be only one point
of access to a school, and that it’s staffed, monitored and controlled by a trained professional.
People need to be screened and approved to
enter your facility.
The more layers of security a person has to go
through to gain access to your building, the
more likely you are to deter a tragedy.
I want to stress the importance of one more
thing. And it’s not just for students but for all
school staff:
If you see something, say something.
Let a teacher know. Let an adult know. If you
have one, call the school district’s safety tip line.
If you don’t have a tip line, institute one. When it
comes to school safety and security, we have to
listen to the students, educators and school staff
in our communities and empower them, working with law enforcement, to keep our kids safe.
Gary Rose is security supervisor at Senior High
School in Henrietta, N.Y. A safety and security professional, Rose holds certifications on
emergency response from local, state and federal agencies. He has worked for more than 21
years as a security officer and trainer for school
districts in upstate New York. He is a member of
the New York State United Teachers.
Si usted o un conocido suyo esta experimentando estas
señales de advertencia, favor de consultar a un médico.

Para más información, llame al 800.272.3900
o visite alz.org/espanol.
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HECHOS Y
CIFRAS DE LA
ENFERMEDAD DE
ALZHEIMER 2019

EL%
82

LA ENFERMEDAD
DE ALZHEIMER ES

LA SEXTA
causa principal de muerte en
los Estados Unidos

5,8

de
estadounidenses
viven con la
enfermedad de
MILLONES Alzheimer

PARA 2050, se
estima que esta
cifra crecerá
hasta casi

MÁS DE
16 MILLONES DE
ESTADOUNIDENSES

14

PERO
SOLO
EL

MILLONES

proporcionan
cuidados no pagados
a las personas
que padecen la
enfermedad de
Alzheimer u otro
tipo de demencias

Se estima que estos cuidadores dedican

18.500 MILLONES DE HORAS
con un valor de casi

USD 234.000 MILLONES

EN 2019, la enfermedad de Alzheimer y
otros tipos de demencias le costarán a
la nación USD 290.000 MILLONES

PARA 2050, esos
costos podrían alcanzar

USD 1,1 BILLONES

© 2019 Alzheimer's Association® | All Rights Reserved | Alzheimer's Association is a not-for-profit 501(c)(3) organization.

de los adultos mayores
indica que es importante
que le hagan un examen de
pensamiento o de memoria

16

%

dice que recibe una
evaluación cognitiva

CADA 65
SEGUNDOS
Entre el 2000 y el 2017
las muertes causadas por
cardiopatías se redujeron

9%

alguien en
Estados Unidos
desarrolla la enfermedad
por primera vez
pero las muertes
causadas por
la enfermedad de
Alzheimer aumentaron

145%
1 DE CADA 3

adultos mayores
mueren con la
enfermedad de
Alzheimer u otra
demencia

El Alzheimer causa
más muertes que el
cáncer de mama y el
cáncer de próstata

JUNTOS
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El viaje
inicia con
un solo paso.
Comience de manera inteligente
con el Prekinder de Rochester
¡Regístrese hoy!

GRATIS

Las clases comienzan en
septiembre de 2019 para
todos los residentes de la
ciudad.
Si su hijo cumple 3 o 4 años
antes del 1° de diciembre de 2019,
¡regístrese hoy!

• Hay programas de día completo disponibles en
escuelas y agencias comunitarias de la ciudad
• Desayuno y almuerzo saludable
• Habilidades sociales, de lenguaje, y autoayuda
para prepararlos para la escuela
• Salidas educativas
• Juegos de interior / exterior y siesta
• Pases de autobús RTS mensuales gratuitos
para padres

¡Aprende más!
Start Smart

rocprek.org o (585) 262-8140

