
Heart to Heart
A Caregiver’s Guide for Alzheimer’s Support



Taking Care of Loved Ones

Urging Family Members to Seek Alzheimer’s Treatment
Advocating for Alzheimer’s treatment within your family, especially Black and Hispanic communities, 
involves raising awareness and understanding cultural beliefs about aging and caregiving. This can be 
challenging as cultural stigmas around health topics are common among Black and Hispanic populations.

Here’s a few tips that can help:

By focusing on these points, you can help your family understand Alzheimer’s better, 
work together to care for the person, and find the right support.

Start talking early
It’s important to talk with your family about 
Alzheimer’s before it becomes a problem. 
Share information about what Alzheimer’s 
is, how it changes a person, and why it’s 
important to get help early on.

Work Together
Caregiving can be hard, so it’s helpful if everyone 
pitches in. Talk with your family about who can 
help and when. Maybe family members can take 
turns or help with different tasks. This way, no 
one person gets too tired or stressed out.

Be aware of cultural beliefs
In many Black and Hispanic families, it’s 
common to take care of family members at 
home. Some may not want to get outside help. 
Let them know that seeing a doctor and getting 
treatments can make life better for both the 
person with Alzheimer’s and the caregiver.

Take Care of the Caregiver
Being a caregiver is tough. Make sure the 
person who is taking care of the family member 
gets help too. Caregivers need breaks, support 
for their health, and help with things like 
paying for care. Don’t forget to ask for support 
when needed.

Find Help and Resources
There are groups and services to help with 
Alzheimer’s. Look for local organizations, support 
groups, or even online resources. These can help 
with things like healthcare, insurance, and 
finding people to help with caregiving.

Listen to the Person with Alzheimer’s
If possible, ask the person with Alzheimer’s 
what they want for their care. Even if they can’t 
make decisions later, it’s good to know their 
wishes in advance.

Find the Right Healthcare
Make sure the doctor or nurse understands your family’s culture and speaks your language. 
This can make it easier to get the right care and help your loved one feel comfortable.



Clinical trials are research studies that test new treatments for Alzheimer’s. Sometimes, these trials can give 
people access to new treatments before they are available to everyone.

Here’s how you can find them:

Finding Alzheimer’s Clinical Trials

Talk to the Doctor
The first thing you should do is talk to the doctor. 
They can tell you if there are any clinical trials your 
loved one could join and explain how it works.

Search Online
You can also find clinical trials by looking online.

Some helpful websites are:
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The Alzheimer’s Association

The Alzheimer’s Association 
ClinicalTrials.gov

ClinicalTrials.gov 
The National Institutes of Health

The National Institutes of Health 

These websites let you search for trials in your area.

Ask the Alzheimer’s Association
The Alzheimer’s Association is a well known
organization that can help you find trials near you. 
They can also explain what to expect from the trials.
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Check with Local Hospitals
Hospitals or research centers sometimes run 
Alzheimer’s trials. Ask your doctor about trials in 
your area or call local hospitals to find out.

Understand What’s Involved
Before having your loved one join a clinical trial, 
make sure you both understand what it will involve 
as much as you can. Some trials may include taking 
new medicines or visiting the doctor more often. 
The doctor can help you decide if it’s the right 
choice for your loved one.
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Know the Risks and Benefits
Every trial has risks and benefits. Talk to the doctor 
about what might happen and if the trial is a good 
option for your loved one.
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http://www.alz.org/
http://www.clinicaltrials.gov/
http://www.nih.gov/


Also, there are a few cultural factors to consider when looking for Alzheimer’s clinical trials, especially in 
Black and Hispanic communities. 

Here are some things to keep in mind:

Lack of Representation
Black and Hispanic people have been 
underrepresented in clinical trials, which can make 
some families hesitant to join. Let your loved one know 
that having more diversity in trials is important and 
helps make treatments better for everyone.

Cultural Views on Care
Your loved one may feel that caring for them at home is 
enough and may hesitate to seek outside help. It’s 
important to explain the benefits of clinical trials, such 
as access to new treatments and extra support.

Mistrust of Medical Institutions
Due to past injustices in medical research, your loved 
one may feel distrustful because of past 
mistreatment. It's important to give them clear and 
honest information about the safety and goals of 
clinical trials to help ease these concerns.

Language Barriers
Look for trials that offer materials in your loved 
ones' language or help with translation to make 
sure they understand everything.

Stigma Around Mental Health
Discussing memory loss can be difficult in Black 
and Hispanic communities. Have open 
conversations to help your loved ones feel more 
comfortable exploring treatment options.

By being mindful of these cultural factors, families may feel more 
comfortable learning about and joining clinical trials.
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Thinking about joining a clinical trial can be scary at first but it doesn’t have to be. With the right support and 
being well-informed, you and your loved one can make the best decision for their health and future.

When your loved one joins a clinical trial, here’s what they can expect:

What to Expect From an Alzheimer’s Clinical Trial

1. Learn About the Trial
Before joining, they will get information about the trial, including what it tests, how it works, and any risks. They
will need to decide if they want to participate.

2. Informed Consent (Signing Up)
Before joining, your loved one will go through an informed consent process. This means:

• A doctor or researcher will explain the purpose of the trial, what will happen, and any possible risks and
benefits.

• You and your loved one can ask as many questions as needed.
• The research team will provide a written document that outlines everything about the trial.
• Your loved one (or their legal representative) will need to sign this form to show they understand and agree

to participate.
• It is okay to take time to think about it before signing. No one should feel rushed or pressured.
• Even after signing, your loved one can leave the study at any time if they change their mind. There are no

penalties, and they will not lose their regular medical care.
• If your loved one has trouble understanding or communicating, the caregiver can help by asking questions

and making sure all concerns are addressed.

3. Regular Doctor Visits
They will visit the doctor more often than usual. These visits help the doctor check how they are doing, see if the
treatment is working, and perform any necessary tests.

4. Treatment or Placebo
Some participants will get the new treatment, while others may get a placebo (a fake treatment that doesn’t have
medicine). This helps researchers compare results. Ask if there’s a chance to switch treatments later.

5. Caregiver’s Role
Caregivers help by keeping track of symptoms, going to appointments, and asking questions. Some studies also
offer support for caregivers.

6. Leaving the Study
Your loved one can stop at any time if they feel uncomfortable. The research team will help with next steps and
continued care options.
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Clinical trials are research studies that test new treatments for Alzheimer’s. Sometimes, 
these trials can give people access to new treatments before they are available to everyone.
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They can tell you if there are any clinical trials your 
loved one could join and explain how it works.

Search Online
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These websites let you search for trials in your area.
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organization that can help you find trials near you. 
They can also explain what to expect from the trials.
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Check with Local Hospitals
Hospitals or research centers sometimes run 
Alzheimer’s trials. Ask your doctor about trials in 
your area or call local hospitals to find out.

Understand What’s Involved
Before having your loved one join a clinical trial, 
make sure you both understand what it will involve 
as much as you can. Some trials may include taking 
new medicines or visiting the doctor more often. 
The doctor can help you decide if it’s the right 
choice for your loved one.
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Know the Risks and Benefits
Every trial has risks and benefits. Talk to the doctor 
about what might happen and if the trial is a good 
option for your loved one.
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Caring for a loved one with Alzheimer’s is a big job, but you don’t have to do it alone. There are many resources 
and people who can help. Whether you’re looking for treatment options, clinical trials, or support groups, 
taking the first step can make a big difference. Thank you for your love and dedication—it truly matters.

http://www.alz.org/
http://www.clinicaltrials.gov/
http://www.nih.gov/
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